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- Foreword ,,

Mental and emotional disorders affecting children today
represent one of the most intensively studied dimensions'of
childhood health and illness. The need for such emphasis is.  _.__

“¢lear: Upward of 12 million children and youth in the United
States experience some measure of mental health problems,
and, of these, approximately 2 million youngsters suffer ge-
vere mental disability and related handicaps. :

For more than a decade, child mental health activities—
including research, the development of specialized services,
and the. training of child mental health professionals—have
been the foremost priority of the National Institute of Men-
tal Health. This report describes one significant aspect of
our effort. : : 7 , \

Dr. Donald' J. Cohen is psychiatrie director of the Chil-".
dren’s Clinical Research Center at the Yale University
iSc}i(‘zc}} of Medicine. Through his program, Dr. Cohen is able

/ to draw on the expertise of 'diverse and dedicated child de-
velopment specialists. Collectively, the team has ‘developed
-, improved understanding of such puzzling and tragic disor-

ders as childhodd autism, childhood-aphasia, and other types o
of severe_disturbance afflicting infants, 8hildren, and adoles- '

Among the most vpradzucti’ve;c@n{;mparary areas of re-

search are those .involving studies of brain activity and the
effects of biochemical imbalances in the central nervous sys-
tem on a child’s subsequent development. o "
- Yet, while biologically oriented research has done much to
relieve the burden of guilt that, in the past, has been mis-
takenly assumed: by parents of many mentally ill children,

Dr. Cohen gives strong voice to the continuing needs for
effective pgrenting capabilities and supportive, loving family .

_environments as veliicles for reducing the‘tolls taken by the -
various disorders. T [

In addition to their research on the causes and treatment.
of primary and secondary autism, the Yale researchers have

: .
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atudu | uLhm dmvelupmvntdl disabilities such as psychnsnclal

“dwarfism—a umstmn characterized _ by reduced physical

develppment and immature behavior —and Tourette’s Syn-

‘drome, a disorder that is manifest in disabling and often )
. psychologically devastating chronigc, multnple tics. o

A major advantage of the broad focus on childhood disor-
ders lies in the scientists’ ability to differentiate more pre-
cisely among types of illness that may share features but

require distinet treatment ;1ppmtuhe-; ranging from medica-
tion to behavior modifieation. :

Answers to the crippling disorders of childhood are not all
in. Yet much is known, and we intend that this report and
other deacrlptnonq of ongoing research will encourage par-
ents to seek help that is available and to take heart from 'the )
emet that is bemg‘ made on their behalf and ‘that of their
children, :

Hél"bEl‘t Pardes, M.D.

. Director
’ Natmnal In@.tltutg of Mental Hea]th
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New Light on Autism and Qther
Puzzling Disorders of Childhoad -

by Hérbert Yahraes

%

Micky at birth weighed a_:,lmqst,us pound's and appeared to
be perfeetly,h"ea‘,lthy,yet he showed no pleasire when held
by his parénts-and did not respond to their smiles or other

-show$§ of affection. His motor development was normal, and .

hé walked when he was'16 months old. But he never bab-
bled. When/he was 18 months old, he said something that
“sourded like “no”; it was his first and last word. By the time
he was 2% \years old, hé was completely uninterested in so-
cial relations-andtotally unconcerned by separation from his
.parents. During the next few years he remained easily dis-
tracted and very hyperactive. He was either ‘extremely anx-

-4

ious or extrémely lethargic. He also Swung between periods

i

of aggression directed at himself and periods of aggression

directed at others, ro . n
» At 7%, Micky was attraﬁti}re; and bright eyed, but his'‘only
attempts at communication 'were aggressive lunges toward
the medical staff of the hospital where he had been taken for

treatment and “whining to his mother to- indicate lunger.”. -

. The' doctors could find ‘no specifie neurological or biochemical
abnormalities. They prescribed. one of. the phenothiazine.

drugs commonly used against schizophrenia. For a'while he

improved, showing decréased activity and increased 'so0¢ial
relations, “and for the first time he was able to follow simple

2

instructions,” After 4*months, though, he lost these 'gains, .

and “even with manipulation of the medication, there was
no way of reducing his activity and destructiveness.” Be-
cause life was becoming harder and harder for-his family,
Micky was admitted to a residential treatment institution.
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During the first four months in the sehool, he made educational
and soeial gains, Then, again, at age 819 years, he had another
radieal mood shift, which left- him uneontrollable, banging his
head all day, and bruising himself. During this time, he seemed
uncontrollable, and at times he required restraints to prevent
him from hurting himself. He then had another shift, and he
would sit for hours, holding a nurse’s hand, apparently in great
distress and muttering ‘un, uh.’ He pulled his hair, Jeaving wide
areas of baldness. A detailed neurological and metabolic evalua-
tion was performed, revealing him to be thinner, more dis-
i illy ufiresponsive than he had been
one yvear before, but otherwise, with no indications of any central
nervous system disturbance. '

Micky suffers from primary childhood autism. His story is
told by child psychiatrist Donald J. Cohen, Associate Profes-
sor of Pediatrics,” Psychiatry, and Psychology -at the Yale
University School of Medicine and Child Study Center.
Cohen, who is also Psychiatric Director of the Children’s
Clinical Research Center, Yale University School of Medi-
cine, is one of the country’s leading ‘authorities .on autism
and several other neuropsychiatric disorders of children
which are discussed in this article. Although these disorders

. still have many puzzling aspects, authorities such as Cohen

are making progress in distinguishing one frfom the other,
elucidating subgroups, getting at the basic causes, and test-
ing drugs and other forms of treatment. ’

In addition to Micky's classical or primary autism, there is
a cohdition known as secondary childhood autism. Develop- -
ment and behavior in this type may be almost the same as in
the other, but the trouble seems to be secondary to recog-
nized disturbances, such as brain damage associdated with
measles or with lead poisoning, inborn errors of metabolism,
and a type of blindness (retrolental fibroplasia) sometimes
following the administration of too much oxygen to prema-
ture infants at birth. - T -

“The universal symptom of autism,” Cohen points out, “is
the inability to relate to people and social ‘situations in a
normal way.” This irability is accompanied by aloofness,
inaccessibility, and lack of interest “which superficially may
resemble the picture presented by the most severely mentally
retarded child. However, the autistic child’s usually normal
developmental landmarks and relatively/ normal physical
development differentiate this type -of disorder from mental
subnormality.” ' ‘ / ;

One child out of every 3,000 has autism. The conditiun may
be noticeable from the very start. The child’s attention may
fade in and out. He is likely to be unco!

, infortable when held.
He may cry almost without letup, or He may'seem unusually
quiet. Around_ the age of 1, hig main occupation may 'bé look-
ing at his fingers or banging his head against the crib—for
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hours—or he may become occupied with one toy and reject
everything else. . _ .
Research concerning antistic and other developmentally
disabled children requires an integrated team of experts
with special competencies and interests. The core research
team at the Yale Child Study Center wvorking with Cohen
includes a developmental psychologist and -educator, Bar-
bara Caparule; a research child psychiatrist, Dr, J. Gerald
Young; and other research associates. They work-in collabo-
ration with other clinijecal investigators—Dr. Berinett Shay-
witz, a pediatric neurologist who heads the section on pedia-
triec neurology at Yale; Dr, Myron Gen: |, the. chief of the sec.
tion on pediatric endocrinology; and Dr. Julian Ferholt, o
child psychiatrist who specializes in psychosomatic disorders
of early childhood. In addition, neuroradiologists, pharmacol-
ogists, psychologists, and human geneticists juin in collabo-
rative research projects which no one could undertake alone,
Biologically oriented clinical research with children is ex-
pensive. During research hospitalization, disturbed children
require private nursing care and the almost full-time atten-
tion of a researcher. Specialized tests and laboratory proce-
dures may cost hundreds of dollars, Thus, a. several-day re-
search study of one autistic child may cost _over $1,500 in
time, laboratory studies, and hospital costs. The research of
- the Cohen group is funded by several sources, both public
and private. The Children’s Clinical Research Center is sup-
ported by the Division of Research Resources, National Insti. -
tutes of Health. A special Mental Health Clinical Research’
" Center will be opened as the result of a 1977 award from the
National Institute—ofMental Health; co-directors will be
Cohen and psychiatrist Malcolm Bowers. Private founda-
tions, such as the William T. Grant Foundation and the Ford
Foundation, have funded certain aspects”of the research.
Most gratifying, according to Cohen, has been the support of
private donors whose involvement in the, research stemg
from being parents of children who have’ the disabilities
being investigated. ) e ] -
The Saddest Disease , : |
Of all the afflictions of childhood, primary autism may
well be the saddest because ‘its core symptom,.in Cohen’s
words, is “the inability to relate to people  and social situa-
tions in a normal way.” Even tg the mother, the aufistic in-
fant may respond no more warmly than to a piece of string
. or a flashlight. o .
" Yet some autistic children display amazing word recogni-
-tion skills. They can read very well, and they can also repeat
complex sentences read ta them. They cannot explain, howev-
er, what they have read or heard. “Autistic children,” Capa-
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rulo and Cohen report, “are notorious for their abilities to
repeat strings of sentences, to remember routes to places
months or years after first being exposed to them, to notice
changes in the placement of furniture or the presence or

absence of toys in an office, and to remember dates ‘and.

gnﬁmbers““” What seems to be impaired “is the significance
Yor meaning of the objects, events, and people, and relations
among them, reflected in the written word or aural commu-
nication.” Examination usually uncovers nothing neurologi-
cally wrong. - o ‘
For many years, as even occasionally today, autism was
laid at the parents’ feet. Fathers and mothers were judged
to be cold, to show little more than a polite interest in their

child, to be incapable of extending love. Many parents—in

particular, many mothers—grieved for years because of the
surmises of child experts. : ¢
Cohen puts it this way: “The hope during the 1940’s and
1950°s that one would find parents to blame was both mean
and, yet, optimistic. If autism'could be caused by parental
feelings and action, we would have a much greater sense:-of
conviction in the power of environmental provision and opti-
mism about what could be potentially undone. Today, howev-
er, pirents of autistic children are considered to be like the

parents of other handicapped children whose care poses in-'

human burdens. Parents aré usually unhappy, worried, an-
gry, discouraged, and exhausted. But they are mot, .as a
group, unconcerned or unloving.” Many of the parents of the
autistic children studied by Cohen keep their children home

rather than send them to a residential treatment facility. - .
And for these parents, “marital strife, separation, and di-

vorce are, almost expected outcomes,” because an autistic
child places an “impossible stress’on a marriage. B
Instead of ‘environment, congenital endowment may

somehow be playing a hand. A number of investigators, in-,

cluding Céhen’s. group, have found a “relatively high inci-
dence of depression, language difficulties, severe psychologi-
e¢al disturbances, and anxiéty of eccentricity in the blood rel-
_ atives of autistic children.” »

Notions about the reof of the trouble are beginning to ac-

cumulate, and these have nothing to do with. relationships
within the family. One basic problem appears to be.the autis-
tic child's inability to generate rules for dealing with infor-
‘mation received through the senses—or even to understand

_these rules when they are explained. Caparulo and Cohen,

for example, have studied a bright, autistic’ 10-year-old who °

liked to draw a popular restaurant over and over- again, His~

drawings were accurate; obviously he had a sénse of -size.
Yet, when he was asked to arrange eight geometric shapes
according to size, he was baffled. In other words, he could
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draw a building according to scale, but he could not under- .
-stand the concept of smaller and larger, '

In some autistic children, another problem seems to be an
abnormality or dyvsfunetion in the body’s system for regulat-
ing the state of arousal and attention, For example, the rate
at which the heart works and the blood flows usually -
changes as states of attention change. But Cohen and an
associate found that in the most disturbed children such
rates did not follow the normal pattern. Such children appar-
ently were actually rejecting sensory messages that in other
children led to higher levels of arousal, Cohen believes that
such rejection is not voluntary but is caused by some abnor-
mality in the ability to process external stimuli. Recent work
in the laboratories of Cohen and other investigators sug-
gests that the most disturbed of the children may be almost

“habitually in a state of hypervigilance. Such a state “may be
associated with recurrent cognitive confusion and a compen-
satory withdrawal and turning inward of attention to avoid
environmental bombardment.” : ’

-~ — Far from trying to be contrary or to cause pain and grief,

the autistic child, impaired cognitively and attentionally,
may be-simply trying “to impose order on his world,” Many
of his symptoms, the Yale investigators point out, {may be
seen as compensatory mechanisms.” As one 16-year-old_mov-

~._ingly explained: “I am sad about my body, but it’s no| good to

be sad. You should try to make jokes when you'rel feeling

Some_aspects of autism, Cohen speculates, may /be asso-
ciated with overactivity of the dopamine system. Dopamine’
is one of the so-called “biogenic amines” essential for proper
brain functioning. It is, in fact, a neurotransmitter. Like
other neurotransmitters, each apparently acting in its own’
portion or portions of the central nervous system, it carries
from one nerve cell to another, at an unbelievable speed, the
electrical signals propagated in the brain. A transmitter
serves in effect as a bridge over the synapses, or the tiny

Cohen notes that drugs, such as Haloperidol and the phen-
othinzines, which inhibit dopamine action have therapeutic
value in some cases of autism, while drugs, such as the stim-
ulant, dextroamphetamine, which increases that action, exaec-
erbate the symptons. Moreover, in the rerebrospinal fluid of
severely autistic children, he has found greater quantities of
dopamine breakdown products. This discovery suggests that
in these children an excess amount of this brain chemical is
being manufactured and broken down. n;l release and catab-
olism have been shown to be greatly .affectéd by stress. It
may well be that, as seems.to be the case in schizophrenia
and depression, in autism a disturbance in the neurotrans-
mission system may help cause the stress, instead of the
. 5
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other way around. However, as Cohen is the first to point
vut, a great deal of research by a number of investigators
wﬂl be needed to establish the truth or falsity of these and
related ideas.

Nonetheless, the recent discovery by other scientists of
two groups of neurctransmitters quite different from those
found earlier seems only to strengthen the transmitters’
importance to mental health. The new groups have been
named the enkephalins and the endorphins, Chemically, they
are peptides, or combinations of amino acids, which in turn
“are the building blocks of protein. Cohen and I. Gerald Young
point out that the newly found compounds affect the process-
ing of sensory and emotional.signals and “may be involved
in modulating pain and pleasure.” They have wide implica-
tions for understanding and treating a variety of mental ill-
nesses. Among the subjects to be investigated, or re-investi-
pated, as the result of the new findings, these researchers
list “the turning away from sensory stimulation and the
unusual sensitivities of some autistic children,)” the hyper-
Cvigilance of psychotics, the inability of . ;llmcally depresscd

persons to experience pleagure ‘and- the natura of drug de-

pendency.
Other investigators have found that one of the main hor-

mones, triiodothyronine, produced by the thyrold gland,

makes, for improvement in some cases of autism. Cohen's’

group, in turn, finds that some autistic children show
marked s.wmgsznmgmg from the hypothyroid to the hyper-
thyroid level in a few days—in the amount of thyroxine, an-

other principal thyroid hormone. Because of these and the-

earlier findings, Cohen and other researchers are studying
the way in which thyroid hormones affect the metabolism of
brain neurotransmitters. .

One role of thyroid hormone, Cohen suggests, may be to
sensitize neurons to the effect of the various transmitting
agents. When the flow of thyroid hormones is reduced for

some reasm‘l the brain tries to maintain a Steady state by

increasing thexr production and use. On the other hand,
when these compounds are produced too rapidly, the brain
signals the thyl‘oxd to ease up.

" The marked swings of a thyrmd hormone noted in severely
autistic children may go hahd in hand,”under this hypothes-

is; with broad swings in behavior. Thus the effectiveness.of
thyroid mtdlcatlon may be related tc; its “dampening of flue-

tuations.”
Another factor apparently at work in at least some cases
of autism is a higher-than-average amount of lead in the

blood, which even in normal children can lead to disordered :
behavior such as irritability and lessened attention. The .
Yale investigators found these: higher levels—in some cases |

6
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-well above the_toxic mark—among autistic children as a
group. Presumably they arise because many such children,
beside¥ having peculiar eating habits, swallow or at least

——"take into their mouths a wide variety of inedible material- -

some of it containing lead. The lesson is that autistic chil-
dren should be tested for the presence of lead in the blood-
stream though they rarely are. Lead does not cause autism,
but it can add to the problems. .

What happens to autistic children as they grow into ado-
lescence and then adulthood? Most of them remain in insti-
tutions or are placed there. Cohen and his fellow workers
report the feelings of a devoted mother, who had spent ev-
ery day with her son.during his first 17 years, when she first
brought him to a residential center. “I knew that as soon as
I brought him theré\;*’ she said, “he would be as happy as
he was at home. He'didn’t seem to miss me for a minute.”

~But Cohen estimates that there pre a “fortunate 10 to 15

percent of older autistic individuals with language abilities.
and improved social relations who may seem merely “odd,
ecgentric, or very immature.” In social situations, their be.

. havior “usually lacks spontaneity and reflects the hard work

they and théir parents and teachers have put into education.

They must be taught social conventiong, for example, how to

say ‘fine, thank you,’ instead of honestly responding with a

discussion of their daily lives when they are asked how they _
. are doing.” '

" In school, such autistic individuals may show areas of high intel-
lectual ability and may learn to read well, yet their comprehen-
sion may be relatively limited, and the information they acquire
may be of very questionable value. The older autistic individual's
speech usually remains deliberate and stiff... In spite of major
improvements, these older individuals remsgin anxious and per-
haps depressed as they recognize their limitations; they may -
have odd mannerisms or flapping behavior, especially when they
are upset or excited, and they may be unable to engage in imagin-
ative activities or work or play in a mutually meaningful way
with others. -

For the less fortunate autistic child whose language does not pro-

gress, behavior during the school age and adolescent years re-

mains clearly continuous with that of the preschool years. His
overactive behavior may decrease with training but his ability to
communicate. . . or relate with peers or adults may be extremely

limited. .

Childhood Aphasia
Perhaps the most common éympt’ﬂmgf pre-school children
referred to child-development clinies, Cohen reports, and cer-
tainly the most common symptom that brings autistic chil-
dren to child-development specialists, is slowness in begin-
i 17
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ning to talk. Amun}; such Lhmi ren is a %ubgroup dlagnosed
.\ vas having primafty ¢hildhood, aph*ism, “ysually defined as the
" failure to develop,-or difficulty i in using, language and: speech
in the Wbsence of ‘mental retardation, deafness, or’a primary
¢motiondl disorder.” (Other terms used for the.same condi- ¢
tion are (Gn;:.’emtdl ‘aphasia and Idmpathm acquiréd aphasia, .
both meaning essentially that the.cause is unknown.) It dif-
" fers. from adult aphasia because the latter is a”loss of lan-
. guage—following brain damage caused by a stroke, tumor,
," . accident,-or illness. In L}*lldhnod aphasia, though, there is a.
“° failure to acquire languag
wWmong 30 children with pum;u"y (lhlldhﬂﬂd aphasna Studléd
by Cohen and Chpdnflo, many if not most had been diag-
~nosed at some time as gutistic, However, * charactemstlcal]y
¢ their gestation and delivery were nermal, the ﬁrst year or
twa of life was, Lompletem uneventful, amiL thé child" was
thought to be a/healthy, socially attentive yuungster by his
second: hlt‘thddy Then, sometime between age 3 and 4, the
fimilyw became’ increasingly anxious apout slow ]anguag&.
development. Usuallys by the late pre-school years, the child
“began to show increasing ac:tlwtv, difficulties in deploying
dttuﬂtlﬂn, and-irritability.” If seen’ in a psychiatric facility,
the diagnosis of childhood autism might have been made,
: ;tlthoug'h parents were quite clear’ that' the child showed
~ warm,  social attichment partlcuLﬂrly to  his mother, and
could Iﬂ;lkt use of mime and g'esture in a meaningful way....”
© Autistic (hlldren in contrast, “do not establish meamng'ful :
affective relations, and they often actively resist-making so-
cial contact...” However, aphasi¢ children do become “in-
‘ereasingly agltated and disturbed .as they recognize their
difficulties in communicating.” Among children with primary - ¢
or congenital aphasia, som® have an additional -difficulty: =
- They ‘cannot distinguish environmentadl sﬂunds such as.a
cat’s meow or a dog’s bark. Earlier mvestlgators deslgnated -
theirtrouble as congenital audztﬂry imperception. . . A
There are several other groups of childhodd aph351as,'
sometimes less severe than the congenital- condition. One
major group is called developmental because it oceurs. slight-
. ly later in childhood. Children with that type may achieve
the use of sentences, Cohen reports, while ‘children ‘with con-’
genital aphasia generally. do not develop the use of even
phrases. In general; child asphasms ﬁomprehend language’ _
much better than ‘they produce it. They are ‘alike, too, in |
having more social attachments with their parents than au- '
tistie children have, and sometimes with many other people
as'well. And they give ev1dence of a well- mtegrated mmgma—
tive life. .y .
. Some clinicians belleve that autism and c¢hildhood aphasla
are related, but Cohen pdints to a fundamental bm]ogieak
’ %‘S e < . ) e - a
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difference. The electroencephalograms, or EEG’s, of ‘autistic
children tend to be * normal or borderline abnormal, often
showing some - lmmatunty or lack of symmetry.” But the
EEG of an aphasic child “most often reveals dramatic, sei-
zure-like- patterns of discharge.” These “may be most clear
overlymg the areas of language function, but may alse exist
in the occipital or in the minor hemlsphere The EEG seizure
_ patterns are’not aswociated with clinical seizures” [as Jin
" epilepsyl; in fact, they may occur several tlmes a moment
without any clinical change
" Interestingly, though, the use of medicines that generally

prevent or reduce themumber of seizures in an epileptic. .

does 'sometimes work with aphasic children. Cohen repérts:
“The reduction of pamxysmal EEG actw;ty by the usd of
anticonvulsants such as._Dilantin has, in our hands, some-

times Ied to very: gratlfymg 1mprovement in ‘the language :

and behavior of the aphasic child.” This s suggests “that the
_paroxysmal EEG abnérmality may represent a cortical dxs—

“turbance and one intimately involved with the child’s organ-

of languagé and ability to learn -and use Janguag‘e.«“
This mvestlgator contmues L ) P

Aphasic children may create fm* themselves a rich repertmre of
signs and gesturgs and may often take to the use of the Amefi-
ean L:mg‘ua.ge of  the, :Deaf with great facility and pleasure.

Learning to cgmmumcate npens up new avenues of social inter;
: action and allowé- the child, sometimes for® the first tinde, to’ .
* " meaningfully expres: abstract ideas.: Mute autistic chlldren may

also be instructed in the | |use of the American Language -of the

Deaf, and we-have seen'how severa], of. them have shown improve-
ity to learn a rea- -

sonably extensive repertmre of signs. However; in dontrast with «

ment in ‘their general functmnmg and the abi

- children with aphasia, those with autism remain severely limited
in their use of gestures, whmh they never acquu‘e spontaneously,
and their gesture and mime language remain stereotyped and

“--directed by immediate needs, rather than by thé wish to make

sucla] re]atmnshlps more atcessmle

Still, says Cohen, there are Just as good reasons for-asso- .

ciating childhood aphasia with primary childhood autism as
there are- - for completely distinguishing between them.
“Perhaps the most persuasive evidence of a, fundamental
relationship...comes from studies of sibships.” The Yale
group is studying several families, each of ‘which has several
. children. And in each case, one of the children has'symptoms
of autism, another of aphasia, a third of a delay in acquiring

language. Further, “The family histories of children with

‘autism sometimes reveal relatives with delayed language
characteristics, and this is a finding which is quite charac-
teristic of the families of children with childhood aphasia.”

_Continued study of the likenesses and the differences'

among many childhoodi disorders, Cohen is sure, will‘lead to
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enhanced means of tleatment He pomta out, for instance,
that autism, obsessive-compulsive *‘character disorders,”
mental retardation, and a condition discussed later, Tour—a

- ette’s syndrome, thnugh all seemingly quite disparate, do

have one feature in common—the display of repetltwe, styl-
ized behaviop. If researchers can find the basis for control-
ling such behavior in one disorder, they ean go on to show
how that disorder is bmlog‘lcdlly linked to or set apart from
the other disorders.

As_ the aphasie child grows older, Coherr reports, ‘every
investigation has found increasing hyperactivity and lack of
ability -to attend.” Other universal behaviors ‘include “ag-
gressiveness, distractibility, memory defect, immaturity and
sillingss, seclusiveness, social withdrawal, reduced ability to
deal with abstract thmkmg, and vanablhty of performance
on IQ tests.” - : Lo

This investigator notek thgt “the sénse of immaturity and
silliness observed in most aphasic children is heightened by
“an mten%ely clinging and symbiotic mother-child relation-
ship, in which the child sees his mother, who is often the only
person who understands him, as representmg the only stable
- and reliable source of emotional and social support.”

Cohen points also to. the mlsery!caused by. disagreement
among physicjans. “Disturbances in-the parent-
mother:child, relationships .also stem from the dlfﬂcultles
encountered in the course of %eekmg a diagnosis and treat-
ment. As parents persevere in trying to find’ appmprlate

~education and’care for their child, they often-receive-con-- "

flicting and mnfusmg opinions. For years they may be the
acmlv ones who remain ¢onvinced-that the child is not hope-
lesgly retarded or autistic. In the process, they may become
progressively more protective and defensive.”.

As one example of the confusion and mlsery visited upon
parents, Cohen cites a 1969-report by another investigator:
During a 5-year period, out of 24 children diagnosed as schiz-
. ophrenic or autistic and referred by child speclallsts or psy-
- chiatric units to special schools, “26 percent were found to be
primarily aphasic with secondary autistic reaction.”

What happens as the aphasic youngster grows igp?
Usually, Caparulo and Cohen agree, the language difficulties
persist well into adolescence: “Most often the child increases
his word dictionary, sometimes at a startling rate similar to -
the early vocabulary spurt of normal 2 -year- olds Combmmg

dlﬂicult however... Words eonrmtmg abstract quahtles like
tempnral rélations and affective states or emﬂtlons remam
elusive.., .

In addltmn to the treatment procedures meritioned earlier,
behavior- modification techniques have beén used successful—_

10 ‘%
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- ly with aphasic children and also with autistic children to _.
" control hyperactivity and to increase attention, span.
Basically, these techniques’reward a child immediately for -

" behavior desired by the teacher, therapist, or parent and
ignore: other behavior (or lmmedlately punrsh the child for

it).” . .. . .

For the treatment ‘of "severe language 1mpa|rment wheth-
er associated with childhood aphasia or with autism, Cohen
offers several recommendations. Such impairment, he ob-
serves, requjres “mtenslve, individualized, and often . one-to-
one special education in which the acquisition of verbal and
basic cognitive skills is stressed. With specialized education
and a minimal number of interruptions, lasting over years,
some, of these’ children may make remarkable progress. Itg
has appeared to uUs. that ‘summer vacations’ from special
- educational programs are to be avoided, ‘as these often lead
“to loss of skills acquired only with a great deal of eﬂergy
from child and teacher. Chlldren do best with a teacher with
whom they may work" ovér the course of several years. This
contmmty is“especially important for the most developmen- }
_tallydisabled children. For some of the aphasic children, in

~ particular, the introduction of a sign.language’ (Amern:an
Lianguage of the Deaf) has proven to be extremely valuable
.Instruction in sign. language ‘provides the child, and fam- .- -
: 1Iy, with a broader range of gestures. We have also observed
changes in the behavior of several mute, autistie children
once they were able to communicate ‘in a more symboln‘:. way

" - with adults "

.7

Atypic:é] Persnnality Deve]opment

F

descnbe those chlldren whn from t;he very ﬁrst years of hfe
seem to have marked deviations in personality development
and in.the formation of warm and approprlate social rela-
- tions. Another designation for this group is early onset, non-

autistic, childhood psychosis. At.every age these atyplcal or

psychotic children seem to have some deviations in the way
- ..they relate to people, difficulties in éhe control of impulses,
.and problems in. ac:qmrmg age-appropriate skills. ’

As the investigator TNotes, these are very much like the
difficulties of autistic children. But the‘children with atypi.
gal personality development do become attached .to other,
people. Moreover, they have dlscrnmmatmg attachments:
They become attac:hed to their mother, for example, but not
toa stranger Autistic children, though, will go off as readily
with a s!;ranger as with thelr rnother .

16 .




Y 'hen too, th]dren with atypical personality’ development
heve much more organic impairment. They have a history of -
traumatic delivéries; their EEG’s are abnormal; their facial’
apbeemnee is often unusual. Autistic children tend to look
much like their parents and elblmge while those with atypi-
cal personality development ‘often look as though they be-
hmer to another family.” Moreover, their disturbance is less
severe than the autistic child’s, though later on it may devel-
op into childhood schizophrenia. Finally, Cohen has found,’ .
,the children with atypwal-personallty, unlike those with au-
tl*-.m, tend to come frnm femlllee that are stressed or disor- .
ganized.. N - )

A variety ‘of causes or of symptoms euggestmg a cause hae :
been found in Cohen’s group of such children. Among them
A iu-e brain demage from lack of oxygen at the timie of birth,
eplleptu: like eel{,uxes, and hypothyroidism. However, “often,
t‘he biological plEdlSpO‘§ltlDﬂ seems compounded or even over-
; \yhelmed by the streme in the Tamily and the strésses im-
N poe—.ed on-the child.” This finding contrasts with what the
~ investigator has found in childhood autism.
| Children with atypical personality develepment suffermg E
from anxiety, :learning problems, and difficulty in forming )
social aftachments, Cohen notes, can sometimes be very
{'much helpéd by early pevehotherepy In individual treat-
ment or, in treatmient in small-groups, such as done under
!the direction of Dr. Sally Provence at the Yale .Child Study
|Center, children with atypical personality development can
Ibe helped-to modulate their anxiety and to slowly progress
in-forming truetmg relations with adults. In, addition, their
parents-can benefit from guidance that helps ‘them to under=
stand their child’s individual sensitivities and needs, as well .

/ as to"deal more effectively with thelr own mterpereonel end

. | psychological problems. . . ,

/' Strengthening the fermly life . and lmprovmg perentel

o

competence can have.immediate impact on .the child’s devel-
| opment. Some children with atypiecal. de\relopment may-bene-:
| fit from medication; many will requlre epemel education or
education deexgned to _be more respons;,ve to their individual
" needs. :
Recently, etymcal personality development has been con-_
. ceptually-rélated to one end of the spectrum ‘of childhood .
difficulties known as ‘“minimal cerebral dysfunehen .or
“minimal brain damage” (MBD) .Children-with MBD' often

suffer from eogmtwe problems ;ypere, L v1ty, 1mpulsnvenese

the most extreme form -of thle dlsturbe'nee mey be, or eppeer
to be, one type of ‘atypical personality development. For
some ehlﬁfen mth ‘MBD, stimulant medlcetmn may help.
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Psychosocial Dwarﬁsm ) . I
Yale lnveshgators in the. Chl]dren 8 Chmt:al Research
Cénter 'and Child Study Center are also working to elucidate .
the causes and treatment of ‘another peculiar and disturbing -
condition in children known ‘as -psychas&czsl dwarfism. It is
characterized by a marked reduction in physical development.
-and by immaturity in behavior, It does not respond to grnwth
hormones. And it seems to occur cmly in famlhes facing an
abnormal amount of stress.. /
When ‘psychosocial dwarfs are haspltahzed Dhen and _

" other researchers have found that they show“a_rema

' acceleration in physical growth.” Before or at %e start of

" the hospital stay, tests show that their. productjion of the.
growth- iormone has been ‘blunted. With hospK ahzatmn.
thﬂugh this production “gwings. back to normal. cg chil-
dren, .in hospitals,” Cohen\says, “often dlsplay a veordcious
-appetite, abnormalities of sleepmg, and short attention.. ..
However, improvement may come ‘within a‘few weeks, or a
‘few months at most. It brings normalization of sleeping patx .
terns, and appetite, and bétter social :e],at;nns voom

: More and more such cases are being seen at university am:l §
.other hospitals with large ghild-care departments because,

" Cohén suspects, such childrenh used to be. diagnosed as hav-
“ing 'an endocrinological abnormahty “But now,” he contin-
ues, “we can test much better for pituitary fuﬂctmn and we
can say;‘No, they're not like those other cl‘pldren—those

* with real pituitary disease, the hypopituitary dwarfs Those
are children from a normal environment who fail to grow. .
They respond  to gmwth hormnne the psy(;hnso(ﬂal '
dwarfs...do not.”” * - " o

The; condition oecurs in’ all SDCIBI classes buf. pmbably m .
only the most disorganized families. Cohen’s colleagues, Drs.
Fesholt and Genel, have studied seyeral such children gver
long periods of time. One ‘child studied® by Cohen ‘was ~
brought to the hospital for evaluation when he was 12 or 13
but Yooked 6 or 7. Various doctors had sugpected a chronic,
gastrointestinal problem or perhaps a chronic pulmonary

_ disease. The boy came from a middle-class family and had

. developed normally durmg the first few years. But when his
father left to serve in the army for several years, the moth-
er became depressed and the child greatly ireduced his eat-
-ing. Just before it was time for Him to start school, .the boy-
was eating hardly anything; by first or second, _grade, his lin-
ear growth had stopped. When brought to the hospital, he
was very sinall, very immature, and depressed. But endocri-’
nglngmally he ﬁras smmd Hls gmwth hnrmones were ‘normal. -

N -.
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an atmogphete in which they are not constantly experienc-
ing ;mxlety, and the opportumty to learn how to tﬁke plea=
. sure-in normal eating. -
“For any long-term success, thoug}h," Cohen contmues
“the parents have to be educated, or re-educated; to parent-"
ing.” Among other things, this means they must recognize”
the need for calmness, order, and dlsclplme in the home; the
- importance of the parental presence; and the need for paren-
tal interest in the child—not feigned but genuine interest =o
- that the child really knows he has someone who will listen tg
and help him do something about his trogb]es and worries..
And -children -have more worries than most adults either
remember or believe. Where'there is no cap’ble parent avail-
_ able, an appropriate substitute must be found.
P Thﬂ lﬂVE%tlg“itﬂI‘ calls attention to a dnjnrder known as
‘ anorexia nervosa, or refusal to eat because of psycholc;gu:al
overconcern-about. obesity, which occurs - prlmarnly amoéng
adolescents and young adults. and results in ;dangerous ..
weight losses. “Why in some ways,’ ¥ he asks, * lsn’t the appe-'
‘tite disbrder in these psychosocidlidwarfs similar to what we °
“see in some young peeple later on?” He and his group have
been intrigued by the possibility that psychosocial dwarfism -
is provoked-by the stress and.anxiety of the pre:school years,

Whl]E‘ anorena nervosa IS in some way tnggered by the en-

thmk that the two. condltlons are Separate not related
*At the. basis of the trouble in psychosocial dwarﬁsm, Cohén
hypothe;lzes, is a disturbance in the metabolism of the.brdin
"' chemicals known ‘as biogenic amines. This turbance af-
. fects the functiomng of the hypothalamlc-pltmtary gland
system, whose many JQbS include the arnusﬁl or suppresamn
.of appetite. - P
Why, usually, is only one chlld ina stresfed famll" ’ffllct-
‘ed? Cohen answers wnth another”question: Why, usually, is
only one chlld in a family autiStic? In the former case, ‘Cohen
reports, “most mvestlgators ‘have looked for, and have
-found, difficulties in parent-child relations.” But Cohen won- .-~
“ders 'if psychosocial dwarfism. does ‘not, at least in part, re-
sult from an aberration in some of the children themselves.
In other. worclsi there may be something in the child—some-
thing in’the workings of the brain chemicals:—that ‘with
more ‘than average ease goes out of kilter under family - .~
* stress.” To Cohen, such a’ hypothesns 15 -consistent with the
observation of the disturbances in parent—child relationships
produced by autistic children. He hopes “it will not, be neces-
« sary for a ‘generation of -parents of children with psychasn-
cnal dwarﬁsm to be’ made to suﬂ'er the same tarment at the
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Tﬂurette 8 ‘%yndrome

"The Cohen group has also ‘studied“and successfully treated

- a strange and dlseancertlng condition, less rare than com-

monly believed, known as Tourette's syndrome or chronie,

multlple tic Syndrome It is first manifested.by tic-like blmks ;
and grimaces in the early school years. As the investigator
points out, transmnt tics are qmte common ih kindergarten
and first-grade children. But in children with Touretté’s
syndrome, the behavior spreads. Instead of involving just -
blinking and grimacing, it_comes to mclude shoulder jerks, ’

body jerks; and .then, often, repeated movements such as .

shoulder shruggmg, hand jerking, or kicking. The person

" also makes little.noises, “whleh may sound like Whispering
or the whistle of little mice”; later hesmay 'say words aloud;
finally, without apparent reason and with no means of con-
trol, he may loose a torrent of vulgar and obscene language,

' to the dismay of those around him and to his own distress—
particularly, as is often the case, if he is a sensitive; ‘intelli-
‘gent person. "

The mvestxgator tells of 13 year old Bernard whnse trou=
ble had first'shown itself in kindergarten but who, in spite of
his ]erkmg, writhing, ‘'and uncontrollable sounds, became
expert in both baseball and basketball Reports Gohen, “His

‘movements were attributed to ‘an allergic or asthmatic:per-

" sonality’ by a pediatrician. At age 12, he appeared to be a
very husky, friendly youngster, whose language comprehen-

 sion and production’ were normal, whose intelligence was

within the normal range, and who was able to form warm
-and meamngful soc:lal relations,”.even though =he was., EEE 'sed
- for his jerks, gnmaces and sounds.

To treat the youngstgr, Cohen used slowly increasin ladﬁses
of haloperidol, a drug often used in treatipg sc:hlzopﬁ
though probably not 'to the same extent as chlﬂrprqmazme.

~and” other phenothiazines. These slowly” mcreasmg doses
“completely eliminated all the symptoms,” Cohénfrepqrts At
. a certain level of medication, Bernard was, able to say that
he felt like. making a-movement or saying a:‘Word but-could

enia,

inhibit it. At a higher level; he no longer fe It the urge. When . o

the mediéine was \reduce’d several of ilie movements reap-
peared.- When it was’ mcreased a httle the movements were'
again controlled. - -

:In the case of this grimacing jerkmg, spontanecms sound-
making condition, how doe ff,,fﬁ}fmperldol work? Apparently -
the same way it segms tg} work in schlzophrema Against
that major phobic ill ess, “"haloperidol and certain other com-
pounds appear to aet “by blocking, at least to some extent]
the action of tge-aneur’transmltter known as dopamine. This
action was ls‘éussed earlier in the sectloﬁl on autism,

kS
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Children like Bernard, Cphen suggeﬁts may have a normal ,
amount of dopamine (in any event, their spinal fluid contains

a probably normal.level of dopamine’s breakdown p‘rnducts)‘
‘but may he abnormally sensitive to it. This - ‘Teasoning is
based on the childrén’s responses not only'to a cfoparnme—
blocking agent, haloperidol, but also to a stimulant drug.
. When a child like Bernard is given such a drug, his symp-
. toms increase, “presumably because of increased dnp;lmme
in a system which is already oversensitive to,it.” ; '
Cohen.and Shaywitz have- also thrown hght on what may
be ‘at least one- basic biologmal disorder in hynerkmetlc or
hyperac¢tive youngsters—excitable children who have trouble
~'concentrating. The dopamine turnover rates in the’central

- nervous systems of .such children, meaning the rates of pro-
duction and use, “appear to be relatively reduced,” an indica-
tion that their supply of dopamine may be lower than aver-

s age. Cdhen points. out that such ehlldren benefit fmm stimu-
. .lant drugs, which pregumably incréase the availability of
" dopamine, just as in his view they would be expected to do.
On the other hand, chl]dren with either Tourette's syndrome
or autism have elevated levels of dopamine turnover, an in- .
vdncatlon th,at they are producmg too much of thlS transmlt- :

Each of the severe dnsturbances of early ehlldhnod — a]ong’

wnth its subgropps—dlseussed here reflects in Cohen’s view

“a varlety of interacting metabolic, genetic, and environnien-

\  tal forces,” Bagic to each;may be dlsturbanees in the brain
* systems whose proper functioning depends upon the correct
“"amount and functioning of dopamine, And at least one ame-
liorative factor seems-to be medn:me that controls the out-

i/

‘putor use of that brain chemlcal 5

Detectmg and Doing Somethmg About
. Developmental Difficulties .

How can, parents recegmze when they need help‘?
cautnonary slgns—for example
Slow motor development: not crawling by 7 months for in-
. stance, or not walking by 16 months
““Failure to form social attachments, such as smiling at a few
months of age, knowing the: parents as special people -by 6
months, showmg separation worries at 8 or 9 months .
Slowness in eﬂmprehendmg language and in, ,talking: for
-instance, not saying a smgle word at 1 year, not respond-
ing to his/her name or to voices, not using many words by
18 months - B
“Unusual sensitivities and irritability
Problems in eating or in sleeping
Faijlure to show normal physical growth - .
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Fiilure-to demonstrate normal feelmgs of pleasure and pain
During the toddler Yyears, indications that dhe parents need
help are prov1ded for example, by the child’s hyperactivity,
) 1ggresswcness and failure to advahce his.language skills.
Durmg the pre schﬂal and egrly SEhDGI years, some Df the

amg attentlon . .

"_iWhen parents notice such pl ablems or are worried about.

_anything else they consider abnormal, what should they do?
‘Cohen sadvises: Turn to-specialists for guidance. The first of
““these ig the, child’s pediatrician or the family doctor, If the
p.;xrent‘? feel that the physician has not understood or seems
uninterested in the-problem, or if both the physician 4and the
parents feel the need.for further advice, they should seek
out speuﬂllst‘§=mamly ‘child psychmtnsts and psycﬁolcglsts

speu*lh.amg in. children’s d'”elopmentswho can perform .

develapmental evaluations:
Just what is. m\{ulved in such an Evaluatmn" Cghen an-

e %Wi; rs:

The developmental evaluation of a young. chlld should include

" thorough physical evaluation, including assessment of general

health; sensory functmmng (hearing, sight), -and’ neurologieal -
status, Often, this may require laboratory tests, such as urinal-

ysis, screening for genetie disorders, .an .electroencephalogram
(EEG), blood tests, and other procedures, depending on the na-
ture of the child’'s problems. Careful observation and develop-
'mental testing, performed by a specially trained '}professmnal
may require several visits to assess a child’s developmental level
and areas of particular difficulty. Repetition of such testmg over

the course of months may be needed to determine if there is pro- _

gress or deteriération. Since children’s development occurs in the
context of familyslife, careful suclal evaluation of the family is

" generally required. A social worker, physician, or psychologist

may spend a number of hours with the parents, learning about
their own histories and the way in whlch the family’s current
functioning might’ influence the child.

Based on careful assessment, a ‘diagnostic team may arrwe at a
- specific diagnosis which can be conveyed to the parent. The ma-
jor function_of the diagnostic assessment is to formulate a plan
of action_or remediation, not to decide on a “label” for a child.
There are several poss‘lble results of a diagnostic assessment:
. The parents may be reassured that their child’s development is
within the nnrmal range or that his difficulties are transient.
They may be given parental guidance about how to relate to a
specific aspect.of their child’s personality, e.g., how to deal with
. hiz sensitivity or irritability, or how tg#h elp the child through a
. partlcularly difficult period. The chilf pay requlre speclal psy-
:» chiatrie, psychologmal or education {4
. assessment can help the parents and 'rof‘essmuals structure a

‘ Eumprehenswe program for a Ehﬂd when this is necessary.

PR



@

dren -with-s

As a child with developmental difficultie proeeedé toward
adolescence and beyond, Cohen reminds us, his needs must

‘be constantly reassessed to make sure that he is receiving

the appiopriate type of help. A meédicine or other therapeu-
tic procedure that may have. been helpful at one stage of
growth may be useless at another. Contrariwise, new discov-
eries may have made more effective treatment available. -

The best hope'is that well-trained professionals—most likely

to be found in clinics and other institutions asgociated with
medical schools—will work together as the child’s advocate.

This means working to advance his cause on all fronts— . -

medical, rehabilitative, edueetional governmentel and so-
ciyl. - ¢

The Lhdlltng&% are etron;.r. and numerous. “While remam—v
ing appropriately and judiciously optimistic about further,

i_undexatendmg of the biology of development Cohen notes, -

‘we should keep in mind that the best we can offer most chil-
rere developmental disturbances today is good
special. edu,atum thoughtful behavior modification, and
humane care.” He adds that “for the vast majority of chil-
dren with autism in the United Stetee today, even these be=
sic needs are¢ not satisfied.” _

In the long run, as Cohen emphaelzee the best hope for °
the preveﬂtmn or ilmEIIOl etmn of the memr dleordere of ear-

ers and the eupportxgovernmental and prlvate meludmg_
individual—of more research into the basic causes and treat-

. ment of these disorders would certainly pay off. Within a

year? Perhaps not. Within.a decade? Very probably, particu-
larly if the move toward more and more cooperative re-
search (cooperative both within and. among institutions) con-
tinues. Yet within recent years, gevernment policy has been
teward less suppert .

L

C‘enditmne Helpmg Emetmnel Health

Asked what he would say to a pereqt who wanted to know

+

- what she could do to ensure the emotional health of her

child, this child psychiatrist replied: -

“Oh I would say, ‘Have fun with your ehlld have fun with
your husbend or wife.’ The most important thmg a parent
can do—assuming that the child ig within the range of nor-
mal, health—is to enjoy. what he or she is doing with their
children. T would say: ‘Don’t’ worry—there are no_ g‘lmmleks

or gadgets that are really important, and thére’s ino curri¢a- —

lum they should use with their 1- or 2- or 3-year- -old child, Aﬁ
overzealous concern about mechanical things will detract _
them from”something very important—the sense of pleasure

" in domg‘ something gratifying and watching eemething

grow.’

18,
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Amnng other essentials for a child's healt’hy develnpment
i Cohen believes, are these: -
'# @ The parents should be sufficiently”’ available so that the
child can form a trusting re]ationship with them.
e The parents should respect the child’s’ individuality as
~ well as their own gpecial needs and competencies.
¢ There should be consistency in handling. The child should
" _not have to experieﬁce either numerdus, or- dlsruptlve
thanges but should \be given enough new expenem:e to be
_ stimulated.
. The parents should feel comfortable, in askmg for guid-
ance when:they need it.
/
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