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One uf the most substanttal responsibilities of the professional Workpng

bé involved in tlie diagnostic evatwation of the child and subsequent coutisel-
ingg of the parents.  In training settings, the trainee (e.g.; pediatric rest—

dbht,hpsychoiogy intern, special education student) might find hitiself or her-

labels, such as "mentaltly retarded”; "émotionally disturbed', "brain damaged”,

"iphdsic', or "atypical’: Then; when their child "is finally diagnosed as au-
tistic, tfiey naturally want professional help in, understanding the problem and><,

<

have a right to know what the evaltation ?fVédis about” their child's abilities,
problems, and potential; professiogals; in turn, hiave the Wesponsibility to com-

- - - - el It ea T B DN
municate the evaluation results and recommendations in understandable and asable
[ . : ]
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terms. -

child sometimes find themselves the victims of certain a priori assumptions

held by many professionals--assumptionajabout their own personality and its

crucial role in causation of autism: These parents have discovered that many
professionals tend to assume automatically that if a disorder has strong ''emo™~

tional’ components then it 1s necessarily the result of a disturbed social en= -

\
vironment, particularly the environment provided by the mother in the first
ywears of the child's 1ife. 1In his excellent article on counseling parents of

tearing, beliefs perpetuated in our soclety by professionals whose conclusions
are based more on theory than empirical evidence: Fortunately, within the past
decade or so, research has changed our thinking about the nature and cause of

autism; and professionals should be famiYiar with these changes before attempt-
ing to counsel parents:
has been dfagnosed as autistic. While the paper focuses on the initial inform-

ing interview; much of the material also applies to follow-up counseling of par-
ents and other family members. Before presenting these guidelines, however, it
the need for careful diagnosis of autism; and changes in thinking regatding au-

tism that have occurred during recent years.

Need for Careful Diagnosis

Unless a careful diagnostic assessment has determined that Ehé}éﬁii& meets
the criteria for autism, the diagnosis, of course, should ﬁb’é: be conveyed to the
parents. The symptoms of autism may appear In aiffgrent degrees and ééisiﬁf-
tions 1in. children with other disorders and handicaps. These éﬁii&féﬁ; while

)
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failing to show the full constellatiga of symptoms, might be classified as
autistic on the basis of one or two isolated features (for a detailed dis-
’ cussion of Eﬁié problem; see Morgan; 1981). Further, the terms "autism' and

autistic' have come imto such vogue in recent- years®and have been bandied so

® 4 glibly in ﬁiéfessianai ¢ircles that many clinicians are probably primed to jump
to hasty conclusions and apply the diagnosis too.readily: ,teadiné scholars in
the area of autism; such as Kanner (1969), Rimland (1971), and Wing (ié?é;ﬁ
have strongiy nrged that the diagnosis of aitism be carefully determined. They’
- think that parents have been misled— treatment misguided, and resgarch tssnes

tlouded by indiscriminate use of the term "autism" and by lumping it with ot her

. , v

condi tons that may show overlapping symptoms.

¥ ’ .
The lack of agreement in the diagnosis of autism is; of CBGrse, related to

the diversity of definitions used by diagnostictans: Ciinicians may differ,

widely in the criteria they use 1A determining whether a chi1d is to be diag:

nosed as autistic. .Freeman (1977) and Freeman and Ritvo (1977§‘haVé done com-

o

prehensive réviéws Of the different diagnostic systems and have discussed the
_confusion involved in their use. Some researchers have atfempted to aiievié{;
some of the confusion by deveiopiné,BBjeEtive checklists and rating scales of
symptoms and behavior. Rimland (1964); for .example; has developed a detailed
aiagﬁqstic chiecklist that has been used extensively in yesearch on autism.
This cneckiist, however, may be too lengthy fdr typical clinical use: & more -
pracc}cai scaie has been déGéiééeagsy Séhdﬁiet and his associates %ith Eﬁe i
- S

TEACCH program in North Carolina (Reichler & échbﬁier, 1976). The procedure.

>
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and ‘accepted set of criteria fo;/autiFm are those outlined in the recently pub-

lished DSM=IIT (Diaghostic and ‘Statistical Manual of Mental Disorders, 1980).

i

This manual lists autism under the general category of pervasiv ntal

disorders; these disord%rs, which consist mainly of what has previousTy been

y 4

called childhood psychoses, are characterizea by ‘matked distortions in the tim-

ing, rate; and Sequence . oﬁ\_'gywbasic psychological funct® ona. The DSM-ITT def-

in 1anguage deveiopment; (4) if speech 1s Dresent.‘Decuiiar

speech patterns : . :; (e) bizarre responses to various as-

Ji

pects of the environment: e.g., resistance to change; pecul-

y

iar intere7t inTor attachments to animate or iﬁéﬁiﬁété objects;

tions; and incoherence as in schizophrenia (pp. 89- 90).

Because autism is an exceptionally complicated disgrder; an interdisci-
plinary teaw of specialists is often required for a complete assessment, which
should cover physical; social; and psychologicai dimensions. A physician, such
as child ps§chiatrist' pediatrician, or pediatric neorologfst .should be in-;
volved to assess the medical aspects. A soctal worker or related specialist

should*do a careful study of the social history and family milieu. A psychol-

ogist should conduct a thorough evaluation of the child's cognitive and be-

cational aiégnosticians, can often contribute to the assessment.:

n preparing for counseling of parents of the autistic child, one should

be familiar with the changes in thinking about autism that’ have been prompted

39 )
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by recent research. An understanding of these changes is:CtitiCéi to convey-

Until the 1970s autism was still regarded by many prbfessidnais as a psy-

chogenic emotional disorder which secondarily affects cognitive functioning. ‘

During the 1970s; however, some substantial -changes in thinking emerged regard—,

N 4
D)

ing aatisa;;éhaﬁgés which cast a different 1ight onvthe cause and basfc nature
s T o L

of the d;sorder, First; more and more evidence suggests that autism is more -
consistently associated with organic rather than psychosoctal variables {DeMyer ,

Hingtgen, & Jackson, 1981; Piggott, 1979; Rutter & Schopler; 1978).  Second, in

the eyes of most researchers, autism 1s no longer viewed as aﬁ_éﬁ6t16551 dis-

order but asla developmental disorder. As noted'ébbve;'the BSﬁ—III (Diagnostia
' o

»

i .
has tétéﬁtly-mgvéa autism from the "severely emotionaliy dig urbed" eategory to
a special catégory (National Society for ", istic Childreh;, 19?05. Also reflect=

2

ing this increasing developmental emphasis.was the 1979 Ehéﬁgé in the titié of

the Journal o

i)é\?éiop'#i' ntal

(DeMyer, et el:; l981; Morgan, in press).

The changes just noted reflect a definite shift toward the view that autism

is-a developmental disorder in which cognitive variables play a crucial role:
' Other chengee-reiéfe €5 the alterations in the definition of autism that have
s

‘ ) o . - E S
intensive research scrutiny to which autism has been subgeccéa over the years;-
Kanner's original behavioral syndrome has §ﬁrvive€;in fairly intact form. The

\ ~ o - B ”77' l; . . - :
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changes in definition that have emerged relate more to Kanner's inferences
-556Ut ‘the disorder than to-his actual description of behavior. The major al-

teration, based on long~term research with autisttc individuals; CBEéefﬁé Kan-
ner's inference that autistic children have "good cognitive potentiaiities

(Kahhét, 1943). Another change involves the assumption that autistic children

are ﬁéurqibgicaily sound, an assumpcion that Ted to the exclusion of children
with known brain damage from the diagnostic category even though all behavioral

features of -autism were pfééeﬁt;
. »

autisi. waever, recent definitions of autism; such as those offered in the

DSM-IIT and by the National Society of Autistic Children (Ritvo & Freeman, 1977),

‘make no reference to mormal intelligence or the absenice of neuropathology. Au-
tism is assumed to ogcur ét all levels of ihté%ﬁigence with or without demoni/
strable organic pathoiogy. In shogt, autism can co-exist with mental retarda-

v

tion and organic conditions.

:substantial cognitive impairment that perSiSts thr0ughout their lives (Morgan;

iﬁ Bfé§§§' A number Of investigations have shown that although the level of

-

& Newman; ’-ié?ii. About 60% of autistic children have i’Q’é Béi'o'ié 50; 20% fall

7 ) ) .
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& Lockyer, 1967). . : ’
o ; Aitﬁoﬁgﬁ'ﬁ§ﬁ§ gqtistié chijidren ié; present no demonstrable organic Pathol-

©

ogy. iE.Eas;Seén shown' tHat the Béﬁéﬁidféi éyﬁaféﬁe Wiil develop from.a number
sof d Géfse”neuroééthoibéiééi Anditions such as ﬁﬁenylketonuria*consenital ru-
s~ BElié tuberous scler081s. 1&53 intoxiﬁation. and congenital SYPHxli tﬁiégéﬁéglt"
1§79‘ Rutter* 1979) Further; recent studies have reported oore sigis of ﬁéﬁ:

rological dysfunction in augistic children than were hoted 1n earlier studies-'

in fact these dysfunctions become more apparent as the children growiolder.

) > o

. even in those children who originally showed no sucb problems (Creak 1963
‘ -
Rutter, 1970; Wing, 1976) For example; the percent of these children who have

* .  abnormal BEGs is significantly higher than once sSuspected. As they grow older

and enter adolescénce and adulthood, about gne-fourth or moge devalop caﬁvuisivé -
/ -
or seizure disataérs (ﬁﬁtter—;igiéj. Although most autistic chilqren exhibit

h ~

"

sofE" ney-

rological ‘signs euch 45 incoordination, reflex anomalies strabismus {'cross-
sye"), or poor muscle tone (Ornitz § Ritvo, 1576).

rﬁése,reeéﬁt'CEaﬁées in thinking about autism éﬂoui& be kept in mind by

~ -
B . . »

the disorder.

Cenve¥hu;4utimder5tanding of kucism

In order to facilitate the parents‘ unaerstanding of ‘auitism and to enlist

thelr vitai aid in the treacment of the ch11d— the counselor must first offer
the parents help and understanding. Rather than implicatdng the parents, inten-

¢ sifying thetr guilt, and recommending therapy for thEir presumed perscnaiit§

problems, the professional should provide realistic information, practical guid-

ance; and supportive counseling to help the perents.in rearing their autistic

child.

o
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If at all possible, pland should be made
tism with both parents together: This avoids

to assume the responsibility for intgrﬁreting

and for dealing with the initial reactdons of

parenfs oppottunity to provide mutual support

to discugs the ‘diagnosis of au-
the problem of one parent having
complex findings to the other

the.other. This also gives tHe

,\

when ﬁrésénted with somct imes

N “ﬁisfﬁfbingrinformaiion The counselor can also observe the interaction be-
g ..

-7

e

ﬁosis of autism in their child In some case
- .
desirable‘to include 1n the informing session

S; 1t might be appropriate or even

other family members, such as

&

be-relevant to the child s problems Each discipline has certain primary areas

If there are signifitant physi-

, o o T e oo
&a; findings and récommendations;regarding medication, for example, a physician

should be iﬁvoiVéé- if there are anticipated

quest ions regarding 66§61E16é

strengths and weaknesses, a.psychologist should participate, and so on: The

members of the informing team despite differ

ise, share theftommon task of comm@nicating t

of autism means in a particular.child.

ences in basic areas of .expert~

o the parents what the diggnqsis

-
Y -

{ ; ¥

el &

There is a danger of having too many persons pArtici ting ip the inform-

ing session; the parents may feel threatened

people and diversity of infqrmation: In most

or overwhelmed by‘the number of

> -

r >

gpstic team c37 handie the interview" quite well 1if their sqlection is carefully'

~
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7w1th the parcnts, additional sessions might be. held.
Iinterpretation of autism to parents should be both realistic and cautious.

Autistic children féptgséht different measures and blepds 6f aymptoma; and Eath

T - Mgl -
child ts an individual with a unique ;%?mﬁﬁrbehnvtornl traits even though. he

shares common symptoms with Other autistic chtldren: Terms like "autist" (a

urally offend parents. Siich a term presents the child as a label or diagnosttc
entity, thereby destroying thHe child's indtviduality. Althbugh the terms "au-
tistic". or autism\ should certainly be nﬁnd if the child fits the criteria, the’

counselor shbuid §trive to present ‘the child ‘as a unique person who happens to
“ - N

have autism.

Autistic children vary widely id the degree an&.type of symptomatology pre-

v .

sented. One Ehi&demay be ab;e to speak; while another may be mute; one may show

an intense resistance to change while \another ‘may be ‘only mildly upset with

,

change; and §o on. ® A rating scale of autistic behavior, such as the TEACEH

" Childhsod Autism ﬁatihg sCaié (Retchler & Schopler, 197@).can serve as the'Ba:
§is for interpreting to’ the parents the particular profile'cf auttstic behav-
iors presented by their chtld: The prime feature of autism--the one that dis—
tinguishés it most saliently from other devéibpméntéé;disordérs and that 6bst
disturbs the pptents--is tie inability to relate to others and to form affec=
tionate relatibnships. Parents often blame themseiveé for this problem since

it appears to be soctal and emotional in nature. They should bé assured frbﬁ
the start that they are not responsible for the child's appatent refusal to in—
teract with the world. .

The other problems presented by the child, problems that are frustratiﬂg

and baffling o the parents, should be interpreted as part of the syndrome Of

autism. These inciude the bizarre responses to the environment insisténce‘}E

10 *
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on samencss, attachments to objocts, deficient and unusual language ¥MNid so

forth. Parents often gain some tédﬁéﬁfhhgé and comfort in heing Loia thit

~

Cognitive and ﬂdgﬁ;iva Furict lon1ng bfwthbwéﬁiid
One of the moat difficult tasks of the informing interview is giving the

>

‘parents a comprchonqivo interpretntion of the child s level of fﬁnctionfng in

~

bbgﬁitiﬁé and édﬁﬁtivé éréﬁg. Parents often think thng thL Cagnitivc impair-

1

,4mprdv0u. thé child ﬁ;ll suddenly become normal: They understandably question

J

the validity of the formal tests of {ritelligence with their chitd: This mis-

conception should be addressed at the start by gactfully Eéiiiﬁg_tﬁé parents

that the measures of intelligence (nnnnmiﬁé; 6?’&éﬁf§é; that Eéiiéﬁié measures
are obtained) are u9u?11y valid representat fons of the ﬁﬁfiétié’éhildis bbgﬁi:
tive functioning (Rﬁttcr 197 " The parent often ﬁfégéé,tﬂdt the low ﬁérfbrﬁf

"

‘arice of the child stems primarily from negativism rather than from in intrinsic

E o 7 S . - -
cogiiitive defect:. Although nepativism and fnattention ééftaihlv can lower the
» - .A — -
. o . N 2
performance of a given autistic chtld, they don t play as signiiicaht a role in
altering performance as parents think thev do. Often the child Hdéé not herfbrm

because the tasks are too difftcule. Studies Have shown that a Valid evaluation
of even the most 'untestable" autistic children can be accbipiighea if they are

approached with testg*éppropriate to their developmental level.
Parents often find the low scores on cognitivc measures shattcrihg to the

fiiasions that they entcrtain about the autistic child's "true" intelligence:
. ‘
They often overestimate the child's ihtéiiéttﬁéi 66téhtiéi Because hg,ﬁgi_ﬁsvé

a

ifié§;~ The ﬁéféﬁté éhdﬁld be cautionéd tuat ttiese abilities are misleading and

11 .
Is ' — |



LY

anauia not be aanntea with general intettigence: The abilities that the éﬁtlé—;ﬁ

are thosc that are most critical te tntellectual functioning and adaptation to

1lf%) |
&

gence or potential, parents of nutiqttc children, as Schopler (1976) has noted,

<an oftbn ost {fmite dccurately thelr child!' s level-of functioning in social; cog-

nitive, motor, and self-help areas. However, they frequently faii toéréaiiié

thc long range implicutions of their child's impairment in these areas. 1In

the ice" to haveitho parents estimate the child's overall level of functioning ‘
in terms of developmental age as well as performance in specific areas: This

estimate can provide a starting point for discussion of the evaluative finAingS.
The finainga should be ﬁresenteo in terms that facilitate ﬁn&éféténAing of

strengths and wcakncsqes, and probable educational and vocati0nal potential

4Certain terms glibly used by professionals to convey the child' é general ﬂEvel

of cognittve development and functioning are meaningless to most parents. To

say that their child is functioning within the "moderately rétaraeaﬁ or “éevere-

niltive functioning, parents frequently want to know the child's IQ. While IQ

scores can be useful to the professional in evaluating the child's functioning,
for most parents they have no valtd meaning since the parents usually do not

understand the statistical assumptions necessary for interpretation of a givenf

1Q. Further; there is a tendency for many parents to view the IQ as a fixed,

12
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infallible index. In most cases; the professional can give the parents’ za un-

_derstandable picture of the child's functioning without reference to the spe—
¢ific iQ scaré.,:ébme parents, however, insist 65 knowing the score; anc theg
have a;right to kiow it; the professional; though, has the responsibility to

assure that the parents undéféEéﬁé 6ﬁ£E the IQ means and what its limitations

are. The parents should be told that the child's level of functioning i3 not

havior (e.g., developmental accomplishments; adaptive’ skills, eddcational
' achievement) are also cbnsidered: Parents should also understand that z0s

vary from time to time-and from test to test, depending on the reliabil‘“f and

validity of the particular test.

if age scores, such as the Stanford-Binet Mental Age (for 1nte11ect“a1

I funCtioning) and the Vineiand Social Age (for adaptive and social functiining);

ot

are interpreted with caution; they can be usegul in helping parents unde-stand

the degree of retardation in their ehiia. ‘These should not, ‘however, be pre-

seﬁted as precise scores but rather as approximations and ranges ("Johnny is

-

should also be stressed that the mental age or social age represents an average
of many:abilities aaa skills; some of .which may. be relatively,high or relative-
ly low: Further, it should be explained that the discrepancy between mental age
and chronological age usually increases proportionately as the child grows to

adulthood. The child whose mental age is two years below Eis‘éhronoiogieai'age

at four yéars will 1ike1y have a mental age four years. below his chronoldgical

Often a general 1eve1 of cognitive and adaptive functioning is given to

-
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chtid, has retative strengths and weaknesses which parents should appreciate
in order to effectively deal with and plan realistically for the child. The

of strengths and weaknesses. In interpreting the‘child's relative skills, the

informant can make the parents feel less threatened and more.receptive by
starting on a positive note. :

picture of tﬁé_gﬁila‘s abilitiést For é;émpié; parents can reaaii§ unaerstand
the statement; "Johnny is about like an average six-year-old in motor skilis
but his language skills are at about the level of a three;year—bid;“ As noted
above, parents often place too much émphaéig on 1solated skills and do not
understand what significance they may or may not have fcr long-term adjustment.:
The professional should strcss to them that language and conceptual skills are

much more potent predictors of later functioning than are visual-motor and mem-
ory skills. - :
The autistic child might also show significant variability in academic
skills. GCrade scores are probably thie Host easily understood indices since
N .
they provide concrete points of reference for most parents. Caution should be

cxerted, however, in interpreting the seemingly precocious reading skills demon-

stfated by some autistic children since parents tend to surmisé that these fndi-
cite high intellectual potenmtial (Cobrimik; 1974; Morgan, 1981; Riﬁiéﬁd,Aj§éﬁ).
In most cases, these reading skills represent rote p%tCéptﬁéi analysis and are
uhaccompanied by any apparcnt comprehension. Cobrintk (1974) has explained’
these rote reading skills on the basis of the isolated facility for patteri

14
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recognition that many autistic children have. To these children, words may
mérely -représent complex spatial patterns that are.instantaneously processed
like subway maps. - , ,

The pareiits should be cautioned against viewing the indices reflecting the
child's current level of functioning as Iimiting factors for behavioral change.

For this reasbn, it 1is helpful to discuss in Béﬁ%ﬁiéféﬁ terms what the child

can do in certain areas and what he might be reallstically expected to do. It

should be stressed.to them that; although the child is autistic and has cogni- ;
tive impairments, with effective educational and behavioral manafement tech-

niques, he can learn to function higher in certain.areas; especially in self-
Pbip skills. ’
The parerits should also -understand that the evaluation is an ongoing pro-

cess that should not end with the initial diagnostic study. In most cases,
especially with young children; periodic re-evaluations will be needed to as-

sess progress in certain areas as the child grows older.

)What they can expect from the child in terms of long-range educational and voca-
tional accomplishments and adaptation to life. Reliable answers to these ques-
ftons about long-range €xpectations are difficult to provide: The only basts
have éiiéddy}téaCHéd adolcscence and adulthood. From such data*we try to de-
tormine those characteristics tﬁétréppear to be assoclated with long-term im-
provement and adjustment. These zil'ris”wers', however, should be presented to the
parents in tentative terms because many of the individuals studied, ééﬁééiéily

those who are now égg;té, did not have the(benefit of the intensive early treat-

went and educational programs now available in some communities.

| w 15
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The parents should be given a cautiously phrased statemgnt regarding
. v : - _
prognosis for autistic children:. The parents should understand that“in most

e .. o o o____
cases autism;1s a severe,; long-term disorder and that the likelihood of an

;autistic individual achieving completely independent adjustment, even as an

’

dren revealed that only five to seventeen percent of all children eventually. .
- , \

achieved a "good outcome"; which meant that their

_socdal 1ife was near normal
A :

‘and their school or work performance was satisfactory (Léttéf;gig785. On the

other hand; sixty-one to seventy-four percent of formerly é@tiétfé children had

. 3 .
"wery poor outcomes''; which meant that they were incapable of leading any kind

of independent 1life. L | .
The evaldation findings on the child should also be interpreted in'light’

ual. ~Two of ‘the strongest predictors have to do with language and measured -

intelligence (Raﬁgér; Rodriguez; & Ashenden, 1972; Lotter, 1978; Morgan; 1981).
The use of language for communication before age five or §ix Has been found to

be a crucial prognostic sign in most studies. The chiidggho displays some func-
tional speech by this age stands a chance to achieve §6métadjustmeﬁt; the child
Who 1is mute stands vers 1little chamce. The measured intelligence of the young

child is also predictive of later functioning. The higher ‘the IQ, the closer

-

- the child will approach normal adjustment. The same rule, of course, holds for

typically retarded: children. ﬁhiie autistic children differ in many respects
from most retarded children, 1t appears that Eﬁéy; too, represent different
levels of functional intelligence:

There are other factors .related to prognosis that should be kept in mind

when helping parents form realistic expectasions:. Seizures and other signs af

X

" neurological dysfunction or.damage are correlated with severity of retardation

50



and long-term fmpairment in autism (Lotter, 1978). The piaé activity of .the

child serves as another prognostic sign: If the child plays appropriately ﬁitﬁ
3\6;@ before age Fa¥ or so, the prospects for later adjustment are better
{Brown; i§662; The severity of the early symptcﬁs'showﬁ by the child also is
éééhéiétéabﬁiEﬂ later -adjustment; the more pronounced these symptoms, the lower
the response to treatment and educational progtams:

In interpreting these prognostic signd td partnts, one should try to help’
the parents achieve a balance between realistic expectations on one ha%d agd ‘

summarized above should not be presented as final answers to questions of long-
term prognosis for the autistic child; nor should they be Eégé%ééa as infallible
5 :

predictors of success or fatlure: If this occurs; we may tead Eﬁé parents into

the web of self-fulfilling prophecies:. The five-year-old child ﬁiﬁﬁ no language

and an IQ of less than forty should not be summarily written off as hopeless and

relegated to life in an institution. The ‘prophecy that the child wi¥l never

-

-adjust will; of course; be fulfilled if the parents throw up their hands in hope-

lessness and nevencgive him a chance ih various treatment and educational pro-

program in which they play primary roles (Lovaas, Koegel, Simmons, & Long,
1973). And the earlier such a program is started in the child's life, the bet-

ter chance he has for later adjustment.

~

o e I B ] o ) .
statement, '"We feel that Jolinny will be able to learn some useful speech and

basic self-help skills,'" 1is much more palata“le and no less realistic than the

f 5: . 5% :lti



dismal forecast, "Johnhy will never learn high-level language or be fully in-
dependent in taking carc of himself.”

Dealing with Etioclogical Questions and Reactions to Diagnosis

After Béing tdld that their child is autistic; most parents aaaéigtAﬁaasly
v ! i s

dcfinitely known, even though extensive diagnostic Studles are done. If there

- -

appeéjs to be a clear.cause (e.g.; Rubeita syndrone, Fragile X\gz;i;;me), then.

the parents, of course, should be informed of it. Despite the absefee of a

demdnstréble cause, one should assure the parents that most research find1ngs

. would strongly indlcaé//;hat the parents are not the causal agents. The pérent

should be told that although the cause of autism is not ¢learly known 1n most

cases, there 1s an overvheiming body of evidence suggesting that -it 1s probably

} [ ’ L %
the result of some neurological defect that might be caused in various ways.
Assuring the parents that they dig not cause the disorder will help them deal
' ) oy . -
more realistically with feelings of responsibflity and guilt.

o

vcntion, little is usually accomplishcd by speculating at length wich the par-

ents on possible c&ﬁééé of their child's autism. Once alleviating the parents

guilt by dispelling the notion that they caused the child's condition, the pro-

fessional can be of greater a1d~by concentrating on the child's current func-

tioning; the factors that continue to contribute to his handicap, and realis—‘

? -

Aside ffdh guiit reactions over their presumed role in causation; parents

show a variety of reactions upon being toid for. the first time that their child
/

) _ o = 52

’ | 18 ' o fii



- overwhelming evidence for autism. Others ostensibly accept .the diagnosis but”
- Al

privately cling to the belief that nothing is wrong and that the child will

outgrow the problem. In these cases of denial, it will take time and often

éubéequ?ﬁt counseline before the parents can ;eaifstiéaiiy accept the Pact

that the ~hild has autism and that it is a severe handicap that will not dis-
~

appca? with time. g . o,

, The atmosphere of the initial counseling session é&ould be such that the

parecnts feel free to express their feelings and reactions: Insaddision to

guilt and denial, parents may show such reactions as depression, loss of self-

esteem, projection of blame to others, and ambivalence: Often the professional
N - " ';

presenting thie diagnosis becomes the target of the parents' frustrations and

pent-up anger over previous experiences with professiomals: Such reactions
\

N, .

termined. The encouragement of the expression of feelings, however, should
,,Z‘,,,, L Ll .. A g
be. done with sensitivity and discretion. To some parents,; the hearing of the
diagnosis and its implications serves as confirmation of what they had sus-

pected or acknowledged all along; and they attempt to hccept the findings real~

7 o e \7'"'”;‘7”7 S - - -
1stica?ly with few emotional defenses. These parents, while camprehEhdf%g the
findings,; might contain their emotions during the informing session. Profes-

sionals should accept these reactions as appropriate and. should not view the

o

5

- - . - - - ? ’ - -
session as a failure if intense feelings are not . expressed. _ TE)

Recomniwndations for Treatment and Educatien . . P

B I Nis drticle on coutiseling parents of autistic children; Schopler (1976).
w i . i . .

cdlls attention to the traditional conflict in roles between professionals and #
" parentg--a conflict that interferes with effective treatment of the autistic ;

&
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‘able in the community. . -

X

o o U
child: The professional has traditionally assumed the role of the "authoritdl

giving the "expert" lnowledge but remaining detached from the responsibility -

for the chiid's day-to-day problems. In contrast, the parerits have tradition-

ally had the responsibility for rearing the child and mé2ting his everyday

needs. Schopler advocates a merger of these two roles. Most parents are eX-

perts about their own child and can provide valid and useful information to th

professional: They can also contribute actively to the treatment and educa-
o :

" sfomai's hands. The proféssional, in tufir, shotuld share some of the responsi-

N

Bility and "accountability" for the child's overall welfare and should work to

assure that .apprapriate trééfméht and special educational programs are avail-

P

; -

Regardless of the amount of specialized attention given the autistic chil
by professionals, any treatment or &ducational program is futile without the

_ _ . . r _ e,
cooperation and involvement of the parents. As noted above, those autistic
children who show the most lasting and generalized bemefit from behavior modif
Further, such ome treatment is much more effective in improving the child's b
havior if it beplns whefi the child 1s guite young. Rather than being exclide
from treatment’ picgrams; then; parents are becoming more éﬁd’ﬁbré the primary
therapists for their childeg
the effectiveness of various treatment and educational programs available to

o -

‘aiitistic children and their parents. Despite the claims of the more ardent

practitioners of different therapies; there appears to be no "cure" for autism

The parents shoufd be cautioned about treatment programs that offer quick cure
or substantial improvement through special diets and so forth: Such claims

1 - 20
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offer_false hopes to parents who are often desperate and vulnerable to exploita-
tion. One should be prepared, them,; to respond to questions about-these ap-
proaches and sheuld share information based on current research.

. .
ln'

Questionst are often asked about the effectiveness of drugs anq spec1a1

1
havior, and sleep disturbaunces (Campbell— Geller, & Cohen, 1977; Ornitz & RitVo;

. 1976) These drugs generally are employed Wﬁnn behavioral treatment has proven

. _ »

to be ineffective by 1tself, in all cases, drug therapgﬁshould be recommended

onty as an adjunct to other treatment programs.

'parents are drawd, too, toward special giets or vitamin therapy for the
child. Although somé researchers (e.g., Rimland; Callaway, & Dreyfus, 1978)
~

have reported that some aitistic chlldren, particularly the classically autis-

tic oncs,; show improvemént in behavior with high doses of single or muitiple
L K

vitamins; the results are §till far from conclusive; and further research is
nceded to establish the effectiveness of such freatment:® Too often; parents
ih;tiaiiy view these approaches as panaceas BQE later are severely disap-
pointed with the outcomes:

?a;eats should also be informed that traditional ﬁé?éhoeﬁaiytic and "play
tﬁerdpyaiﬁpproaéhes have beén inefféctive in the treatment of autism. In fact,
sich approaches are~not at all correlated with later adjustment éﬁd(conéume

time and effort that could be directed toward more productive Prografis.

i ﬁ? far the most effective treatment programs ‘that can be offered are those,

that flex1b1y incorporate recent reqearch findingq and proven techrniiques into a

comprehecusive whole—~a whole that includes tested’ prlnciples of behavior modi--

R o | 55 21 | 3
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ficatlon and smecial educacion, parental'cquseling and participation; useful

?
L]

diagnostic methods; and treatment that peyvades the child's total life: For_

.

v

cip;es gy parents héé been shown to bé effective and-.enhances later adjust-

ment.- Tt is critical, them, that parents learn‘ehavior management techniques

' that can be applied at home as early as p’as’siib'i'e in the child's 1ffe. One of

"the Cruclal features of parents who are most successful in heiplng thexg chitd
is a willingness to apply strong;. tangible CO“SEquencés,.Sucﬁ ag fOOd and
spankings,; to the child's Béhgvidr bovaas, Koegel, Sfwmons, & Lcng;,1973);
Such parents-alSO reJect the notion that t¢heir child is "il1'; 1n9tead of

treating him as a sLLk person, they place demands on fiim and avq willing to

behavior contlngencles for him.

Y

- Once the child W¥coiies ellglble (in zome StatES this is at fouxr or five S

years of age), the parents should pugsve, with the help of the professional;
7 . i o S o
appropriate spec1a1 edicational programs gnd community based treatment programs.

~ Such programs represent the most effective means Of ceachlng thQ autistic child

adaptive; language, social, and other skijls. The TEACGH (Ireacment and

l

Education of Autlstic and r61at9d Commﬁﬂlcations handicapped CHildfen) progrsm

in Nd?th carolina 15 & good eﬁample of a prOgram that prov1des ] COmpfehensive
L

educational and treatment seryice to aUtlEtiC ChiLdren and theiy parents. Un-

N

tistic child. The Pr0f68510§a1, then; shotld Nelp the parents in f; ding the
most appropriate special education Program available in the comyunity. ,

Mhe tnitial informing session usualiy eonveys a substantial amount of di-
verse 1ii£'o"rmtion, soue of which might be dieficult for parents to understand

and dccept in so' short a period of time, Invariably, questions'aﬂd probiems
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emerge after this session. The ﬁfaféssitﬁais conduCting the sessioﬁ sbouid

x\ “~

Durtng’the initial session.the paréﬁtéYshauia be stroﬁgiy encouraged to

join the 1ocal ébcrety for Autistic Children (if one is available) and the
Nitionai Society for Autistic Children (NSAC). The chal Soc1ety;i offer

I -
invalugble support to tﬁa parents and famlly as well as furnish usefui inforﬁgf

tion on autlsm* Because of the very spe\}al and demanding problems that they

:
confront every day parents of aut1stic children often share a deep Einsﬁip

with one.another. parents who have had experieneewln rearlng an autistic child T
can mso!lly estabilsh ready rapport with pa;ents coping w1th the,initlal df@g—
nosis and-can offer effective and neallstlc SUppOrt . Membershlp in a parents
-organization wrll also a%low the parents to participate in development of better

Lt :
,,,,,,,, ) .
) .

’ .

In counseling parents,one should consider the impact of the autistic child

not only on the parents but on other members of iﬁé féﬁil& and on the famiiy

their other children. As ﬂoted above, counseling of siblings 15 often necessary

o

: deal constructively with Eheir feelings toward the autistic member and his in—

1
fluence on family retationships. - - ' ‘ ;
. [ - P - - - - - - - e e ,7,, I
Autism ‘15 the most baffling behavior disorder of thildren: Parents and
] e . . . I _ Y
family of the auotigtic C?ild have to deal with frustrations that usually ex-

. P

L4l
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ceed those associated with other childhood disorders: Professionals engaged

in the diagnosis and evaluation of ‘the autistic child should 5¢kﬁaw1éagz that .

j;ven the most intensive of stfdies are of little 3i§dé unless the parents
v understand'EBé &iégibétit fingéngs aid their impittations. The saﬁé pro=
e

¢

fessisnal concern and thorough—less shown in the’ evaiuation should be applied =

inttial counsellng of the parents and other family members. SLiCh coun-

to the
seling should help the family tﬂée ‘a sf'gnif]:cant fFirbt ist.ep toward gaining a
better understanding and acceptance of the autistlc child in their h"me. B
\ _ e
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