Preface

Until recently, autism has been considered by many
as ahopeless, incurable, and absolute condition. Now,
however, research suggests that intensive behavioral
intervention, begun when a child is between 2 and 5
years old, can have a significant and lasting positive
impact. This intervention leads to improvement in vir-
tually all children, and in some cases it leads to com-
plete eradication of any sign of the disorder. While be-
havioral intervention is also the treatment of choice
for older children and adults with autism, research
shows that its potential for dramatic improvement is
greatest with young children. It is that positive re-
search that inspires and focuses this book.

What is autism? For some time autism has been
considered a pervasive developmental disability. It is
presumed to be a biological disorder of brain devel-
opment, not an emotional disorder that results from
parental behavior or family dysfunction. Exactly what
causes the abnormal brain development is not known
at this time—in part because autism has not yet been
reliably detected bybrain scans or other medical tests.
Atpresent, autismis diagnosed by direct observations
of a child’s behavior. it is estimated to affect 5-15 of .

every 10,000 children born worldwide, regardless of.{

race, culture, parental characteristics, or family
cioeconomic status. Boys are affected about th
four times more often than girls (Rapin;
Schreibman, 1988). %
The label qutism is applied when a
fessional (usually a licensed psycho
cian) determines that before the a; %
displays a number of marked defigits and excesses in
several behavioral domain munication, sym-
bolic or imaginative activitiés(such as play), recipro-
cal social interaction,(@nd interests and activities.
Within each of these aréas, any of several abnormali-
ties may be observed. Communication impairments,
for example, may include no useful vocal or nonvocal
communication, speech that is repetitive or nonsen-
sical, or well-developed speech that is not used so-
cially (e.g., to engage in normal conversation).
Development of play behavior may be severely de-
layed. If it develops at all, it usually lacks spontaneity,
variety, and social components. In fact, all social in-
teractions are often impaired to the point that the in-
dividual seems largely uninterested in and unrespon-
sive to other people. The range of interests and
activities may be very restricted. Often, a few stereo-
typed patterns of behavior are repeated over and over.
Other problems that are not unique to autism but of-

uffalified pro-
ist or a physi-
years, a child

ten accompany it include attentional problems; ab-
normally high- or low-activity levels; disruptive be-
havior (e.g., tantrums, shrieking); destructive behav-
jor toward property, others, or self; abnormal
responses to sensory stimuli; seizures; and apparent
insensitivity to physical dangers and pain. Many chil-
dren with autism also have great difficulty learning. A
small percentage score in the normal range on tests
of cognitive abilities, but 75%—-80% function in the mild
to severe range of mental retardation (Rapin, 1991).

A diagnosis of autism should be based on exten-
sive direct observation of the child and comprehen-
sive interviews with familfunembers and other care-
givers. A number of behavioral checklists can help
differentiate autispr{rom other childhood disorders
(e.g., mental I@tion without autism, specific
language di . schizophrenia), and some stan-
dardized @sments can help define the extent of
develo al delay or deviation. However, all psy-
chologidal, educational, and language tests are sub-
jec problems of reliability in identifying autism

rican Psychiatric Association, 1994; Rapin, 1991;
tter & Schopler, 1987). Moreover, the wide range of
ehaviors associated with autism and the individu-
ality of each child’s behavioral profile make a typical
case somewhat difficult to define. In other words, the
presence or absence of single behaviors cannot de-
finitively rule out or confirm autism, although cliches,
caricatures, and overgeneralizations about autism
abound. To give but one example of such an over-
generalization, public perception seems to be that all
autistic childrenrock their bodies back and forth. One
possible result of this perception might be that a
mother and father may have concerns about their
child, but delay seeking adiagnosis because theyhave
read that autistic children rock, and their child does
not happen to rock.

To further complicate these difficulties, many pe-
diatricians, to whom parents first turn when they sus-
pect a problem in their child, tend to not recognize
the early symptoms of the disorder. Many parents of
autistic children report to us that their pediatrician
told them to “Wait and see. He'll grow out of it.”

When a diagnosis is finally made, it is usually
made by one or several specialists, as noted above.
It is not unusual, however, for different professionals
to label the disorder differently, as in the case where
one professional says “autism,” the next says “per-
vasive developmental disorder with autistic fea-
tures,” and the next says “pervasive developmental
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disorder, not otherwise specified.” While some of
these labels may make parents feel better, no hard
evidence exists that any of these different labels
should be taken any less seriously than the term
autistic. There seems to be an understandable ten-
dency for many parents and professionals to want to
avoid, at all costs, the word autistic. A parent may
say, for instance, “Dr. X says my child is not autistic,
she only has autistic tendencies,” or “she only has
pervasive developmental disorder.” However, if the
parent is encouraged to then make therapeutic de-
cisions based on the impression that the child’s con-
dition is very mild or transient, those decisions may
not be optimal for the child.

Taken together, it is obvious that all of these di-
agnostic difficulties can (and often do) lead to prob-
lems of delay, denial, confusion, or psychological tur-
moil for parents. Unfortunately the question of how to
diagnose and label a child is only one of many con-
troversial topics in the field of autism research and
treatment. Another is the optimal age for such a diag-
nosis, and the optimal age to begin treatment. Some
professionals refuse to confer a diagnosis until the
child is 3 or 4 or even 5, at which point they may fi-
nally label him or her “autistic.” Meanwhile, 1, 2, or 3
years may have passed, years in which the child could
have been engaged in a structured, intensive treat-
ment program.

---------------------------------

If parents receive several vague, placating, or con-
flicting opinions from different diagnosticians, but
continue to have grave concerns over a child’s devel-
opment, they might consider beginning a program of
early intervention anyway. This may be preferable to
waiting for everyone to agree on the diagnosis and los-
ing valuable time in the process.

It is our hope that this manual will offer some as-
sistance to parents, and to the professionals who aid
them, in the challenging task of making science-based
treatment decisions, and procuring effective early in-
tervention for children with autism.

~The Editors
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