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In the fald of 1978, the Commission on Quallty of Care
for the Mentally Disabled held public hearings to identify
priorities. At each of the four hearings conducted, the
Commission heard testimony from families of autlstlc children
abhout the inadequacy of services available to meet their
needs.  In an attempt to respond to these needs the Commission
has pqepared the .following report which discusses the issues’
and.'problems.related to providing adegwate and approprlate .
j;tVlCeS for the autistic aﬁd‘thelr families-.

P
A draft of thlS reeort has been reviewed by the Office
of '‘Mental Retardations#nd ‘Developmental Disabilities, the
Office of Mental He h the State Education Department and
the Depar,tment ofeggc1al Services. Each of these agencies,
< fqrmally respondgg'to the report and their responses are
1nqluded in A dix B. The Commission considered each of
‘these’ respongggﬁznd madé the changes deemed appropriate in
the fimal gg ort. . ' N
The findlngs conclusions, and recommendatlons of this
report reflect the unanimous opinion of -the Commission  and
the Board of Visitors Advisory Council of the Commission.
It is oux hope that this report, in highlighting the needs“ -
of the autistic and the concerns of their families, will -
foster ecooperative action of the Stake and voluntary agencies
to -respond to these needs and concerns.

W

Clarence J. Sundram
A : Chalrman




RN :
Staff ° . N

\

Director v
Policy .Analysis and
Development Bureau) | ,
. ‘ .

N

Nancy K. Ray . C _ Project Manager '’ '

) Andrea Anderman . -y : " Research Associate
LA Review Specialist ' \
Quality Assurance Bureau : | .

Patricia Fenpnell ' Research ‘Associate

Policy Analyst . ’ o . v . ’

Policy Analysis and . ]
Devélopment Bureau '

L

7 ) [N
s « Thomas* Harmon i . Research Associate ‘
Assistant Director :
Quality Assurance Bureau .
I3 N . . \ i

13

Geraldine Kirpens Secretarial Stenographer
Secretarial Stenographer - ‘

>~
%

, ¢ ’ 4 .
Q -iii- § .
ERIC : :

Aruitoxt provided by Eic: 4 . ’

1
- . . -




) > Table of Contents
* . b, ‘
M » _ . . ‘ gage Number
,Execytive Summary ’ , .‘ , cvii-xvi
. Chapter 1 ‘ ) .
Autism: An’Enigmatic Syndrome o 112
. Chapter 11 ) , (
Parentlng &n Autistic Child - . 13-20 \
. Chapter II1 L ~ ) ‘
A Look at New York State' S, T, _ )
Institutional Care Network ‘
for the Autistic ' " < 21-36
Chaptgr. 1V T '
Perspectived from Professional .
Saokespersonﬁ on Autism - 37-44 |, <
Chapter V ’ .-
Looking Toward the Future: ., .
_ Mapping the First Steps ' 45-48
'/ ’ . P PR .«
Appendix A: Autism Advocacy Agencies ) 49
Appendix B: Responses of: ! )

The Office of Mental Health,

State Educatlon Department,

Department .of ‘Social Services,.

Office of -Mental Retardation

and Develppmental Disabilities ‘

p——

to the Report : . .51-73
’ : A ’ |
Selected‘Bib}iﬁgraphy , >‘ t 75-83
+ i} R '
* 5 7
~ . 1"\
~




Table 1:

/

Table 2:

Table 3:

List of Tables,

v
v . . Y v

- \

' Page Numbér
Approximate quient‘Cenéﬁs of .
State Facilities Evidencing ' ‘
Classical Autistic Behaviors ~
and Having a Primary Diagnosis
of "Autism > ~

‘24

:
Unmet Needs of the Auti;Eic
as Perceived by Senior Facility
Staff at State Psychiatric,
Children's Psychiatric, and

Developmental Centers N 29
. : )
~Senior Facility Staff's Perceived
Barriers to Addressing Unmet Needs .o
33

,of- the Autistic by Type of Facility



EXECUTIVE SUMMARY )

N . . e
The child does ﬁog look at you. He does not speak and
appears, exéepu'for‘isolafed moments, not to‘he@r. Seem-
ingly selffinvolved in a world unto himself,.all the avenues
* for contact with chers'are shunned. His parents, brothers

and sisters, and their friends and wpelatives are. wary of

this'strange, yet'strikingly handsome little boy. SggciaL

schools turn him away; the pgdiatrician refers his family to

one specialist after another; and, well-meaning friends-

caution his parents about becoming obsessed with the prob-
lems of this unusual child. , S _
This child 1is autistic. Autism, a developmental
disability usually diagnosed in early childhood, is charac-
terized by social withdrawal, limited language deveiopment,

and bizarre, yet routinized, self-stimulatory .behavior. - A

disability without a known cause or origin, autism afflicts
approximately 5,000 pifsons living *in New York State.*

About 60 percent of these persons are also diagnosed as

severely mentally 'retarded and apprbximateiy 2,500 have ,

severe behavioral disorders often manifested in violent
self-abusive or  other-directed aggt&ggivi' acts.
Approximately three out of four persons afflicted with
autism are male..s ) .

The struggle of -the familiés of Fﬁe autistic to find
adequate and appropriate gervices for their children, most
of whom grow into'adulthood,'istnever-eﬁdfng. Just finding

a. program which will -accept their child can involve an

exhaustipg search. And, once placed, a, new fear arises--the -
igg p %

-

AN

n
r

*Accurate prevalence figures for the number of individuals
with autism, in New York State are not presently available.
This figure reflects the official estimate of the Office of
Mental ,Retardation and Devé&lopmental Disabilities as cited

ein their revised New York State Plan, 1981-1984.
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fear their child will be "kicked out. The child may be too
dlsruptlve for the program or he may not progress. « And,
again the familigs begin their search.

The struggle~ef the families of the autistic has ‘been
well- pub11c12ed . Television specials, talk shows, and
popular journals have recounted the exhaustlng and stressful
lives of these families. Yet, as testimony aL1c1ted at
public hearingse conducted by the Commission on Quality of
Ca;e\for the Mentally Disabled "#n the fall of 1978 -indi-
cdtes, addressing the needs and concerns ‘of the autistic
iRdividual and hls family remains a largely unmet challenge.

The barrlers ‘to meeting thlS challenge are many and

Es

_formidable. The mystery of the etlology of autism, the.

absence of reliible ‘and universally atcepted dlagnostie

criteria, together with the controwersy which .surrounlls the
choice of treatment or therapy for the autistic, confound
even the most ardent advocates in  specifying 31mple and
unilateral recommendations to respond to the needs of the

autistic and their families.

« Recognizing both the painful search of families of the

autistic to find eBpropriate care and treatment, andZthe
fundamental road blocks to a gimple path for these families,
the Commission on Quality of Care far the Mentally Disabled

. '
identified services to the autistid aniftheir families as a’

"The Endless Quest:
The Autistic and Their Families.? . )

priority and has prepared this report,

Unlike many governmental repogt this report offers no

definitive solutions. For, at' present, there are no defini- -

tive remedies for the needs of the autistic; there are only
. first steps. -~ ) AN A
The report'is organizeh in five sections:

(1) 'Autism: An Enigmatic Qyndrome;

«(2) Pafenting An.  Autistic Chiiq; _“ -
e - ‘
. (3) A Look at New York State's Institutional Care
Network for the Autistic;

»

/. L - 9 .
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(4) Perspectives from Prpfessionel Spokespersons

2ot on Autism;
‘// ) (5) Looking Toward the Future:. Mappfng the
Y " First Steps. RN "

It 1is the Commissiop's hope that this gepe}t, in
highlighting the needs of the .autistic artd their families,
wi}¥ spur program development, continued research, and
perhape Jhost impqrténtly, a gro&ing sensitivity to the "

* specfal proplems of the auii;yéc and their..families. .

. The major findings of .L¥is report include:

(1) T#He. autistic are a small minority 1in a
service delivery system that is driven by the
needs of "other larger and better organized-
groups of developmentally disabled and their
families. Their ‘special Qgeds have *bken’

efr.

p , largely ignored by the syst , At present, -
it ,is impossible to accurately identify the
. i 4 numbers of 'persons with classical autistic

behaviors in need :-of services in New York .
State. Less than 20 percent of the estimated
total autistic population of 5,000 individ-
uals have presently.been identified by the
Office of Mental Retardation and Develop-
mental Disabilities (OMRDD). .The wvast
majority o¥ the: unidentified autistic are
suspected to be either wunserved or under- ' v
served. by the present service delivery
stem. - . .
(2) There is no accepted theory of etiology of or
diagnosis for autism and therefore wvarious
treatment modalities, with varying assump-
tions about autism, are being wused with . .
little evidence of differentes in therapeutic
effectiveness, regardless of. therapy chosen.

.(3) The parents of an autistic child confront a -
service delivery system with scarce and . -
varied services, lacking an accessible single
point of entry. They are left to negotiate
the maze of services, providers, philosophies
and funding mechanisms without either guide
or roadmaps. , , : .

-
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. (4) The services that are available vary depend- - ,
ing upon the place of residence and there is <t
N - no uniformity in' the nature of the services e

c required to be prov1ded when they are
provided at all, nor any iogical ‘explanation
- . for existing variations. As a result, the
. autistic are made to fit .into existing -
programs, designed to meet the needs ‘of ° .
others, rather than programs being de31gned b :
to meet theix individual needs s .

(5) As a ,result of the lack of knowledge about T
the true prevalence of autism+in the- popula- ~
tion already in the service delivery system, *
the tiny fraction identified and scattgred
R ) throughout the system haVe not warranted the
: - development of the specialized services they
- require. Only four of the fifty-dne State
facilities have developed ' any specialized
. . programping. for *this population.

.

. 1(6) Although there is ,gignificant agreement

. ' between parents and experts on the need for

N family involvement in programs for the

autistic child to ' enhance the1r effective-,

. ness, only three of*=the ‘fifty-one State
fac1llt1es -provide some, paréent involvement as °

co-therapists or assistants i%™ the program-
/ ~ming for the-autistic. , -
L4

(7) Required training for-professional and. para- . ‘ )
professional * staff in programming and
v -services. for .the autistic 1is la;§ély non-
’ existent.

- ) . (8) Although four agencies (the Office of Mental ' <t
Health, the Officeé of Mental Retardation and i
— Developmental Disabilities, the Departfent of -

- Social Services, and the State Education

- Department) are 1involved in some way with

. programs and services for the autistic and

N * their families', coordination of their role is

-0 . currently lack1ng ' - )

(9) There 1is at present a critical need for
developing a full range of accessible dmy-
programé for the autlstlc from pre-school

. through adult Aage. At ,the same time, it 2
¥ % appears that additional residential ‘place-
g: .o ments, particularly for the adult autistic,

N
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"many of whom are cutrently inappropriately
7 > housed in children's psychiatric centers, are
* required. Additionally, respite care ser-
. vices for the families of the autistic are
© " urgently needed. S

-

‘These flndlngsdzemonstrate the, scope and serlougness of \ /
the problems 1nherent in the service delivery system for the
autistic. By all accounts appropriate services are ex-

'tremel& 11m1ted and access to these services 1is. often
blocked by one or -another bureaucratic barrler. 'fhe ac-
counts of famllles of the inadequacy and insensitivity of ‘.
the service delivery system have been substantiated by both
the senior clinital staff of State faciljties and reputable ‘
spokespersons in, the field of autism in New York State. " .
. As Comm1331on staff pwrsued their reseafch on services
for the autlstlc“ it became cleay that these problems and
1ssues mandate systemlc change. Wore clearly, ‘it became
apparent ,that meanlngful change in the service delivery
system would require the joint cooperative effort of the . -
Office of Menﬁaa Retarddtion and Developmental Dlsabllltles
the Office of Mental Health, the State Education Department
and the Department of Social Services. It was also apparent
' that a single State "agency had to be designated the lead
agency er serv1ces for the autlstlc and that .this agency
must assume respon31b111ty and 5ccountab111ty for services -~
for the autistic/ ! :
Flnaily, it also became appareht that the State could
no lonﬁér put the issue of the autistic on a "back burner"
The parents and famllles are becomlng more and more vocal in
demanding respdh81ve action to their concerns' and needs.
And, meanwhile, the identified autistic population in need of . ¥
services is growing. At present over 20 ‘percent of' the
State facitities--have an 1npat1ent census of over 30 cllents
evidencing classical autlgtlc behaviors. And, this poﬂula-

tion reflects' only the first generation of adult autistic

cl%ents>,. . . ‘ S e o ‘ ,ﬂ
L ~ - 12 S
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‘ " Given these’imperetiveb, the Comm1331on on Quallty of
. Caré " for the Mentally Disabled offers the folloW1ﬁg recom-/ - ]

mendatlons for 1mmedLate State aétion to improve the State's’
serv1@e delivery network for tihe autistic and their fami- »

»

11e§. .

T (1) The Office of Mental Retardation and Develop-
e mental Dlsaﬁllltles shouldaTTg designated as
s the Stage's 1ead agency serving the autistic
population. As such a lead agency, .OMRDD
should " accept primary .responsibility and
Ce . accountabili&y for ensuring that ‘the service
‘ needs of’ the autistic and their faml};es are
met. ¢ ) .

- (2) A State Autism Task Force should be estab-
lished as an ad hoc study group' of the
' Developmental Disabilities Planning Council Lo
. o- identify, formally assess the needs of,
.. and plan a couwrse of service development,
‘ 1nc1ud1ng residential and non-residential !!

“ services, for the autistic. The Task Force

* ’ : . should also ‘address:

e the service needs and appropriate
, ", placement of the -~adult autistic ‘pres-
-~ . . ' ently in State Children's Psychiatric
‘W Centers; _ .
*
v . PR \ [} ) -
-e@ the identification of trainingmeeds for -
profesgional-and para-professional staff
’ ., to serve the autistic
. hxﬁ .
e the advisability of regional, - residen-
tial programs for the autistic in 1iei .

NS

of the current dispersal of the popu
tion threughout the 51 State faciliti€s;

e the advisability - of establishing a
- " Bureau of Autistic Servicest in OMRDD.
The Task Force should be chaired by OMRDD and
. - should /include repreSentation by ‘the Office
) of Menfal Health, the Sgate EdueAtion Depart-
ment, the Department of Socidl'Services(, the
. Comm1331on on' Quallty of Care, autism w®dvo-
cacy agencies,. and parents of’ autigtic
i individuals. The Task Force should be
! charged with reporting itg findings and .-
b redommendations to the Goverfor within a 12- .
month time frame,.

- 4
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(3)

(4)

(6)

(7

.be .established by the

-xiii- -
P ‘ ‘ . .

. ' . Y
In the development of new services for the

autistic, special consideration should be
given to the ipvolvement of parents in phe
planning process, and i{n treatment planning
annd actual prdgramming when they so desire.

Pending the development of appropriate
services for' the autistic in every region of
the State, OMRDD should allow families of

.autistic children gnd adults the ‘option of

admigssion to St&te-operated programs and
facilities™ without regard - for regional
residency requirements. I

The OMRDD shpuld seek federal funds . £6
conduct systematic and comparable bi-annual
evaluations of programs serving the autistic.
The objective of collecting this .evaluative
data would be to determine which program
models are most responsive to the needs of
the autistic. The\OMRDD shduld also continue
to access available federal funds for basic
research en the causes, nature, and treatment
of autism. - .

The "OMRDD ishould conduct a survey to identify
all service providers in the State serving,
and/or capable apd_willing to serve, -the
autis€ic. Based oh this survey, OMRDD should
compile a,consumer'directgry of autism ser-
vice providers for familieg of the autistic.
In addition, a toll-free /hotline to assist
families in their search for services should
Office of Mental
Retardation and Developmental Disabilities.

The State Législatqre should provide special
funding for. the OMRDD to proceed with an
intensive campaign ‘to identify individuals
with autism. This campaign shoytd rely on a
taxonomy of «classical auti ¢ behaviors
identified by the above Task Force and should
focus on identifyipg autistic clients in
based services. While the campaign should
seek early identification of young children
with autistic-like behaviors, caution should
be taken not to label e¢hildren prematurely as
"autistic." Rather the identification should
serve primarily to assist the <child in
accessing relevant services to meet his/her
needs.

~
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(8) The State Legislatu;e should seriously
consider the Office.of Mental Retardation and

Developmental Disabilities' .request  for .
start-up monies for 100 new community resi-
dential beds for autistic individuals. N

Most of these fecommenda&ions cal be implemented with
"no substantial expenditure of new money. The last thftee
"recommendations will réquire new funding. The funding

requirements for these recommendations should bef determined

Lo’

by OMRDD in conjunction with ‘the State Autigm Task Force. =

TheS8e recommendations reflect the unanimous opinions. of
the Commission on Quality of Care and ‘the Board of Visitors
Advisory Council of the Commission. They aré also generally

consistent with the iﬁplementation of OMRDD's major program

initi;ciyes fo% services for the autistic as specified in
their updated Five Year Plan. It is' the Commission's
sincere hope that the Governor ahd ‘the Legislature will
seriously e@onsider these "first steps] toward building an
appropriate and accessible service delivery system fo% the

b -

autistic, - . ‘ !

v .
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AUTISH; AN ENIGMATIC SYNDROME

%

In an effort _to gain a better undefstgneing of the
nature of autisnﬂithe theories concerning its etiology, and
the philosophicé@ premises of the various treatment ap-

© proaches ‘for thefautisaic, Commission ?tafg initiated 1its
research with an‘ extensive review of the literature.
Searching bibliog%ephic indexes of the different disei;
plines, the staff reviewed neapl} two hundred references. ~
Yet, this review of .existing literature raised many. more

questlons than answers. It was the conclusion of staff that

autism, lndeedﬁ lS an enlgmatlc ‘syndrome. ’ N
What is Autism? ﬂv ] ‘ /
) Leo Kanner (1943) is credited with labellng the syn- 'S

drome of autlsm. He described 11 children who had five
essential featuges of what he labeled ‘'early infantile
autism: (1) profeﬁnd”withdrawal from peopde; (2) obsessive -
desire for sameness?‘(3) skillful and affectionate relation- i
ships to objects; (4) retention of an intelligent and
pensive physiognoﬂ& and ‘goed cognitive potenéial; and,
(5) mutism or language problens. o

Experls on'au%ism today agree with Kanner that autism
js best described as a collection of symptoms or a syndrgme g, .
rather fhan,a specific illness (Kaufman,~4976; Ritvo, 1977;’ y \i
Webster, 1980). Most' of Kanner's basic symptoms are also ‘
accepted _today, with the . exception of his assertion . of
"good" cognitive potential. Most researchers now feel that
approximately 70 percent of the individuals with autismthave
.a subnormal, functional intelligence quotient (News'pn, 1979;
. Ritvo, 1977;'webster4 1980).
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The National Society for‘Aﬁtistic Children, together
with other researchers, have modified sligHtly Kanner?sr
basic ‘§ymptomat019gy for autistic persoans. The National
Society identifjes four classic symptoms:

- * (1) disturbances in the rate of éppearance of
physical, social, and language skills;
“ t ”
(2) abnormal respdonses to sensations;

(3) absent or delayed speech and language, with
pdssible " presence of spetific thinking .,
capabilities; and . ) :

N * .
" . (4) abnormal ways of relating to people events
and objects (Ritvo, 1977).

-

k]
Webster's more comprehensive, discrete list of symptoms

characterizing the .autistic syndrome remains generally °

consistent with ‘that offered by the National Society. He
lists 14 discretle symptoms: (1) autistic isolation; (2) un-
relatedness to o&hérs; (3} twiddling behaviors; (4) incon-

fsisﬁéﬁt developmental antihuity; (5) self-destructive _
‘hehavior; (6) temper tantrurs; .(7) I7¥ou appareh%yconfusion;‘

(8) concrete , Hhinking; ii(9) perg;ptual inconsistenciesf’

(10) echolalia - immediate and delayed; €11) orderliness;
(12) phy§ical° incoordination; (13) language lacks; and,
(14) excessive aétivity (Webster, 1980). B

Though there fs little debate over the general symp-

tomatology of autism, there is considerable debate éver its

diagnostic criteri%q! Only first labeled forty years ago., .

. Lo n . e .
autism remains a difficult disability to 1isolate and

»

diagnose. The autistic ipdividual shares many-chraracterisg« = °

tics with severely®emotionally,K ill and/or mentally retarded
. v R vl \. 4
persons. While researchers continue to seek out ways to

differentiate 'the autistic syndrome Ffrom mental retardation

\

-

. (17 1
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.or Ehildhood schizephrenia (Freeman, 1978; March, 1973), \
‘others doubt the wvalidity of the separate! syndrofie of
autism, and still others are stymied in the development of
reliabl4 and universally accepted’ diagnostic criteria.
Amonv the' problens confronting researchers seeking
dlagnostlc crlterla for autism is the wide range of func-
tional abilities and deflCltS‘OL the autistic (Kelly, 1977).
1 More clearly, some autistic children have very hlgn intel-
ligerfce scores, while the majority score very low on intel-
ligence measures. Some develob no language; others, often e
p; through intensive treatment, develop near normal egpressive
Jand recept:

e language skills. Some autistic children are
Very self-pbusive; others never demonstrate any aggressive
behavrﬁr .

wide ragnges of functlonal deficits and strengths.

In sum, the syndrome of autism is marked with

t

At the' same tlme, almost all awtkstic 4individuals

. suffen from social isolation, communication disorders, and

bi arre behavisral patterns. Thus, on the one hand "there

“ap ears to be the necessary likenessafor a common “label, and
51multaneously suff1c1ent functlonal differentiation’ to .

e g single dlagnOS}s. :

Seeking‘the\Etiology of Autism B

3

Underlying most, of the unanswered ques{ions about

autism ‘is the Aabsence of understandlng concernlng its
etiology. Theoretital. d1scu&310ns of ,the genejls of autism
range from the psychogenlc theory to the genetic.theory to
organic causation theorles. The range in these theories

+ precludes any.unifying posltlon on a “common etivlogy and
some experts have even(pos1ted that autism may indadd not
reSultbfrem arsingle disorder (Webster, 1980).

1 - M
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The psychogenic theory of the -etiology of autism
suggests'that the disabilities of the autistic child result
from early deficits in-vthe parent—iﬂfant relationship. 1In
the\ past decade this theory has fallen into dlsrepute
largelj due to the fact that few researchers have been able ‘
to identify significant differences between mothers of
autistic children and mothers of other severely disabled
b v children ﬁCantweil, 1979; Friedman, 1974; . Lennox, 1977;

M&doo, 1977; Schopler, 1979). . :
‘vYét, some researchers %ontinue to emphasize the psycho-
genic etiology "of autism citing the substantial parallels
in lnsmfflc1eng and deviant” ego developmentkln the autistic
and schizophrenic individuals (Bettlehelm , 1967; Mahler,
1962; R&ch, 1972; Tustin, 1972) In general, however, there (/
appears .to be sufficiebt evidence to cas® doubt on the
theofy tHat inadequate parenting is the primary cause of the
" symptématology of the autistic:individﬁal. #
Other researchers on auti raise the g?ssibility of j}/ .
genetic, ¥%ather than psychogenic etiology. These researchg
ers, relyiﬁ& primarily on .the unusually high prevalence of
autistic children in families with other autistic children
or with a history of‘gsyehiatric disorders, as well as the

"higher pre&aleﬁce‘rate of autism. among males and in fami-

lies in the upper-middle class,. suggest that autism 1is

- .transmltted genetlcally (Science Wews,,1978 Yahres 1978)'

"THis theory, "like the psychogenic theory, also lacks suffi-

cient hard data to substantiate HF' Rutter's statement in

- 1968,. "The role of genetic _factors' [in ‘autisdi] remains
unknown, " continues to be true today. ° . )

With most experts at odds with eitherthe psychogenic

or genetic causation theories of autlsm, it is not surpris-

ing that most curtent research on the ettology 'of ahtism

.
.
~ .
~ . .
.
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focuses on.onganic causation theotries. Strong suppert-for
the‘oruanic‘ ausation theorlés derives, at least in part,
Erom the hlvhr

catloqs Just before, during, or just after birth (Newson,
1979). 1In addition, ¢Gbout one-third of the diagnosed cases

inckdence of a medical history of more compll—

of autlsm have associated gross neurological abnormalities
(spastxc1ty or eplleij) Finally, Ehere is also evidence
"that congenital rubella may alsd lead to autism. .
' a“gbmg groups, most notably the HNational Society for
Autistic Children, have formally , bpagd a position that
autism results from -a physical dysfunctionr within the
central nervous system (CNS) (Gray; 19f8; Bitvo and Freeman,
1978). Howgver, likg the above two theories, the'lackgof
firm evidence to substantidte dysfunction of CNS as a cause
meﬂes this assertion Less than certain. 'Rutter's comment'op

this theory is also relevant, .

.The xole of 'brain damage in the oeneSLS of @utism
is also uncertaln, but organjc braln abnormalities
appear to be primary influences in some cases--in
how many is not known, n any case, the concept
of brain ‘damage is too_general to be of much help

in undetstanding the geneSLS of autism (Rutter,
1968) .

¢

¥ Other orgaﬁic theories of the etiology of autism have
alsa been posited. These "theorists have sought to identify
31cnlftcantfy varlaht phy31010°1cal abnormalities in persgns
with gutism, Yahres{(1978) suggested that the symptoms of
autism may %ylse from. dysfunctlons in the body' ? system for-
regulaelng the state of arousal and attention. . Maher's
research w1th a small FTample of f0ur 13-year-old autistic

“‘children supportb Yahres' hypotheSLS in finding abnormal-

ities in endocrine: response to insulin stress in these
subjects (Maher, 1975). Slmltarly, Dr-. Donald Cohen sug-

gested that autistic 'indLVLduals ﬁay have over-active
T . A ~ '
32 *

f

# a

Fl



-6- . ‘5‘ . L

"dopam%ne systems and that treatment Nlth hgaiherldol and

phenothiazines, which inhibit dopamlne actlpn have thera-

.peutic benefits (cited ‘in Yahres, 19789. Yet, Llike the

L Qather theorley of the genesis of autlsm, the determlnatlon

~of the relevance of abnormalities ln physlologlcal arousal ,

awalts further research. . . o
In summary, just as there exists, no accepted set of .

diagnostic, critexia for.autism, there exists no strong basis

in. research for the etlology of autlsm. The fact that one .+ »

oY anothér theory of the etiology of autism is sometimes \

supported in ,one sample and not another, and that other

theories, despite their mutually exclusive logical basis,

A

may be- supported cpterminously continues to confound ef--

forts to identify a single predominan etioloéy.:'PerHapsf .
the search for :a predominant eti&log is itself wifhout a -
cause. The above discussion of the variance in.fﬁhctional '
’ deficits among the -autistic may, in fact, lend more cre ce
to the acc¢eptability of multiple theories of the genesif of

i .

autism. l

Y -’
4 ¢ [N

-Seeklng Appropriate Treatment: . _ .
An Agonrzrng Game of-Hide and Seek ' ’

st

*
’ *
s

o The conflicting potnts of view regardlng the etiology S
- of autism have severe consequences fox the evolution of
o ;appropliate‘tr?atment models. The cofflict among eurrent
' r;treatment modalities, - from. psychloanalytic theraby to

' behavr?r modification to educationa 5rogrammihg to psycho- -
pharmocological interventions to other\forms of chemother-
apy, arise in.a fundamental way from the different theories
i of the genesis of autism (Mulcahy, 1972). And, oerhaps,more

- lmportantly, Shere’ exlsts little evidence of differences in v

therapeutic éffectiveness regardless of the therapy chosen .
(Yebster, 1980; Wenar, 1976%. ) ‘ .
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Given this raq§e§in therapehtic interventions, it ’is
not surprising that parents of‘autisfic children sbon become
disaffected and frustrated with the profes;ionalg\Who toss
their child from one therapy to another. These families
soan come not to Epust any e%ﬁett on autism, and ingtead are
.forced to relxnon gheif own best instincts. The saga of.the
Kaufman family is typical, TS . .

We had talks with - doctors and l1osﬁ€tals in and
around New York City. ‘We queried an institute in
Philadelphia sgpecializing in brain damaged and’
autistic children. There were specialized envi-
ronmental §cheols, one in Brooklynh ‘and one in

‘- Nassau County, neither of which would dee our
child until he was much older--and even then it
would .,be a maybe. We contacted a dedicated

specialist—in behaviorism in California with- a

major university and a Federal grant to study and

P research autism.’ We investigated psychopharma-

cology.  Psychoanalysis.' 'Behaviorism. Vitamin

therapy. Nutritional analysis. The CNS factdr.

The genetic theory. There were many opinions and

* non-opinions, many unsubstantiated theories and

debatable assumptions (Kaufman, 1976, emphasis
added) . K :

This endless search for appropriate treatment would be
less devastating if the available approaches wereh not so
substantivéfy different.f Each has its own assumptéons about
the autistic person and the etiology 'a@’his/her'gutism;
assumptigns which tend to be mutually exclusive with other .
approaches.  Jeromer highlights these classic dialectics ip
thé tréatment apéroaches for.autism as: (1) stress\bersus
protrectiveness it the child's edvironment; (2) entering into
the child's fantasies and feelings versus makihg reakity

’ demands and limizations on him;” and, (3) feinforcing be-
haviors through rewards versas relationships (Jerome,

1973).

[P ‘.
.




behavior modification approach. In  the former, a primary
emphasis’ is placed on bulldlng sufficient ttust in the child
This

therapy accepts the child's fantasies, stresses a protective

so he/she will break out of hlS self- lnvolved world

environment, and.emphasizes the primary goal of building an

interpersonal relationship. Kaufman's comments are .central

to the psychoanalytic approach, ;

We decided that his 'isms' (the ritual behavior of
rocking, spinning, finger flapping and so on) were
perfectly okay with us. 1In fact, aséa result of .
our initial observations, we sensed that his

'isms' were ls that he used to. make sense out
of a complex/ﬁﬁz bizarre confusion-of perceptlons
Perhaps, they were his hkealthy way of
(Kaufman,, 976) s .

{

The behav10r modlflcatlon approach,

coping

on the.othér hand;

hardly takes cognizance of the child's fantasies. There is

A .
much less concexn with wiry? the adtistic client retreats

inward. Instead this approach seeks simply to motivate

appropriate behavior ‘through rewards and, sometimes,

: ext}nguish ~ behaviors
Although

criticize

inappropriate
of the
disregard for

through punishment.
behavior

the

critics _modification approach
of the child
(Kaufman,\1976), its’ proponents p01nt to significant prog-
ress in the client ﬁ973 Hobbs, 1977; Koegel

1979; Palyo,, 1979; - 1975). Advocates of the

behavfor modification approach ‘'generally adhere to the CNS

its dignity
(Ferinden,

Schrubman,

disorder theory of the genesis of autism and argue that this
approadh helps to motivate the autistic child and assists
hlm/her in concept formation, a critical varidble to lan-
guage development Critical to the behavior modification
approach 1is the pr1nc1p1e of generalization, or the prin-

’ P*-CLple that.if a child learns specific facts and skills under

23
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. <The conflicting assumptions underlying treatmqu
approaches for the autistic are 'most evident in the con-

tf)x
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trasting assumptions of the psychoanalytic Qpproach and the .
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the reinforcepent circumstances that he will be able to
generalize what he has learnea to other circumstances.
Critics of this approach argue that the goal of general-
ization 1is rarely achieved outside the therapy setting
(Delacato, 1974). ¢~ , o ' '
_ In' general, the greatest success of behavior modifi-
‘cation programs~lies in Fheir ability to stimulate langugge
development and to 1nh1b1t self-abusive and other-aggressive
*behaviors (Ferlnden 1973; Lovaas, 1974). The literature >
cites a laclt of transfer of learned behaviors to outside the '
therapy situation and the llmlted soc1al growth as the major .
weaknesses of this approach. Behavior modification ther-
apies also tend to be slow, laborious therapies. At the
same time, thetg,arﬂ more evaluation,studies supporting this ‘
approach than any.of the others. This support,khowever, may
be due more to the relative eise of assessing the behavioral
modification setting over the other approaches. ‘
The educational approach to treatment for the autistic
- is slmllar to the behav1or modification approach. Like the
behaviorists, these clinicians believe that autism derives
from a CNS dlsorder (Fenichel,. 1974). Also like the be-
haviorist, proponents, of educational therapy atgempt to
restructure the autistic client's environment to encourage
him/her to make the appropriate learned response (Sloan,
1977).  The major difference between the two approaches is
the education treatment's greater emphasis on the content of .
what i1s learned. :The behaviorist, more clearly, is chiefly
,interested in establishing a pattern of learning or changed
behaviors, while the educator is prlmagély interested not
* in the pattern of' learning, but also what is learned. As a
result, the educational approach relies heavily on individu-
alized, highly sequenced curricula (Fenichel, 1974; .
Delacato, 1974).
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The other major Z?eatment interventions include psycho-~
phérmacological inte vention;\ and | other chemotherapies-.

Though none of. these thérapies have s#bstantial evidence

supporting their u they remaln a major focus of treatnent'
PP 124 J

‘interventions. It appears from the literature’ that every-

tHing from/bhenothlaZLnes to vitamin B%6, to L-5 Hydroxy-

_tryptophan to halt?cinogens have had some success in
treating some autisti patients -(Abbassi, 1978; Campbell,
1978; Rhead, 1977;.Sverd, 1978).. What is less chear is why

these substances wWork.: Also unknown at this time, 1is

whether they would be shown effective in- more stringent

experimental tests with a ldrger sample of’ clients.

The. psychoanalytic, the behavior modification, the
educational, and the biochemical treatment interventions
constitute the major treatment approaches for autism and
- provide a reasonable sample of the diversity .among the
therapeutic remedies offered to the autistic. Yet, these
approaches are accomparried by a wvast number of less-
recognized treatment interventions, including, but not
limited to: -play therapy, garden therapy, art therapy,
music Eherapy, gesture therapy, and structurai therapy.
These "minor" league interventions in the treatment game for
autism are unlike the major. league players in that they are
characterized chiefly by the medium of the therapy rather
than - by "their fundamental etiological aésumption about the
a tistic’syndrome. ' *

More simpiy, art, music, .6r gesture therapy each use a
dlfferent medlum to ehhance communication skills. Yet, each
can be adapted to either, the behaviorist or psychoanalytic
school depending upon the thergplst s means of utilizing the
medium. Of these minor therapies music therapy (Hollandef,
1974, Hudson, 1973; Mahlberg, 1973; Saperston, 1973) and
gesture therapy.. (Konstantareas, 1977a, 1977b; Stull, 1979;

25
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Webster, 173), both of which focus on impréving communica-

tion skills, appear from the liﬁeraqare to offer the most

promise. In general, howgyer, the rigor "0f the research

aséerting the effectivenesé of'any of these "minor'" inter-
* ventions.is wanting.

In dfscussing the great hvarignce in treatme
.approaches fop;che gutistic, it is easy to lose sight :%
.their common attributes. Specifically, most all therapeutic
interventions focus on three common. goals: (1) ipcreasing
‘the'clignt‘s motivation; (2) enhancing the client'gﬁcommuni-
cation skills; and, (3) improving the client'g social
behavior. Many of the different therapies also pblace a
similar emphaSLS on a carefully planned enVLronmental
setting, the permanence of the therapist and, in the case of

-

all ex’ept the psychoanalytic modality, the involvement of
the parent as eo-therapist. , )

Thus, despite their substantial differences th many
treatment 1interventions also share significant commonal-
ities. This fact, ‘together with seemingly incongriuence of

"success" ‘stories resulting 'from almost €very treatment

modality, has led some researchers to suggest that people:

t
succeed with the autistic through their genuine interest,
concern, and commitment rather than through the efficacy of
any one theoretical interventiop (Webster, 1980).
- -~
. . -

Conclusion ‘e

The literature allows for few coﬁclusive ,statemen&s
about ‘the mystery of the autistic syndrome. Its diagnosis,
etiology and treatment continue to raise questions even
among the most noted scholars in the field. What is known
about autism is limited to a few bdsic facts: '

(1) Children with autism appear to have serious
developgggfal lags in physical, social, >and .
language~development;

»

<6. .
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(2) * The functional impact of .autism. varies
- congiderably among thk afflicted population;
(3) Among’ the many ‘posited.etiologies of autism,
. none are fully substantiated and it appears
" probable that the genesis of autism may not
result from a single cause or disorder; and -

. l (4) Treatment approaches to autism are many, and
e \ . strikingly differentiated. It appears that
: : the underlying commbnalities among different
approaches--permanehte of the therapist, a -
, ‘highly structured environment, and involve-
2 ment of parents--may be the significant
v guidelines for effective, programs.




1 " Chapter II

Ay

PARENTING AN AUTISTIC CHILD

- Once accused by most professionals, and still accused
by‘ some, of being the cagse of their children's ‘autism,
parents of autistic children until recently HEYe largely
endured their struggles alone. Like Clara Park, Elly's
mother, most do not seek to broadcdst their problems. .

s Elly had b€pn in a private school from [age] '5 to
8 - nursery and kindergarten. Then they wouldn't
keep her and I took her to the public school
superintendent's office. 'I had hoped not to have
to do it; I had hoped to keep our private disaster
/ from being a public burden (Park), 1974). - x
' " Today, parents of autistic children are increasingly
"speaking out" - voicing their concerns, needs and demands.

They have joined together in .groups; they have learned abofit

the power of .advocagy. A .
In the course of this study, Com;:;:}on staff sought

- "
to better understand the concerns, ngeds and demands of

‘these families. Staff. read many sonal aceounts of
families of aﬁtistéc children and codducted lengthy inter-
views with three of these families. .

_a . During this process, Commifssion &taff became very

close to these parents. Indeed, it- was -difficult not to
identify, with their needs and concerns. As for their
demands, they "seemed small in compérison to the damagés
wreaked upon them by an inadequ&te“ani, often insensitive,
service delivery system. 'ﬁhiswchapter reports on what we

learned from the parents of-autistic children.

\ .

g
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Being a Parent of an Autistic Child

Being a parent of ‘an autistic child has been alter-
nately described in the literature as being like a hoStage
of a hijacker or as being like a saint of unlimited pa-
tience, garing, Fnd giviég (Kéufmanz 1976; Tomaro, 1972;
Torisky, 1978). ' "Both descriptions have only metaphoric
validity. Yet, if parenting a normal 'child can be an
exhausting task, then parenting an autistic child can be an
exhaustive search. ' ]

s Parents of autistic children usually realize éomething
is wrong with their child in early infancy; and almpst all
kno&‘something is drastically wrong by their child's third
birthday. At this point, these parénts begin their search
for help. Many turn first to their family doctor. But
neither family practitioners ,BOF pediatricians typigglly
have much h€ﬂ? to offer and the parents search on. For many
the search never ends. Kaufman writes of the parents'
frustration and despair that soon settles in, '

After contacting the National Society for Autistic
Children and talking with*. parents of children
similar to ours, we found that most had initiated
a search for information and'advicgyand received |
little or no help. . In many 1instances, they
learned to accept their predicaments with varyirg
degrees of” despair and frustration (Kaufman,
1976). :

7

Even as these parents do sometimes find an acceptable
" program for their child, a new fear arrives. Experience has
taught them that their children may be ''kicked out" of the
new found program shortly after they are enrolled. Clara
Park- describes her® anguish when her 4daughter, Elly, was
"kicked out" of a program for being too disruptivé and of
having to eadure '"five awful months of no school program"
(Park, 1974). Still another cohcern of parents as their
child starts a new program is their fear of the program.

-

29 S
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' . 1ltself. ,Weszer writes of this fear, "What will‘\be required
of him.,..l ,klthough they [parents] are not likely to say .-
.it in so many words, they ‘are trusting that the child's life
will -adt be made any more anxious and bewildering than it
* already is (Webster, 1980)." : : ,
Most parents of autistic children soon becomékhiigzéted s
from the éb-called "helping" professionals. They r ount
how one edugational and mental hygiene agency after another
sent them away becauée their child simply did not fit into a
program (Webgter, 1980). One father describes his experi-
ences with prbfession%ls #s '"'a dance in the hallowed halls
of medicine (Kaufman, 1976)." Another father expresses his
alignatiom”from the "helping" professionals gore vividly,

We were in the position where the professionals
- were God. Apd looking back on it, the profes-
sionals viewed- us as simply uninstitutionalized
peoplelﬁ That's all. They were right, we knew
nothing about it, and when we said, '"You're not
- talking about- the right persom, ours is a girl not : -
a boy, & he ignored that because we were simply
uninstitutionalized adults (Webster, 1980).
-] bl

All’fhg anger énd frustration of parents of autistic
children is not directed toward others, however. "Most have
many painful moments of self-doubt and despair. Most
parents oﬁ aut¥stic children sometimes search for a fantasy '

\eiit from- their struggles.” The comments of one mother are
refleétiv% of this painful fantasy,

a..aﬁd’l would sit and pray for seven o'clock to -
come and I1'd really pray, and I'd put that child
to bed and I would say to myself, "Tomorrow is
going to be, just like today...and how am I going
to live this way because to me life 1is just
impossible.” I just have no joy from this child at
all. I have‘no reward...". But every night I

*ywould think this,and I would say, "I'm wishihg his
life away - he is going to be an old man and here
I af praying that deven o'clock will come for bed-
time'" . (Webster, 1980).

<
T
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¢ ~ One of the ways autistic parents have learned to deal ‘

with rtheir frustration apd despair has been to become very
involved in advocacy efforts for the autistic and in their® .
child's. treatment progffam. In New York State dedrcated
advocacy efforts on behalf of autistic childrea were ini- .
tiated in the late '50s. One of the first such groups was
-the League for Emotlonally Disturbed Children. Fradually
other advocacy groups evalved to promote treatment and
educational, services for the autistic. These groups;h&ve ' .
, included, among others, the Nassau Center for the Emotion-
N\\\\ ally Disturbed (now called the Nassau Center for the Devel-
opmentally .Disabled), the New York Society for Autistic
\Shi&ﬁren, Services for Treatment of Autism Respite and
- ?Besearch (S.T.A.R.R.), Help Autistic People Please, Inc. .’
(HAPPI), and Spec1al Citizens Futures Unlimited. (See
Appendix A for listing of the addresses and congact persons
of these agencies.) These groups, composed almost exclu~
sively.of parents, have, in addition to promoting services
for the autistic, also fostered leglslatlve proposals to
enhance the fufding and development of program services and
sponsored community education efforts to inform the public
c of the nature df autism and the needs of autistic people.
Over the years these parent advocacy groups have become
very well-informed about autism -and the complex 1issues,
related -to its diagnosis and treatment. Many of the parents
active in these groups have both formally and informally
sought‘to share this knowledge of the field with profes-
sionals. Indeed, partially due "to the relative fack of
knowledge of professionals in the field, parents have
increasingly served as guides for the professionals ~ In
recent years, programs have come to take greater and greater co .
advantage.of the valuable resources of parents (Parents as
Co- THerapists 1979). These programs have sought to utllxze

‘e,

parents as a- vital part of Jghe treatment team in the plan- R
*

ning and delivéry of services.

w‘—_’. t 31
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: The fecognithgn that parents can be very effective co-
. therapists especially in' the behavior modlflcatlon treat-

ment setting, has brought increased parent 1nvolvement 1n

programmlng ,(Qrown, 1969; Kozloft, 1973; Marcus, 1578;
. Nordquist, 1973; Sloan, 1977).* At times, parents have even
been shown to be more effective than the professionals.
And, most all programs utilizing parents as co-therapists
have demonstrated that parent involvement increases the
transfep of learned behavior change outside of ther#peutic
milieu (KelMly, 1977; Parents as Co-Therapists, 1979),
Indeed, perhaps the most convincing reason why parents haye
been successfu¥~in the therapy setting is their ability to
relnforce learned behaviors in the therapy milieu in- thelr
daily interactions with their children. '

In summary, the experlence of being a parent of an
autistic” child cam be a painful and frustrating ordeal. Yet
~, despite this ordeal, many parents of autistic children have
.. , taken on an active role in ~guiding and participating in

their child's programming. For these parents, this involve-
went has not only proven to be beneficial for their child,

bl -

but it also has made their role as parents™more satisfying.

. . )
/ - Unmet Needs: The Families Perspective

Families of autistic children are becoming moré and

more vocal about the ynmet-service needs of their children.

As 'mentioned above more and. more families are becoming
active in program ‘efforts with their children. And, as

they see one progfam work,'they become more ardent advocates

. “for others." 9
) 'To learn more about the specific concerns and needs of
famllles of autistie children, Commission staff interviewed

three of these parenbé.- These parents we%e~peierred to the

Commission by advocacy agencies for the autistic and all had
- f © ‘
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been astlve in the authm advocacy movement. As such they
may ndt be representatlve of all parents of autistic chil
dren. At the same time the unanlmrty in the issues-raised

%nd the views expressed suggest a certaln ‘reliability in

‘

their responses. . '
. \ .
In geheral, these parents had concerns and needs
relatedsto four broad issues:

‘-

o
o the limited services for -the autistic and
particularly the autistic adult;

. e the bureaucratic. morass. of State agencies
involved in the care and treatment of the
autistic; and <

o the ineffectiveness of most diagnostic
services in detecting autism at an early age;

y ’ o the need to strengthen advocacy and community
o ~ " education efforts on behalf of the-autistic.

. ) / N
Of these four issyés, the one which concerned parents

.most, .not surprisingly, was the lac® of services. They
: emphasized that while services are lacking in almost every
area of treatment for almost all autistic persons, services
are especially lacking for the autistic adult. These
. parents also took strong exception to the State's decerti-
fication of out-of-state residential programs. The need for
12-month programming, as well as respite services for the
parents of the .autistic’ child living-at home were cited.
Parents also spoke of the lack of continuity of ser-
vices. - One, parent- complained spec1f1callf/of the funding ' ) N
and administrative instability of programs.‘ Another per-
ceived the bureaucratic morass of State agencies as con- ,
' trlbuting both to the lack of continuity “of programming and
to the tiring search to find adefuate programming®®
! Among the other major concerns and ‘needs of these
parents of autistic children was more effective diagnostic
services for autism. One parent's comment was typical,
""Many professionals know little or’ nothing about autism.

-
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,This prevenfs early identification and subsequent treat-
ment." Anbther pgrent voiced - concgrﬁ\qbout the proposed

State Education Department initiative not to use the autis-
tic label. Thiétparent feared that” the absence of labels
"may in the long run inhibit the autistic child’'s access to
gervice_. ALl ‘the parents. interviewed saw considerable
problems in great variance 6f diagnoses by different profes-
sionals for the same child. ' ” 7

Finally, - these parents all spoke of the need to
strengthen and unlfy the advocacy agencies for the autistic.
One pareht spec1 ically called for networking the regional
advocacy efforts to form effectlve statewide organizations.
These parents quite accurately perceive a strong advocacy
movement as a means for pressing for greater State responsii
bility and accountability for effective dlaggpstlc, resi-
dential and treatment services for the autistic.

M$ving Ahead: Recommendations to Improve Care

During their interviews, these parents also made many
recommendations to improve the care and treatment for their
autistic children. Generally, these, recommendations were
closely aligned with Ehe-pérents' perceptions of unmet needs
and, therefore, are well stated above. However, the many
recommendations which focused on systems change deserve(some
attention.

In general, these parents wvoiced a strong concern that
the™ State's present means of providing sservices to the
autistic , through four essentially non-cooperating égencies
was ineffective and allowed no accountabilit&., Specifi-
cally, parents asked for morg cooperation ‘and coordination
among the Office of Mental Health "(OMH), the Office of
Mental Retardation and gﬁ;elopmental Dlsabllltles (OMRDD) ,
the Departmen of Social Serv1ces (DSS) and the State
Education Depar¥ment (SED). The parents also raised ‘the

» N {/’
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, g
'regommendation that services for 'the autistic should have
their own line in the budget,. that overall funding for
services for the autistic should be increased, and that
acpess routes to these funds be streamlined to. enhance more
rapid development of services. v
¥ Theie oarents also made two other recommendations to
improve the autistic individualis' access to services. One
parent urged that the State be?more flexible in its certi-
fldation of out-of-state programs, especially where 1n -Staté
prdgrams are few and ineffective. Another recommendatlon
sought to eliminate the regional restrlctlons for program

admissions for the autistic. This pareht felt that such

restrictions unduly. discriminated against’ some autistic-

individual solely on the basis of their place of residence.

™

C§nclusion .
In conclusion, it appears that parents of autistic

. children have only just begun to speak out for the rights
of their children. In some ways these parents know. more
about the autistic than the 'so-called" professionals.

Their desire for an improved treatment network{ for their
concerns

children is growing and their articulation of the
and needs 1is becoming increasingly sophisticated. { They
recognize, for example, that simbly ome or two or even a
dozen new programs will not address their .concerns. They
perceive quite’ accurateLy the need for "systems change if

the real issues are‘*to be addressed.
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A LOOK KT NEW YORK STATE'S INSTITUTIONAL CARE
.o NETWORK FOR THE AUTISTIC ’

Vs
f

™

Meeting the service needs of the autistic population is
a difficult and costly task. For the vast majority of this
popglétion, a high level of services is required from early
childhood throughout their adult li;es. Many, if not most,
parents of autistic children first seek services for their
children from community-based voluntary agenctes. But these
.voluntary-sponsored programs for ¢€he autistic are few end
far}Between. *By the time the autistic child has reached
adolescence; the family has ueually run out oﬁ!options and
turns to the State's{;nstitutionay network of care.

In conjunction with .this study, the Commission on
Quality of Care_eodght to find out what parents and families
find when they take this turn. More specifically, the
Commission wanted:' to know how well equipped State psychi-

atric, children's psychlatric, and developmental cenfers are
" to seﬁve the autistic, and espec1ally the autistic adult.

The findings of the Commission's review are disheart-
ening.% Despite the fact that over 60 percent of the facil~
ities §u£veyed indicated that they serve clients -with
classical autistic symptoms, fewer than 10 percent offer
specialized programs for this populatlon. Perhaps even more
disheartening, is the litany of unmet needs of the autistic
and the barriers to specialized program development for the
autidtic that the ‘facilities' representatives perceived.
This -chapter reports on the Commission's review of the
capabilitz of New York State's institutional network to care

for and treat 1ndiv1duals with autism.
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Methodology of the Survey

fTﬁe Commission's _survey of the State facilities'
capability to serve the autistic was conducted via telephone
intervifew\ with senior facility staff. In most cases  the
clinicdl depputy director'yas interviewed, but in some cases
he/she, refgrred the interviewer to the facility director,
unit chief, or.other senior staff. Of the 51 State facil-
ities (25 psychiatric, 6 children's psychiatric, and 20
developmental centers),lvﬁé/’re onded to the Commission's
survey. , Of ‘the five which did not respond,‘ three were
psychiatric centers and one wds a developmental center.1

To ensure 'reliability and uniformity of the informagi?n
solicited from facill#iges, a structured interview instrument
was used to conduct £ interviews. This instrument sought
information about:

(1) the size and nature of the autistic popula-
tion served;
¢ .
(2) the nature of the inpatient and outpatient ’
services offered to the auti§tic;,

' 4
(3) - the nature of services-offered to families of
the autistic; :

(4) thg unmet needs of the autistic\\in their
ca

chment area; ;;

(5) the  Dbarriers inhibiting the State from
addressing the unmet needs of the autistic;
- and '

(6)- the facility's recommendations for State
action to 1improve the care and treatment
offered the autistic.

The findings of the survey are reported izfeach of these
categories. .

-

1The five facilities which did not respgnd to the Commis-
sion's survey were: Wassaic Developmental Center, -Capital
District Psychiatric Center, Cenffal [Iglip Psychiatric
Centet, Kingsboro ngchiatric Center, ang New York State

' Psychiatric Institute,

237 !
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Size and Nature of the Autistic Population Served
The first question asked by the interviewer focused on - i

the size and nature of the autistic population served by the
facility. Most facilities had a great deal of difficulty
approximating their census of patients evidenéing clasgical
autistic behaviors. Developmental centers, the facilities
with primary jurisdiction for the autistic, especially found
this question difficult as the New York State Office 'of
QMental Retardation and Develgpmental Disabilities' present

patient pro i}e forms do not allow fgr the recording of an

autistic diagnosis. ) )

Many State psychiatric centers' representatives also
indicated that they do not use the label of autism, since
they view auti§h as a childhood diagnosis and'they serve
enly adults. . - '

Of the senior clinical staff of. developmental centers,
three could not provide any count of their autistic populh—
EEZn. And 9 of the 22 representatives of psychiatric,

centers indicated that autism, in their view, was a child-
‘ hood diagnosis and that since Ehey serve oenly adults, they
have no patients evidencing classical éutistic behaviors.
Clinical ,d?rectors of the rest’ of the facilities
surveyed, kﬂﬁch represented only three-fourths of the
oniginal sample of 46 facilities, however, did provide

Fal Commission staff with gpproximations of their autisth:ér
. client census. The tentative nature of these figures should

be emphasized. It should also be noted that these figures
are probably low rather than high, and that they reflect the
autistic client census in only 31 of the total of 51 Sfate
psychiatric, chiidren's psychiatric, and developmental

centers. These figures are reported in Table 1.
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Table 1: Approximate Patient Census of State Facilities
Evidencing Classical Autistic Behaviors and
Having a Primary. Diagnosis of Autism

3

* > v .
Children's. '
i Psychiatric Psychiatric Developmental
Autism Category . Total- Centers . Centers Centers
Total 961 107 . 136 718 .
Inpatient census v
evidencing classical . - )
autistic behaviors ’ 668 102 453
Adults = ' 384 92 246
Children © 284 10 67 207 :
- R
. Inpatient census ’ bp
with a primary - ‘ !
’ diagnosis of autism 40* 4% 18% 8*
Adult's , 20 5 14 1 -
Children ‘ 20 9\ 4 .7
’
. Outpatient census e . e . _ .
evidencing classical ' . ' -
autistic behaviogs »293 . 5 23 265
*The subtotal of patients with a primary diagnosis of autism - 3 : 40
are not-.counted in the Total figure as they represent a .o ) C
39 double count of inpatients with classical autistic behaviors. :
Al
o~ R .
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rable 1 lndtd!tes that State facxlitles SerVE approxx-
mately . 1,000 _ inpatients and outpatlents w1th classical
~ autistic behavn.orst Almost 70 percent of this census are
treated “on an ‘inpatient basxs and\-are cllents of State ¢
developmental centers., Interestlngly, although psyéhlatrlq
.+and ¢ lldren s psychlatrlc centers €erve very few outpa-
tlentsJthNgzldence classical autistic symptoms, each serve , (
over 100 autistic-like inpatierts. Also worthywof noting is

* . H . s . | + !
+  facilities. Autistic adults comprise 57 percent of the

6

the large inpatient census of autistic addlts in St,at.:j//}>

inpatient autistic census. .. - ) -

I3

Nature of the Services Offered to the Autistic '

, %§“ The Commission - alsol/;Ought &0 idenfify any 'speé?ﬁfyi

programs the State ‘facilities offered for their autistic ° o
populatlon on an inpatient or outpatlent ba31 By "special
programs'" the Commission meant programs wed specifi-
cally for the.autistic. More clearly, 'the CommxsaiPn sought
! te;giterming if facilities were providing anything, different

t

in rms” of treatment and/or habilitation for their™autistic :
- .
popuLption. - ¢ V.o o«

~ S
o

The Commission, found that only four fagilities offered

\

tha
autitic optpatients. . T , é,?

Among the speq;alized inpatlent programs was Marcy .
Psychiatric Center's ®ranehill Unit which offers a developw .
mental prograum geared to the autistic and otherfﬁxsabled
children.. This program offers very basffrtralnlng in ADL .
(activiti%s of daily living) skil&? and, sigh language. A" :

spec1a1 program at Queens ildren 8 Psychlatrlc Center also

cation treatmént mo allty. . e - ’

!

P

" sﬁe ialized programming for thd&r, autisstic inpatients” and il
onlf—three offered specialized programming for their L
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- The special_ mpatlent programs at both Rockland :
. Children's and 0.D. Heck Developmental Centers stand -out as
offering a range of programmlno from special education to
recreation therapy to occupatlonal therapy. In addion,
the Rocklahd Childrén's program places a heavy-emphasis on

socialization skills. oo .

‘ , - In terms of outpatient programming only 3 psychlatric
centers (out of 25), 2 ghlldren s psychiatric centers (out
6f 6), and 8 developmental centers (out o£.20) indicated
that they provihed outpatient programs for the autistic.

- . For the most part, these were not 'special programs,' but
programs offered in, cheir regular 'range of outpatienE
services. These programs included day-treatment,.a nursery -
pre-schpol group, supportive behavior therapy, chemotherapy,
respite serviceg, home evaluationm teams, am after-school and

v wggkend program, specxal education and an “early scqeenlng

program. Perhaps the most startling aspect of this Efray of .

outpatient services is the great variance in' the type of

; service b;ovision among~facilities. No two facilities which

offer outpatient services ofifer .the same services. In

addition, only in three centers (two children's psychiatric

centers and one develdpmental’ center) were these,services

veloped specifically for the autistic and, at no facility =\

re a full range of services offered. Finally, it should z%§§kl
e noted that this variance in services offered CQ*EEE_-«4
autigtic does not appear to be related to differences in the

stic population of the area or other community resources

available to the autistic. . , ’ \\§~—~

P

2

.- " Services to Families of the Autistic : ™~

. _ The Commission's review of the literature and inter-

<)

views with families of the autistic highlighted the needs of

3




C-27-

these Eqmilies for special attention in the treatment
setting. More specifically, parents of autistic individuals
seem to be asking for an active role in the‘care and treat-
ment of their children and demanding an end to their identi-
fication as‘being part of their children's problems.

- With these points in mind, Commission’staff asked each

facility what services they provided for families, Of the .

14 facilities which indicated that they of fefed something
-special for families of thevautistic, the core service for
10 - of tHese ﬁ?cilities (all psychiatric and children's
psychiatric facilities) was some form of family therapy,
support group or goqnseling.w Two of the children's psychi-
atric centers, Rockland and Queens Childrenls{ alsd proQideq
home visit teams. The latter facility's nursery program,
which was cited above, glso involved parents iﬁgbrogramming.
The developmental centers generaily indicated that
families of the autistic were not addressed separately from
their general se%vice provision for clients' families. Four
developmental centers did, however, offer . some spacialized
services for the families of the autistic. These included
0.D. Heck which involves pagents on an advisor§ board which
meets monthly, and Monroe Developmental Center which offers
parent training. ° Staten Island Developmental Center' at-
tempts to offer families some professional services (E.g.,
psychological evaluations) and Syracuse Developmental
Center offers follow-up nursing services, . o
In sum, f%w facilities provide specihlized services to
meet the needs of _families of the autistic. And, more
importantly} those " that do offer services tend to offer
counseling or thlerapy, the service most parents of autistic
individuals shun. Only three centers provide for parent
involvement 1in program or program plgnhing, despite the

' subifantial evidence in the literatureZSupporting the use of ’

parents. as co-therapjsts in habilitation progr for the

*x

autistic.
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Unmet Needs of the Mutistic )

" In their interviews with. clinicai deputy directors or
other’senior facility staff, Commission staff also solic1ted
these individuals' perceptions of the unmet’ needs .of the
autistic in their catchment area. This question brought a
myriad of responses, but most focused on five issues:

e the need for' ‘better, more accurate, and
earlier diagnostic services;

° Eﬁg need for more day program services for

- all age groups-.and all functional levels;
‘d »

e the need & more long-term residential
services;

e the need far respite services; and

A

e the Yeed for more specially trained-staff.

Table 2 relate&ﬁfhe frequency of these resQSDées by facil-
ikies. - , o T . ' . \\
Fifteen fac111t1es representatives cited a need for
better, more accurat earller diagnostic serv1ces for
the autistic. The e app ared to be agreement among the
psychiatric center senior staff and the develapmental center
senior staff that the failure to diagnose the autistic
ind1v1duaL%leads ?p a lack of understanding of their needs
whlch eventually inhibits appropriate program development.
. The developmental,centéts representatives also viewed the
lack of’ckgrity of the autistic clients' mental health needs
andg develop%?ntal needs as a problem. Generally, the
developmental centers' representatives implied that they
Were ‘ uncqpfortable in making thk aut}sm diaonosisu

~Similarly, several psychiatric centers' representatives

- frankly admltted a certain degree of ignofance about an
"gutistic" dtagqijls partlcularly as it related to a devel-
Qpaental disabildty. ' :
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' Table 2:, Unmet Needs of the Autistic as Perceiyed 7 “ \. o,
. by Senior Facility Staff at State Psychiatric, '

Children's Psychiatric, and Developmental Centers

- ' ¢ R ’ .

Unmet Needs of the - Children's Developmental
- Autistic Total Psychiatric Centers Psychiatric Centérs Centers
Day programs develop- , 20/51 S/Zb 5/6 <10/20
ment for all ages . Elmira Bronx Children's Bernard Fineson
“ across all functional - Manhattan Rockland Children's Bronx
levels Marcy Queens Children's Broome
Mid-Hudson * Sagamore Ghildren's Manhattan
Rockland Western New York Monroe
Children's Rome
L. : ’ . & » . Staten Island
' - o " Suffolk
. . : ) .Syracuse
- . ) . ™ West Seneca
N % 3 -
Residential programs 14/51 2/25 5/6 - 7/20
long-term for all ° , Richard M. Hutchings Bronx Children's Bronx
ages - Rochester Manhattan Children's. Craig '

L Rockland Children's - Monroe -
Sagamore Children's 0.D. Heck

Western New York Suffolk
Children's Syracuse
. . Westchester
Better, more accurate, 14/51  4/25 - 10/20
and earlier diagnostic , Binghamton ‘ Brégx
©  services Creedmoor - . . Broome
Mid-Hudson . Brooklyn
Middletown : Craig
. s v\ - J.N.Adams
- oy _ Monroe
. . ’ Newark
. Rome
. ) West Seneca
1] . Westchester
. - . )
More specially . 8/51 5/25 - 3/20
trained staff. = Elmira K 4 Newark
a Manhattan ¢ Suffolk
- Marcy Wilgon
N Mid-Hudson ' .
Rockland ‘ ) ’ .
“espite services 3/51 - - Syracuse
' West Seneca
\ Westchester *
¥

’

-
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In terms of ;envice development nekds, the greatest
need was perceived to be the area of Qay programnlng Day
programs for all age groups and all functional levels were
seen as a pressing need by 20 facilities, 5 psychiatric
cente;é, S children's psychiatric centers, and 10 develop-
mental centers. These facilities' representatives saw a
need for the full range of day programming from day treat-
ment to day-training to edutational ‘to vogational programs.
They also pergeivai a meed for these programs to be made
available to the very young pre-school autistic population,
as well as the aging adult autistic population. .

Residential services are also perceived to be in great
need for the autistic population. Fourteen of the 46
facility representatives interviewed raised the issue of
more residential care services. Among these representatives
there appeared to be less concern where the beds were (i.e.,
in institutions or 6saﬁﬁaity-based) than that more resi-
dential bed space would be made available. This was an
especiélly serious concern of the children's psychiatric
centers, with five of the 'six centers raising this need.
This concern, no doﬁbt, reflects the significapt population
of adult aytistic clients presently residing in children's
psychiatfic centers. ‘

~ The need for respité services was noted by onfy three
developmental centers, Syracuse, West Seneca, and
Westchester. This was a somewhat surprising finding. in
light of the fact that few centers presently have sufficient
resources to provide respite for the parents of austic
individuals and that. all the families interviewed by<*Commis- -

sion staff viewed this service as being vital.,
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More staff training to assist facility personnel in
cafing and treating the autistic . was cited as a .need by
eight facilities, five psychiatric centers and, three devel-
opmental centers. The literature®on autism, reviewed by
Commission staff, ralso supports the position thaE,personnel
working .with the autistic can benefit from specialized
training. )

Finally, it 1s interesting to note that only two.
facilities, Broome and Westchester Developmental Centers, .

__perceived services to families to be a significant need.

‘hizis "is a puzzling finding in view of the feelings .of

ilies presented in the previdﬁé chapter.

N In summary, athe Commission's sdrvey of facilities'
representatives' perceptions of- the unmet ‘needs of the
autistic in their catchment area indicates a clear awareness
that the autistic are substantially underserved: yGeherally,
these representaéives saw needs in the area of ﬁiagnoétic
services and day progrémming and residential services.

~_ 7

. ' /
Barriers to Meeting the Needs of the Autistic
Commission staff also asked the facilities' senior

staff representatives what they perceived to be the major ) -
barriers. to meeting the unmet needs .of the autistic. In
»
response to this question the senior s$taff personnel most
A3

often answered funding and the lack of identification of the
population. Fifteen facilities, including five psychiatric
centers, three "children's psychiatric centers, and seven
developmental centers, cited ™ funding as a major‘barrier.
The inability @o identify the population through accepted
diagnostic criteria was seen as a majdr barrier primarily by
developmental centers' Trepresentatives. Ten developmental
centers' repfésenta;ives and one children's psychiatric
center citqdkaccufate identification of the autistic popula-

»

tion and its needs as a major barrier.
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" Another barrier perceived by seven facilities (four
psychiatrig and thre% developmental centers) was staffing.
The staffi
to low staff morale and/or motgvatidn’to poor staff train-

“ing. Another barrier that was cited notably by rearly one-
third of the developmental centey representatives was'a lack
of knowledge and agreement about the Qdisability. . Another
closely related issue, difficulty in-€reatmegt, was Clted by

g barriers ranged from inadequate staffing levels

tﬁo psychjatric centers, one children's psychlatrlc center
and one developmental center. p

J( ) Other barriers raised by one or two facility represen-
tative(s) included:. (1), community resistance to residential
programs for severely disabled %ndividualsi (2) OMRDD's
lack of preparation and cooperation; (3) competition between
children's psychiatric centers and developmental centers for
placements; and, (4) no coordinated advocacy group. Table 3
relates the barrifs perce%ved by type of facility respond-
ing.

-

*
£

Making the State System More Responsive to the Autistio

- Commission staff closed their interviews with the
clinical deputy directors or their desigmee by asking what
should be done to make the State facilities more’ responsive
to the needs of the autlSth %pd their families. Thls'
question elicitedl a wide range of responses, bgt‘ three -
‘recommendations were cited most frequently:

(1) Initiating a statewide campaign to identify

the autistic p@pulatlon and their needs;

(2) Development of a range of day and reSLdentxal_
treatment program for the autistic; and -

(3) Maklng more funds available for the treatment
dhd care of the autistic.

Each of these recommendations was cited by at least 16
facilities out of the possible 51.

- 48




Table 3: Senior Facility Staff's Perceived Barriers
to Addressing the Unmet Needs of the Autistic
by Type of Facility
: e

t

Perceived Barriers - Children's
.to addressing the Psychiatric Psychiatric Developmental
U<éét Needs of Autistic - Total Centers / Centers Centers

. ) A
1. Funding 15/51 5/25 , - 3/6 7/20

2, Lack of identification of
. the population and their
needs (including problems :
- with diagnosis) - 11/51 - - 176 10/20
3. Staffing : 7/51 825 .- 3720
4, Lack of knowléhge and : -

agreement about thé ,
disability 6/51 - - 6/20

5. Difficulty in treating - 4/51 2/25 : 1/6 1/20,

%, OMRDD's lack of : . ) ‘ .
preparation and . L
coordination 2/51 ’ - 2/6 - T

7. Community resistance . 1/51 1725 - -

8. Competition between .
thildren's psychiatric v )
centers and * P . . %

~— developmental centers R . -
for placements 1751 - 1/6. -

9, No central coordinating ~ -

- advocacy -body until-

NYSSAC [(New York State ° . ,
Soclety for Autistic ‘ .
Children) 1/51, - - . 1/20

10. Nde barriers 1/51 1/25 - | )

LRIC ' 49 | N ﬁ .50,
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Two other recommendations werxe offered by seven or
eight facilities, respébtively

(1) Provision of more support services to fam-~
‘ ilies; and

(2) Specialized training ’prbgrams for profes~
sional..and para-professionals working w1th
. the autistic.

fhe following recommendations were suggested by thred
or fewer facilities:

(1) OMRDD should work more closely with the, State
Education Department in planning day pregrams

for the autistic;
.

(2) The available community-based programs should
be surveyed and evaluated; ~

(3) Development of a statewide information and
referral program for the autistic;

(4) OMRDD and OMH should work more closely with
each other and the State Department of Social
Services 1in seeking and making community
placements for the autistic;

(5) Provide for higher staffing ratios for State-
operated and voluntary-operated programs for
the autistic;

(6) Work more closely with “the New York State
Society for Autistic Children.

' In,regard to the above recommendations, the issue of
the multiple and uncoordinated dmvolvement of State agen-
cies surfaced most frequently. This multiple involvement
reflects the overlapping respdﬁsibiliﬁies of OMRDD, OMH,
SED,” and DSS for serving the autistic. Each of these
agencies certify programs and facilities which serve the
autistic, More clearly, OMH and OMRDD both certify day and
residential treatment programs for the autistic, SED certi-

fies both in-Stige and out-of-state school programs for the

A
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autistic, and DSS certifies foster péné and other child
care agencies serving the autistic. ‘ o
] It is possible, and indeed likely, for an autistic
person to requife services from three of ‘these agencies
simultaneously. For example, a school-age autistic client
may require a school placement from SED, a foster care
cplacemeﬁﬁ from DSS, and certain treatment services from OMH
or OMRDD. Both the families of autistic, as cited 1in
Chapter 3, and the senior clinical 'staff of State facilities
perceive this fragmentation of service provision for the
autistid among four State agencies as a major barrier to
access ,to service and to continuity of service provision.
In summary, these recommendations for future State
action to 1improve the quality of care for the autistic
reflect the unmet needs the facilities' representatives
perceived, as well as the barriers to addressing these needs
that they identified. More clearly, the three issues of
better identification. of the population, program develop-
ment, and funding surface again and again., Similarly, the
issues of services to families and more specialized .staff
training are alBo raised frequently. %f%*,:<“
Concluéion
In conclgsion,rthe discussfon in this chapter indicates
that parents who turn to thekigtate's institutional care
network for treatment services for their autistic child are
N likely to be disappointed. State psychiatric, children's
psychiatric, and developmental centers offer few specialized
inpatient or outpatient services designed for the autistic.
Most often the dutistic clieht is shuttled into the regular

programming at the center. i W

1

50
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In addition, there appears to be little uniformity in
the inpatient or outpatient services offered by the various
facilities. It is clear -that many autistic persons are

denied services they mlght otherwise benefit from due to.

their place of residence.
Finally, services for families of the autistic are also
z'%ew services are

limited. And, perhaps more importantl

oriented toward the emeaningful involvemeflt of families in

programming or pgogram planning.  This-3i§
disturbing finding in light of the sigg

. a particularly

literature which comments on the successfj
~

as co-therapists. i ,
In short, the Commission's review of- th¢fvability of the
“State's institutional care network revealed serious gaps in

its responsiveness to the needs of the autistic and their

families. Equally disturbing were the numeroqssand substans-

tial barriers cited as inhibit‘ngnthe State from.addﬁessing

these needs. It appears from the qg?mants of these senior

clinicians that significant specialized program development
is necessary, and that this development requires that the
autistic population be identified and assessed. The need
for specialized staff training also is essentlal if these
new programs are to be responsive. . All these things cost
money ‘and it is hardly surprising that funding for programs
for the autistic appeared high on the clinicjans' list of
barriers, ‘as well as their list of recommendations. ’

N " g .
v \




Chapter IV

PERSPECTIVES FRQM PROFESSIONAL o
SPOKESPERSONS ON AUTISM

»

v

, During the final phase‘of the Commission's study, staff
' conducted structured interviews with various New York State
professionals who have acquired a reputation ipn treatment
"services for the autistic. The Commission hoped that these
men and women, many of whom have dedicated their careers to
helping individuald with- autism, could provide some answers
to our unanswered questions and some solutions to unresolved
problems, \ '

At the completion of these interviews, staff realized
that although our conversations with thesge spokespersoﬁs had
broadened our undgrstanding of issues and problems, they
did not provide an definitive answers or “unilateral solu-.
tions. More clearly, it was apparent that while these
people helped us to see better the first steps, they did not
lead us to any readily apparent destination.

In all, Commission staff interviewed eight such "ex-
perts" in the field of autism. No rigid scientific sampling
procedure was used to select these men and women. Quite to
the contrary, staff asked members of the Bpard of Visitors
Advisory Council to the Commission, variousrautism advocacy

groups, other staff and friends working in the fie}d for
nomingtions. 'And, a few persong were identified on the
basis of . their contributions to the autism literature.

' Then from a 1list-of about twenty names, eight were

selected based primarily on the extent of their work in this
field. Staff also attempted to‘ensure a somewhatrbalanced
sample in terms of the work experiences of individuals. 1In

N\
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" the end, the sample included one State féc111ty director,
who has developed a model program for- autlstlc gdults, three
noted researchers and writers in the field, the director of
a children's "psychiadtric clinic, a former. director of a
‘Borough ,letrict Service Office/, and two directors of
prlvate psychlatric centers. ‘ - - N
The interviews focused qn two fundamental questions ' -

(1) What are the primary issues and problemsfin
providing approa‘.ate services to the autis-
tic? . - .

= . ]
(2) What do you think should be done by New York.
’ State to address these problems and issues?
tﬁ%‘*”The interviews themselves 'varied considerably jin length.
Some lasted only an hour, while others occupied a full
N _afternddn. But all interviews resulted in significant

comment on the two questiohs cited above. ‘

- N -

" Issues and Problems
o our ‘question’ regardifg - the, primary isgues anpd Co
problems in providing approprlqte services to the autist c,

the spokespersons provided a range of responses.‘ All e~
'sponses, however, could be grouped in one of the follow1

six broad categories: -

» (1) the inadequacy and, often, inappropriatgness .
of available treatment services; @ ’ N
(2) the lack of wuniform diagnostic criteria; .
(3) the  extreme variance in current treatment .
approaches; ' |

- .
(4) the relative absence of services to families;

g .
iysqs . o -
‘i) the lack of responsibility, accountability, - .
) and cooqﬂlnation among State agencies in- .
* . volved in' service delivery for the autistic;

and N

(é) .the need to strengthen and to.unify autism
‘advocacy power base. »
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All the spokespersons interviewed cited deficiencies in

- Ehe?ee}vice delivery system as the most serious problem.
d_\gﬂrike Ehe families an@ the senior clinical staff of State
facilities, these experts stated th® not only was the
service system inadequate, but -that Et was structured so

o,

that many autistic persons were ‘receiving inappropriate

[

‘vj services. : ' .

Specifically; these spokespersons saw a need to develop
a full continuum of services for the autistic, a need for
weekend and after-school programs, and a need for additional
, residential treatment progrgmé for children,” adolescents, -
and adults. ’They also saw a critical need to modify ex-
istiﬁg services to address better the needs of autistic
clieﬁfs. " There was coqcerﬁ amoné the group that individuals
are assigned to programs by diagnoses rather than by need.
This method ofadeﬁermining an individual's service needs was
seen as pa;ticularly unsound in view of the range of func-
tional levels among the autistic pgpulation. Generally, the
group felt strongly that programs should be tailored to meet
‘the individual needs-of autistic. clients.
J Two other related problems, also cited by a maJority of
- ‘the spokespersons, included: (1) the absence of uniform
diagnostic criteria, and (2) the variafce in current treat-
ment approaches.” As noted in [Chapter II, bot:h of these,
problems arise fnom the unknown or debated etiology of _
.autism. Without a known cause, autism rémalns simply a
collection of symptoms which can range from ‘moderate to
evere. This factor has madfE the determination of universel
diagnostic criteriaiéifficult and has also contributed to
-~y the .multitude of treatment approaches each of Whlch is
usually based on one or aﬁbther theory of causaclon.
‘The spokespersons pointed out that the absence “of
. clear-cut diagnostic criteria . has re$ulted in a limited
2 \

—
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ability to identify the autistic population,'whigaiéif in
kes-

turn, resulted in limited service Qevelopmept.h One
person speciffcally raised the problem of early diagnoFis of
autistic children. He pointed out ‘that the failure to
identify these children’ eafly, virtually ruled out early
intervention' therapy, which is so crucial for the habilita-
tion, of individuals with aut}sm. .

Five of the eight. spokespersons interviewed raised
problems associated witﬁ~ the wide variance in current
treatment approaches to autism. Generally, there was
agreement that this variance, together with the considerable
debate over the "best" treatment, delayed the development of
programs. At the same time, these spokespersons regcognized
that until more is known about autism that such variance in
treatment approaches is both necessary and legitimate. But
looking toward the future they saw a need for more stringent
evaluations of current programs so:%hat such variance could
be overcome based on objective evaluative data in the near
" future. - .

- .

Five of the eight spokespersons also.cited the lack of
services to families as a major problem. 'All felt that the
very basic needs of families - respite services and involve-
mént in their child's program - were not being adequately
addressed. Most sad t@ese uynmet needs of families as a
major factor leading a family to fnstitutionalize their
autistip child. There appeared from our interviews to be a
need to develop a whole constellation of services for
families ranging from home health aide services; to nursery
services, to residential ,reﬂpite .servicgs, to programs
which meaningfully ‘involved parents in planning and imple-

menting treatment.
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Another issuye which resurfaced in our interviews with

"experts" was the confusion and lack of accountability at

the "Skate level. Like the families of the autisfic, these

. experts. ~Felt that thé Sta e “oyreaucratic "morass"  had

contributed greatly to the problems of autistic indlviduals
seeking access to services. . Comments like, "Everyone is
treating the autistic .population, OMH, OMRDD, and SED,

without any evaluation or coordlnatlon, and, "Who is’

gesponsible - OMRDD or OMH? OMRDD seems to be doing very
little, while OMH facilities still have a significanyg
autistic population," typify the fruspration people from phe
outside and inside feel about the bureaucratic maze Jof State
agencies' invohﬁement with the autistic pdpulation:

If there is a rhyme or teason to the efforts of OMH,

OMRDP; SED, ‘and DSS, clearly it is not perceived by most

persons working in the field. Instead, these people see a
confused 4£nd unresponsive State structure which serves more
as a barrier, than facilitator to the effective gelivery
of services. These Sgokespers@ns saw the ineffectiveness of
the State ageneies to work together as inhibiting the
identification of existiﬂ% community-based services,'as well
as the development of new'services. '

" Finally one’ spokesperson noted as a maJor problem the
need for a more effective and unlfled parent advocacy power
base for the autistic. THis spokesperson felt strongly that
an effective advdcacy power base was an essential, prereq-
uisite to .the develoﬁﬁent of* adequate and appropriate
serviceg for the autistic.

In summary, the spokespersons generally rsised the same
issues as. the other groups (evg., families . and senior

. clinical staff of State facilities). Like these other

groups, they berceive a need to significantly increase the
*
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services available to the autistic individual and his family
and. to improve coordination and accountability for services
to the autistiec at the State level. They also saw as
continuing barriers d.to rapid service development, the
absence of uniform diagnostic criteria for autism and the
great variance in treatment approaches for this develop-
mental disabilicy.

A 4

Next Steps : )
The Commission stai{ a%?o asked these experts for thei

rééommendations for State action to address the above
problems and ;isBues. Again, the question elicited a variety
of responses. These respoﬁses reldted generally to one of
‘three categories: '
(1), recommedaations for basic applied research on
autism; ¥
‘(2) recommendations for systems change; and

* (3) recommendations for services development.

In the area of ‘basic and applied research, three main
.research areas were identified. These included research to
identify the autistic population, research to passess the
treatment and care needs of this population, and fzgearch to
develop a comprehe;!ive multi-disciplinary treatment model
for the autistic. In general, the spokespersons advocating
for more research agfeed that the answers to these basic
Questionsxshould'be he cornerstone for future development

' of services for the ‘utistic. At the 'same time, these
spokespersons felt th;§\ efforts toward immediate program
development is essential and should not be delayed éwaiéing

»

this research.
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The spokespersons' man§ recommendations for systems
change focused on the role of State government. Like the
families of the autistic, these individuals also believed
that accountability for serviceg for the autistic at the

“\\\§tate level should be clearly aSSLgned to a single agency.
They also saw a need for the State to identify standards of
quality care for individuals with autism and to ensure that
those standards are met in every region of the State.

Several of the spokespersons also.récommended that the
State be more flexible in allowing the placement of autistic
persons in whatever program besé suited their needs regard-
less of their place of residence or the agency auspices of
the program. More clearly, fhey believe:that an autistic
individual living in Elmira should not be deénied access to a
program in Albany, and that an autistic individual should
not be denied access to an Office of Mental Health's program
simpf§ because he/she is officially under the Developmental
Disabilities Act to be served by the Office of Mental
Retardation and Developmental Disabilities.

A third category of recommendations, which was ad-
dressed by all the spokespersons interviewed, was the
development of serviceg. The §pokespersons focused on the

-need for a continuum of services for all ages in every
region of the State. The spokespersons also identified many
specific services, including:

(1) pre-schoels and nursery programs;

i2) school programs;
(3) respite programs;
(4) parent training programs;

(5) cgmmunity—based small residential, programs;

(6) ,psychopharmocélogical programs;
13
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(7) family support service;

—_

4

(8) wvocational rehabilitation programs; and
(9) communication skills programs.

Other specific recommendations included the creation
of regional centers for the autistic.. The primary objec-
tives of these centers would be to ensure that autistic
individuals receive appropriate diagnoses and services.
These centers would ‘be designed to serve all ages and all
funational 1levels of autisEic persons. Similarly, one
spokesperson ﬁ%commended that the State deGElop specjial
demonstration’ projecgs for the autistic. These projects
would serve all ages and all functional levels of autistic
lpersags and would h;ve their own facilitieg (perhaps on a
State faci igy's grounds). Fundamentally, botb of these
recommendgtions“ address the dilemma of many families who
"cannot find any appropriate— services for their’ autistic
children any where in New York State. N .

In summary, the recommendations for State action of the
spokespersons in the field reflect the major problems and
issues the& identified. They also correspond closely with
the recommendations made by families and senior clinical'
staff of the State facilities. It appears that all con-
cerned with the autistic population see basic issues and
problems in the following areas:

(1) diagnosis and identification of the ‘autistic
population;

(2) development of appropriate treatment models;

(3) expansion of service delivery to provide a
) continuum of tredtment services for all ages
& of autistic persons; and

(4) the re definite assignment of account-
abiligg ang~Fesponsibility to a single State
agency.

61 = - .
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Chapter V’ )

/ ’

LOOKING TOWARD THE FUTURE:
MAPPING THE FIRST STEPS .

These findings demonstrate the scope and seriousness of
the problems inherent 'in the serv1ce delivery systeg for the
autistic. By all accounts approprlate services are ex-
tremely limited and access to these services is often
blockgd by onegén: another bureaucratic barrier. _The ac-
counts of families of the inadequacy and insensitivity, of “
the service delivery system have been substantiated by both
the senior clinical staff of State ‘facilities and reputable
spokespersons in the field of autism in New York .State.

As Commission staff pursued their research on serv1ces ‘o
for the autistic, it became clear that these problems and -~
issues Wandate “systemic change. " More clearly, ‘it became
‘apparent that meaningful change in the service delivery
system would require the joint cooperative effort of the

..O0ffice of'Mental Retardation and Developmental Disabilities,
the Office of Mental Health, the State Education Department,
and the Department of Social Services. It was also apparent
that a 31ngle State agency had to be designated the lead

A,

agency for services for the autistic and that this agency
must assume responsibility and accountablllty for services.
for the autistic. )
. Finally, it also became apparent that the‘State’could
no longer put the issue ‘of the autistic on a "back burner"
Tbe parents and families are becoming more and more vocal in

demanding respomsive action ‘to their concerns and needs.

Ea)
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And, meanwhile the identified autistic population in need of
services 1is. growing. At present over 20 percent of the
State’facilities have an inpatient census of over 30 clients
evidencing classical autistic behaviors. And, this popula-
tion reflects only the first generation of adult autistic
clients. ’
Given these imperatives, the Commission on Quality of
Care.%or the Mentally Disabled\offers the following recom~-
mendations for immediate State action to improve the State's

service delivery network for the autistic and‘ their fami-

( The fice of Mental Retardation and Develop;
menyal Disabilities should be designated as
the State's lead agency serving the autistic

population, As such a lead agency, OMRDD
should accept primary "responsibility and
accountability for ensuring that the service
needs of the autistic and their families are
met.

1 zes.,
L

4

(2) A State Autism Task Force should be estab-
lished as an ad hoc study group of the
Developmental Disabilities Planning Coynclil
to identify, fotmally assess the needg of,
and plan a course of service development,
inclyding residential ,and non-residential
sewlVices, for the auti@&ic. The Taﬁk Force
should also address:

%
e the service’ needs and appropriate

placement, of the adult autistic pres- 2
ently in State Children's Psychiatric
Centers;

e the identification of tra{ning needs for
professional and para-professional staff
to serve the autistic;

e the advisability of rfgional, residen-
tial frograms for fthed autisyic in lieu
of the current dispersal of the popula-
tion® throughout the 51 State facilities;

e the adyisability-' of establishing a
Bureau of Autistic Services in- OMRDD.

” » ) . - 6‘3
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(3)

(4)

(5)

(6)

- 4T
&

The Task Force should be chaired by OMRDD and
should include represtfitation by the Office

'of Mental Health, the State Education Depart-
ment, the Department of Social Services, the

Commission on Quality of Care, autism advo-
cacy agencies, and parents of autistic
individuals. ° The Task Force should be
charged with reporting itsqy findings and
recommendations to the Governor within a 12-
month time frame.

In the development of new services for the
autistic, sgpecial consideration should be
given to the involvement of parents in the
planning process, and in treatment planning
and actual programming when they so desire.
Pending the developmenft of appropriate
services for the autistic in every region of
the State, OMRDD should allow families of
autistic children and adults the option of
admission to State-operated programs and
facilities without regard for regional
residency requirements.

: Y
The OMRDD should seek federal funds to
conduct systematic and comparable bi-annual

The objective of collecting this .evaluative
data would be to determine which program
models are most “fesporsive to the needs of
the autistic. The OMRDD should also continue
to access available federal funds for basic
research on the causes, nature, and treatment
of autism.

evaluations of programs serving the autistic.\\\\

W
*

The OMRDD should conduct a survey to identify
all service providers in the State serving,
and/or capable and willing to serve, the
autigties sed on this survey, OMRDD should
compile a consumer directory of: autism ser-
vifce providers for families of the autistic.
In addition, a toll-free hotline to asgsist

families in their  search for services should -

be established by the O0Office of Mental
Retard&tion and Developmental Disabilities.
. {

/




Y

-48-

(7) The State Legislature should provide, special
‘ ,funding for the OMRDD to proceed with an
intensive campaign to identify individuals
with autism. This campaign should rely on a
taxonomy of <classical autistic behaliors
identified by the above Task Force and should
focus -on identifying autisti¢ clients 1in
State facilities as well as in community-
~based services. wWhile the campaign should
seek early identification of young children
with autistic-like behaviors, caution should
be taken not to label children prematurely as
~Mautistic." Rather the identification should
serve primarily to assist the <child in
accessing relevant services to meet his/her
needs.

8) The State Legislature should seriously
consider the Office of Mental Retardation and
Developmental Disabilities’ request for
gtart-up monies for 100 new community resi-
dential beds for autistic individuals.

Most of these recommendations can be implemented with
no' substantial expenditure of new money. The last three
recommendations will require new funding. The funding ’
requirements ﬁgg these recommendations should be dete;pined
by OMRDD in{z;njunction with the State Adtism Task Force.

These recommendations reflect the unanimous opinions of
the Commission on Quality of Care and the Board of Visitor$.
Advisory Council of the Commission. They are also generally
consistent with the implsmentation of OMRDD's major, program
initiatives 'for services for the autisti2 as spegified in
their updated Five Year Plan. It is the Commission's
sincere hope that the Governor and ghe Legislature will
seriously consider these "First sfepéﬁ toward buildingean
@ppropridte and accessible service delivery system for the

autistic.
¢

e -
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. Autism Advocacy Agencies
in New York State R

HAPPI - Help Autistic People Please, .inc !
200 West 54 Street, #4A )

New York; NY 10019

(212) 247-4514

Contact Person: Lila Howard

Nassau Center for the Developmentally Dlsabled In
72 South Woods Road

Woodbury, NY 11797

(516) 921-7650

Contact Person: Dr. Michael Oscurchuk

New York State Society for Autistic Children
275 State Street N -

Albany, 12210

(518) 436-0611
Contact Person: Fred Erlich

é

Special Citizens Futures Unlimited, Inc.
823 U.N, Plaza .
New York, NY-10017

(212) 599-3360

Contact Person: Anita Zatlow

S.T.A.R.R. - Services fox Treatment of Autism
Respite and Research , .

(Autistic Habilitatign Ckputer .- a sub-organization
of S.T.A.R.R. serves autistic adults)

45 Imperial Circle

Rochester, NY 14617 -

(716) 266-8542

Contact Person: Jean Lake

SR
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Responses of:

The Office ‘of Mental Health,
State Education Departmeént,
Department of Social Services,
Office of Mental Retardation
‘ and Developmental Disabil{ities

tQ the report .
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: NEW YORK STATE ] s
! OFFICE OF MENTAL HEALTH 44 Holland Avenue, Albany.- New York 12229

—

JAMLS A PRE VLT MU Compnss: onet

p

April 16, 1981 ' .

Mr. Clarence J. Sundram
Chairman - .

NYS Commission on Quality of Care :

For the Mentally Disabled -

99 Washington. Avenue

Albany, NY 12210 )

~ . N

Dear Mr, Sundram:,

Thank you for forwarding a copy of your agency's report on autism and service
to autistic persons in New York State. As you are aware, the legal respon51bxlity
for delivery of service to this population lies with OMRDD (as noted in MHL

g1, 03(22), but due to historical factors approximately 160 autistic persons now
reside in OMH children's programs. Despite renewed efforts to resolve issues re-
lated to the service needs of these persons and their transfer-to OMRDD, many
remain in OMH programs because of the unavailability of more appropriate communi
based services, and space in developmental centers. A series of options are now
under discussion in order that an appropriate resolut;on can be effected by the
agencies.

With reference to the recommendations of the report, it is imﬁortant to note
that several of these steps have already been undertaken. The Office of Mental
Retardation and Develppmental Disabilities has primary responsibility .for the care
and treatment of autistic persons. In an attempt to adequately plan the transfer
of such patients, OMH and OMRDD have begun to jointly evaluate OMH patients for
placement with OMRDD. Although your report documents the number of such patients
reported to be within OMH programs, it is important to note that the formal diag-
nosis of Autism did not exist until just recently (i.e. DSM-III), and therefore
the number of patients with that diagnosis should not be considered indicative of
the extent of this problem. In addition, the term autiswm has beé\zused as a .
diagnosis for many patients with mental retardation and autistic féatures, as the
term autism is often more easily accepted.
With one exception, the remaining recommendations can be supported by the
Office of Mental-Health. 'However, Recommendation &4 cannot be accepted due to the
many legal complications and family hardships it might incur. , Any proposal to
transfer patients across the state to residential placements wlll likely result.in
objections from Mental Health Informatlon Service, advocacy groups and parent oryan-
. izations.- 1 am sure that you share my cgicern fdr the distress parents with
autistic children feel, and having their child placed hundreds of miles away will
-only further their anguish. Alternative proposals have been discussed by O!MH and
OMRDD to avoid such problemq while appropriate Lommunlty resourcgs are develoneJ

Vs
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There are several technical points in the report which bear recQgsideration,
andﬁghese,ipclude an underestimate of the incidence of autism (approximately 4
cases per 10,000 poﬁulatio% yields 7300+ cases, not 5,000). In addition,

Dr. Michael Rutter has recently completed extensive research with autistic chil-
dreh'cgngerning its etiology. Your staff may wish to acquaint themselves with

< that work. ¥
)

/
The lack of a full and appropriate continuum of services for autistic
patients within tjge state is & problem with which OMH has wrestled for years,
»~ As noted earlier, plans are being developed :to résolve these problems, and-
Mr. Morris, Deputy Commigsiohern is coordinating these efforts. Please feel

o freé to contact him if you require additional information on our efforts, and I
hope my comments have been helpful to yau. ) ’

Since ély,

’
-

° < James A. Prevost‘ M.D. .
FE Commissioner . .
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. 5 THE URNIVERSITY OF THE STATE OF NEW YORK
. ’ THE STATE EDUCATION DEPARTMENT * '
OFFicE OF THE PRESIDENT oOF THE UNIVERSITY
C AND COMMISSIONER OF EDUCATION
~ ALBANY, NEW YORK ‘13234

Béar Mr. Sundram:
N :

k]

0 . Thank you.for sour letter and your report MAutism: Looking Toward
the Future." .ot *

Tﬁe'Stgfe Zducation Department, cohicurs with your report regarding the
need for a.single designated Staté agency to coordinaté services for the
autistic population. Our monitoring activities in local education agencies
reflect a seripus gar”in services ds well as a fragmented service delivery

d system at the State l-vel. With the reorganization of the Department of
Mental Hygiene in 1377, it was expected that the transfer of responsib®lity
to the Tffice of Mental Rétardation/Deyelopmental Disabilities for the care

and treatment of autistic childreq»would occur. Your report clearly out- ﬁ
- lings 4re”service delivery problems\assotiated with #he lack of a single
L degignated State agency to ensure thyt appropriate services are available v

to autistic childrefr,

-

The State 2ducation Department would support your recommendation for
&2 State Autisg Task Force. However, I might suggest that such a role be
delegated to OMR/DD's Advisory Council under the rubric of a special sub-
committee on autism. This would be consistent with, at least, the current
philosophy of moving services 1o autistic children within the jurisdiction
of the ilew. York State Office of lental Retardation/Devedopmental Disabili-

‘// ties. o . e /
e . Agein, thank you for the opportunity ™o formally respond to your
report.. * ' . ?
. * -
‘. - .

$ .
~
Mr, Clarence J. {undram, “halrman P
State of llew Tork -
Commission on <uality of Care ¥ .

, the entally Disableq .
., 99 Yashington Avenue ’ . -
" Albany, lew York 12217

- -~

cct  Robert R.sJpillane - LT N 70 ’
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NEW YORK STATE t - , - -

§ DEPARTMENT OF'SOCIAL SERVICES , ‘@”

4

40 NORTH PEARL STREET, ALBANY, NEW YORK 12243

" BARBARA B BLUM © ‘ ‘
Cornmussioner

February 23, 1981

A | .
U\W . ) \\

Dear Wam: - ] \ -

I have reviewed your Conmlssmn $ draft report entitled, "Autism:
Looking Toward the Future'' and find it to be a pragmatic descrlptlon
of an under-served, needy population. . ?

The report i§ effectrve in outlining the non—existence of a single,
widely accepted explanation of the cause of autism and the best method,
for treatment.- It would appear to be accurate that program development
to serve autistic children has lagged because of the understandable, but
problematical, lack of densensus. Likewise, if definitional clarity
existed, earlier diagnosis and more effectlve treatment mlght result.

* v

In general, this Department is in accord with the reconnﬁndatlons
the report makes concernlng 1mprov1ng the State's service d@llvery
network for the autistic and their families. I especlally support the
call for increasing access for pdrents to get involved in treatment
plannmg and programming for thélr own children.

The Department would be very pleased to participate in the State
“Autism Task Force when it becomes established. ¢
/“

Sincerely,

7 et

Barbara B. Blum’

.
- §
.

Hon. Clarence J. Sundram, Chairman

NYS Commission on Quality of Care
for the Mentally Disabled

99 Washington Avenue _ ,

Albany, New York - 12210 ) . -
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STATE OF NEW YORK ’
OFFICE OF MENTAL RETARDATION AND DEVELOPMENTAL DISABILITIES

-

+ 44 HOLLAND AVENLUE » ALRANY s NEW YORK e 12229

JAMES E. INTRONE

Commiss . aner

- April 27, 1981

Mr. Clarence J. Sundrdm

Chairman ’

Commission on Quality of Care ‘
/ for the Mentaldy Disabled

' 99 Washington Avenue
Albany, New YOrk

Dear Mr. Sundram: v
-3
- Thank you very much for the opportunity to review your draft report, "Autism:
Looking Toward the Future:' We have had the opportunity tc study its contents,
and I would like to share with you our impression and comments.

First, I want to compliment you and your staff for having produced such a ~
comprehensive, high-quality effort. Obviously, we have some reservations about ¢
certain of the report findings and recommendations, but the overallweffort was most
impressive. <n - .

You should be complimented, also, on the timeliness of this report. As we
are both acutely aware, the Office of Mental Retardation and Developmental Disa-
bilities has over the past five years focused much of its activity on the
deinstitutionalization effort. Since much of that effort has been successful,
we are now rapidly approaching a period when we can devote additigfial energy to
other priorities and problems. Although constituting approximatfly five percent
of the developmentally disabled, thé needs of autistic persons réquire the same
attention as those of the other disabilities to whom we provide service, and it
is appropriate that we focus upon mecting their needs.

One further general remark js necessary, and then I will address your findinge
and recommendations specifically. The history of services to autistic persons,
throughout the United States, is replete with examples of new and exciting programs
which began without realistic funding allocations, and which ended in disillusion
and disappointment for all involved. For the past_two years, the Office of Mental _
Retardation and Developmental Disabilities has requested funding for programs for
autistic persons. These requests were not approved in the Legislature. Adequate
services for the autistic are expensive. They cannot be provided through the
use of existing resources.

Fs
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»

Your flndlng (number 1, on nage xi) concerning lack of information on those
who need services, appears to be overstated. We do have clinicgi dati with
which to identify the overwhelming majority of persons with autistic symptormatology.
The data does appear to be adequate for planning purposes, and indeed, appears in
“our State Plan. In addition, we have contracted with the State Autlst ¢ Society
to assist them in further caseflndlng

Your finding (number 2, on nage xi) concerning effectiveness of, and knowledge
about available pro~rams, seem to be over51np11f1ed There are progr'mg esnecially
utilizing behavioral modalities, which do appear to have been effective ,
X Your findin~~ fmmbars 5 A and 9, on nage xiid do annear to accuratel:” denict
several nrozrarmatic shortcomings. A p .
Your finding (number ~, page xii) regarding staff-tTaining, anpears to be
accurate. .
‘ - >
Your recommendation (number 1, on page 46) appears to be fully justified by
the findings, and we support it. "he,Offlce of Mental Rgtardation and Develop-
mehtal Dusabllltles has for the nast two years been willing to accept designation as
- the lead agency serving autistic persons.

Your recommendation (number 2, page 46) concerning the establishment of a
‘State Autism Task Force has definite merit; however, it ‘should be located in the
existing Developmental Disabilities (95-602) Plannlng Council with special
recognition as an ad hoc autism study group. This would take advantage~of the
‘\ Council's charge to #ssist in the planning for all the developmentally disabled

and also the compos tion of the Council that has representation crém the Denmart-
‘ment of Social Sarviices, Department of Education and others. ' '

W2 disagree with your recormendation’ (rumber 3, page 47) since it would

to undermie-the focus on the New York Stgte Society for Autistice Children
as the organization that is currently advising and assisting.us in the planning
and implementation of autism progrims on a statewide and regional hasis. Parents
as members of this organization or singularly, will be given considewition in
treaimont Slaming wond deceel wrograming. ‘

Your recorrendation (number 4, nage 47) concerning admission and transfer
among programs, considering MNew \or‘ State as a single catchment area until new
services can be developed locally. is also an idea which tie will support.

Your recormrendation (nurber 5, page 37) that we seek Federal funds to perform
vi-annual prograr evaluations, is also supnorted, although we do assert that more
- 15 known about cdeauate proqrarﬂln" than the report indicates’. .

vour recormendation (nunber 6, page 17) coﬁcerning developing a directory of
autism services ws also supported. Many o® the agencies listed will undoubtedl: ,
also be SCTVan other developmentally disabled persons as well. y

1Ly

Your recormendation (number 7, nace 48) has already been implemented through
the Office of Mertal Retardation and Developmental Disabilities' irplementation of
the Develonmental Disabilities Information System, and throuch fimding the State
Aatistic Society's outreach efforts

a 7ﬂ? .
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Your recommendation (number 8, page 48) concemning legislative support for
start-up monies for 100 new commmnity residéntial beds for autistic individuals

is cnthusiastically supported by the Offic~ of ‘fental Retardation and Developmental
Disabilities.

A
In summary, your study has articulated and clarified a number of the problems
inherent in a small disability group with an extremely complex etiology and treatment
regimen. As such, it is of distinct value to this agengy in its efforts to plan
for the i;;;}sion of services to the autistic individua%y

Thargvou asain for the ooportunity to cogment on the report.

Sifhcerely,

.,19{_

James E. Introne
Commissioner v

/7

PR

P




4 .
1 « '
rs
®
. STATE OF NEW YORK
COMMISSION ON QUALITY OF CARE
FOR THE MENTALLY DISABLED e
' « oyfsrinGTon AvENUE !
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May 29, 1981

- ;

Hon. James E. Introne
Commissioner
Office of Mental Retardation :
and Developmental Disdbilities ' Lo .
44 Holland Avenue /. A’
Albany, NY 12229

N ¥
‘Dear Commissioner Introne:

Thank you very much for your overall positive response to
the Commission's report, "Autism: Looking Toward the Future."
The purpose of &his letter is to respond to some of the points
of disagreementsyou raised regarding certain findings and
recommendations of the report and to attempt to reach a méeting o
of the minds before the report goes o print. ”

Your response, together with the responses of the Office
.0f Mental ‘Health, - the' State Education Department, and the
R Department of Social Services, will be included as appendices
to the final report. As this letter indicates, the Commission
sees merit in two of the points of disagreement you raised jin
your response. However, for the reasons described below t
‘Commission disagrees with several Of the other points rajsed
angp'uggests that you may wish to ;gconsider these aspects of
' your response.

Each of the p01nts of disagyeement which you raised regard-
ing the report's Flndzng§ and recommendations are presented
below. The report's statement is presented first, then your
response, and finally -the Commiss}on's rebuttal to your response.

I. Report Statement:

» ‘ The autistic are a small minority in a service deli-
, very systen that is driven by the needs of other
«  larger and ‘betrer organized groups of developmentally =
" disabled .and;thelr fami1lies. Their special needs
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Page Two
¢

-, have heen largely ignored by the system. At
present, it is ‘impossible to accurately identify
or even closely approximate the number of persons
with classical autistic behaviors who are in the
» fsarvice delivery system. (P. xi).

Your Response:

Your finding. (number 1, on page xi) concerning lack of

information on. those who-need services, appears to be owerstated.

. We do have clinical data with which to identify the overwhelming
majority of persons with autistic symptomatology. The data
does appear to be adequate for planning purposes, and indeed,

appears in our State Plan. In additieon, we have contracted w1th

the State Autistic Soc1e*y to assist tnem in further caseflndlng

.ot Commission's Response:

- .

Based on further discussion between Commission staff and
John Jacobson of your staff and a review of the two casefinding
grants awarded to the New York State Society for Autistic Children,
» The Commission agrees that the present language of the last
sentence of this finding' may be overstated. This sentence will

be stricken from the final report and replaced by the follow1ng \\\\\
three sentences: .

At present, it is impossible  to accurately identify,
the- numbers of persons with .classical autistic beha-.
viors in need of services in New York State. . Less -
that 20 percent of the estimated total autistic
population of 5000 individuals have presently-been
di entify by OMRDD. The vast majority of the uniden- ’
autistic are suspected to be either urserved

II. Report Statement:
. . U
There is no accepted theoty of etiology of or. .
diagnosis for autism and -therefore various treat- .
ment modalities, with varying assumptions about

‘autism, are being used with little evidence of > ,
differentes in therapeutic effectiveness, reg&ré-
p less of therapy chosen. (p. x1). "

Your Pesponse:

Your *find:incg (nurmber 2, on page xi) concerning ef-ecylveness
=%, and wnowledge abolt available programs, seem 0 he oversim-
plified There are programs, especially u%tilizincg hehavioral -
~mcialities, which do appear to have beern effective.

8

ERIC : 76
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Commission's Response:

The Commission feels that your response to this report
finding does not reflect the substance of the finding. More
clearly, the findingldoes not state or imply that present
therapies are ineffec®ive, rather it only comments on the

lack of substantial evidence regarding the differences among the
present therapies' effectiveness. The body of the report does
corment on the alleged effectiveness of several therapies and
specifically cites the slight evidence favoring behavior modi-
fication programs (see »p. 6-11). Based on these comments, it
is our view that the report finding does not reguire revision.

III. Report Statement:

.

A State Autism Task Force should be established

% identify, formally assess the needs of, and

Plan a gourse of service development, including
residenﬁ?zl and non-residential services, for:

the autistic. The Task Force should also address: -
° the service needs and appropriate vlacenent
of the adult autistic presently in State
Children's Psychiatric Centers:

the identification of training needs for
professional and para-professional staff to’
serve the autistic; o

the advisability of regional, residential
programs for the autistic in lieu of the

* current dispersal of the ‘population through-
out the 51 State facilities; -
the advisability of establishing a 3ureau

. ©f Autistic Services in OMRDD. /

The Task Force should be chaired by OMRDD and 4/
snozld include representation by the 0ffice

of Mental Health, the State Education Depart- /
ment, the Department of Social Services, the
Commission on Quality of Care, autism advocacy T
agencies, and parents of autistic individuals.

The Task Force gshould be charged with reporting v
1ts findings and recormendations to the Goverhor ’
within a l2-month time frame. '

-

‘\ . -
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e

\\\zour Response * .

: " Wour recommendation (number 2, page 46) concerning the
éstablishment of a State Autism Task Force has definite merit;
however, it should be located in; the existing Developmental
Disabilities (95-602) Plann1ng§¢gunc1l with spec1al recognition

as an ad hoc autism study gro This would take advantage of

the Council's charge to assi<€t_in the planning for all the

. deve%ppmentally disabled and al the composition of the Council ~
* that has representation from the Department of Social Services,
Department of Education and others.

Commission's Response: ',

g// The Commission is pleased tHat you agree with the merit of
establishing a State Autism Task Force and has no problems with

the\ establishment of such a group as an ad hoc study group of /
the Developmental Disabilities Planning Council provided that:

. (1) the charge to the group remains consistent with that
recommended in the report;

(2) the composition of the group remains consistent with

* that recommendéd in the report .(the G#mmission is espec%ally
concetned that autism advocacy agencies and parents of autistic
individuals be represented in this group); and
(3) the group reports its findings and recommendatilons
to the Governor within atl2-month time frame,

- ¢ s

. If OMRDD can agree to these provisions, this report recom-
mendation will be tevised to state that the State Autism Task
Force should be an ad hoc study group of the Developmentally
Disabilities Planning Council.

»

IV. Report Statement:

The OMRDD should immediately establish a Families

of Autistic Clients Advisory Council in every

region ‘(County Service Group) to advise and

assist the agency in planning and implementing

regional autistic family services. In addition,

in the development of*new services for the

autistic, special consideration should be given

to. the involvement of parents in the treatment

vlanning and the actual programming. when they so .
| desire. - R : .
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Your Response:

A

VWie disagree with your recpmmendatlon (number 3, page 47)
'since it would seem to undermine the focus on the New York State
Society for Autistic Children as the organization that is current-
ly advising and assisting us in the planning and implementation
,0f autism programs on a statewide  and regional -basis. Parents
as members of this organization op singularly, will be given ,
considerati%p in t§:atment planning and actual programming.
LR

Commission's Reponse: -

The Commission commends the efforts of OMRDD tb wdrk' closely

with the New York State Society for Autistic Children. However,

the Commission does not believe that this relationship is adequate

'to provide meaningful input from families of the autistic, in

thefBlanning and development of services for the autistic on a

regional level. As you are aware, parents of the autistic have
largeély shouldered the burden of locating and developing services
for their children and their substantial expertise in this area is
well documented in the literature. As you are also aware, the

. State Society fcr Autistic Children is but one of several advocacy
groups in the State dedicated to the autistic (see appendix A of
the report). For various ideological and other reasons these groups
have not chosgn to affiliate with the State Society. As a result theL\\
Stypte Society” for Autistic Children represents only a partial per-
spective of the autism constituency.

Given these reservations, the Commission is not in agreement
that OMRDD's informal working relationship with the™New York State
Society for Autistic Children is. sufficient to provide adequate
input from the families of the autistic in the planning and devel-
opment of services at the regional level. The Commission believes
that, especialily at this time, some formal family advisory structure
must exist at the county service group legvel to provide advice to
OMRDD as the agency initiates its effort to develop services for
this long neglected grqup of developmentally disabled people. The
Commission will, however, consider otMr alternative suggestions
you may have for establishing such a formal structure, perhaps-in
conjunction‘w%}h the New York State Society for Autistic Children.

V. Report Statement:

N *

The State Leglslature should prov1de special
-funding for the OMRDD to proceed with -an
.intensive campaign to identify individuals _
with autism. This campaign should rely on a
taxonomy, ¢f classical autistic behaviors
identified by the above Task Force :and should

-
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seek early identification of young children ‘ T
with autistic-like behaviors, caution should

be taken not to label children prematurely as

"autistic." Rather the identification should

serve primarily to assist the child in accessing .

relevant services to meet his/her needs.

Your Response:

h

Your recommendation (number 7, page 38) has already been
implemented through the Office of Mental Retardation and Develop- y
mental Disabilities' implementation of the Developmental Disa-
bilities Information System, and through funding the State"
Autistic Society's outreach efforts. :

<

Commission's Response:

" ;
Based on ;;%iissibn staff discussions with John Jacobson
of your staff and e Cormissjion's review of the two grants.awarded .
to the New York State Society for Autistic Children, the Commission
finds that the present efforts referenced in your response fall
seriously short of our stated recommendation. More clearly, ,
according to Mr. Jacobson, OMRDD ‘has surveyed %paxoximately 80 §k
percent of the versons in the OMRDD service delivery system to . ~
identify the autistic. This survey, however, only identifies \
individuals who already cargy an autism diagnosis and has-resulted .
"in identifying only slightly over 900 individuals. According to
OMRDD's own estimate (cited in the State Plan) this figure repre-
sents only 20 percent of the State's total autistic population of
5000. ’ : :

When Mr. Jacobson was questioned about this discrepancy, he .
offered two noteworthy explanations. First, he pointed out that * (7
since there'are only limited services for tA® autistic, many indi-
viduals who may evidence classifal autistic behaviors are not so
diagnosed because such'a diagnosis does not aid in service place-
ment and may, in some cases, even be' detrimental to service place-’
ment. Secondly, he pointed out that only recently has OMRDD
recorded the diagnosis of autism. Mr. Jacobson also pointed out
that many autistic in the SED and DSS service delivery system are
not presently -identified. )

The Commission's review of the two casefinding grants awarded
to the ,State -Society for Autistic Children reveals that theseé grants,
while commendable in their objectives, lack the necessary fisc4l

.resources and sophisticated methodologies to achieve their.purposes.

In summafy, the present efforts for idengification of the
autistic have identified less than 20 Zercent of the autistic -
population in New York State. And, perhaps most importansly,

. Lt Y
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this identified population is limited-gggéely to those -autistic

already diagnosed and receiving servic Based on these findings,

the report's recommendation for a Legislative approvpriation to fund

an identification campaign for the autistic will remain in the ’

final report. We hope you will see fit to support it as a means

of auwgmenting the\}nltlatl 'es already undertaken. ' ..
I hope thlS letter has been helpful to you in clarlfyl

the Commission's 9051t10n with regard to your response. uld

appreciate receiving your comments and/or an amended resppnse

which you would wish to have includéd in the report, within two

. -

weeks.

. Thank you for your further attention to these issues.
Sincere
Clarence Sundram
Chairman

-
. Attachments -
&
74
»
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July 21, 1981

,',‘y" o — ! \\
Mr. Clarence J. Sundram -
Chairman
Commission on Quality of Care for the

Mentally Disabled
99 Washington Avenue . )
Albany, New York 12210 :

-
i

~

Dear Mr. Sundram: _

I appreciate your staff's thorough review of the comments offered in

my previous letter. Although there still appear to be areas of contention,

"I am sure that we can reach agreement through further dialogue, I have

reviewed your letter with my staff, and we would like to offer some
addit,ional infor-.tion which may help clarify our previous statements.

AY

Point I: That It Is Impossible to Estimate the Number of Autistic
~ Persons Who are Receiving Services.

The projection of 5,000 individuals that is used in the State
Developmental Disabilities Plan resultedg from a weighted average of
prevalence rates reported in the literature. It “should be kept in mind

© that it is ‘a statistical projection and that it represents persons of all
ages. Additionally;"it is not a firm figure because as you can: imagine, N
different prevalence rates, as reported in the literature, produce varying
projections. For example, when some of these rates are applied against the '
1980 New York State population, varying projections occur: 2.0/10,000
produces 3,500 persons; 2.8/10,000 produces 4,900; and 5.0/10,000 produtes
8,750. Furthermore, when the proportions of persons who would be projected

.to have "classical" autism is examined, the picture -.is further
complicated: .7/10,000 produces 1,225 while 3.0/10,000 produces 5,250.

Pl

It is generally difficult, if not impossible, to survey and gather
information about people with a given disability that confirms prevalence
rates for a low-prevalence disability. Historically, the design of sample
surveys to estimate the occurrence of diagnosed cases of rare diseases in
the population has presented two major difficulties: (a) large sampling
errors usually associated with survey estimates of rarely occurring events
and, (b) potentially large non-sampling errors associated with diagnostic
information reported in sufveys. s

82 . .
- Being retarded never stopped anyone frombeingagood neighbor. .
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However, we "have made attempts” to identify .some of the.people we
expect Lo make up that-5,000 figure, although we have not identified all,
we fegl that we kndW'Ebout a reasonab]e proportion of that number.

L%

(1) We est1mate that the greater proportion of adults w1th severe
autism are in OMH facilities. Tradjtionally, adults with autism
S have been served by OMH. Standarg diagnostic pract1ce has been
., to iagnose nop-retarded autistic adolescents as schizophrenic
when they reach maturity - this could account for 4s many as 51%
or 2,479 of the 4,900 persons the Plan projected as disabled by

aut1sm based on the 1980 census.

) OMH- has af;o reported serv1ng 170, persons w1th aut1sm whb are
‘ ¢ under 21. It is al%o probable that some persons with adtism are
served By clinics-and community mental health centers. No
reporting *systems now -efficiently pick up information which
. -could-be used to identify this group. h) N
(2) A proportion of the children have been identified.by SED. The
SED has reborted serving approximatgly 1,600,persons disabled.by
, - auftism. -« However, we found that DDIS information could be
N obtained on ‘only 265 of these indijviduals due to withdrawal of
support for infarmation gatheﬁ?ng by SED. .

‘ . (3) It is probab]e ‘that some proportion of severe1y and profoundly

mentally. retarded pgrsons served in developmental centers are

» “autistic, but are undiagnosed as such due to very severe or

profound retardation which. predominantly characterizes their

functioning. This cohort, and similar individyals in intensives

treatment programs in the community are prdﬁﬁEﬁ%}ﬁﬁf underserved

. because of xthe, 13Fensvty and individually tailored nature of
fnVad , program;ervmes

(4) To date, wg have identified approximately,1,008 persons with
‘autism through the DDIS. This incTudes persons in institutional
sett1ngs as wellr as those“living in the commun1ty

In sum, the persons not reflected. in the DDIS' are in most Sért

(i) adu]ts probably served in residential facilities operated, by OMH, and
(2) children -served~in SED programs. = When known or suspe cdses are
- taken 1nto ccount according to present service auspices (assum1ng that
. OMH serves 75% of adults who have had changed or 'historically different
diagnoses) 3, f 4,900 projested persons can be identified by auspices
For a gap of 1,2 athen than 4,000 persons to be identified. Again, we
"must keep, in. mind. that the 5,000-person figure is on]y an estimate and
should be seen as a goal for which we should strive in identifjcation of
1nd1v1dhals Consequent8y, we do nat believe that it s fair to say that
there aqus1gn1F1can “ nuMbers of persons unaccounted . for We would,
hqwever, say that thex may be’ underserved N !

£
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) ' Point II: That There is Little Agreement in Treatment Methads - s/

¢

Understanding of etiological factors in autism may be likened, in
part to those of other disorders which are markedly more prevalent, for
example, schizophrenia. While schizophrenia has been recognized as a
specific class of condition for _much longer than, autism, reviews of the
literature disclose high lev@® of - disagrééments in the relative
N contributions of genetgc, general organic; and psychosocial factors to

: - expression of the condifion among indiyiduals and graups. Research into
the etiology of aufism has been hampered by (1) the low prevalence of the
#conditions. which hinders collection of data on an adequate sample of
individuals to  permit drawing firm *conelusions, and ~Y2) changing
diagnostic criteria over the past -two or three decades. However, it is
notable that, with the agwent of increasingly sophisticated technology, ¢
neurologic factors appear to be more apparent in the etiology of autism and
"other poorly understeod conditions. :
Regarding diagnosis, if one reviews thevﬁefinitions 3s. offered by
NSAC and Rutter in'the Journal of Autism and Developmental Disabilities, as

' well as the DSM-IIl, six principal areas of functional anomaly may be q#
« ._hoted: onset pattern, social impairment, language/communication, -response <

“to stimuli, maintenance of environment, and inconsistent developmental
patterns. While emphasis of the diagnostic significance of each of those = - 2

may vary amcng definitions, nevertheless NSAC and DSM-III definitiohs both
target each of these areas arfd the Rutter definition covers five of them.
In Tight of the low prevlence rate.of the condition, these paraliels are
surprising and one might argue that diagnosis<shouldcbe relatively good, -
given few barriers to accuracy. One barrier is that the psychiatrist or

‘e psychologist may never see “a person on a professional basis who is.
appropriately diagnosed as autistic - it is an unfamiliar syndrome to many. -
A second cemsideration is the bafrier presented to diagnosis by a non-
verbal individual who"may be méntally retarded, or may be both mentally-
retarded and autistic; however, only the behavioral functioning of the
individua];wilé;permit any decision to be made in this area.

« In terms of effectiveness of trefment methods, we note that there: is
no significant - body of literature which suggests differentiation of
therapeutic effectiveness, apart from symptomatic relief of manic- . o
. depressive involvement through medication’ and similar findings for some- !
"~y Qther conditions, for any major condition which pervé%ive]y Timits ca
*E\Bhrson's ability to'function. The controversies cited in your report can
* : be equally -applied to the major orgaﬁﬁc/psychogenic|pervasivg disorders. -
‘The question also exists as to whether you would "treat" a profoundly
retarded person with autism differently than ore wdithout autism.

. *

We would recommend the report statement M‘”bexmodifjed'“to reflect, '

. the fact "that this same sort of controversy éxTsts around other conditions .

- . and is perhaps gerferally reflective of the state-of. the art. Our concern:

. is that your finding reflects a strong negative connétation that is
targeted at autism services; we believe this same connotation applies to

other state of art therapies for specific disorders and conditions.
.. . 1 I v ' “

/. . 4 / - . "84 %{; .. "
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. Point III: That is the CounC11 Take a Role in the Autism Iask Force

- wgvfeel that the Deve]opmenta] Disabilities Plamning Council, with.

- guidance, would agree to “the conditions as outlined in your response and
meet the time frames proposed. We would agree to take the chair of such ad i
hoc study group and participate fully. . . -

., Point IV: That4§pecia1 Advisory Committees be Set Up.

i

L)
. Contacts with local DDSO's and BDSO's in the areas associated with the
' five non-NYSSAC -advocacy agencies have disclosed active, ongoing
involvement by diatrict offices with each of these agencies. Since these
relationsnips provide an immediaté mechanism for input to the 1ocaT
planning process, these groups,have,gn impact upon program development ™
their geographic areas. In such a Lontext, the formation of an advisor
coynci of the type proposed may repiesTpt bureaucratic redundancy.
../'\ 7
Furthermore, the s1gn1f1cant focus of respons1b111ty in each ounty
is the Community Services Board. These Boards are relegated a wide*range
of responsibilities under the Mental Hyg1ene Law. One responsibiltity is .
: plapning for services.. We have, and will continse to, insist that the
Boards include autisti¢ persons within the¥r aegis. We have also provided .,
“supports to parents of, andbprov1ders for, autdstic individuals to gain -~
s . appofntments- to the Buards.*® ‘Since -the need for servites for autistic
individuals transcend whats%he office can provide, the logical solution is
to increase .the emphasis orfi'18cal coordinatiye bodies, such as the Boards,
to include all apsects of -services needs for aut1st1c persons as part of
the local services system. N

. We view the creation of advisory boarfs to our County Service Groups
, as not being the proper means to influence sgavice delivery. We have
L. working relationships betwedh our district ces and local autistic
groups and intend to strehgthen these. Our opmendafion is that the -
Commission's Report include a reference to the Tommunity Services Boards.
ohese Boards should receive your support .to clearly recogmze thefr
respondibility in including the needs of. autistic persons in.their
planning and local services coordination. , .

' ., -Point V: That Special Funding be Provided for Identification. .. »

- . We cannot® quarrel with a recommendation that wou 1d spur the
) legislature to provide fundingsfor a specggﬂ effort. Certainly, 'should the

\ ' legislature offer funds for a Statewide identification.process, we, would
cooperate fully and expect that the information would benefit not ,only

'//";:f’ * OMRDD, but Bther state agencies as well.
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We appreciate the opportunit o further clarify our thoughts on the
Commission's recommendations. trust that should you Rave further
comments, you will not hesitate to let me know.

o -
Sincerely,
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