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AUTISTIC CIIILDREN : BACKGROUND INFORMATION
AND LEGISLATIVE INTEREST

I. INTRODUCTION

This paper has been prepared for members of Congress interested in medical

and legislative background bearing on the problem of autistic children. General

information has been briefly covered including a definition of autism, its causes,

symptoms, methods of treatment, educational facilities that can be presently used

for autistic children, and legislation that has been introduced in Congress. A selec-

ted bibliography has also been provided, along with references to additional sources

of information.
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II. DEFINITION

Childhood autism is a form of mental illness that has puzzled doctors and

scientists for many years. As a result, there has been confusion concerning the

correct definition and also the correct term to be applied when describing the

disorder. A working definition for autistic children was adopted in January, 1973

by the National Society for Autistic Children Board (NSAC) and approved by the

NSAC professional advisory board, which states that,

"The term 'autistic children' shall include persons, regardless

of age, with severe disorders of communication and behavior whose
disability became manifest during the early developmental stages of
childhood. "Autistic children" includes, but is not limited to those
afflicted with infantile autism (Kanner's syndrome), profound aphasia,
characterized by severe deficits in language ability and behavior and by
the lack of ability to relate appropriately to others. The autistic child
appears to suffer primarily from a pervasive impairment of his cog-
nitive and/or perceptual functioning, the consequences of which are

manifested by limited ability to understand, communicate, learn, and
participate in social relationships. " 1_/

There have been several terms applied to the illness, for example, "childhood

schizophrenia. " This term is often used because many people feel that the con-

dition is a "special form of the adult illness. " However, "this theory is being

discarded nowadays because (1) the symptoms of autism are different from those

of schizophrenia, (2) when autistic children grow up, they do not become schizo-

phrenic adults, and (3) schizophrenia patients are more likely than average to

have relatives who are schizophrenic. Autistic children, on the other hand, have

only the same chance of having a schizophrenic relative as the average. "_2/

1/ Tunney, John. Federal aid to autistic children. Remarks in the Senate.
Congressional record [daily ed. ] June 5, 1973: S10333.

2/ Wing, Lorna. Autistic Children; A Guide for Parents. New York, Brunner/
Mazel, Publishers [1972] p. 4-5.
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Other general expressions used are "'childhood psychosis,' 'severe emotional dis-

turbance, ' 'non-communicating children' or ' exceptional children. ' These labels

are very general and can include different behavior patterns. "_3/ The syndrome

was first described as infantile autism in 1943 by Leo Kanner, an American child

psychiatrist. The word "autism" can be traced from a Greek word, autos, which

means self. Kanner used the term because the children were usually withdrawn

and showed little interest in other people._4/

3/ Ibid., 5.

4/ Weston, Trevor. Autistic Children. In Extensions of remarks of Michael

Harrington. Congressional record [daily ed. ] September 22, 1971: E9909.

-Im.p .... RIM V,
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III. CAUSES

Although there are some postulates concerning the etiology of this disorder,

the basic physiological causes of childhood autism are not known. "Autism is a

very rare disorder, usually affecting only one child out of 50, 000 or 100, 000. "_5/

Statistics show that autistic boys outnumber girls "with male/female ratios ranging

2/1 to 4. 24/1. "_6/ Kanner considered the condition as inborn. He felt that these

children were born with inadequacy of not being able to establish the usual contact

with people, similar to those who are born with "innate physical or intellectual

handicaps. "_7 / Since Kanner's initial report in 1943, various viewpoints have

emerged ranging from emotional to physical causes.

One writer on the subject suggests that autism in infancy is a normal condi-

tion, except normal infants "emerge from this state because of an innate dis-

position to recognize patterns, similarities, repetitions and continuities. " Be-

cause of these processes, "the child builds an inner representation of reality

and becomes self-conscious. " The inability of a child to emerge satisfactorily

from this natural "state of infancy autism, " suggests the difficulty involved in

transition._8/

For over twenty years, however, many psychiatrists have assumed that

the condition was brought about because of a lack of appropriate parental inter-

action with the child. One such theory is that there is an interuption of emotional

closeness and stimulation between the mother and child at an early age and sub-

5/ Ferster, C. B. The Autistic Child, Readings in Clinical Psychology Today,
1970: 105.

6/ Hingtgen, J. N., and C. Q. Bryson. Recent Developments in the Study of
Early Childhood Psychoses: Infantile Autism, Childhood Schizophrenia, and
Related Disorders. Schizophrenia Bulletin, Issue No. 5, Spring 1972: 9.

7/ Rutter, Michael, and Lawrence Bartak. Causes of Infantile Autism: Some
Considerations From Recent Research. In Extension of remarks of Michael
Harrington. Congressional record [daily ed. ] June 30, 1972: E6712.

8/ Tustin, Frances. Autism and Childhood Psychosis. Science House Inc.
[19721 p. 9.
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sequently "the child grows up with a lack of love. "_9/ A researcher writes that

often autistic children have parents who are completely unable to respond to the

child's behavior. One also finds parents who have beaten, tortured, starved, or in-

carcerated their children for long periods of time. "10/ Many psychiatrists feel that

the "deficient parent theory" is questionable because (1) regular studies of parents

with autistic children do not show anything unusual about their personalities aside

from the common problems most parents of handicapped children face; (2) the

majority of such parents have other children who are not autistic,11/ and (3) studies

of "old fashioned institutions" where children did not receive maternal care have

not proved that such a lack may cause childhood autism. An interesting fact about

parents of autistic children is that most of them have above average intelligence.

Also, it seems that "autism may be more common in the children of bright people

for genetic reasons, rather than because of a special environment. "12/

Many researchers who are working on the possibility of physical or "organ-
ic" reasons for childhood autism usually try to locate abnormalities that may

have occurred "before, during, or after birth. "13/ This search has been dis-

appointing so far. There have been conflicting studies on brain wave functions

which showed diverse changes in "arousal mechanisms. "14/ Some researchers

believe that "parts of the brain which control the emotions are abnormal in the

autistic child. Some also suggest that areas which are concerned with sleeping and

9/ Graham, Philip. A New Theory of Autism, New Scientist, August 31, 1972:
444.

10/ Ferster, C. B. The Autistic Child, p. 107.

11/ It is a possibility that there may be two autistic children born in one family.However, such cases are generally considered to be rare.

12/ Children Apart. British Medical Association booklet. In Extension of remarks
of Michael Harrington. Congressional Record [daily ed. ] September 22, 1971:E9912.

13/ Wing, Lorna. Autistic Children; A Guide for Parents, p. 35.

14/ Graham, Philip. A New Theory on Autism, p. 445.

I
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waking do not work correctly. "Many of the children seem to need less sleep than

most normal children. They may lie awake till eleven or twelve at night, and wake

again at six in the morning, but do not seem tired in the day. "15/ "Biochemical

studies of blood have been done which have implied a change in 'platelet' chem-

istry. "16/ In addition, chromosome studies have also been made which have not

proved to be important.17 /

A final theory concerning these abnormalities is that of "multiple language

handicaps. " This idea implies that autistic children have several different ab-

normalities which combine to cause severe language problems. There may be

subnormalities in the children's "responses to sound, understanding spoken

speech, " or their "ability to use and understand gestures, " plus other difficulties

which would make it hard for them to "learn to express themselves in their bodily

posture and activities. "18/ The problem that arises with this theory is that the ab-

normalities do not all occur at the same time. Each abnormality may happen

alone or may be incorporated with other problems that are not necessarily typical

of autistic children.

15/ Wing, Lorna. op. cit., 34.

16/ platelet, "circular or oval disk found in the blood of all mammals, which
is concerned in coagulation of the blood and in contraction of the clot. " Dor-
land's Illustrated Medical Dictionary, 24th ed., 1965: 1171.

17/ Graham, Philip. op. cit., 445.

18/ Wing, Lorna, op. cit., 36.
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IV. SYMPTOMS

How would parents know if their child has autism? The following is a list

of the basic symptoms:

"Birth to 18 Months

Feeding problems, such as poor sucking.

Apathetic and unresponsive- -showing no desire to be held or cuddled.

Constant crying, or an unusual absence of crying.

Disinterest in people and surroundings.

Unusual fear of strangers.

Repetitive movements, such as hand shaking, prolonged rocking and
spinning, and head banging.

Obsessive interest in certain toys or mechanical appliances.

Insistence on being left alone and that the physical environment remain
unchanged.

Sleeping problems.

18 Months to two years

Difficulties in toilet training.

Odd eating habits and preferences.

Late speech, no speech, or loss of previously acquired speech.

After two years

Continued aphasia, or unusual speech patterns, such as repeating words
and phrases; failure to use "I" and "Yes. "

Continued problems with toilet training.

Failure to develop usual play activities.

Some may have musical, motor or manual ability.

Self-imposed isolation. "19/

19/ Could Your Child Be Autistic? National Society For Autistic Children, pamphlet.
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Some autistic children may have a large number of these symptoms but not all

of them. As they grow older, many of the problems may improve more than others.

An autistic child may be recognized by the following general characteristics:

"Healthy, intelligent and attractive in appearance.

Extreme distress for no apparent reason due to minor changes in the envi-
ronment.

Unusual reaction to perceptual stimuli, such as seeming not to hear certain
sounds and over-reacting to others (e. g., holding hands over ears) or
'looking through' objects, poor eye contact or unable to perform certain
gross and/or fine motor activities (walking with peculiar gait, limpness
in fingers, inability to hold a pencil correctly).

Onset of disorder at birth or apparent normal early development followed by
deterioration in functioning.

Apparent insensitivity to pain. "20/

The majority of autistic children perform at a retarded level, although many

may seem intelligent and alert. Nevertheless, some do develop skills that do

not require language involvement. Some may enjoy singing, playing musical instru-

ments, solving jigsaw puzzles, or mechanical objects. Yet, there are also rare

cases of children who are able to compute long sums of figures in their heads

with precision and speed. However, all autistic children have learning problems

and usually do not have different skills.

20/ Tunney, John. Congressional record, S10333.
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V. METHODS OF TREATMENT

Methods of treatment for autistic children include psychotherapy, special

education, behavior modification, and sometimes tranquilizing medication. At the

present time, there is no medical remedy for autism. The current consensus is that

autism can best be treated as an educational problem rather than through purely

medical techniques. Treatment usually begins when the child is four or five years

old, although in recent years, many have started at the age of three or below.

One characteristic of an autistic child is that he is usually socially withdrawn.

Some therapists believe that the child has failed to "develop" social contact. There-

fore, many psychotherapists try to help the child develop social attachments through

regular intense interactions. This is done by "intruding" on the child and "deliber-

ately engaging him in interactions which are meaningful and pleasurable, " thus

teaching him that interaction with others can be useful to him and pleasurable. 21/

Therapists usually use very simple speech with uncomplicated sentences so

that what is said will have more meaning to the child and help maintain his atten-

tion.

Operant conditioning is an approach that therapists have found very useful.

Basically, it is the process of rewarding the child by giving him "extra attention,

praise, or special treats. " This is usually encouraging and conditions the child
"to behave in more acceptable ways. "

Some autistic children may not be able to live at home with their family be-

cause of difficulties that may occur. For example, there may be other children

21/ Rutter, Michael, and Fraida Sussenwein. A Developmental and BehavioralApproach to the Treatment of Preschool Autistic Children. In Extensions ofremarks of Michael Harrington. Congressional record [daily ed. ] July 19,
1972: E6914.

'Mrm W. ".F
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in the family who require attention, or the child may be too difficult for the parents

to handle. In such cases, the children are given therapy in outside "residence'".
That is, they live with "specially trained therapists who make no demands on them,

respond to their needs and wait for them to make their own way into the real

world. "22/

In some treatment centers, parents, along with a therapist, are allowed to

watch their child with his therapist during a treatment session. This is consid-

ered important to the parents because they are able to observe their child's dif-

ficulties. This knowledge will enable them to cope with the child more success-

fully.

Some autistic children are self-destructive. For them, methods of treatment

such as reward systems rarely work. These children inflict painful injury on

themselves, "chewing fingers, lips, and upper arms; pounding with the fists

on upper legs; even climbing atop furniture and shelves and falling off. " In most

cases, they are head bangers who strike their heads and necks with their "hands,

fingers, arms, knees, others' bodies, and any other external object" that may

be handy. The head banger is usually nonverbal and cannot be trained. Most

often the child can only be heavily sedated, or physically restrained.

As a result of a discovery that was made from parental desperation, a new instrument

has been developed as a solution to this problem that is both protective and in-

structive. It is a helmet-like covering for the head that gives the wearer an

electric shock anytime he or she may strike their heads or bang into an object.

The first successful model of the helmet was developed at Walter Reed Army

Medical Center. Subsequently, another helmet was made at the National Insti-

tutes of Health. It has been described as "a lightweight shell with a

plexiglass visor attached to the front that runs on batteries. "

22/ Facts About Autism. National Institute of Mental Health, DHEW Publication
No. (HSM) 72-9150, 1972: 8.

M W,
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As a whole, various methods of treatment have helped some children to improve,

but unfortunately none of the methods can be considered as the solution for all

autistic children.
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VI. EDUCATIONAL FACILITIES

Many autistic children are capable of being taught to "read, write, do arith-

matic and master several other skills"by the use of special teachers and spe-

cial methods. 23/ There are few public educational facilities throughout the nation

that will allow the enrollment of autistic children. More legislative concern has

been shown recently in the District of Columbia and in states such as California,

Pennsylvania, Michigan, New York, and Massachusetts. Parents of handicapped,

and "abnormal" children who are out of school have filed suits in court to try

and have education laws changed to include their children. Success has been

noted in Pennsylvania and the District of Columbia through action taken by

Federal courts that have opened the way for some handicapped children to be

able to attend special classes in public schools. A short time ago, legislation

was passed in North Carolina to allow attendance of autistic children in public

schools. "On both the federal and state levels, legislation is being proposed

to grant handicapped children the same educational rights as other children. " 24/

In 1972, the Information and Referral Service of the NSAC received a contract

from the National Institute of Mental Health to prepare a "Directory of Facilities

in the United States for Children with Severe Mental Illnesses. " This directory,

which has recently been completed and soon will be printed, has a list of

"approximately 500 facilities in the United States which say they take autistic

or autistic-like ('severely mentally ill') children and/or persons. "25/ There

have been noticeable improvements in the number of facilities for autistic children

across the country.

23/ National Society for Autistic Children, pamphlet.

24/ Gumpert, David. Unequal Rights: Denial of Education to Abnormal Children
Spurs Parent Protests. Wall Street Journal, March 22, 1972: 3.

25/ Sullivan, Ruth C. Help For Autistic Children: The State of the Art. Panel
on Citizen Perspectives of Needs and Services at the National Rehabilitation
Institute, Miami, Florida, October 25, 1973: 2.



CRS - 13

The directory will provide brief summaries of programs throughout the

nation and will "serve as an instrument for purposes of comparison and for new

ideas on program changes and growth. "26/

26/ Ibid., p. 4.

i
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VII. CONGRESSIONAL INTEREST

Recently there has been considerable congressional interest concerning

autistic children as is evident from the legislation that has been introduced.

At the time of this writing, the following bills have been introduced in the

93rd Congress, 1st Session:

S. 34. Mr. Ernest F. Hollings. Referred to the Senate Committee on
Labor and Public Welfare.

"To provide for accelerated research and development in the care and
treatment of autistic children, and for other purposes. "

S. 1949. Mr. John Tunney. Referred to the Senate Committee on Labor
and Public Welfare.

"To amend the Mental Retardation Facilities and Community Health CentersConstruction Act of 1963 to expand the definition of developmental disability
to include autism.

H. R. 5576. Mr. Thomas L. Ashley. Referred to the House Committee
on Interstate and Foreign Commerce.

H. R. 5582. Mr. Bob Casey. Referred to the House Committee on Inter-state and Foreign Commerce.

H. R. 5785, H. R. 5786. Mr. Michael Harrington. Referred to the HouseCommittee on Interstate and Foreign Commerce.

"To provide for accelerated research and development in the care andtreatment of autistic children, and for other purposes. "

H. R. 8861, H. R. 9363, H. R. 9364, H. R. 9365, H. R. 9818, H. R. 10154.Mrs. Yvonne Burke. Referred to the House Committee on Interstate
and Foreign Commerce.

"To amend the Mental Retardation Facilities and Community Health CentersConstruction Act of 1963 to expand the definition of developmental disabilityto include autism."

No action has occurred on any of these bills.

I
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S. 427. Mr. Edward M. Kennedy. Referred to the Senate Committee
on Labor and Public Welfare.

"To provide for the extension of the developmental disabilities and facili-
ties construction act. "

Hearings were held before the Senate Subcommittee on the Handicapped of the

Committee on Labor and Public Welfare on February 8, 1973 to discuss the

"Developmental Disabilities Act Extension and Rights of the Mentally Retarded,

1973. " A statement was made by Dr. Bernard Rimland, the founder of the National

Society for Autistic Children, in which he said, "the Developmental Disabilities

Act is the first piece of Federal legislation directed specifically to the needs

of autistic persons as part of its target population. While they are not many,

they can be planned for and served best as a part of a group with similar ser-

vice needs. "
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VIII. SUMMARY

There is no known cure for autism. "Most infantile autistic children

face a poor outcome of the illness during adolescence and adulthood. They

make an unsatisfactory social adjustment, retain communication defects, do

poorly in school and are not self-sustaining. While a small minority ultimately

make a normal or quasi-normal life adjustment, the vast majority spend their

later years in institutions or in virtually complete dependence on their parents. " 27/

A substantial amount of research is still needed to discover the causes of

autism. There are many puzzling aspects which must be resolved such as the

fact that more boys are affected than girls. Most autistic children are educat-

able but at great cost in money and trained personnel. Facilities and staff are

few and expensive.

The bills introduced in the recent sessions of Congress call for legislative

action bringing more Federal resources to bear on autism research and treat-

ment. Current federal efforts are being conducted by the National Institute

of Mental Health. It is estimated that over the last five years, federal expen-

ditures for research on autism have amounted to approximately two million

dollars. 28/ If any of the proposed bills are passed, this funding level would

be substantially increased.

27/ DeMeyer, Marian K., Sandra Barton, William E. DeMayer, James A.Norton, John Allen, and Robert Steele. Prognosis in Autism: AFollow-up Study. Journal of Autism and Childhood Schizophrenia, v. 3,
July-September 1973: 199.

28/ This figure was based on information concerning research on autism fromdifferent documents that do not give actual figures. It was provided by Mrs.Ruth Sullivan, director of the National Information and Referral Service of theNSAC (See Additional Sources of Information).
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X. ADDITIONAL SOURCES OF INFORMATION

National Society for Autistic Children
c/o Dyer, 169 Tampa Avenue
Albany, New York 12208
(518) 489-7375

National Information and Referral Service
101 Richmond Street
Huntington, West Virginia 25702
Ruth C. Sullivan, Director
(304) 523-1912

Sources in the Greater Washington, D. C. Metropolitan Area

American Foundation for Autistic Children
4510 Cumberland Avenue
Chevy Chase, Maryland 20015
(301) 656-9213

Maryland State Chapter
10609 Glenwild Road
Silver Spring, Maryland 20901
(301) 593-1458

National Society for Autistic Children
Montgomery County Chapter
10207 Loraine Avenue
Silver Spring, Maryland 20901
(301) 593-2149

Prince Georges County Chapter
2808 Federal Lane
Bowie, Maryland 20715
(301) 262-9197
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