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What is Asperger Syndrome?

Asperger Syndrome (AS) is a neurological condition. People who have AS are born with it,
and have it for life, although as they mature they may gain new skills, outgrow some of their
AS traits, or use their strengths to compensate for their areas of disability. AS is generally
considered a form of autism, an autism spectrum disorder (ASD). Other closely related
autism spectrum disorders include HFA (High-Functioning Autism), PDD-NOS (Pervasive
Developmental Disorder Not Otherwise Specified) and NLD or NVLD (Nonverbal Learning
Disorder). The boundaries among these diagnoses—and whether in fact they are all on the
same spectrum with each other and with profound, classical, or Kanner’s autism—remains
open to discussion.

Current research indicates that there is a genetic foundation for AS, involving a number of
different genes. So it’s not surprising that when a person gets an AS diagnosis, the family
often realizes that many relatives also have AS or other forms of autism. At AANE we have
met or talked with well over 6,000 families. We see that in many families where a child has
AS, one or both biological parents will also have AS, or have AS traits to some degree.
People also report that many relatives from previous generations (when AS was unknown)
were eccentric or quirky, were diagnosed with a mental iliness or hospitalized, lived a
reclusive life, were chronically unemployed, or married and divorced multiple times. At the
same time, many relatives may have shown high intelligence, superior memory, single-
minded focus, original thinking, or unusual interest areas. Some may have achieved great
success in engineering, math, writing, composing, philosophy, or other fields. These relatives,
whether quirky, gifted, or both, may well have been people with undiagnosed AS.

No one really knows how prevalent AS is; perhaps one in every 250 people has AS—and
maybe more. Dr. Tony Attwood estimates that as many as 50% of people with AS remain
undiagnosed, in part because AS has only recently been publicly recognized on a broad
scale. (It only became an official diagnosis in the United States in 1994.) Some people with
AS continue to be misdiagnosed, while others “fly under the radar.” That is, they have traits
that are mild enough so that they manage to adapt and function sufficiently well to be
considered merely eccentric or quirky.

AS is a “pervasive developmental disability.” That is, people with AS may often appear or act
younger than others of the same age. Children with AS often show delays in multiple areas of
functioning, such as gross or fine motor coordination, social skills, or executive functioning
(organization, prioritizing, and follow-through). However, they also continue to develop and
mature—on their own time-table. Some people with AS may have specific gifts in
mathematics, literature, or the arts. There is strong evidence that such superstars as Vincent
Van Gogh, Emily Dickinson, Albert Einstein, code-breaker Alan Turing, and musician Glen
Gould, among many others, all had Asperger Syndrome. Today, too, there are adults with AS
who are successful as professors, lawyers, physicians, artists, authors, and educators. For



this reason, many people with AS, and professionals who know them, consider AS a
difference rather than a disability. The brains of people with AS seem to process information
and sensory stimuli differently than the brains of neurotypical (NT) people. This can be a
source of difficulty, but it can also be a strength. For example, people with AS are often very
good at noticing visual details or remembering facts, skills that are useful in many
professions. On the other hand, the same people may be too perfectionistic, become too
obsessed with details, or have so much trouble seeing the big picture that they cannot
complete a project.

While respecting the abilities and humanity of people with AS, one should not underestimate
their struggles and suffering. A society designed for and dominated by the neurotypical
majority (i.e., people who do not have AS) can feel uncongenial and even overwhelming for a
person with AS. In particular, living in the United States in the modern information age—in a
crowded, complex, industrial society—can pose real challenges for people with AS. American
children are generally expected to “play well with others” and grow up fast. Adults are
expected to work 40-60 hour weeks under fluorescent lights, to attend meetings, work on
teams, rapidly absorb oceans of information, and multi-task. Solitary pursuits such as
hunting, farming, or tending a light house are less available today. On the other hand, some
people with AS have found employment (and sometimes mates) in the computer industry and
the global economy.

People with Asperger Syndrome usually experience:

« Difficulty knowing what to say or how to behave in social situations. Many have a
tendency to say the “wrong thing.” They may appear awkward or rude, and
unintentionally upset others.

e Trouble with “theory of mind,” that is, trouble perceiving the intentions or emotions of
other people, due to a tendency to ignore or misinterpret such cues as facial
expression, body language, and vocal intonation.

« Slower than average auditory, visual, or intellectual processing, which can contribute
to difficulties keeping up in a range of social settings—a class, a soccer game, a party.

« Challenges with “executive functioning,” that is, organizing, initiating, analyzing,
prioritizing, and completing tasks.

« Atendency to focus on the details of a given situation and miss the big picture.

e Intense, narrow, time-consuming personal interest(s) — sometimes eccentric in nature
— that may result in social isolation, or interfere with the completion of everyday tasks.
(On the other hand, some interests can lead to social connection and even careers.
For example, there are children and adults with an encyclopedic knowledge of vacuum
cleaners.)

« Inflexibility and resistance to change. Change may trigger anxiety, while familiar
objects, settings, and routines offer reassurance. One result is difficulty transitioning
from one activity to another: from one class to another, from work time to lunch, from
talking to listening. Moving to a new school, new town, or new social role can be an
enormous challenge.

o Feeling somehow different and disconnected from the rest of the world and not “fitting
in"—sometimes called “wrong planet” syndrome.



o Extreme sensitivity—or relative insensitivity—to sights, sounds, smells, tastes, or
textures. Many people outgrow these sensory issues at least to some extent as they
mature.

e Vulnerability to stress, sometimes escalating to psychological or emotional problems
including low self-esteem, depression, anxiety, and obsessive-compulsive behaviors.

AS affects people lifelong, but many can use their cognitive and intellectual abilities to
compensate for some of the challenges they face, so as people grow, AS can be managed.
At AANE, we have seen countless people with AS who, given the proper supports, have used
their AS traits to their advantage to accomplish feats beyond what the “typical” mind could
muster. Traits and talents from which individuals with AS often benefit include:

e Normal to very high intelligence

e Good verbal skills, including rich vocabularies

« Originality and creativity including a propensity for “thinking outside the box”

e Honesty and ingenuity

« Careful attention to details

« Strong work ethic, with particular attention to accuracy and quality of work

e Special interests that can be tailored toward productive work or hobbies; individuals
with AS who have intensive knowledge in one or more specific areas can channel their
expertise toward new discoveries and creations in their chosen field

e Keen senses allow some people with AS to see, hear or feel subtle changes in the
environment that others do not, resulting in phenomenal powers of observation

The gap between intellectual ability and functional presentation complicates the AS
experience. Friends and family members often see a highly intelligent, talented individual,
and cannot comprehend why the person with AS struggles during routine social or
organizational experiences.

One of the frustrations of an Asperger diagnosis is that because people with AS are often
extremely bright, with excellent rote memories and verbal skills, overall expectations for these
individuals are high. Those around them may be surprised to see how deeply people with AS
struggle in certain areas, such as the social realm, and may not understand that such
difficulties are valid and real. Many times, people with AS are blamed for behaviors they
cannot control.

Dr. Stephen M. Shore says, “When you meet one person with AS—you’ve met one person
with AS.” That is, it is very important to remember that people with AS can differ greatly from
one other. Everyone with AS is affected by a common cluster of traits, but the intensity of
each trait lies along a continuum. As a result, the extent to which AS shapes an individual's
life course and experiences is highly variable.

We hope this information helps your awareness of Asperger Syndrome. Knowledge is the
first step toward positive change in the lives of you and your loved ones. Good luck on your
journey to understanding the role AS has played in your life.

© 2008 Asperger's Association of New England
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Introduction

. Asperger syndrome (AS) is a severe developmental disorder characterized by major difficulties
in social interaction, and restricted and unusual patterns of interest and behavior. There are many
similarities with "autism without mental retardation" (or "Higher Functioning Autism"), and the
issue of whether Asperger syndrome and Higher Functioning Autism are different conditions is
not yet resolved. Nevertheless, a considerable body of knowledge regarding this condition has
been evolving in the past few years. A summary of issucs regarding assessment and diagnosis of
Asperger Syndrome are discussed in some detail in a related booklet circulated by the Learning
Disabilities Association of America, and readers are advised to consult that text prior to reading
the following guidelines. The present text is an attempt to summarize a series of concrete
proposals for treatment and intervention, with a view to provide parents and care providers with
specific suggestions that may be helpful in devising educational and treatment programs for
children and adolescents affected by this severe form of social learning disability. Because of
space constraints, these suggestions are by necessity brief. Parents and care providers seeking
additional information are referred to the more comprehensive reviews listed in our reference

page.

Every treatment and intervention program starts with a thorough assessment of the child's
deficits and assets in the context of a transdisciplinary evaluation including assessments of
* behavioral (or psychiatric) history and current presentation, neuropsychological functioning,
communication patterns (particularly the use of language for the purpose of social interaction, or
pragmatics), and adaptive functioning (the individual's ability to translate potential into
competence in meeting the demands of everyday life). The fina] formulation should include a
characterization of the child's deficits and abilities in these various areas. The actual diagnostic
assignment should be the final step in the evaluation. Labels are necessary in order to secure
services and guarantee a level of sophistication in addressing the child's needs. The assignment
- of a label, however, should be done in a thoughtful way, so as to minimize stigmatization and
* avoid unwarranted assumptions. Every child is different. If one were to observe a group of
individuals with Asperger Syndrome, one would probably be more impressed by how they differ
than by how they are alike. Therefore, it is absolutely crucial that intervention programs derived
from comprehensive evaluations are individualized to insure that they address the unique profile
of needs and strengths exhibited by the given child. The psychiatric label should never be
assumed to convey a precise preconceived set of behaviors and needs. Its main function is to
convey an overall sense of the pattern of difficulties present. Professionals should never start a
discussion of the child’s needs by evoking the label. Rather, they should provide a detailed -
description of evaluation findings that resuited in the diagnosis of Asperger Syndrome. A
discussion of any inconsistency with the diagnosis, as well as of the clinician's level of
confidence in assigning that diagnosis, should also be provided.

The following set of guidelines reflects our clinical and research experience with Asperger
Syndrome in the past few years. It should not be applied in specific cases without a thoughtful
discussion of the individual child's profile. The specific guidelines should be seen as a series of



suggestions to be considered when planning for the individual's educational, treatment, and
vocational program. In sum: Do not take the diagnosis of Asperger Syndrome for granted - ask
for details and for the individualized profile of your child; do not accept a discussion of your
child's profile that does not include strengths that may be utilized in the intervention program;
and do not accept an intervention program that is based solely on the diagnosis - ask for the
development of an appropriate program on the basis of your child's profile, his/her educational
setting or living conditions, and realistic short-term and long-term goals. '

Securing and Implementing Services

The authorities who decide on entitlement to services are usually unaware of the extent and -
significance of the disabilities in Asperger Syndrome (AS). Proficient verbal skills, overall IQ
usuaily within the normal or above normal range, and a solitary lifestyle often mask outstanding
deficiencies observed primarily in nove! or otherwise socially demanding situations, thus
decreasing the perception of the very salient needs for supportive intervention. Thus, active
participation on the part of the clinician, together with parents and possibly an advocate, to
forcefully pursue the patient's eligibility for services is needed. It appears that, in the past, many
individuals with AS were diagnosed as learning disabled with eccentric features, a L

~ nonpsychiatric diagnostic label that is much less effective in securing services. QOthers, who were
given the diagnosis of autism or PDD-NOS, had often to contend with educational programs
designed for much lower functioning children, thus failing to have their relative strengths and
unique disabilities properly addressed. Yet another group of individuals with AS are sometimes
characterized as exhibiting "Social-Emotional Maladjustment™ (SEM), an educational label that
is often associated with conduct problems and willful maladaptive behaviors. These individuals
are often placed in educational settings for individuals with conduct discrders, thus allowing for
possibly the worst mismatch possible, namely of individuals with a very natve understanding of
social situations in a mix with those who can and do manipulate social situations to their
advantage without the benefit of self-restraint. It is very important, therefore, to stress that
although individuals with AS often present with maladaptive and disruptive behaviors in
social settings, these are often a result of their narrow and overly concrete understanding
of social phenomena, and the resnltant overwhelming puzzlement they experience when
required to meet the demands of interpersonal life. Therefore, the social problems exhibited -
by individuals with AS should be addressed in the context of a thoughtful and comprehensive -
intervention needed to address their social disability - as a curriculum need, rather than -
punishable, willful behaviors deserving suspensions or other reprimands that in fact mean very
little to them, and only exacerbate their already poor self-esteem.

Situations that maximize the significance of the disability include unstructured social situations
(particularly with same age peers), and novel situations requiring intuitive or quick-adjusting .
social problem-solving skills. Therefore, it is important that any evaluation intended to ascertain -
the need for special services include detailed interviews with parents and professionals
knowledgeable of the child in naturalistic settings (such as home and school), and, if possible, -
direct observations of the child in unstructured periods such as recess or otherwise unsupervised
settings. : S ' : -



General Intervention Setting

"The applicable educational ideology as well as quality of available services vary enormously
from school district to school district, across the country as well as within the various states, and
sometimes across time for the same school district. It is very important that parents become well
acquainted with the following factors involved in securing appropriate placement and
programming for their child:

1. The range of services available in their school district: parents should make an attempt to
visit the various suggested educational placements and service providers available in their
schoo} districts so as to obtain first-hand knowledge and feelings about them, including
the physical setting, staffing, adult/student ratio, range of special/support services, and so
forth; = '

2. Knowledge of model programs: parents should make an effort to locate programs (public
or private) that are thought to provide high quality services according to local experts,
parent support organizations, or other parents. Regardless of whether or not they would
‘like for their child to be placed in that program, a visit to it may provide parents with a
model and criteria with which to judge the appropriateness of the local program offered
to them;

3. Knowledge of the PPT (Planning and Placement Team) process: it is crucial that parents
become acquainted with the PPT process so as to become effective advocates for their
children. They should be counseled by clinicians, parent advocates, or legal aides as to
their rights as parents of children with disabilities, and as to the alternatives available to
them. Parents should attempt to avoid a confrontational or adversarial approach in the
same way that they should avoid complacency and passivity. Parents should know that
the legal mandate is provision of "appropriate services" to their children. Note that this
does not mean the best, nor the most expensive. If parents or their representatives
approach the PPT process demanding the latter, they may be seen as preempting both the
due examination of the child's needs by the school district authorities, as well as the
actual decision. Experience has shown that the most efficacious approach is to secure
independent evaluations (to which you should be entitled of both the child's needs and
any programs offered by the school district, and to present the case for appropriate
programming based on evaluation findings and recommendations. In a great number of
cases, the final decision is beneficial, as most educational providers are eager to serve
their clients to the best of their abilities. In fact, across the country, a number of service

~ providers are making a special attempt to better acquaint themselves with the special
needs of children with social learning disabilities, to train themselves and their staff, and
1o creatively establish better individualized programs. Nevertheless, if parents are met
with ufireasonable uncooperativeness, they should seek the advice of other parents or of
parent advocates, and even, if necessary, resort to the services of lawyers experienced in
the area of disabilities. '

The following are positive program specifications to be kept in mind when deciding on
appropriate placements and programs for individuals with AS. They may not be applicable to
every individual with AS, nor are they feasible in some parts of the country. Nevertheless, they
may be seen as optimal conditions to keep in mind when dealing with program specifications:



1. Relatively small sétting with ample opportunity for individual attention, individualized
approach, and small work groups;

2. The availability of a communication specialist with a special interest in pragmatics and
social skills training, who can be available for individual and small group work, and who
can also make a communication and social skills training intervention an integral part of
all activities, implemented at all times, consistently, and across staff members, settings,
and situations. This professional should also act as a resource to the other staff members;

3. Opportunities for social interaction and facilitation of social relationships in fairly
structured and supervised activities;

4. A concern for the acquisition of real-life skills in addition to the academic goals, making
‘use of creative initiatives and making full use of the individual's interests and talents. For
example, given the fact that individuals with AS often excel in certain activities, social
situations may be constructed so as to allow him or her the opportunity to take the
leadership in the activity, explaining, demonstrating, or teaching others how to improve
in the particular activity. Such situations are ideal to help the individual with AS:

a. Take the perspective of others,

b.. Follow conversation and social interaction rules, and

c. Follow coherent and less one-sided goal-directed behaviors and approaches.
Additionally, by taking the leadership in an activity, the individual's self-esteem is
likely to be enhanced, and his/her (usvally disadvantageous) position vis-a-vis
peers is for once reversed; _ : -

5. A willingness to adapt the curriculom content and requirements in order to flexibly
provide opportunities for success, to foster the acquisition of a more positive self-
concept, and to foster an internalized investment in performance and progress. This may
mean that the individual with AS is provided with individual challenges in his/her areas
of strengths, and with individualized programs in his/her areas of weakness;

6. The availability of a sensitive counselor who can focus on the individual's emotional well
being, and who could serve as a coordinator of services, monitoring progress, serving as a
resource to other staff members, and providing effective and supportive liaison with the
family. : ' . _

General Intervention Strategies'

Specific interventions, e.g. teaching practices and approaches, behavioral management
techniques, strategies for emotional support, and activities intended to foster social and
communication competence, should be conceived and implemented in a thoughtful, consistent
(across settings, staff members, and situations), and individualized manner. More importantly,
the benefit (or lack thereof) of specific recommendations should be assessed in an empirical
fashion (i.e., based on an evaluation of events observed, documented or charted), with useful



strategies being maintained and unhelpful ones discarded so as to promote a constant adjustment
of the program to the specific conditions of the individual child with AS. The following items
can be seen as tentative suggestions to be considered when discussing optimal approaches to be
adopted. It should be noted, however, that there are degrees of concreteness and rigidity, paucity
of insight, soc1a1 awkwardness, comrunicative one- s1dedness and so forth, characterizing
individuals with AS. Care providers should embrace the wide range of expression and
complexity of the disorder, avoiding dogmatism in favor of practical, individualized, and
common-sensical clinical judgment. The following suggestions should be seen in this context:

1.

Skills, concepts, appropriate procedures should be taught in an explicit and rote fashion
using a parts-to-whole verbal teaching approach, where the verbal steps are in the correct
sequence for the behavior to be effective;

Specific problem-solving strategies should be taught for handling the requirements of
frequently occurring troublesome situations. Training should also be necessary for
recognizing situations as troublesome and applying learned strategies in discrepant
situations; '

Social awareness should be cultivated, focusing on the relevant aspects of given
situations, and pointing out the irrelevancies contained therein. Discrepancies between
the individual's perceptions regarding the situation in question and the perceptions of
others should be made explicit; ‘

Generalization of learned strategies and social concepts should be instructed, from the
therapeutic setting to everyday life (e.g., to examine some aspects of a person’'s physical
characteristics as well as to retain full names in order to enhance knowledge of that
person and facilitate interaction in the future);

To enhance the individual's ability to compensate for typical difficulties processing visual
sequences, particularly when these involve social themes, by making use of equally
typical verbal strengths;

The ability to interpret visual information simultaneously with auditory information
should be strengthened, since it is important not only to be able to interpret other people's
nonverbal behavior correctly but also to interpret what is being said in conjunction with
these nonverbal cues;

Self-evaluation should be encouraged. Awareness should be gained into which situations
are casily managed and which are potentially troublesome. This is especially important
with respect to perceiving the need to use prelearned strategies in appropriate situations.
Self-evaluation should also be used to strengthen self-esteem and maximize situations in
which success can be achieved. Individuals with AS often have many cognitive strengths
and interests that can be used to the individual's advantage in specific situations as well as
in planning for the future;

Adaptive skills intended to increase the individual's self-sufficiency should be taught
explicitly with no assumption that general explanations might suffice nor that he/she will
be able to generalize from one concrete situation to similar ones. Frequently occurring
problematic situations should be addressed by teaching the individual verbally the exact



sequence of appropriate actions that will result in an effective behavior. Rule sequences
for e.g.,:shopping, using transportation, etc., should be taught verbally and repeatedly -
rehearsed with the help of the interventionist and other individuals involved in the
individual's care. There should be constant coordination and communication between all
those involved so that these routines are reinforced in the same way and with little
variation between the various people. Verbal instructions, rote planning and consistency
are essential. A list of specific behaviors to'be taught may be derived from results
obtained with the Vineland Adaptive Behavior Scales, Expanded Edition (Sparrow, Balla
and Cicchetti, 1984), which assess adaptive behavior skills in the areas of
Communication, Daily Living (self-help) Skills, Socialization, and Motor Skills;

9. The individual with AS should be instructed on how to identify a novel situation and o
resort to a pre-planned, well rehearsed list of steps to be taken. This list shouid involve a
description of the situation, retrieval of pertinent knowledge and step-by-step decision
making. When the situation permits (another item to be explicitly defined), one of these
steps might be reliance on a friend's or adult's advice, including a telephone consultation;

10. The link between specific frustrating or anxiety-provoking experiences and negative
feelings should be taught to the individual with AS in a concrete, cause-effect fashion, so
that he/she is able to gradually gain some measure of insight into his/her feelings. Also,
the awareness of the impact of his/her actions on other people's feelings should be -
fostered in the same fashion; '

11. Additional teaching guidelines should be derived from the individual's
neuropsychological profile of assets and deficits; specific intervention techniques should
be similar to those usually employed for many subtypes of learning disabilities, with an
effort to circumvent the identified difficulties by means of compensatory strategies,
usually of a verbal nature. For example, if significant motor, sensory-integration or
visual-motor deficits are corroborated during the evaluation, the individual with AS -
should receive physical and occupational therapies. These latter should not only focus on
traditional techniques designed to remediate motor deficits, sensory integration or visual-
motor deficits, but should also reflect an effort to integrate these activities with learning
of visual-spatial concepts, visual-spatial orientation and causation, time concepts, and
body awareness, making use of narratives and verbal self-guidance.

General Strategies for Communication Intervention and Social Skills Training

For most individuals with AS, the most important item of the educational curriculum and
treatment strategy involves the need to enhance communication and social competence. This
emphasis does not reflect a societal pressure for conformity or an attempt to stifle individuality
and uniqueness. Rather, this emphasis reflects the clinical fact that most individuals with AS are
not loners by choice, and that there is a tendency, as children develop towards adolescence, for
despondency, negativism, and sometimes, clinical depression, as a result of the individual's
increasing awareness of personal inadequacy in social situations, and repeated experiences of -
failure to make and/or maintain relationships. The typical limitations of insight and self-
reflection vis--vis others often prechude spontaneous self-adjustment to social and interpersonal
demands. The practice of communication and social skills do not imply the eventual acquisition
of communicative or social spontaneity and naturalness. It does, however, bette prepare the



individual with-AS to cope with social and interpersonal expectatibns, thus enhancing their
attractiveness as conversational partners or as potential friends or companions. The following are
suggestions intended to foster relevant skills in this important area:

1. Explicit verbal instructions on how to interpret other people's social behavior should be
taught and exercised in a rote fashion. The meaning of eye contact, gaze, various
inflections as well as tone of voice, facial and hand gestures, non-literal communications
such as humor, figurative language, irony, sarcasm and metaphor, should all be taught in
a fashion not unlike the teaching of a foreign language, i.c., all elements should be made
verbally explicit and appropriately and repeatedly drilled. The same principles should
guide the training of the individual's expressive skills. Concrete situations should be
exercised in the therapeutic setting and gradually tried out in naturally occurring
situations. All those in close contact with the individuals with AS should be made aware
of the program so that consistency, monitoring and contingent reinforcement are
maximized. Of particular importance, encounters with unfamiliar people (e.g., making
acquaintances) should be rehearsed until the individual is made aware of the impact of
his/her behavior on other people's reactions to him/her. Techniques such as practicing in
front of a mirror, listening to the recorded speech, watching a video recorded behavior,
and so forth, should all be incorporated in this program. Social situations contrived in the
therapeutic setting that usually require reliance on visual-receptive and other nonverbal
skills for interpretation should be used and strategies for deciphering the most salient
nonverbal dimensions inherent in these situations should be offered;

2. The individual with AS should be taught to monitor his/her own speech style in terms of
~ volume, thythm, naturalness, adjusting depending on proximity to the speaker, context
and social situation, and number of people and background noise;

3. The effort to develop the individual's skills with peers in terms of managing social
situations should be a priority. This should include topic management, the ability to
expand and elaborate on a range of different topics initiated by others, shifting topics,
ending topics appropriately and feeling comfortable with a range of topics that are
typically discussed by same-age peers;

4. The individual with AS should be helped to recognize and use a range of different means
to interact, mediate, negotiate, persuade, discuss, and disagree through verbal means. In
terms of formal propertics of language, the individual may benefit from help in thinking
about idiomatic language that can only be undetstood in its own right, and practice in
identifying them in both text and conversation. It is be important to help the individual to
develop the ability to make inferences, to predict, to explain motivation, and to anticipate
multiplé outcomes so as to increase the flexibility with which the person both thinks
about and uses language with other people.

Top
General Guidelines for Behavior Management

Individuals with AS often exhibit different forms of challenging behavior. It is crucial that these
" behaviors are not seen as willful or malicious; rather, they should be viewed as connected to the
individual's disability and treated as such by means of thoughtful, therapeutic, and educational



strategies,. rather than by simplistic and inconsistent punishment or other disciplinary measures
that imply the assumption of deliberate misconduct. Specific problem-solving strategies, usually
following a verbal rule, may be taught for handling the requirements of frequently occurring,
troublesome situations (e.g., involving novelty, intense social demands, or frustration). Training
is usually necessary for recognizing situations as troublesome and for selecting the best available
learned strategy to use in such situations. The following are some suggestions on how to

_ approach behavioral management in the case of individuals with AS: :

- 1. Setting limits: a list of frequent problematic behaviors such as perseverations, obsessions,
interrupting, or any other disruptive behaviors should be made and specific guidelines
devised to deal with them whenever the behaviors arise. It is often helpful that these
guidelines are discussed with the individual with AS in an explicit, rule-governed
fashion; so that clear expectations are set and consistency across adults, settings and
situations is maintained. These explicit rules should be not unlike curriculum guidelines.
The explicit approach should be devised based on the staff's ongoing experiences,
determined empirically, and discussed in team meetings. An effort should be made to
establish as much as possible all possible (though few) contingencies and guidelines for
limit setting so that each staff member does not need to improvise and thus possibly
trigger the individual's oppositionality or a temper tantrum. When listing the problematic
behaviors, it is important that these are specified in a hierarchy of priorities, so that staff
and the individual himself/herself concentrate on a small number of truly disruptive
behaviors (to others or to self); - :

2. Helping the individual with AS make choices: There should not be an assumption that the
individual with AS makes informed decisions based on his/her own set of elaborate likes
and dislikes. Rather he/she should be helped to consider alternatives of action or choices,
as well as their consequences (e.g., rewards and displeasure) and associated feelings. The
need for such an artificial set of guidelines is a result of the individuals’ typical poor
intujtion and knowledge of self. :

Academic Curriculum

The curriculum content should be decided based on long-term goals, so that the uiility of each
item is evaluated in terms of its long-term benefits for the individual's socialization skills,
vocational potential, and quality of life. Emphasis should be placed on skills that correspond to -
relative strengths for the individual as well as skills that may be viewed as ceniral for the
person's future vocational life (e.g., writing skills, computer skills, science). If the individual has
an area of special interest that is not as circumscribed and unusual so as to prevent utilization in
prospective employment, such an interest or talent should be cultivated in a systematic fashion,
helping the individual leamn strategies of learning (e.g., library, computerized data bases, Internet,
ete.). Specific projects can be set as part of the person's credit gathering, and specific
- mentorships (topic-related) can be established with staff members or individuals in the
community. It is often useful to emphasize the utilization of computer resources, with a view to:

a. Compensate for typical difficuities in grapho-motor skilis, : _
b. To foster motivation in self-taught strategies of learning, including the use of "on-line"
resources, and : o . ‘



c. To establish contact via electronic mail with other people who share some interests, a
more non-threatening form of social contact that may evolve into relationships, including
personal contact.

Yocational Training

Often, adults with AS may fail to mect entry requirements (e.g., a college degree) for jobs in
their area of training, or fail to attain a job because of their poor interview skills, social
disabilities, eccenfricities, or anxiety attacks. Having failed to secure skilled employment
{commensurate with their level of instruction and training), sometimes these individuals may be
helped by well-meaning friends or relatives to find a manual job. As a result of their typically
very poor visual-motor skills they may once again fail, leading to devastating emotional
implications. It is important, therefore, that individuals with AS are trained for and placed in jobs
for which they are not neuropsychologically impaired, and in which they will enjoy a certain
degree of support and shelter. It is also preferable that the job does not involve intensive social
demands. As originally emphasized by Hans Asperger, there is a need to foster the development
of existent talents and special interests in a way as to transform them into marketable skills.
However, this is only part of the task to secure (and maintain) a work placement. Equal attention
should be paid to the social demands defined by the nature of the job, including what to do

" during meal bréaks, contact with the public or co-workers, or any other unstructured activity
requiring social adjustment or improvisation.

Self-Support

As individuals with AS are usually self-described loners despite an often intense wish to make
friends and have a more active social life, there is a need to facilitate social contact within the

context of an activity-oriented group (e.g., church communities, hobby clubs, and self-support
groups). The little experience available with the latter suggests that individuals with AS enjoy

the opportunity to meet others with similar problems and may develop relationships around an
activity or subject of shared interest.

Pharmacotherﬁpy

Although little information about pharmacological interventions with individuals with AS is
available, a conservative approach based on the evidence from autism should probably be
adopted (McDougle, Price, and Volkmar, 1994). In general, pharmacological interventions with
young children are probably best avoided. Specific medication might be indicated if AS is
accompanied by debilitating depressive symptoms, severe obsessions and compulsions, or a
thought disorder. It is important for parents to know that medications are prescribed for the
treatment of specific symptoms, and not to treat the disorder as a whole.

Psychotherapy

Although insight-oriented psychotherapy has not been shown to be very helpful, it does appear
that fairly focused and structured counseling can be very useful for individuals with AS,
particularly in the context of overwhelming experiences of sadness or negativism, anxiety,
family functioning, frustration in regard to vocational goals and placement, and ongoing social
adjustment.



History

A careful history should be obtained, including information related to pregnancy and neonatal
period, early development and characteristics of development, and medical and family history. A
review of previous records including previous evaluations should be performed and the
information incorporated and results compared in order to obtain a sense of course of
development. Additionally, several other specific arcas should be directly examined because of
their importance in the diagnosis of AS. These include a careful history of onset/recognition of
the problems, development of motor skills, language patterns, and areas of special interest (e.g.,
favorite occupations, unusual skills, collections). Particular emphasis should be placed on social
development, including past and present problems in social interaction, patterns of attachment of
family members, development of friendships, self-concept, emotional development, and mood
presentation. _ : R ' ' :

Psychological Assessment

This component aims at establishing the overall level of intellectual functioning, profiles of
strengths and weaknesses, and style of learning. The specific areas to be examined and measured
include neuropsychological functioning (e.g., motor and psychomotor skills, memory, executive
functions, problem-solving, concept formation, visual-perceptual skills), adaptive functioning
(degree of self-sufficiency in real-life situations), academic achievement (performance in school-
like subjects), and personality assessment (e.g., common preoccupations, compensatory
strategies of adaptation, mood presentation).

The neuropsychological assessment of individuals with AS involves certain procedures of
specific interest to this population. Whether or not a Verbal-Performance IQ discrepancy is -
obtained in intelligence tésting, it is advisable to conduct a fairly comprehensive
neuropsychological assessment including measures of motor skills (coordination of the large
muscles as well as manipulative skills and visual-motor coordination, visual-perceptual skills)
gestalt perception, spatial orientation, parts-whole relationships, visual memory, facial
recognition, concept formation (both verbal and nonverbal), and executive functions. A
recommended protocol would include the measures used in the assessment of children with
Nonverbal Learning Disabilities (Rourke, 1989). Particular attention should be given to
demonstrated or potential compensatory strategies: for example, individuals with significant
visual-spatial deficits may translate the task or mediate their responses by means of verbal
strategies or verbal guidance. Such strategies may be important for educational programming.

Communication Assessment -

The communication assessment aims to obtain both guantitative and qualitative information
regarding the various aspects of the child's communication skills. Tt should go beyond the testing
of speech and formal language (e.g., articulation, vocabulary, sentence construction and .
comprehension), which are often areas of strength. The assessment should examine nonverbal _
forms of communication (e.g., gaze, gestures), nonliteral language (e.g., metaphor, irony,
absurdities, and humor), prosody of speech (melody, volume, stress and pitch), pragmatics (e.g.,
turn-taking, sensitivity to cues provided by the interlocutor, adherence to typical rules of
conversation), and content, coherence, and contingency of conversation; these areas are typically
one of the major difficulties for individuals with AS. Particular attention should be given to



preservation on circumscribed topics and social reciprocity.

¢

Psychiatric Examination

The psychiatric examination should include observations of the child during more and less
structured periods: for example, while interacting with parents and while engaged in assessment
by other membérs of the evaluation team. Specific areas for observation and inquiry include the
patient's patterns of special interest and leisure time, social and affective presentation, quality of
attachment to family members, development of peer relationships and friendships, capacities for
self-awareness, perspective-taking and level of insight into social and behavioral problems,
typu:al reactions in novel situations, and ability to intuit other person's feelings and infer other
person's intentions and beliefs. Problem behaviors that are likely to interfere with remedial
programming should be noted (e.g., marked aggression). The patient's ability fo understand
ambiguous nonliteral communications (particularly teasing and sarcasm) should be examined
(as, often, misunderstandings of such communications may elicit aggressive behaviors). Other
areas of observation involve the presence of obsessions or compulsions, depression, anxiety and
panic attacks, and coherence of thought.

Treatme_r.lt and Intervention

(See also our Treatment and Intervention Guidelines')

As in autism, treatment of AS is essentially supportive and symptomatic. Special educational
services are sometimes helpful, although there is, as yet, very little reported experience on the
effectiveness of specific interventions. Acquisition of basic skills in $ocial interaction as well as
in other areas of adaptive functioning should be encouraged. Supportive psychotherapy focused
on problems of empathy, social difficulties, and depressive symptoms may be helpful, although it
is usually very difficult for individuals with AS to engage in more intensive, insight-oriented
psychotherapy. Associated conditions, such as depression, may be effectively treated.

Despite the paucity of published information on intervention strategies and issues, a few

- guidelines may be offered based on informal observations made by experienced clinicians, .
intervention strategies used with individuals with high-functioning autism, and Rourke's (1989)
suggested interventions for individuals with Nonverbal L.eamning Disabilities syndrome.

Securing Services

The authorities who decide on entitlement to services are usually unaware of the extent and
significance ofthe disabilities in AS. Proficient verbal skills, overall IQQ usually within the
normal range, and a solitary lifestyle often mask outstanding deficiencies observed primarily in
novel or otherwise socially demanding sitiations, thus decreasing the perception of the very
salient needs for supportive intervention. Thus, active participation on the part of the clinician,
together with parents and possibly an advocate, to forcefully pursue the patient's eligibility for
services is needed. It appears that, in the past, many individuals with AS were diagnosed as
learning disabled with eccentric features, a nonpsychiatric d1a0nostlc label that is much less
effective m securing services.



Backgrouud '

Autism is the most widely recognized pervasive developmental disorder (PDD). Other diagnostic
concepts with features somewhat similar to autism have been less intensively studied, and their
validity, apart from autism, is more controversial. One of these conditions, termed Asperger
syndrome (AS) was originally described by Hans Asperger (1944, sec Frith's transtation, 1991),
who provided an account of a number of cases whose clinical features resembled Kanner's
(1943) description of autism (e.g., problems with social interaction and communication, and
circumscribed and idiosyncratic patterns of interest). However, Asperger's description differed
from Kanner's in that speech was less commonly delayed, motor deficits were more common, the
onset appeared to be somewhat later, and all the initial cases occurred only in boys. Asperger’
also suggested that similar problems could be observed in family members, particularly fathers.

This syndrome was essentially unknown in the English literature for many years. An influential
review and series of case reports by Lorna Wing (1981) increased interest in the condition, and
since then both the usage of the term in clinical practice and number of case reports and research
studies have been steadily increasing. The commonly described clinical features of the syndrome
include:

a. paucity of empathy,

b. naive, inappropriate, one-sided social interaction, little abﬂlty to form friendships and
consequent social isolation;

¢. pedantic and monotonic speech;

poor nonverbal communication; _

©. intense absorption in circumscribed topics such as the weather, facts about TV stations,
railway tables or maps, which are learned in rote fashion and reflect poor understanding,
conveying the impression of eccentricity; and

. clumsy and ill-coordinated movements and odd posture.

a

Although Asperger originally reported the condition only in boys, reports of girls with the
syndrome have now appeared. Nevertheless, boys are significantly more likely to be affected.
Although most children with the condition function in the normal range of intelligence, some
have been reported to be mildly retarded. The apparent onset of the condition, or at least its
recognition, is probably somewhat later than autism; this may reflect the more preserved
language and cognitive abilities. It tends to be highly stable, and the higher intellectual skills
observed suggest a better long-term outcome than is typically observed in autism.

Related Diagnostic Concepts

Several similar diagnostic concepts originating from adult psych1atry, neuropsychology,.
neurology, and other disciplines share, to a great degree, the phenomenological aspects of AS.
For example, Wolff and colleagues described a group of individuals with an abnormal pattern of
behavior characterized by social isolation, rigidity of thought and habits, and an unusual style of
communication. This condition was named schizoid personality disorder in childhood.
Uniortunately, a developmental account of this concept was not provided, making it difficult to
ascertain the extent to which the individuals described may have also exhibited autistic-like
symptomatology early on in life. More generally, the understanding of AS as an unchanging
personality trait fails to fully appreciate the developmental aspects of the disorder which may



prove to be of great importance for differential diagnosis.

In neuropsychology, a great deal of research has been devoted to Rourke's (1989) concept of
Nonverbal Learning Disabilities syndrome (NLD). The main contribution of this line of research
has been the attempt to delineate the implications for the child's social and emeoticonal
development of a unique profile of neuropsychological assets and deficits that appears to have a
deleterious impact on the person's capacity for socialization as well as on the person's interactive
and communicative styles. The neuropsychological characteristics of individuals with the NLD
profile include deficits in tactile perception, psychomotor coordination, visual-spatial
organization, nonverbal problem-solving, and appreciation of incongruities and humor. NLD
individuals also exhibit well developed rote verbal capacities and verbal memory skills,
difficulty in adapting to novel and complex situations, and over reliance on rote behaviors in
such situations, relative deficits in mechanical arithmetic as compared to proficiencies in single-
word reading, poor pragmatics and prosody in speech, and significant deficits in social
perception, social judgment, and social interaction skills. There are marked deficits in the
appreciation of subtle and even fairly obvious nonverbal aspects of communication, that often
result in other person's social disdain and rejection. As a result, NL.D individuals show a marked
tendency toward social withdrawal and are at risk for development of serious mood disorders.

Many of the clinical features clustered together in NLD have also been described in the
neurological literature as a form of Developmental Leamning Disability of the Right Hemisphere
(Denckla, 1983; Voeller, 1986). Children presenting with this condition have also been shown to
exhibit profound disturbances in interpretation and expression of affect and other basic
interpersonal skills. Finally, an additional term researched in the literature, semantic-pragmatic
disorder (Bishop, 1989), has also captured aspects of NLID and AS.

It is currently unclear whether these concepts describe different entities or, more probably,
provide different perspectives on a heterogeneous, yet overlapping, group of individuals sharing
at least some common aspects. An important goal of current research is to seek a convergence
between the various discipline-specific accounts in order to make use of different methodologies
in the effort to validate the behaviorally defined concept of AS. However, in order to enhance
comparability of studies, it is of great importance to establish consensual and stringent guidelines
for the diagnosis of AS, particularly in regard to its similarities with related conditions.

Categorical Definition and Clinical Deseription

As defined in DSM-IV (the most recent Diagnostic and Statistical Manual of the American
Psychiatric Association, 1994), the tentative criteria for AS follow the same format, and in fact
overlap to some degree, the criteria for autism. The required symptomatology is clustered in
terms of onset, social and emotional, and "restricted interests” criteria, with the addition of two
common but not necessary characteristics involving motor deficits and isolated special skills,
respectively. A final criterion involves the necessary-exclusion of other conditions, most
importantly autism or a sub threshold (or "autistic-like™) form of autism (Pervasive
Developmental Disorder - Not Otherwise Specified). Interestingly, the DSM-IV definition of AS
is offered having autism as its point of reference; hence some of the criteria actually involve the
absence of abnormalities in some areas of functioning that are affected in autism. The folowing
table summarizes the DSM-IV definition of AS:



A. Qualitative impairment in social interaction, as manifested by at least two of the
following:

1. Marked impairment in the use of multiple nonverbal behaviors such as eye-to-eye
gaze, facial expression, body postures, and gestures to regulate social interaction

2. Failure to develop peer relationships appropriate to developmental level

3. A lack of spontaneous seekmg to share enjoyment interests, or achievements with
other people

4. Lack of social or emotional reciprocity

B. Restrlctud repetitive and stereotyped patterns of behawor interests, and actlvmes as
manifested by at least one of the following:
1. Encompassing preoccupation with one or more stereotyped and restricted patterns
of interest that is abnormal either in intensity or focus
2. Apparently inflexible adherence to specific, nonfunctional routines or r1tuals
3. Stereotyped and repetitive motor mannerisms :
4. Persistent preoccupation with parts of objects

C. The dlsturbance causes clinically 51gn1ﬁcant 1mpa1rment in social, occupational, or other
important areas of functioning '

D. There is no clinically significant general delay in language (e.g., single words used by
age 2 years, communicative phrases used by age 3 years)

E. There is no clinically sioniﬁéant delay in cognitive development or in the development of
age-appropriate self-help skills, adaptive behavior (other than in social mteractmn) and
curiosity about the environment in chlldhood

F. Criteria are not met for another specific Pervaswe Developmental Disorder or
Schxzophrema

Onset criferia

In DSM-IV, the individual's history must show "a lack of any clinically significant general
delay" in language acquisition, cognitive development and adaptive behavior (other than in
social interaction). This contrasts with typical developmental accounts of autistic children who
show marked deficits and deviance in these areas prior to the age of 3 years.

Although the onset criterion is in agreement with Asperger's account, Wing (198 1) noted the

- presence of deficits in the use of language for communication, if not in more specific language
skills, in some of her case studies. It is currently uncertain whether the lack of delays in the
prescribed areas is a differential factor between AS and autism or, alternatively, a simple
reflection of the higher developmental level associated with the usage of the term AS.

Other common descriptions of the early development of individuals with AS include a certain
precociousness in learning to talk ("he taiked before he could walk™), a fascination with letters



and numbers -- in fact, the young child may even be able to decode words although with little or
no understanding (“hyperlexia") -- and the establishment of attachment patterns to family
members but inappropriate approaches to peers and other persons, rather than withdrawal or
aloofness as in autism (e.g., the child may attempt to initiate contact with other children by
hugging them or screaming at them and then puzzie at their responses). Again, these behaviors
are not uncommonly described for higher-functioning autistic children as well, albeit much more
infrequently. -

Qualititative Impairments in Reciprocal Sacial Interaction

Although the social criteria for AS and autism are identical, the former condition usually
involves fewer symptoms and has a generally different presentation than does the latter.
Individuals with AS are often socially isolated but are not unaware of the presence of others,
even though their approaches may be inappropriate and peculiar. For example, they may engage
the interlocutor, usually an adult, in one-sided conversation characterized by long-winded,
pedantic speech, about a favorite and often unusual and narrow topic. Also, although individuals
with AS are often self-described "loners", they often express a great interest in making
friendships and meeting people. These wishes are invariably thwarted by their awlkward
approaches and insensitivity to other person's feelings, intentions, and nonliteral and implied
communications {e.g., signs of boredom, haste to leave, and need for privacy). Chronically
frustrated by their repeated failures to engage others and make friendships, some of these -
individuals develop symptoms of depression that may require treatment, including medication.

In regard to the emotional aspects of social transactions, individuals with AS may react.
inappropriately to, or fail to interpret the valence of, the context of the affective interaction, often
conveying a sense of insensitivity, formality, or disregard to the other person's emotional
expressions. That notwithstanding, they may be able to describe correctly, in a cognitive and
often formalistic fashion, other people's emotions, expected intentions and social conventions,
but are unable to act upon this knowledge in an intuitive and spontaneous fashion, thus losing the
tempo of the interaction. Such poor intuition and lack of spontaneous adaptation are
accompanied by marked reliance on formalistic rules of behavior and rigid social conventions.
This presentation is largely responsible for the impression of socidl naiveté and behavioral
rigidity that is so forcefully conveyed by these individuals.

As with the majority of the behavioral aspects used to describe AS, at least some of these
characteristics are also exhibited by individuals with higher-functioning autism, though, again,
probably to a lesser extent. More typically, autistic persons are withdrawn and may seem to be
unaware of, and disinterested in, other persons. Individuals with AS, on the other hand, are often
keen, sometimes painfully so, to relate to others, but lack the skills to successfully engage them.

1

Qualitative Impairments in Communication

In contrast to autism, there are no symptoms in this area of functioning in the definition of AS.
Although significant abnormalities of speech are not typical of AS, there are at least three aspects
of these individuals' communication skills which are of clinical interest. First, though inflection
and intonation may not be as rigid and monotonic as in autism, speech may be marked by poor
prosody. For example, there may a constricted range of intonation patterns that is used with little
regard to the communicative functioning of the ufterance (assertions of fact, humorous remarks,
etc.). Second, speech may often be tangential and circumstantial, conveying a sense of looseness



of associations and incoherence. Even though in some cases this symptom may be an indicator of

a possible thought disorder, it is often the case that the lack of coherence and reciprocity in

speech is a result of the one-sided, egocentric conversational style (e g., unrelenting monologues

- about the names, codes, and attributes of innumerable TV stations in the country), failure to -
provide the background for comments and to clearly demarcate chanoes in toplc and failure to

suppress the vocal output accompanying internal thoughts. ,

The third aspect typ1fymg the communication patterns of individuals with AS concerns the
marked verbosity observed, which some authors see as one of the most prominent differential
features of the disorder. The child or adult may talk incessantly, usually about their favorite
subject, often in complete disregard to whether the listener might be interested, engaged, or
atternpting to interject a comment, or change the subject of conversation. Despite such long-
winded monologues, the individual may never come to a point or conclusion. Attempts by the
interlocutor to elaborate on issues of content or logic, or to shift the interchange to related topics,
are often unsuccessful.

Despite the possibility that all of these symptoms may be accounted for in terms of significant
deficits in pragmatics skills and/or Jack of insight into, and awareness of, other people's
expectations, the challenge remains to understand this phenomenon developmentally as
strategies of social adaptation.

Restrictive, Repetitive, and 'Stereotyped Patterns of Behavior, Interests, and Activities |

Although in the DSM-IV definition the criteria for AS and autism are identical, requiring the
presence of at least one of the symptoms in the list provided (see table above), it appears that the
most commonly observed symptom in this cluster refers to an encompassmg preoccupation with
restricted patterns of interest. In contrast to antism, where other symptoms in this area may be
very pronounced, individuals with AS are not commonly reported to exhibit them with the
exception of the all-absorbing preoccupation with an unusual and circumscribed topic, about
which vast amounts of factual knowledge are acquired and all too readily demonstrated at the
ﬁrst opportunity in social interaction. Although the actual topic may change from time to time
(e.g., every year or two years), it may dominate the content of social interchange as well as the
activities of individuals with AS, often i immersing the whole family in the subject for long |
periods of time. Even though this symptom may not be easily recognized in childhood (because
strong interests in dinosaurs or fashionable fictional characters are so ubiquitous among young
children), it may become more salient later on as interests shift to unusual and narrow topics.
This behavior is peculiar in the sense that often times extraordinary amounts of factual
information are learned about very circumscribed topics (e , snakes, names of stars, maps, TV
guides, or raﬂway schedules). '

Motor Clumsiness -

In addition to the required criteria specified above, an additional symptom is given as an
associated feature though not a required criterion for the diagnosis of AS, namely delayed motor
milestones and presence of "motor clumsiness". Individuals with AS may have a hlstory of
delayed acquisition of motor skills such as pedaling a bike, catching a ball, opening jars,
climbing "monkey-bars", and so on. They are often visibly awkward, exhibiting rigid gait
patterns, odd posture, poor manipulative skills, and significant deficits in visnal-motor
coordination. Although this presentation contrasts with the pattern of motor development in



autistic children, for whom the area of motor skills is often a relative strength, it is similar in
some respects to what is observed in older autistic individuals. Nevertheless, the commonality in
later life may result from different underlying factors, for example, psychomotor deficits in the
case of AS, and poor body image and sense of self in the case of autism. This highlights the
importance of describing this symptom in developmental terms.

Assessment

AS, like other pervasive developmentai disorders (PDDs), involves delays and dev1ant patterns
of behavior in multiple areas of functioning, that often require the input of professionals with
different areas of expertise, particularly overaﬂ developmental functioning, neuropsychological
features, and behavioral status. Hence the clinical assessment of individuals with this disorder is
most effectively conducted by an experienced interdisciplinary team.

A. few principles should be made explicit prior to a discussion of the various areas of assessment.
First, given the complexity of the condition, importance of developmential history, and common
difficulties in securing adequate services for children and individuals with AS, it is very
important that parents are encouraged to observe and participate in the evaluation. This guideline
helps to demystify assessment procedures, avails the parents of shared observations that can then
be clarified by the clinician, and fosters parental understanding of the child's condition. All of
these can then help the parents evaluate the programs of intervention offered in their community.

Second, evaluation findings should be translated into a single coherent view of the child: easily
understood, detailed, concrete, and realistic recommendations should be provided. When writing
their reports, professionals should strive to express the implications of their findings to the
patient's day-to-day adaptation, learning, and vocational training.

Third, the Jack of awareness of many professionals and officials of the disorder, its features, and
associated disabilities often necessitates direct and continuous contact on the part of the
evaluators with the various professionals securing and implementing the recommended
interventions. This is particularly important in the case of AS, as most of these individuals have
average levels of Full Scale 1Q, and are often not thought of as in need for special programming.
Conversely, as AS becomes a more well-known diagnostic label, there is reason to believe that it
is becoming a fashionable concept used in an often unwarranted fashion by practitioners who
intend to convey only that their client is currently experiencing difficulties in social interaction
and in peer relationships. The disorder is meant as a serions and debilitating developmental
syndrome impairing the person's capacity for socialization and not a transient or mild condition.
Therefore, parents should be briefed about the present unsatisfactory state of knowledge about

" AS and the common confusions of use and abuse of the disorder currently prevailing in the
mental health community. Ample opportunity should be given to clarify misconceptions and
establish a consensus about the patient's abilities and disabilities, which should not be simply
assumed under the use of the diagnostic label.

In the majority of cases, a comprehensive assessment will involve the following components:
history, psychological assessment, communication and psychiatric assessments, further
consultation if needed, parental conferences, and recommendations. - :



Learning

Skills, concepts, appropriate procedures cognitive strategles and so on, may be more effectively
tanght in an explicit and rote fashion using a parts-to-whole verbal instruction approach, where
the verbal steps are in the correct sequence for the behavior to be effective. Additional guidelines
should be derived from the individual's neuropsychological profile of assets and deficits: specific
mtervention techniques should be similar to those usually employed for many subtypes of
learning disabilities, with an effort to circumvent the identified difficulties by means of
compensatory strategies, usually of a verbal nature. If significant motor and visual-motor deficits
are corroborated during the evaluation, the individual should receive physical and occupational
therapies. The latter should not only focus on traditional techniques designed to remediate motor
deficits, but should also reflect an effort to integrate these activities with learning of visual-
spatial concepts, visual-spatial orientation, and body awareness.

Adaptive Functioninu

The acqu:srclon of self-sufficiency skills in all areas of functioning should be a priotity in any
plan of intervention. The tendency of individuals with AS to rely on rigid rules and routines can
be used to foster positive habits and enhance the person's quality of life and that of family
members. The teaching approach should follow closely the guidelines set above (see Learning),
and should be practiced routinely in naturally occurring situations and across d1fferent settings in
order to ma}ﬂmlze generalization of acquired skilis. : ‘

Maladaptive Behaviors -

Specific problem-solving strategles usually followmg a verbal rule, may be taught for handling
the requirements of frequently occurring, troublesome situations (e.g., mvolvmg novelty, intense
social demands, or frustration). Training is usually necessary for recognizing situations as -
troublesome and for selecting the best available learned strategy to use in such situations.

Social and Communication Skills

These skills are p0551bly best taught by a communication specialist with an interest in pragmatics
in speech. Alternatively, social training groups may be used if there are enough opportunities for
individual contact with the instructor and for the practmmg of specific skills. Teaching may
include the following:

a. Appropriate nonverbal behavior (e.g., the use of gaze for social interaction, monitoring
and patterning of inflection of voice). This may involve imitative drills, working with a -
mirror, and so forth;

b. Verbal decoding of nonverbal behaviors of others;

¢. Processing of visual information simultaneously with auditory mformat1on (in order fo
foster integration of competing stimuli and to facﬂztate the creation of the appropriate
social context of the interaction);

d. Social awareness, perspective-taking skills, correct interpretation of ambiguous -
communications (e.g., nonliteral language) should also be cultivated and practiced.



Vocational Training

Often, adults with AS may fail to meet entry requirements for jobs in their area of training (e.g.,
college degree) or fail to maintain a job because of their poor interview skills, social disabilities,
eccentricities, or anxiety attacks. Having failed to secure skilled employment, sometimes these
individuals may be helped by well-meaning friends or relatives to find a manual job. As a result
of their typically very poor visual-motor skills they may once again fail, leading to devastating
emotional implications. It is important, therefore, that individuals with AS are trained for and
placed in jobs for which they are not neuropsychologically impaired, and in which they will
enjoy a certain degree of support and shelter. It is also preferable that the job does not involve
intensive soc:lal demands.

Seli- Support

As individuals with AS are usually self-described as loners despite an often intense wish to make
friends and have a more active social life, there is a need to facilitate social contact within the
context of an activity-oriented group (e.g., church communities, hobby clubs, and self-support
groups). The little experience available with the latter suggests that individuals with AS enjoy
the opportunity to meet others with similar problems and may develop relationships around an
activity or subject of shared interest.

Pharmacotherhpy

Although little information about pharmacological interventions with individuals with AS is
available, a conservative approach based on the evidence from autism should probably be
adopted (McDougle, Price, and Volkmar, 1994). In general, pharmacological interventions with
young children are probably best avoided. Specific medication might be indicated if AS is
accompanied by debilitating depressive symptoms, severe obsessions and compulsions, or a
thought disorder. It is important for parents to know that medications are prescribed for the
treatment of specific symptoms, and not to treat the disorder as a whole.

New Developments in the Field

Although the current knowledge regarding the nature of AS and possible treatment interventions
is still limited, there has been an impressive upsurge of research on this condition prompted by
its formalization in DSM-IV. Two books on AS, covering a variety of topics, will be available
hopefully in late-1997. Several research projects are underway, and better instruments are
currently being developed to improve assessment and diagnosis of the condition. More
importantly, awareness of AS is growing, and so is the general interest regarding the availability
of services, appropriate educational placements and vocational training. The Learning
Disabilities Association of America, in a partnership with the Yale Child Study Center, will be
disseminating this growing body of knowledge as it is developed. The importance of the
participation of families affected by AS cannot be exaggerated. Families willing to participate in
ongoing research projects (involving the nature of AS, as well as service provision and treatment
interventions) taking place at the Yale Child Study Center should read our project description
and then complete the order form.
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The following list addresses the ways in which some of the basic symptomatology common to autism and Asperger
syndrome manifests itself differently in each of the disorders. It is based upon this writer’s extensive clinical experience,
and is neither intended to serve as an exhaustive list of all of the possible symptoms, nor as the final word on the subject!

A Comparison of Autism and Asperger Syndrome Symptomatology

“Classic” Autism

¢  Preference for sameness/perseveration

¢ Problems in rapidly & flexibly shifting

attention; over focusing/stimulus
overselectivity
¢ High stimulation often causes

hyperarousal

¢  Stimulant medication often worsens
symptoms

¢  Absence of, or less well-developed
imagination

¢ Seeming lack of preference for, or
interest in, social situations

¢  Preference for concrete objects

¢  More pronounced deficits in language

¢ Deficits in both lower- and higher-level

pragmatics
¢ Lack of facility with language and

communication may mask other deficits

¢ More obvious sensory impairment

¢ Diagnosis more straight-forward/earlier

¢ Can appear will-less (at mercy of
autistic symptomatology)
¢  Deficits more obvious

Asperger Syndrome

Tendency toward obsessive-compulsive
interests/behavior

ADD - like deficits in attentional
deployment

There seems to be a need for high
stimulation

Stimulant medication often improves
symptoms

Overly-developed, sometimes aberrant
use of imagination

May be quite social (though atypically
s0) re: items/subjects of interest
Preference for factual information

Superficially “normal” language
Deficits in higher-level pragmatics

Greater facility with language and
communication may reveal other
deficits

More subtle sensory impairment

Diagnosis — confusing/later

Can appear willful/volitional re:
behavior

Deficits less obvious — blinded by their
strengths!
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Asperger Syndrome

Asperger's Disorder is one of five Pervasive Development Disarders (PDDs), which also includes Autism, Rett's
Syndrome, Childhood Disintegrative Disorder, and PDD-Not Otherwise Specified (PDD-NOS). PDDs are a
category of neurologically-based disorders that have a range of delays in different developmental stages.

Asperger's Disorder as first desctibed in the 1940s by Viennese pediatrician Hans Asperger who observed
autistic-like behaviors and difficulties with social and communication skills in boys who had normal intelligence
and language development. Many professionals felt Asperger's Disorder was simply a milder form of autism and
used the ferm "high-functioning autism” to describe these individuals. Professor Uta Frith, with the Institute of
Cognitive Neuroscience of University College London and author of Autism and Asperger Syndrome, describes
individuals with Asperger's Disorder as "having a dash of Autism." Asperger's Disorder was added to the
American Psychiatric Association's Diagnostic and Statistical Manuai of Menfal Disorders (DSM-IV) in 1994 as a
separate disorder from autism. However, there are still many professionals who consider Asperger's Disorder a
less severe form of altism.

What distinguishes Asperger's Disorder from autism is the severity of the symptoms and the absence of language
delays. Children with Asperger's Disorder may be only mildly affecied and frequently have good language and
cognitive skills. To the untrained cbserver, a child with Asperger's Disorder may just seem different.

Children with autism are frequently seen as aloof and uninterested in others. This is not the case with Asperger's
Disorder. Individuals with Asperger's Disorder usually want to fit in and have interaction with others; they simply
don't know how to de it. They may be socially awkward, not understanding conventional social rules, or may show
a lack of empathy. They may have limited eye contact, seem o be unengaged in a conversation, and not
understand the use of gestures.

Interests in a particular subject may border on the obsessive. Children with Asperger's Disorder frequently like to
collect caiegories of things, such as rocks or bottle caps. They may be proficient in knowing categories of
information, such as baseball statistics or Latin names of flowers. While they may have good rote memory skills,
they have difficulty with absiract concepts. .

One of the major differences between Asperger's Disorder and autism is that, by definition, there is no speech
delay in Asperger's. In fact, children with Asperger's Disorder frequently have good language skills; they simply
use fanguage in different ways. Speech patierns may be unusual, lacking inflection or having a rhythmic nature.
Speech may be formal and too loud or high pitched. Children with Asperger's Disorder may not understand the
. subtleties of language, such as irony and humor, or may not understand the give and take nature of a

- conversation.

Another distinction between Asperger's Disorder and autism concerns cognitive ability. While some individuals
with Autism experience mental retardation, by definition a person with Asperger's Disorder cannot possess a
"clinically significant”" cognitive delay. This does not imply that all individuals with autism have mental retardation.
Some do and some do not, but a person with Asperger's Disorder possesses average to above average
intelligence.

. While motor difficulties are not a specific criteria for Asperger's, children with Asperger's Disorder frequently have
motor skifl delays and may appear clumsy or awkward.

Diagnosis

Diagnosis of Asperger's Disorder is on the increase although it is unclear whether it is more prevalent or whether
more professionals are detecting it. The symptoms for Asperger's Disorder are the same at those listed for autism
in the DSM-IV. However, children with AS do not have delays in the area of communication and language. In fact,
- fo'be diagnosed with Asperger, a child must have had normal language development as well as normal
intelligence. The DSM-IV criteria for AS specifies that the individual must have "severe and sustained impairment
in social interaction, and the development of restricted, repetitive patterns of behavior, interests and activities,”
that must "cause clinically significant impairment in social occupational or other important areas of functioning."
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The first step to diagnosis is an assessment, including a developmental history and observation. This should be
done by medical professionals experienced with Autism and PDDs. If Asperger's Disorder or high functioning
autism is suspecied, the diagnosis of autism will generally be ruled out first. Early diagnosis is important; children
with Asperger's Disorder who are diagnosed and treated early in life have an increased chance of being
successful in school and eventually living independently. To leam more, see Consuliing with Professionals.

More information

» Working with an Individual with-Asperger Syndrome
.~ o Educational Issues :
o Adults with Asperger Syndrome
o Postsecondary Education
. o Employment
" ¢ Living Arrangement:
o QOther Resources '
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Working with an Individual with Asperger Syndrome

Children with Asperger's Disorder may present a challenge for educators. While they appear capable and are
good with memorization and factual information, they may be weak in comprehension and cognitively inflexible.
Educators need to capitalize on their abilities, discovering their strengths and interesis to develop their talents.

People with Asperger's Disorder particularly need assistance in developing their social and communication skills.
- Children and young adults who received social and communications skills training are better able to express

_ themselves, understand language and become more skillful at communicating with others, increasing their
likeiihood of successful social interactions. Early mterventlon means a better chance for :ndependen’t living and
further education.

While few programs are designed specifically to address Asperger's Disorder, some of the treatment approaches
used for people with "high functioning” Autism, such as Applied Behavioral Analysis (ABA) and TEACCH, may be
appropriate for a person with Asperger Syndrome. ABA is based on the idea that behavior rewarded will more
likely be repeated. ABA is typically done on a one-to-one basis and may focus on specific behaviors and
communication skills. TEACCH was developed at the School of Medicine at the University of North Carolina as a
structured teaching approach that used the child's visual and rote memory strengths to improve communication,
social and coping skills. Pictures and charts that show z daily schedule help the child with Asperger's Disorder to
anticipate what will happen during the day. This is particularly important for children with Asperger's Disorder
since they usually have difficulties with changes in routine. For more information on these programs and others
see Treatment and Educatlon

~ Educational Issues

Because children with Asperger's Disorder may be only mildly affected, they may begin school prior to being
diagnosed. During the elementary years, behavioral issues and immaturity may be a problem but academically,

" these chiidren frequently do quite well. The ability to memorize information, do calculations and focus intensively
serves them well. But as they move through the school system, difficuliies with social skills, language and
obsessive behaviors become more problematic and may leave them vuinerable fo teasing from classmates.

Getting special education services may be difficult because children with AS have normal or above normal
intelligence and appear capable. However, every child with disabilities is guaranteed a free, approptiate public
education through the Individuals with Disabilities Education Act (IDEA). Keep. in mind that IDEA establishes that
an appropriate educational program must be provided, not necessarily an "ideal" program or the one you feel is
best for your child. The law specifies that educational placement should be determined individually for each child,
based on that child's specific needs, not solely on the diagnosis or category. No one program or amount of
services is appropriate for all children with disabilities it is important that you work with the schoo! to obtain the
educational support and services that your child needs. The first step should be a comprehensive-needs
assessment that will become the blueprint for your child's educational plan. Then, in collaboration with your child's
school and teachers, develop a well-defined and thorough Individualized Education Plan {IEP). The IEP is a
written document that outlines for child's individual educational program, tailored fo his or her needs. A program
appropriate for one child with Asperger's Disorder may be inappropriate for another. See Educational Approaches
for more information.

While many children with Asperger's Disorder may be mainstreamed, they need support services. Teachers need
to understand that these children are not simply acting up or being difficult.

Counselors can provide emotional support and assist with social skills, helping them to leam how to react to
social cues and situations. Children with Asperger's Disorder may have a "buddy" who serves as a role model for
social situations and may facilitate interactions with others by expiaining appropriate behavior.

Speech and language therapists may help in the use of appropriaté language and occupational therapists can
deal with delays in motor development.

Dr. Stephen Bauer, a developmental pediatrician at the Pediatric 'Development Center of Unity Health in
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Rochester, New York, suggests that the most important step in helping children with Asperger's Disorder is for
schools to recognize that the child has "an inherent developmental disorder which causes him/her to behave and
respond in a different way from other students.” Because children with Asperger's Disorder response bestto a
regular, organized routine, Bauer recommends the use of charts and pictures to help the child visualize the day
and to prepare him or her for any changes in advance. Bauer also emphasizes the need to avoid power struggles
- since children with Asperger's Disorder will become more rigid and stubborn if confronted or forced. :

More Information

o Asperger Syndrome
o Diagnosis

s Adults With Asperger Syndrome
o Postsecondary Education
o Employment
o Living Arrangements

o Other Resources '
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- Adults with Asperger Syndrome

The transition for individuals with Asperger's Disorder from federally-mandated services through the school
system to adulf services can be a challenge. While entitlement to public education ends at age 18, the IDEA
requires that transition planning begins at age 14 and becomes a formal part of the student's Individualized
Education Plan (IEP). This transition planning should include the student, parents and members of the |IEP feam
who work together to help the individual make decisions about his/her next steps. An Individualized Transition
Plan (ITP) is developed that outfines transition services that may include education or vocational training,
employment, adult services, living arrangements and community participation. (see also Life After High-School)

The first step in transition planning should be to take a look at the individual's interests, abilities, and needs. For
example, what type of educational needs must be met? College, vocational training, adult education? Where can
the young adult find employment and training services? What types of living arrangements are best‘? Welll
address each of these issues briefly.

Postsecondary Education

Many individuals with Asperger's Disorder are able fo continue their education by attending college or frade
schools. This also provides an oppertunity to further social interaction, particularly in areas where the individual
has key interests. Be sure that the institution offers training or classes of interest to the individual. Find out what
accommodations are available to address his or her special needs. Work with your young adult in selecting
classes that take advantage of his or her strengths.

Employment

Employment should take advantage of the individual's strengthens and abilities. Temple Grandin, Ph.D. suggests
that "jobs should have a well-defined goal or endpoint, " and that your "boss must recognize your social
limitations.” In A Parent's Guide to Asperger Syndrome and High-Functioning Autism the authors describe three
employment possibilities: competitive, supported and secure or sheltered.

Competitive employment is the most independent with no support offered in the work environment. Individuals
with AS may be successful in careers that require focus on details but have limited social interaction with
colleagues such as computer sciences, research or library sciences. In supported employment, a system of
supports allow individuals to have paid employment in the community, sometimes as part of a mobile crew, other
times individually in a job developed for the person. In secure or sheltered employment, an individual is
guaranteed a job in a facility-based setting. individuals in secure settings generally also receive work skills and
behavior training while sheltered empioyment may not provide training that would allow for more independence.

To look for employment, begin by contacting agencies that may be of help such as state employment offices,
social services offices, mental health departments, disability-specific organizations. Find out about special
projects in your area and determine the eligibility to participate in these programs. It is important to find employers
who are willing fo work with people with Asperger's Disorder.

Living Arrangements

Whether an adult with Asperger's Disorder continues fo live at home or moves out into the community will be
determined, in large part, by his or her ability to manage every day fasks with Ettle or no supervision, For example,
can he handle housework, cooking and shopping, and bill paying? Is she able o use public transportation? Many
families prefer to start with some supportive living arrangement and move towards increased indepandence.

Supervised group homes usually serve several individuals with disabilities. They are typicalfy located in residential
neighborhoods in an average family home. The homes are staffed by frained professionals who assist residents
based on the person's level of need. Usually the residents have a job, which takes them away from home during

“ the day.
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A supervised apartment may be suitable for individuals who prefer to live with fewer people, but still require some
supervision and assistance. There is usually no daily supervision, but someone comes by several times a week.
The residents are responsible for going to work, preparing meals, perscnal care and housekeeping needs. A

- supervised apartment setting is a good transition to independent living. : '

Independent living means just that — individuals live in their own apartments or houses and require litle, if any,

support services from outside agencies. Services may be limited to helping with complex problem-solving issues
- rather than day-fo-day living skills. For instance, some individuals may need assistance with managing money or

handling government bureaucracies. It is also important for those living independently to have a "buddy" who

lives nearby that can be contacted for support. Support systems within the community might include bus drivers,
- waitresses, or coworkers. . ' '

Many people think of adulthood in terms of getting a job and living in a particular area, but having friends and a
sense of belonging in a community are also important. Individuals with Asperger's Disorder may need assistance
in encouraging friendships and structuring time for special interests. Many of the support systems developed in
the early years may continue to be useful. -

More Information

o Aspergers Syndrome
o Diagnosis

e Working With An Individual With Asperger Syndrome
o Educational Issues

o Other Resources
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"Understanding the Student with Asperger Syndrome: Guidelines for Teachers" by Karen Williams, 1995, FOCUS ON AUTISTIC
BEHAVIOR, Vol. 10, No. 2, Copyright, June 1995 by PRO-ED, Inc. Reprinted by permission.

Children diagnosed with Asperger syndrome present a special challenge in the educational milieu. This article provides teachers
with descriptions of seven defining characteristics of Asperger syndrome, in addition to suggestions and strategies for addressing
these symptoms in the classroom. Behavioral and academic interventions based on the author's teaching experiences with children
with Asperger syndrome are offered.

Children diagnosed with Asperger syndrome (AS; see Note) present a special challenge in the educational milieu. Typically viewed
as eccentric and peculiar by classmates, their inept social skills often cause them to be made victims of scapegoating. Clumsiness
and an obsessive interest in obscure subjects add to their "odd" presentation. Children with AS lack understanding of human
relationships and the rules of social convention; they are naive and conspicuously lacking in common sense. Their inflexibility and
inability to cope with change causes these individuals to be easily stressed and emotionally vulnerable. At the same time, children
with AS (the majority of whom are boys) are often of average to above-average intelligence and have superior rote memories. Their
single-minded pursuit of their interests can lead to great achievements later in life.

Asperger syndrome is considered a disorder at the higher end of the autistic continuum. Comparing individuals within this
continuum, Van Krevelen (cited in Wing, 199I) noted that the low-functioning child with autism "lives in a world of his own," whereas
the higher functioning child with autism "lives in our world but in his own way" (p.99).

Naturally, not all children with AS are alike. Just as each child with AS has his or her own unique personality, "typical" AS
symptoms are manifested in ways specific to each individual. As a result, there is no exact recipe for classroom approaches that
can be provided for every youngster with AS, just as no one educational method fits the needs of all children not afflicted with AS.

Following are descriptions of seven defining characteristics of Asperger syndrome, followed by suggestions and classroom
strategies for addressing these symptoms. (Classroom interventions are illustrated with examples from my own teaching
experiences at the University of Michigan Medical Center Child and Adolescent Psychiatric Hospital School.) These suggestions are
offered only in the broadest sense and should be tailored to the unique needs of the individual student with AS.

Insistence on Sameness

Children with AS are easily overwhelmed by minimal change, are highly sensitive to environmental stressors, and sometimes
engage in rituals. They are anxious and tend to worry obsessively when they do not know what to expect; stress, fatigue and
sensory overload easily throw them off balance.

Programming Suggestions
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Asperger Syndrome: Understanding the Student with Asperger's Syndrome: Guidelines for Teachers

e Provide a predictable and safe environment;
e Minimize transitions;

« Offer consistent daily routine: The child with AS must understand each day's routine and know what to expect in order to be
able to concentrate on the task at hand;

e Avoid surprises: Prepare the child thoroughly and in advance for special activities, altered schedules, or any other change in
routine, regardless of how minimal,

« Allay fears of the unknown by exposing the child to the new activity, teacher, class, school, camp and so forth beforehand,
and as soon as possible after he or she is informed of the change, to prevent obsessive worrying. (For instance, when the
child with AS must change schools, he or she should meet the new teacher, tour the new school and be apprised of his or
her routine in advance of actual attendance. School assignments from the old school might be provided the first few days so
that the routine is familiar to the child in the new environment. The receiving teacher might find out the child's special areas
of interest and have related books or activities available on the child's first day.)

Impairment in Social Interaction

Children with AS show an inability to understand complex rules of social interaction; are naive; are extremely egocentric; may not
like physical contact; talk at people instead of to them; do not understand jokes, irony or metaphors; use monotone or stilted,
unnatural tone of voice; use inappropriate gaze and body language; are insensitive and lack tact; misinterpret social cues; cannot
judge "social distance;" exhibit poor ability to initiate and sustain conversation; have well-developed speech but poor
communication; are sometimes labeled "little professor" because speaking style is so adult-like and pedantic; are easily taken
advantage of (do not perceive that others sometimes lie or trick them); and usually have a desire to be part of the social world.

Programming Suggestions

e Protect the child from bullying and teasing;

« In the higher age groups, attempt to educate peers about the child with AS when social ineptness is severe by describing
his or her social problems as a true disability. Praise classmates when they treat him or her with compassion. This task may
prevent scapegoating, while promoting empathy and tolerance in the other children;

« Emphasize the proficient academic skills of the child with AS by creating cooperative learning situations in which his or her
reading skills, vocabulary, memory and so forth will be viewed as an asset by peers, thereby engendering acceptance;

e Most children with AS want friends but simply do not know how to interact. They should be taught how to react to social
cues and be given repertoires of responses to use in various social situations. Teach the children what to say and how to
say it. Model two-way interactions and let them role-play. These children's social judgment improves only after they have
been taught rules that others pick up intuitively. One adult with AS noted that he had learned to "ape human behavior." A
college professor with AS remarked that her quest to understand human interactions made her "feel like an anthropologist
from Mars" (Sacks, 1993, p.112);

« Although they lack personal understanding of the emotions of others, children with AS can learn the correct way to respond.
When they have been unintentionally insulting, tactless or insenstive, it must be explained to them why the response was
inappropriate and what response would have been correct. Individuals with AS must learn social skills intellectually: They
lack social instinct and intuition;

o Older students with AS might benefit from a "buddy system." The teacher can educate a sensitive nondisabled classmate
about the situation of the child with AS and seat them next to each other. The classmate could look out for the child with AS
on the bus, during recess, in the hallways and so forth, and attempt to include him or her in school activities.

« Children with AS tend to be reclusive; thus the teacher must foster involvement with others. Encourage active socialization
and limit time spent in isolated pursuit of interests. For instance, a teacher's aide seated at the lunch table could actively
encourage the child with AS to participate in the conversation of his or her peers not only by soliciting his or her opinions
and asking him questions, but also by subtly reinforcing other children who do the same.

Restricted Range of Interests
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Children with AS have eccentric preoccupations or odd, intense fixations (sometimes obsessively collecting unusual things). They
tend to relentlessly "lecture™ on areas of interest; ask repetitive questions about interests; have trouble letting go of ideas; follow
own inclinations regardless of external demands; and sometimes refuse to learn about anything outside their limited field of interest.

Programming Suggestions

« Do not allow the child with AS to perseveratively discuss or ask questions about isolated interests. Limit this behavior by
designating a specific time during the day when the child can talk about this. For example: A child with AS who was fixated
on animals and had innumerable questions about a class pet turtle knew that he was allowed to ask these questions only
during recesses. This was part of his daily routine and he quickly learned to stop himself when he begain asking these kinds
of questions at other times of the day;

o Use of positive reinforcement selectively directed to shape a desired behavior is the critical strategy for helping the child with
AS (Dewey, 1991). These children respond to compliments (e.g., in the case of a relentless question-asker, the teacher
might consistently praise him as soon as he pauses and congratulate him for allowing others to speak). These children
should also be praised for simple, expected social behavior that is taken for granted in other children;

e Some children with AS will not want to do assignments outside their area of interest. Firm expectations must be set for
completion of classwork. It must be made very clear to the child with AS that he is not in control and that he must follow
specific rules. At the same time, however, meet the children halfway by giving them opportunitites to pursue their own
interests;

e For particularly recalcitrant children, it may be necessary to initially individualize all assignments around their interest area
(e.g., if the interest is dinosaurs, then offer grammar sentences, math word problems and reading and spelling tasks about
dinosaurs). Gradually introduce other topics into assignments;

o Students can be given assignments that link their interest to the subject being studied. For example, during a social studies
unit about a specific country, a child obsessed with trains might be assigned to research the modes of transportation used
by people in that country;

« Use the child's fixation as a way to broaden his or her repertoire of interests. For instance, during a unit on rain forests, the
student with AS who was obsessed with animals was led to not only study rain forest animals but to also study the forest
itself, as this was the animals' home. He was then motivated to learn about the local people who were forced to chop down
the animals' forest habitat in order to survive.

Poor Concentration

Children with AS are often off task, distracted by internal stimuli; are very disorganized; have difficulty sustaining focus on
classroom activities (often it is not that the attention is poor but, rather, that the focus is "odd" ; the individual with AS cannot figure
out what is relevant [Happe, 1991], so attention is focused on irrelevant stimuli); tend to withdrawl! into complex inner worlds in a
manner much more intense than is typical of daydreaming and have difficulty learning in a group situation.

Programming Suggestions

« A tremendous amount of regimented external structure must be provided if the child with AS is to be productive in the
classroom. Assignments should be broken down into small units, and frequent teacher feedback and redirection should be
offered,;

« Children with severe concentration problems benefit from timed work sessions. This helps them organize themselves.
Classwork that is not completed within the time limit (or that is done carelessly) within the time limit must be made up during
the child's own time (i.e., during recess or during the time used for pursuit of special interests). Children with AS can
sometimes be stubborn; they need firm expectations and a structured program that teaches them that compliance with rules
leads to positive reinforcement (this kind of program motivates the child with AS to be productive, thus enhancing self-
esteem and lowering stress levels, because the child sees himself as competent);

« In the case of mainstreamed students with AS, poor concentration, slow clerical speed and severe disorganization may
make it necessary to lessen his or her homework/classwork load and/or provide time in a resource room where a special
education teacher can provide the additional structure the child needs to complete classwork and homework (some children
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with AS are so unable to concentrate that it places undue stress on parents to expect that they spend hours each night
trying to get through homework with their child);

e Seat the child with AS at the front of the class and direct frequent questions to him or her to help him or her attend to the
lesson;

o Work out a nonverbal signal with the child (e.g., a gentle pat on the shoulder) for times when he or she is not attending;

« If a buddy system is used, sit the child's buddy next to him or her so the buddy can remind the child with AS to return to
task or listen to the lesson;

e The teacher must actively encourage the child with AS to leave his or her inner thoughts/ fantasies behind and refocus on
the real world. This is a constant battle, as the comfort of that inner world is believed to be much more attrative than
anything in real life. For young children, even free play needs to be structured, because they can become so immersed in
solitary, ritualized fantasy play that they lose touch with reality. Encouraging a child with AS to play a board game with one
or two others under close supervision not only structures play but offers an opportunity to practice social skills.

Poor Motor Coordination

Children with AS are physically clumsy and awkward; have stiff, awkward gaits; are unsuccessful in games involving motor skills;
and experience fine-motor deficits that can cause penmanship problems, slow clerical speed and affect their ability to draw.

Programming Suggestions

« Refer the child with AS for adaptive physical education program if gross motor problems are severe;
« Involve the child with AS in a health/fitness curriculum in physical education, rather than in a competitive sports program;

e Do not push the child to participate in competitive sports, as his or her poor motor coordination may only invite frustration
and the teasing of team members. The child with AS lacks the social understanding of coordinating one's own actions with
those of others on a team;

« Children with AS may require a highly individualized cursive program that entails tracing and copying on paper, coupled with
motor patterning on the blackboard. The teacher guides the child's hand repeatedly through the formation of letters and
letter connections and also uses a verbal script. Once the child commits the script to memory, he or she can talk himself or
herself through letter formations independently;

e Younger children with AS benefit from guidelines drawn on paper that help them control the size and uniformity of the letters
they write. This also forces them to take the time to write carefully;

e When assigning timed units of work, make sure the child's slower writing speed is taken into account;

« Individuals with AS may need more than their peers to complete exams (taking exams in the resource room not only offer
more time but would also provide the added structure and teacher redirection these children need to focus on the task at
hand).

Academic Difficulties

Children with AS usually have average to above-average intelligence (especially in the verbal sphere) but lack high level thinking
and comprehension skills. They tend to be very literal: Their images are concrete, and abstraction is poor. Their pedantic speaking
style and impressive vocabularies give the false impression that they understand what they are talking about, when in reality they
are merely parroting what they have heard or read. The child with AS frequently has an excellent rote memory, but it is mechanical
in nature; that is, the child may repond like a video that plays in set sequence. Problem-solving skills are poor.

Programming Suggestions

« Provide a highly individualized academic program engineered to offer consistant successes. The child with AS needs great
motivation to not follow his or her own impulses. Learning must be rewarding and not anxiety-provoking;

« Do not assume that children with AS understand something just because they parrot back what they have heard;
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o Offer added explanation and try to simplify when lesson concepts are abstract;
o Captialize on these individuals' exceptional memory: Retaining factual information is frequently their forte;
« Emotional nuances, multiple levels of meaning, and relationship issues as presented in novels will often not be understood;

« The writing assignments of individuals with AS are often repetitious, flit from one subject to the next, and contain incorrect
word connotations. These children frequently do not know the difference between general knowledge and personal ideas
and therefore assume the teacher will understand their sometimes abstruse expressions;

« Children with AS often have excellent reading recognition skills, but language comprehension is weak. Do not assume they
understand what they so fluently read,;

e Academic work may be of poor quality because the child with AS is not motivated to exert effort in areas in which he or she
is not interested. Very firm expectations must be set for the quality of work produced. Work executed within timed periods
must be not only complete but done carefully. The child with AS should be expected to correct poorly executed classwork
during recess or during the time he or she usually pursues his or her own interests.

Emotional Vulnerability

Children with Asperger Syndrome have the intelligence to compete in regular education but they often do not have the emotional
resources to cope with the demands of the classroom. These children are easily stressed due to their inflexibility. Self-esteeem is
low, and they are often very self-critical and unable to tolerate making mistakes. Individuals with AS, especially adolescents, may
be prone to depression (a high percentage of depression in adults with AS has been documented). Rage reactions/temper
outbursts are common in response to stress/frustration. Children with AS rarely seem relaxed and are easily overwhelmed when
things are not as their rigid views dicate they should be. Interacting with people and coping with the ordinary demands of everyday
life take continual Herculean effort.

Programming Suggestions

« Prevent outbursts by offering a high level of consistency. Prepare these children for changes in daily routine, to lower stress
(see "Resistance to Change" section). Children with AS frequently become fearful, angry, and upset in the face of forced or
unexpected changes;

e Teach the children how to cope when stress overwhelms him or her, to prevent outbursts. Help the child write a list of very
concrete steps that can be followed when he or she becomes upset (e.g., 1-Breathe deeply three times; 2-Count the fingers
on your right hand slowly three times; 3-Ask to see the special education teacher, etc.). Include a ritualized behavior that the
child finds comforting on the list. Write these steps on a card that is placed in the child's pocket so that they are always
readily available;

o Affect as reflected in the teacher's voice should be kept to a minimum. Be calm, predictable, and matter-of-fact in
interactions with the child with AS, while clearly indicating compassion and patience. Hans Asperger (1991), the psychiatrist
for whom this syndrome is named, remarked that "the teacher who does not understand that it is necessary to teach
children [with AS] seemingly obvious things will feel impatient and irritated" (p.57); Do not expect the child with AS to
acknowledge that he or she is sad/ depressed. In the same way that they cannot perceive the feelings of others, these
children can also be unaware of their own feelings. They often cover up their depression and deny its symptoms;

e Teachers must be alert to changes in behavior that may indicate depression, such as even greater levels of disorganization,
inattentiveness, and isolation; decreased stress threshold; chronic fatigure; crying; suicidal remarks; and so on. Do not
accept the child's assessment in these cases that he or she is "OK"

« Report symptoms to the child's therapist or make a mental health referral so that the child can be evaluated for depression
and receive treatment if this is needed. Because these children are often unable to assess their own emotions and cannot
seek comfort from others, it is critical that depression be diagnosed quickly;

« Be aware that adolescents with AS are especially prone to depression. Social skills are highly valued in adolescence and
the student with AS realizes he or she is different and has difficulty forming normal relationships. Academic work often
becomes more abstract, and the adolescent with AS finds assignments more difficult and complex. In one case, teachers
noted that an adolescent with AS was no longer crying over math assignments and therefore believed that he was coping
much better. In reality, his subsequent descreased organization and productivity in math was believed to be function of his
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escaping further into his inner world to avoid the math, and thus he was not coping well at all;

« It is critical that adolescents with AS who are mainstreamed have an identified support staff member with whom they can
check in at least once daily. This person can assess how well he or she is coping by meeting with him or her daily and
gathering observations from other teachers;

o Children with AS must receive academic assistance as soon as difficulties in a particular area are noted. These children are
quickly overwhelmed and react much more severely to failure than do other children;

« Children with AS who are very fragile emotionally may need placement in a highly structured special education classroom
that can offer individualized academic program. These children require a learning environment in which they see themselves
as competent and productive. Accordingly, keeping them in the mainstream, where they cannot grasp concepts or complete
assignments, serves only to lower their self-concept, increase their withdrawl, and set the stage for a depressive disorder.
(In some situations, a personal aide can be assigned to the child with AS rather than special education placement. The aide
offers affective support, structure and consistent feedback.)

Children with Asperger's syndrome are so easily overwhelmed by environmental stressors, and have such profound impairment in
the ability to form interpersonal relationships, that it is no wonder they give the impression of "fragile vulnerability and a pathetic
childishness" (Wing, 1981, p. 117). Everard (1976)wrote that when these youngsters are compared with their nondisabled peers,
"one is instantly aware of how different they are and the enormous effort they have to make to live in a world where no
concessions are made and where they are expected to conform" (p.2).

Teachers can play a vital role in helping children with AS learn to negotiate the world around them. Because children with AS are
frequently unable to express their fears and anxieties, it is up to significant adults to make it worthwhile for them to leave their safe
inner fantasy lives for the uncertainties of the external world. Professionals who work with these youngsters in schools must
provide the external structure, organization, and stability that they lack. Using creative teaching strategies with individuals suffering
from Asperger syndrome is critical, not only to facilitate academic success, but also to help them feel less alienated from other
human beings and less overwhelmed by the ordinary demands of everyday life.

Note
See the Diagnostic and Statistical Manual of Mental Disorders (4th ed.;p.77) for diagnostic criteria.

American Psychiatric Association.(1994. Diagnostic and Statistical Manual of Mental Disorders(4th ed.) Washington, DC: Author.
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Cambridge,England: Cambridge University Press.
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©Karen Williams, 1995

PLEASE NOTE: Karen Williams has generously allowed me to include her paper on this web site. However, her time is extremely
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limited and she regrets that she will unable to respond to telephone calls, e-mail or written requests. So that other families may
benefit from the use of her paper, it is very important that we respect her wishes.

If you have any questions about this contact me at bkirby@udel.edu

The O.A.S.1.S. (Online Asperger Syndrome Information and Support Web Page
and all O.A.S.I.S. links and formatting
(http://www.udel.edu/bkirby/asperger/) are © by Barbara L. Kirby
For permission to reprint, please contact bkirby@udel.edu

k Home to O.A.S.1.S.
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"WALLET CARD FOR DISCLOSURE TO
FIRST RESPONDERS AND LAW ENFORCERS
With thanks to Dennis Debbaudl, Mary Fox, Debby Geheran, and Steph Geheran

An important time for a person with AS to disclose the fact that they have AS is when interacting with a “first re-
sponder,” i.e. a police officer, fire fighter, or emergency medical technician. This kind of disclosure may be especially hard,
because the situation may be an emergency, or one in which you feel threatened or unsafe. If you are an adult or teen with
AS, we suggest that you carry a copy of the card below in your wallet at all times, to use in such difficult situations. Be sure
to write on the back of the card the names- and telephone numbers of two people who know you, and who explicitly agree to
serve as emergency contacts for you if you ever find yourself in a d1fﬁcu1t S1tuat1on with a police officer or other first re-
sponder.

- Some parents take their chlldren to meet local police and disclose their AS in advance of any possible emergency.
Teens and adults could also make it a point to introduce themselves to local police, perhaps taking along a family member
or trusted friend to facilitate the meeting, It is far easier to establish a mumally réspectful relationship at a time when every-
one is calm, than in the midst of an emergency or active law enforcement incident.

The expert on these issues is Dennis Debbaudt, who has kindly spoken at AANE conferences and has trained law en-
forcement personnel and other first responders in New England on behalf of our community. You can receive his e-mailed
“Autism Risk and Safety” newsletter by contacting him at <ddpi@flash.net>. AANE staff members have developed this
card based on models created by Dennis, and on his insights and teaching.

It is very important to ask a pohce officer permission to reach.into your pocket to get your wallet and the card yourself,
or tell the officer exactly where you are carrying your wallet—purse, left side coat pocket, etc.—and ask the officer to
please take out the wallet and look for the card himself or herself. If you reach into your pocket suddenly, the police officer
may think you are reaching for a weapon, and react in a way that could endanger you. For example, you could say, “Officer,
I have a card in my wallet that explains my disability. May I please show it to you, or would you prefer to reach into my
back pocket yourself?”

' - _ Directions

1. Cut out both the front and back sides of the card.

2. Fill out the front with your name, date of birth, and phone numbers of your two emergency confact people.
3. Cuta piece of card stock to the same size. Put it between the two sides of the card. o

4. Laminate with clear contact paper or a lamination kit from a pharmacy, hardware, or stationery store.

5. Put the card into your wallet; carry it with you whenever you leave home.

e e e i mA e e e e e e bk U R A M hn e A SR e T e de e b

To: A Law Enforcement Officer or other First Responder . )
I havé;.gﬂsperger s Syndrome, a social/communication disability related to autism,
. Because of my Asperger’s Syndrome, I may
Panic if yelled at, and lash out if touched or physically restrained.
Misinterpret things you tell me or ask me to do.
Not be able to answer your questions.
Appear not to be listening or paying attentior.
. Tend to interpret statements literally.
Appear rude or say things that sound tactless, especizlly when anxious or confused.
Have difficulty making eye contact.
Speak too leud, too soft, or with unusuat intonation.

1 would like to cooperate. To help me cooperate, PLEASE:

Clearly identify yourself as a law enforcement officer/first responder,

Call one of my emergency contacts. (Please scé reverse side of this card.)

Do not assume that my Asperger’s traits constitute suspicious behavior.

Avoid touching me or restraining me.

Speak fo me in normal, calm, non-confrontational tones.

Tell me exactly what § need to de politely, clearly, simply, literally, and step by step.

I have a diagnosis of Asperger Syndrome.

My Name:

Home phone: D.ORB, / /

In case of emergency, or ta assist both you and me in communicating
and in resolving this situatior, please contact ene of the following peaple:

1. Name : Phone:

2. Name Phone:

WY Asperger’s Association of New England
N] 617-393-3824 www.aane.org







"How Do You Share the News?

-Dr. Tony Attwood, Clinical Psychologist
M.Sc., Ph.D., MAPS., AFBPsS.

Queensiand, Ausiralia

Parents often ask whom they should inform about the diagnosis, how
and when. The teacher and school authorities will certainly benefit
from this information, as they can obtain access to resources and |
strategies to help the child. Should the other children in the class be

informed? The answer will vary according to each child and their
circumstances. For some it may help if the diagnosis becomes public
knowledge, while for others it may be preferable that they are not
distinguished from other children. There have been instances whex the
term Asperger’s Syndrome has become a derogatory term to tease the
child, with thé name changed to ‘Asparagus’ Syndrome or ‘Hamburger’

‘Syndrome. The author adopts the principle of — who seeds to know? It
is important to exercise discretion with such confidential information.

How do you explain the syndrome to other children? Carol Gray

(1996) has written a programme for school children called the Sixth
Sense, that is, the social sense. A seties of activities highlights each sense
and demonstrates how the sixth sense works. They are then encouraged

' to imagine what it must be like to have an impaired social sense and not
fully understand the perceptual, cognitive and emotional perspective of
others. For example, they are asked:

° Would it be easy or difficult to take turns if you didn’t know
what others are thinking or how they feel?

° Would it be easy or difficult to talk to others about something
they did?

o Would it be easy or difficult to make friends?

Finally, the children are encouraged to identify how they might assist 1
their classmate with Asperger’s Syndrome.
Sometimes it may be necessary to explain the nature of Asperger’s
- Syndrome to the parents of other children in the class. They can believe
the child is unusual due to some parental inadequacy, or the child is 2, :
potential danger to their son or daughter. The child’s parents or a t
professional can address the school’s Parents and Citizens Association
to allay their fears and to consider ways they can help the child and
their family.




How do we tell their brothers and sisters?. They will probably

- overhear conversations and somehow learn of the diagnosis. If they
have a level of maturity to understand the nature of the syndrome, then
they should be informed. Fortunately there is now some literature on

- how to inform siblings, (Davies 1994), and parent support groups have
organised activities just for siblings. These are usually coordinated by
- an adult who is the brother or sister of someone with Asperger’s

Syndrome. The sessions enable siblings to share and discuss their
feelings, learn how to cope with specific situations, such as the response
of their friends when they visit, and understand that feelings of
embatrassment or rivalry are quite natural. They may feel burdened
with an extra responsibility, especially at school, be confused as to why
their parents are so concerned, wonder if their brother or sister will get
better, and how they can help them.

When do you inform the child that they have Asperger’s Syndrome?
There is no simple answer. Very young children will not have the
maturity to understand the concepts. Older children may be extremely
sensitive to any suggestion that they are different. Their vehement
denial of any inadequacy in social abilities is more an attempt to
convince themselves than othets. The answer may be to tell the child
when they are emotionally able to cope with the information and want
to know why they have difficulties in situations that other children find
50 easy. Sometimes this should be undertaken by parents, sometimes by
a professional. :

Carol Gray (1996a) has designed a workbook entitled Pictures of
Me, which can be used to introduce the child to their diagnosis. The
workbook is completed by the child; their patents and a professional,
and involves a very positive attitude to the syndrome. The activities
focus on the person’s talents and abilities. The following is David’s
perception of his qualities: ' '

' What's Good About Me?
. T read well.
.I'm good on a computer — Windows.
.I'm good at Bowling (193 highest score).
. Thave a job. _ _
. I'm good at Canasta and Rurmmie Royal.
. I'm good at Blackjack on computer.
- I'm good at getting my own breakfast.
. I'm good at putting the kettle on.
. I'm good at Maths. _
10. I'm good at spelling sometimes. -

O 06 I O UL B b

(David Downie)




The author has found that their qualities of personality include being
honest, loyal, reliable, forthright and having a strong moral code and
sense of justice. Their cognitive qualities include an exceptional
memory, enthusiasm and knowledge about their special interest, an
original way of thinking, good imagination and remarkable ability to
think using pictures. These qualities are not unique to the syndrome but
are enhanced by it. '

People with Asperger’s Syndrome have many positive qualities in

their abilities and personality. There are scientists and artists who have

Asperger's Syndrome who have used those qualities for great
achievement. It is not a condition to be ashamed of, but one to express
with pride. It is also important to explain that the person will improve
their social abilities and that they can achieve their goals in life. It may
take some time, and Tom Allen described himself as like a tortoise,
developing small steps that eventually help win the race. Others have
considered an analogy of climbing a mountain, again using small steps,
but ultimately reaching the top. Better late than never] _

Once the person knows they have this syndrome it can provide a
sense of relief and understanding. This information may not have been
acquired by a planned discussion with a parent or professional, but by
reading literature on the subject. Christopher Gillberg (1991) describes
how a 12-year-old entered his office and by chance found a leaflet for
parents on the syndrome. The child then said: '

“This is something I've never heard anybody say a word about
before. I think I'll call it A.S. for short.” On reading the text aloud
he soon remarked, as though in passing: ‘It seems I have A.S. By
golly, I do have A.S. Wait till my father hears about this. My
parents just might have A.S. too, you know, my father in
particular, he too has all-absorbing interests. Now I can tell my
classmates the reason why I pace the school yard briskly ten
times up and down each brezak all the year round is I have A.S.
And it will get my teacher off my back. If you have a handicap
. condition they have to tolerate you.” (p.138)







Blinded By Their Strengths: The Topsy-Turvy World of Asperger's Syndrome

Diane Twachtman-Cullen, Ph.D., CCC-SLP

This paper was reprinted with permission from
Diane Twachtman-Cullen and the ADDCON Center
P.O. Box 709

Higganum, CT 06441-0709

(860)345-4590

for use on the ASPEN Web Site.

"I've come to the frightening conclusion that | am the decisive element in the classroom... As a teacher, |
possess a tremendous power to make a child's life miserable or joyous... In all situations, it is my
response that decides whether a crisis will be escalated or de-escalated and a child humanized or
de-humanized."” - Haim Ginott

Few could disagree with the sentiments expressed by Ginott, at least in theory. Unfortunately, theory doesn't
always translate into practice, at least not for children with the enigmatic and complex disorder known as
Asperger's Syndrome (AS). Thus, when a crisis occurs, or worse yet escalates, it is often the child who is held
accountable, and the teacher who is exonerated!

Consultants are rarely asked to look at what the school staff needs to know and do to better understand and
address the challenges that accompany Asperger's Syndrome. Rather, they are all too often directed to focus their
efforts on "fixing" the child, as though his or her actions are the result of behavioral decisions, rather than the
reflection of a neurological impairment.

Could it be that Ginott's words were intended only for teachers of typical children? That is most unlikely. Then what
is there about AS that "invites" placing the burden of responsibility with respect to aberrant behavior on the children
who manifest the disability, rather than on those who have the wherewithal to operate with far greater freedom and
flexibility (i.e., their teachers or caregivers)?

One parent's search for answers to a particularly distressing school situation led her to characterize the plight of
her 8 1/2 year old son with AS thusly: "The good news is he's bright, and the bad news is he's bright!" This
revealing description makes a poignant, and sadly accurate statement about an educational system that not only
fails to understand the child with Asperger's, it fails to recognize that such understanding is in fact necessary if
positive change is to occur. An analysis of what this parent meant by her statement gives one a window on the
topsy-turvy world of Asperger's syndrome.

In most disorders, descriptors such as "more able" and "high functioning" are excellent prognostic indicators -
hence, the good news. How then can intelligence be considered bad news? The answer to this question lies in the
paradoxical nature of Asperger's syndrome itself.

Individuals with Asperger's are cognitively intact. That is, they possess normal, if not above-average intelligence.
This creates an expectation for success. Further, the pursuit of their restricted repertoires of interests and activities
often results in the amassing of impressive facts, and in an expertise beyond their years. Therein lies the problem!

Given their enormous strengths, and the expectation that they generate, and given the fact that intelligence is a
highly-prized trait in our culture, intellectual prowess in the child with Asperger's syndrome virtually eclipses the
social-emotional and other deficits that are at the heart of the unusual behavior and interests are often seen.

Stated more succinctly, unmindful of their neurologically-based weaknesses, teachers and/or clinicians get blinded
by the strengths of these children. This situation inevitably leads to a mental set that can be summed up as follows:
"If he/she is that smart, shouldn't he/she know better?" The answer to that question is a resounding "no". In fact,
because of the social-emotional and communication deficits, as well as the presence of symptomatology unique to
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Introduction:

Asperger syndrome (also called Asperger disorder) is a relatively new category of developmental disorder,
the term having only come into more general use over the past fifteen years. Although a group of children
with this clinical picture was originally and very accurately described in the 1940's by a Viennese pediatrician,
Hans Asperger, Asperger Syndrome (AS) was "officially" recognized in the Diagnostic and Statistical
Manual of Mental Disorders for the first time in the fourth edition published in 1994. Because there have
been few comprehensive review articles in the medical literature to date and because AS is probably
considerably more common than previously realized, this discussion will endeavor to describe the syndrome
in some detail and to offer suggestions regarding management. Students with AS are not uncommonly seen
in mainstream educational settings, although often undiagnosed or misdiagnosed, so this is a topic of some
importance for educational personnel, as well as for parents.

Asperger syndrome is the term applied to the mildest and highest functioning end of what is known as the
spectrum of pervasive developmental disorders (or the autism spectrum). Like all conditions along that
spectrum it is felt to represent a neurologically-based disorder of development, most often of unknown
cause, in which there are deviations or abnormalities in three broad aspects of development: social
relatedness and social skills, the use of language for communicative purposes and certain behavioral and
stylistic characteristics involving repetitive or perseverative features and a limited but intense range of
interests. It is the presence of these three categories of dysfunction, which can range from relatively mild to
severe, which clinically defines all of the pervasive developmental disorders, from AS through to classic
autism. Although the idea of a continuum of PDD along a single dimension is helpful for understanding the
clinical similiarities of conditions along the spectrum, it is not at all clear that Asperger syndrome is just a
milder form of autism or that the conditions are linked by anything more than their broad clinical similarities.

Asperger syndrome represents that portion of the PDD continuum which is characterized by higher cognitive
abilities (at least normal IQ by definition and sometimes ranging up into the very superior range) and by more
normal language function compared to other disorders along the spectrum. In fact, the presence of normal
basic language skills is now felt to be one of the criteria for the diagnosis of AS, although there are nearly
always more subtle difficulties with pragmatic/social language. Many researchers feel it is these two areas of
relative strength that distinguish AS from other forms of autism and PDD and account for the better prognosis
in AS. Developmentalists have not reached consensus as to whether there is any difference between AS and
what is termed high functioning autism (HFA). Some researchers have suggested that the basic
neuropsychological deficit is different for the two conditions, but others have been unconvinced that any
meaningful distinction can be made between them. One researcher, Uta Frith, has characterized children
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with AS as having "a dash of autism." In fact, it is likely that there may be multiple underlying subtypes and
mechanisms behind the broad clinical picture of AS. This leaves room for some confusion regarding
diagnostic terms and it is likely that quite similiar children across the country have been diagnosed with AS,
HFA, or PDD, depending upon by whom or where they are evaluated.

Since AS itself shows a range or spectrum of symptom severity, many less impaired children who might
meet criteria for that diagnosis receive no diagnosis at all and are viewed as "unusual” or "just different,"or
are misdiagnosed with conditions such as Attention Deficit Disorder, emotional disturbance, etc. Many in the
field believe that there is no clear boundary separating AS from children who are "normal but different.” The
inclusion of AS as a separate category in the new DMS-4, with fairly clear criteria for diagnosis, should
promote greater consistency of labeling in the future.

Epidemiology

The best studies that have been carried out to date suggest that AS is considerably more common than
“classic” autism. Whereas autism has traditionally been felt to occur in about 4 out of every 10,000 children,
estimates of Asperger syndrome have ranged as high as 20-25 per 10,000. That means that for each case of
more typical autism, schools can expect to encounter several children with a picture of AS (that is even more
true for the mainstream setting, where most children with AS will be found). In fact, a careful, population-
based epidemiological study carried out by Gillberg's group in Sweden, concluded that nearly 0.7% of the
children studied had a clinical picture either diagnostic of or suggestive of AS to some degree. Particularly if
one includes those children who have many of the features of AS and seem to be milder presentations along
the spectrum as it shades into "normal”, it seems not to be a rare condition at all.

All studies have agreed that Asperger syndrome is much more common in boys than in girls. The reasons for
this are unknown. AS is fairly commonly associated with other types of diagnoses, again for unknown
reasons, including: tic disorders such as Tourette disorder, attentional problems and mood problems such as
depression and anxiety. In some cases there is a clear genetic component, with one parent (most often the
father) showing either the full picture of AS or at least some of the traits associated with AS; genetic factors
seem to be more common in AS compared to more classic autism. Tempermental traits such as having
intense and limited interests, compulsive or rigid style and social awkwardness or timidy also seem to be
more common, alone or in combination, in relatives of AS children. Sometimes there will be a positive family
history of autism in relatives, further strengthening the impression that AS and autism are sometimes related
conditions. Other studies have demonstrated a fairly high rate of depression, both bipolar and unipolar, in
relatives of children with AS, suggesting a genetic link in at least some cases. It seems likely that for AS, as
for autism, the clinical picture we see is probably influenced by many factors, including genetic ones, so that
there is no single identifiable cause in most cases.

Definition

The new DSM-4 criteria for a diagnosis of AS, with much of the language carrying over from the diagnostic
criteria for autism, include the presence of:

Qualitative impairment in social interaction involving some or all of the following:

» impaired use of non-verbal behaviors to regulate social interaction,
« failure to develop age-appropriate peer relationships,
¢ lack of spontaneous interest in sharing experiences with others,
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» and lack of social or emotional reciprocity.
Restricted, repetitive, and stereotyped patterns of behavior, interests, and activities involving:

e preoccupation with one or more stereotyped and restricted pattern of interest,
« inflexible adherence to specific non-functional routines or rituals,
 stereotyped or repetitive motor mannerisms, or preoccupation with parts of objects.

These behaviors must be sufficient to interfere significantly with social or other areas of functioning.
Furthermore, there must be no significant associated delay in either general cognitive function, self-
help/adaptive skills, interest in the environment or overall language development.

Christopher Gillberg, a Swedish physician who has studied AS extensively, has proposed six criteria for the
diagnosis, elaborating upon the a criteria set forth in DSM-4. His six criteria capture the unique style of these
children and include:

* Social impairment with extreme egocentricity, which may include:

« inability to interact with peers

 lack of desire to interact with peers

e poor appreciation of social cues

 socially and emotionally inappropriate responses

* Limited interests and preoccupations, including:

e more rote than meaning
« relatively exclusive of other interests
 repetitive adherence

* Repetitive routines or rituals, that may be:

e imposed on self, or
e imposed on others

* Speech and language peculiarities, such as:

o delayed early development possible but not consistently seen

 superficially perfect expressive language

e 0dd prosody, peculiar voice characteristics

¢ impaired comprehension including misinterpretation of literal and implied meanings

* Non-verbal communication problems, such as:

e limited use of gesture

clumsy body language

limited or inappropriate facial expression
peculiar "stiff" gaze

difficulty adjusting physical proximity

* Motor clumsiness

e may not be necessary part of the picture in all cases
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Clinical Features

The most obvious hallmark of Asperger syndrome and the characteristic that makes these children so unique
and fascinating, is their peculiar, idiosyncratic areas of "special interest". In contrast to more typical autism,
where the interests are more likely to be objects or parts of objects, in AS the interests appear most often to
be specific intellectual areas. Often, when they enter school, or even before, these children will show an
obsessive interest in an area such as math, aspects of science, reading (some have a history of hyperlexia--
rote reading at a precocious age) or some aspect of history or geography, wanting to learn everything
possible about that subject and tending to dwell on it in conversations and free play. | have seen a number of
children with AS who focus on maps, weather, astronomy, various types of machinery or aspects of cars,
trains, planes or rockets. Interestingly, as far back as Asperger's original clinical description in 1944, the area
of transport has seemed to be a particularly common fascination (he described children who memorized the
tram lines in Vienna down to the last stop). Many children with AS, as young as three years old, seem to be
unusually aware of things such as the route taken on car trips. Sometimes the areas of fascination represent
exaggerations of interests common to children in our culture, such as Ninja Turtles, Power Rangers,
dinosaurs, etc. In many children the areas of special interest will change over time, with one preoccupation
replaced by another. In some children, however, the interests may persist into adulthood and there are many
cases where the childhood fascinations have formed the basis for an adult career, including a good number
of college professors.

The other major characteristic of AS is the socialization deficit, and this, too, tends to be somewhat different
than that seen in typical autism. Although children with AS are frequently noted by teachers and parents to
be somewhat "in their own world" and preoccupied with their own agenda, they are seldom as aloof as
children with autism. In fact, most children with AS, at least once they get to school age, express a desire to
fit in socially and have friends. They are often deeply frustrated and disappointed by their social difficulties.
Their problem is not a lack of interaction so much as lack of effectiveness in interactions. They seem to have
difficulty knowing how to"make connections” socially. Gillberg has described this as a "disorder of empathy”,
the inability to effectively "read" others' needs and perspectives and respond appropriately. As a result,
children with AS tend to misread social situations and their interactions and responses are frequently viewed
by others as "odd".

Although "normal” language skills are a feature distinguishing AS from other forms of autism and PDD, there
are usually some observable differences in how children with AS use language. It is the more rote skills that
are strong, sometimes very strong. Their prosody--those aspects of spoken language such as volume of
speech, intonation, inflection, rate, etc.--is frequently unusual. Sometimes the language sounds overly formal
or pedantic, idioms and slang are often not used or are misused, and things are often taken too literally.
Language comprehension tends toward the concrete, with increasing problems often arising as language
becomes more abstract in the upper grades. Pragmatic, or conversational, language skills often are weak
because of problems with turn-taking, a tendency to revert to areas of special interest or difficulty sustaining
the "give and take" of conversations. Many children with AS have difficulties dealing with humor, tending not
to "get" jokes or laughing at the wrong time; this is in spite of the fact that quite a few show an interest in
humor and jokes, particularly things such as puns or word games. The common belief that children with
pervasive developmental disorders are humorless is frequently mistaken. Some children with AS tend to be
hyperverbal, not understanding that this interferes with their interactions with others and puts others off.

When one examines the early language history of children with AS there is no single pattern: some of them
have normal or even early achievement of milestones, while others have quite clear early delays on speech
with rapid catch-up to more normal language by the time of school entry. In such a child under the age of
three years in whom language has not yet come up into the normal range, the differential diagnosis between
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AS and milder autism can be difficult to the point that only time can clarify the diagnosis. Frequently, also,
particularly during the first several years, associated language features similiar to those in autism may be
seen, such as perseverative or repetitive aspects to language or use of stock phrases or lines drawn from
previously heard material.

Asperger Syndrome Through the Lifespan

In his original 1944 paper describing the children who later came to be described under his name, Hans
Asperger recognized that although the symptoms and problems change over time, the overall problem is
seldom outgrown. He wrote that "in the course of development, certain features predominate or recede, so
that the problems presented change considerably. Nevertheless, the essential aspects of the problem remain
unchanged. In early childhood there are the difficulties in learning simple practical skills and in social
adaptation. These difficulties arise out of the same disturbance which at school age cause learning and
conduct problems, in adolescence job and performance problems and in adulthood social and marital
conflicts.” On the other hand, there is no question that children with AS have generally milder problems at
every age compared to those with other forms of autism or PDD, and their ultimate prognosis is certainly
better. In fact, one of the more important reasons to distinguish AS from other forms of autism is it's
considerably milder natural history.

The preschool child:

As has been noted, there is no single, uniform presenting picture of Asperger syndrome in the first 3-4 years.
The early picture may be difficult to distinguish from more typical autism, suggesting that when evaluating
any young child with autism and apparently normal intelligence, the possibility should be entertained that
he/she may eventually have a picture more compatible with an Asperger diagnosis. Other children may have
early language delays with rapid "catch-up" between the ages of three and five years. Finally, some of these
children, particularly the brightest ones, may have no evidence of early developmental delay except,
perhaps, some motor clumsiness. In almost all cases, however, if one looks closely at the child between the
age of about three and five years, clues to the diagnosis can be found, and in most cases a comprehensive
evaluation at that age can at least point to a diagnosis along the PDD/autism spectrum. Although these
children may seem to relate quite normally within the family setting, problems are often seen when they enter
a preschool setting. These may include: a tendency to avoid spontaneous social interactions or to show very
weak skills in interactions, problems sustaining simple conversations or a tendency to be perseverative or
repetitive when conversing, odd verbal responses, preference for a set routine and difficulty with transitions,
difficulty regulating social/emotional responses with anger, aggression, or excessive anxiety, hyperactivity,
appearing to be "in one's own little world", and the tendency to overfocus on particular objects or subjects.
Certainly, this list is much like the early symptom list in autism or PDD. Compared to those children,
however, the child with AS is more likely to show some social interest in adults and other children, will have
less abnormal language and conversational speech and may not be as obviously "different" from other
children. Areas of particularly strong skills may be present, such as letter or number recognition, rote
memorization of various facts, etc.

Elementary school:

The child with AS will frequently enter kindergarten without having been adequately diagnosed. In some
cases, there will have been behavioral concerns (hyperactivity, inattention, aggression, outbursts) in the
preschool years; there may be concern over "immature"” social skills and peer interactions; the child may
already be viewed as being somewhat unusual. If these problems are more severe, special education may
be suggested, but probably most children with AS enter a more mainstream setting. Often, academic
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progress in the early grades is an area of relative strength; for example, rote reading is usually quite good
and calculation skills may be similarly strong, although pencil skills are often considerably weaker. The
teacher will probably be struck by the child's "obsessive" areas of interest, which often intrude in the
classroom setting. Most AS children will show some social interest in other children, although it may be
reduced, but they are likely to show weak friend-making and friend-keeping skills. They may show particular
interest in one or a few children around them, but usually the depth of their interactions will be relatively
superficial. On the other hand, | have known quite a number of children with AS who present as pleasant and
"nice", particularly when interacting with adults. The social deficit, when less severe, may be under
appreciated by many observers.

The course through elementary school can vary considerably from child to child, and overall problems can
range from mild and easily managed to severe and intractable, depending upon factors such as the child's
intelligence level, appropriateness of management at school and parenting at home, temperamental style of
the child, and the presence or absence of complicating factors such as hyperactivity/attentional problems,
anxiety, learning problems, etc.

The upper grades:

As the child with AS moves into middle school and high school, the most difficult areas continue to be those
related to socialization and behavioral adjustment. Paradoxically, because children with AS are frequently
managed in mainstream educational settings, and because their specific developmental problems may be
more easily overlooked (especially if they are bright and do not act too "strange"), they are often
misunderstood at this age by both teachers and other students. At the secondary level, teachers often have
less opportunity to get to know a child well and problems with behavior or work/study habits may be
misattributed to emotional or motivational problems. In some settings, particularly less familiar or structured
ones such as the cafeteria, physical education class or playground, the child may get into escalating conflicts
or power struggles with teachers or students who may not be familiar with their developmental style of
interacting. This can sometimes lead to more serious behavioral flare-ups. Pressure may build up in such a
child with little clue until he then reacts in a dramatically inappropriate manner.

In middle school, where the pressures for conformity are greatest and tolerance for differences the least,
children with AS may be left out, misunderstood or teased and persecuted. Wanting to make friends and fit
in, but unable to, they may withdraw even more, or their behavior may become increasingly problematic in
the form of outbursts or non-cooperation. Some degree of depression is not uncommon as a complicating
feature. If there are no significant learning disabilities, academic performance can continue strong,
particularly in those areas of particular interest; often, however, there will be ongoing subtle tendencies to
misinterpret information, particularly abstract or figurative/idiomatic language. Learning difficulties are
frequent and attentional and organizational difficulties may be present.

Fortunately, by high school peer tolerance for individual variations and eccentricity often increases again to
some extent. If a child does well academically, that can bring a measure of respect from other students.
Some AS students may pass socially as "nerds", a group which they actually resemble in many ways and
which may overlap with AS. The AS adolescent may form friendships with other students who share his
interests through avenues such as computer or math clubs, science fairs, Star Trek clubs, etc. With luck and
proper management, many of these students will have developed considerable coping skills, "social graces",
and general ability to "fit in" more comfortably by this age, thus easing their way.

Asperger children grown up:

It is important to note that we have limited solid information regarding the eventual outcome for most children
with AS. It has only been recently that AS itself has been distinguished from more typical autism in looking at
outcomes and milder cases were generally not recognized. Nonetheless, the available data does suggest
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that, compared to other forms of autism/PDD, children with AS are much more likely to grow up to be
independently functioning adults in terms of employment, marriage and family, etc.

One of the most interesting and useful sources of data on outcome comes indirectly from observing those
parents or other relatives of AS children, who themselves appear to have AS. From these observations it is
clear that AS does not preclude the potential for a more "normal” adult life. Commonly, these adults will
gravitate to a job or profession that relates to their own areas of special interest, sometimes becoming very
proficient. A number of the brightest students with AS are able to successfully complete college and even
graduate school. Nonetheless, in most cases they will continue to demonstrate, at least to some extent,
subtle differences in social interactions. They can be challenged by the social and emotional demands of
marriage, although we know that many do marry. Their rigidity of style and idiosyncratic perspective on the
world can make interactions difficult, both in and out of the family. There is also the risk of mood problems
such as depression and anxiety, and it is likely that many find their way to psychiatrists and other mental
health providers where, Gillberg suggests, the true, developmental nature of their problems may go
unrecognized or misdiagnosed.

In fact, Gillberg has estimated that perhaps 30-50% of all adults with AS are never evaluated or correctly
diagnosed. These "normal Aspergers" are viewed by others as "just different” or eccentric, or perhaps they
receive other psychiatric diagnoses. | have met a number of individuals whom | believe fall into that category,
and | am struck by how many of them have been able to utilize their other skills, often with support from
loved ones, to achieve what | consider to be a high level of function, personally and professionally. It has
been suggested that some of these highest functioning and brightest individuals with AS represent a unique
resource for society, having the single mindedness and consuming interest to advance our knowledge in
various areas of science, math, etc.

Thoughts for Management in the School

The most important starting point in helping a student with Asperger syndrome function effectively in school
is for the staff (all who will come into contact with the child) to realize that the child has an inherent
developmental disorder which causes him or her to behave and respond in a different way from other
students. Too often, behaviors in these children are interpreted as "emotional”, or "manipulative”, or some
other term that misses the point that they respond differently to the world and its stimuli. It follows from that
realization that school staff must carefully individualize their approach for each of these children; it will not
work out to treat them just the same as other students. Asperger himself realized the central importance of
teacher attitude from his own work with these children. In 1944 he wrote, "These children often show a
surprising sensitivity to the personality of the teacher...They can be taught, but only by those who give them
true understanding and affection, people who show kindness towards them and, yes, humour...The teacher's
underlying emotional attitude influences, involuntarily and unconsciously, the mood and behaviour of the
child."

Although it is likely that many children with AS can be managed primarily in the regular classroom setting,
they often need some educational support services. If learning problems are present, resource room or
tutoring can be helpful, to provide individualized explanation and review. Direct speech services may not be
needed, but the speech and language clinician at school can be useful as a consultant to the other staff
regarding ways to address problems in areas such as pragmatic language. If motor clumsiness is significant,
as it sometimes is, the school Occupational Therapist can provide helpful input. The school counselor or
social worker can provide direct social skills training, as well as general emotional support. Finally, a few
children with very high management needs may benefit from assistance from a classroom aide assigned to
them. On the other hand, some of the higher functioning children and those with milder AS, are able to adapt
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and function with little in the way of formal support services at school, if staff are understanding, supportive
and flexible.

There are a number of general principles of managing most children with PDD of any degree in school, and
they apply to AS, as well:

e The classroom routines should be kept as consistent, structured and predictable as possible. Children
with AS often don't like surprises. They should be prepared in advance, when possible, for changes
and transitions, including things such as schedule breaks, vacation days, etc.

¢ Rules should be applied carefully. Many of these children can be fairly rigid about following "rules"
quite literally. While clearly expressed rules and guidelines, preferably written down for the student, are
helpful, they should be applied with some flexibility. The rules do not automatically have to be exactly
the same for the child with AS as for the rest of the students--their needs and abilities are different.

o Staff should take full advantage of a child's areas of special interest when teaching. The child will learn
best when an area of high personal interest is on the agenda. Teachers can creatively connect the
child's interests to the teaching process. One can also use access to the special interests as a reward
to the child for successful completion of other tasks or adherence to rules or behavioral expectations.

¢ Most students with AS respond well to the use of visuals: schedules, charts, lists, pictures , etc. In this
way they are much like other children with PDD and autism.

e In general, try to keep teaching fairly concrete. Avoid language that may be misunderstood by the child
with AS, such as sarcasm, confusing figurative speech, idioms, etc. Work to break down and simplify
more abstract language and concepts

o Explicit, didactic teaching of strategies can be very helpful, to assist the child gain proficiency in
"executive function" areas such as organization and study skills.

« Insure that school staff outside of the classroom, such as physical education teachers, bus drivers,
cafeteria monitors, librarians, etc., are familiar with the child's style and needs and have been given
adequate training in management approaches. Those less structured settings where the routines and
expectations are less clear ten to be difficult for the child with AS.

e Try to avoid escalating power struggles. These children often do not understand rigid displays of
authority or anger and will themselves become more rigid and stubborn if forcefully confronted. Their
behavior can then get rapidly out of control, and at that point it is often better for the staff person to
back off and let things cool down. It is always preferable, when possible, to anticipate such situations
and take preventative action to avoid the confrontation through calmness, negotiation, presentation of
choices or diversion of attention elsewhere.

A major area of concern as the child moves through school is promotion of more appropriate social
interactions and helping the child fit in better socially. Formal, didactic social skills training can take place
both in the classroom and in more individualized settings. Approaches that have been most successful utilize
direct modeling and role playing at a concrete level (such as in the Skillstreaming Curriculum). By rehearsing
and practicing how to handle various social situations, the child can hopefully learn to generalize the skills to
naturalistic settings. It is often useful to use a dyad approach where the child is paired with another to carry
out such structured encounters. The use of a "buddy system" can be very useful, since these children relate
best 1-1 . Careful selection of a non-Asperger peer buddy for the child can be a tool to help build social skills,
encourage friendships and reduce stigmatization. Care should be taken, particularly in the upper grades, to
protect the child from teasing both in and out of the classroom, since it is one of the greatest sources of
anxiety for older children with AS. Efforts should be made to help other students arrive at a better
understanding of the child with AS, in a way that will promote tolerance and acceptance. Teachers can take
advantage of the strong academic skills that many AS children have, in order to help them gain acceptance
with peers. It is very helpful if the AS child can be given opportunities to help other children at times.

Although most children with AS are managed without medication and medication does not "cure" any of the
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core symptoms, there are specific situations where medication can occasionally be useful. Teachers should
be alert to the potential for mood problems such as anxiety or depression, particularly in the older child with
AS. Medication with an antidepressant (eg. imipriamine or one of the newer serotonergic drugs such as
fluoxetine) may be indicated if mood problems are significantly interfering with the child's functioning. Some
children with significant compulsive symptoms or ritualistic behaviors can be helped with the same
serotonergic drugs or clomipramine. Problems with inattention at school that are seen in certain children can
sometimes be helped by stimulant medications such as methylphenidate or dextroamphetamine, much in the
same way they are used to treat Attention Deficit Disorder. Occasionally, medication may be needed to
address more severe behavior problems that have not responded to non-medical, behavioral interventions.
Clonidine is one medication that has proven helpful in such situations and there are other options if
necessary.

In attempting to put a comprehensive teaching and management plan into place at school, it is often helpful
for staff and parents to work closely together, since parents often are most familiar with what has worked in
the past for a given child. It is also wise to put as many details of the plan as possible into an Individual
Educational Plan so that progress can be monitored and carried over from year to year. Finally, in devising
such plans, it can sometimes be helpful to enlist the aid of outside consultants familiar with the management
of children with Asperger syndrome and other forms of PDD, such as Boces consultants, psychologists, or
physicians. In complex cases a team orientation is always advisable.

© 1996 Stephen Bauer, M.D.
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The Discovery of Aspie Criteria
By Carol Gray and Tony Attwood, M.Sc., Ph.D., MAPS., AFBPsS

Some of this century’s best discoveries were creative and determined efforts to answer "What if...?" questions. What if people could
fly? What if electrical energy could be harnessed to produce light? What if there was an easily accessible, international
communication and information network? The answers have resulted in permanent changes: air travel, light bulbs, the Internet. These
discoveries have rendered their less effective counterparts to relative extinction from use: gone is the stagecoach, gas lighting, and
multi-volume hardbound encyclopedias. These improvements remind us of our option and ability to experiment, re-mold, re-think, and
imagine. In that spirit, this article submits a new question: What if Asperger’'s Syndrome was defined by its strengths? What changes
might occur?

Making any diagnosis requires attention to weaknesses, the observation and interpretation of signs and symptoms that vary from
typical development or health. Certainly it would be a little disarming to visit a doctor for a diagnosis, only to have her inquire, "So,
what feels absolutely great?" The DSM IV (American Psychiatric Association, 1994) assists in the identification of a variety of
disorders. It is used by psychiatrists and other mental health professionals to match observed weaknesses, symptoms and behaviors
to text. In DSM IV Asperger’'s Syndrome is identified by specific diagnostic criteria, a constellation of observed social and
communication delays and/or deviations. Once diagnosed, a child or adult with the diagnosis is referred to with politically correct
"people first" terminology, i.e. a person with Asperger’'s Syndrome.

Unlike diagnosis, the term discovery often refers to the identification of a person’s strengths or talents. Actors are discovered. Artists
and musicians are discovered. A great friend is discovered. These people are identified by an informal combination of evaluation and
awe that ultimately concludes that this person — more than most others — possesses admirable qualities, abilities, and/or talents. It's
an acknowledgment that, "...you know, he’s better than me at....". In referring to people with respect to their talents or abilities,
politically correct "people first" terminology is not required; labels like musician, artist, or poet are welcomed and considered
complimentary.

If Asperger’s Syndrome was identified by observation of strengths and talents, it would no longer be in the DSM IV, nor would it be
referred to as a syndrome. After all, a reference to someone with special strengths or talents does not use terms with negative
connotations (it's artist and poet, not Artistically Arrogant or Poetically Preoccupied), nor does it attach someone’s proper name to the
word syndrome (it's vocalist or soloist, not Sinatra’s Syndrome). Focusing on strengths requires shedding the former diagnostic term,
Asperger’s Syndrome, for a new term. The authors feel that Aspie, used in self-reference by Liane Holliday Wiley in her new book,
Pretending to be Normal (1999), is a term that seems right at home among it's talent-based counterparts: soloist, genius, aspie,
dancer. With fading DSM potential, the authors submit a description of "aspie" for placement in a much needed but currently non-
existent Manual of Discoveries about People (MDP 1) (Figure 1).

New ways of thinking often lead to discoveries that consequently discard their outdated predecessors. Similarly, the change from
Asperger’'s Syndrome to aspie holds interesting implications and opportunities. It could result in typical people rethinking their
responses and rescuing a missed opportunity to take advantage of the contribution of aspies to culture and knowledge.

Rethinking typical responses. Many baby boomers may remember the early elementary reading workbooks of years past titled, "Think
and Do". The title alone held great educational merit. It identified an important sequence of events that is occasionally forgotten or
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overlooked: think first and then do. Recently, the Indiana Resource Center distributed a flyer with a similar subtle reminder. It is titled
"Rethinking our Responses" (Indiana Institute on Disability and Community, 1999). The title presents a implied challenge to parents
and professionals to "think again and do differently". Armed with the positive criteria of aspie, rethinking reveals some new ideas and
options for responses.

The diagnostic criteria for Asperger's Syndrome and the defining characteristics of aspie are markedly different, although they
describe the same group of people. Ultimately, what distinguishes people with Asperger’s Syndrome from aspie individuals is how
others respond. Three helpful re-thought responses are: 1) a focus on potential, 2) meaningful affirmation, and 3) a discarding of
social arrogance for accommodation and acceptance.

A focus on potential. There is no argument or doubt that aspie children and adults need support and assistance, just as those
diagnosed with Asperger’s Syndrome do. They need to be informed and learn the secrets of typical social understanding, and require
help negotiating through the social world that surrounds them. The challenge may be more comfortable for aspies than for those with
Asperger's Syndrome as a direct result of the people who surround them. Consider this example:

At eight years old, Patrick is demonstrating exceptional artistic talent. He completes projects far beyond the abilities or products of
typical elementary students. Of particular interest and fascination, in fact, are the statues and models that he creates. Patrick’s work
has been displayed in local libraries and county offices. His parents and teachers guess that in the future Patrick may be a renowned
sculptor or commercial artist — and that his talent should be fostered and encouraged. Patrick is a fun child with many friends. In the
classroom, he can work effectively in small groups or large, and lives for the rough and tumble social opportunities of recess. Patrick
also struggles with math, requiring tutors and special help to keep afloat in the midst of numbers and their operations. The school
year is beginning soon, and Patrick’s new teacher, Mrs. Calder, is excited to be part of his educational career, appreciates his
incredible gift, and is looking for ways to build his math skills. Mrs. Calder talks of Patrick’s potential, never once referring to his weak
area as his mathematical prognosis.

Miguel is also beginning in Mrs. Calder’s classroom this year. Miguel is very aspie. Like Patrick, Miguel has incredible abilities. Above
all else, Miguel is valued for his unique, seemingly three-dimensional visual thinking; knowledge of extinct South American rain forest
insects and Sears home dehumidifiers; honesty that puts his peers to shame, and compliance with rules and routines. Unlike Patrick,
however, Miguel's parents and Mrs. Calder admit they "can’t even guess" where his unique talents and abilities may lead in the
future. Still, they admit that Miguel, at age 8, can do things that they cannot. They also conclude that he possesses unique abilities
with a future they cannot conceptualize or imagine, gifts that should be fostered and encouraged. Mrs. Calder is aware of the social
struggles that surround Miguel on the playground and in small and large group activities, and is looking for strategies to build mutual
understanding between Miguel and his classmates. Miguel is looking for genuine kindness in others — Mrs. Calder is determined he
will find it in her classroom, on the playground, and at lunch. She wants him to maximize his gifts, just like Patrick.

Those who genuinely understand aspies see their strengths clearly and regard their struggles with patience and support. Describing
her closest friends, Liane Holliday Willey writes: "...They simply illuminate that which is made better by my AS, my straight
forwardness and assertiveness and creativity and tenacity and loyalty. Because they see me first as someone who possesses many
good qualities, and only then as someone who is just a tiny bit different, they give me the notion to begin to see myself in that light as
well." (p. 73)

Meaningful affirmation. Affirmation is an important social process. A child is praised as valued traits are recognized and acknowledged
by others, "Sam, what a great helper you are!" or "Angie, what you did is very thoughtful!" Children have the ability to perceive even
the most indirect "plus" or praise. For example, John helps a classmate find the correct page, and notices an approving glance from
his teacher. In an instant, her approval is noticed and may encourage John to assist others in the future. John receives several
similarly subtle but important "pluses" throughout the day, enough to help him weather correction from the lunch assistant for failing to
toss his trash. A child readily understands the meaning of verbal and non-verbal praise, important messages that influence self
esteem. If self esteem is the personal belief that it's "a.o.k. to be who you are", affirmation is the demonstration, and understanding,
that others agree.

In contrast, missed opportunities and misunderstanding can derail the efforts of parents and professionals to affirm aspie children. The
traits an aspie child values in himself (logic, memory, intelligence, accuracy and honesty) may be different from the traits typically
valued by parents and professionals (sensitivity, generosity, helpfulness). This can make others amiss in responding positively to
qualities the aspie child views as very important. From the child’s point of view, "No one ever notices or appreciates me." Supportive,
caring parents and professionals may praise an aspie child as they would a child who is typical, using phrases like "Good job!" or
"How nice of you to share...". These statements may hold little meaning to an aspie child who thinks in visual, tangible terms. The
child’s lack of interest in such praise can be misinterpreted, with typical people assuming, "He just doesn’t respond to praise". By the
end of the day, an aspie child may feel overwhelmed and unsupported; his parents and teachers may feel equally at a loss to
discover something to motivate him. Even though affirming "blocks to the bridge" do exist on both sides of the social equation, the
blueprints are sometimes different.

To meaningfully affirm an aspie child, an understanding of his strengths and social perspective is helpful. Recognizing and praising
the traits the child values in himself, in addition to those skills and achievements that demonstrate social growth, can build a child’'s
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self esteem while he tackles an often challenging social world. Figure 2 describes five specific strategies to add meaning to praise,
affirmation, and social gains.

Ultimately, the aspie criteria could return confidence to a deserving population of people. Knowing that others recognize and
acknowledge personal strengths, could provide needed confidence to build and explore personal talents and tackle challenges. In a
description of her friends, Liane Holliday Willey indicates "...they are so loyal in their affirmations that | am fine just the way | am.
Through their eyes | am perfectly fine. Each of them dismisses my idiosyncratic ways with a smile and a wave of the arm... They rein
me in when | travel too far, they protect me from obvious blunders, and they applaud me when | stumble over some part of me that is
particularly worthwhile." (p. 72)

Moving from arrogance to accommodation and acceptance. No fault or finger-pointing intended, typical people are socially arrogant. It
seems to be their nature, something they really can’t help. Proof in point: typical people are fascinated by — and concerned about -
anyone who isn'’t totally thrilled or enamored by their invitations to converse or play. How could this be? Typical people regard
themselves as golden social opportunities; of course anyone should be delighted to be their partner in interaction. That is, if they are
"normal".

Figure 1: Discovery criteria for aspie by Attwood and Gray

A qualitative advantage in social interaction, as manifested by a majority of the following:
peer relationships characterized by absolute loyalty and impeccable dependability
free of sexist, "age-ist", or culturalist biases; ability to regard others at "face value"
speaking one’s mind irrespective of social context or adherence to personal beliefs
ability to pursue personal theory or perspective despite conflicting evidence
seeking an audience or friends capable of: enthusiasm for unique interests and topics;
consideration of details; spending time discussing a topic that may not be of primary interest
listening without continual judgement or assumption

interested primarily in significant contributions to conversation; preferring to avoid "ritualistic small talk" or socially trivial
statements and superficial conversation

seeking sincere, positive, genuine friends with an unassuming sense of humor
Fluent in "Aspergerese”, a social language characterized by at least three of the following:

a determination to seek the truth

conversation free of hidden meaning or agenda

advanced vocabulary and interest in words

fascination with word-based humor, such as puns

advanced use of pictorial metaphor
Cognitive skills characterized by at least four of the following:

strong preference for detail over gestalt

original, often unique perspective in problem solving

exceptional memory and/or recall of details often forgotten or disregarded by others, for example: names, dates,
schedules, routines

avid perseverance in gathering and cataloging information on a topic of interest
persistence of thought

encyclopedic or "CD ROM" knowledge of one or more topics
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knowledge of routines and a focused desire to maintain order and accuracy
clarity of values/decision making unaltered by political or financial factors
Additional possible features:
acute sensitivity to specific sensory experiences and stimuli, for example: hearing, touch, vision, and/or smell

strength in individual sports and games, particularly those involving endurance or visual accuracy, including rowing,
swimming, bowling, chess

"social unsung hero" with trusting optimism: frequent victim of social weaknesses of others, while steadfast in the belief
of the possibility of genuine friendship

increased probability over general population of attending university after high school

(5) often take care of others outside the range of typical development

Figure 2: Five strategies to add meaning to praise, affirmation, and social gains
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1) The best praise is when others notice a personally valued trait or strength. It's important for parents and professionals to take time
to learn those traits that are the most important and/or valued by the aspie child or adult. In addition, discovering strengths via the
new aspie criteria, parents and professionals may more readily identify and acknowledge them when they are demonstrated. Traits
like loyalty, honesty, perseverance, logic, intelligence, and sincerity are worthy of frequent praise.

2) Meaningful affirmation relies on accurate attribution. For example, a child may doggedly persevere because he's related to nine
family members who a.lso demonstrate that trait. While aspie may be associated with certain strengths, it does not replace the
influence of other important factors, like age, personality, character, or inherited personality and talent. Looking to those factors first
when giving credit increases the meaning and accuracy of praise. If other factors do not explain a trait or talent, or it's intensity, the
aspie factor may deserve the credit, or at least "honorable mention" as one of a combination of factors.

3) The meaning of praise can be enhanced with access to interests (books, music, computers); someone taking time to show interest
in a topic important to the child, or the use of visual materials to clarify abstract achievements ("blue ribbon effort", or "gold medal
helpfulness").

4) Social Stories add meaning to social information, including praise. They are "right at home"

praising the traits an aspie person values in herself. A Social Story can describe a child's use of logic and intelligence, applaud an

achievement, or celebrate a talent. Placing the information - and related photos or work samples -in a story creates a tangible,
positive record that may help a child understand his strengths and value.
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5) Some consideration of the words and phrasing parents and professionals use to express praise -especially for social achievements
-may yield big results. Mentioning a talent when applauding social gains ("What a logically friendly thing to do!" or "What an intelligent
idea to invite Amber to play!" or "It's smart to let Beth to play with the toy for a while!") may recruit a child's attention and add
meaning to the acknowledged social skill.

© 2009 The Gray Center all rights reserved
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Selected Internet Resources for Autism
and Asperger Disorder

About Autism
httpfautism.about.comfmbody.him

Asperger Syndrome Coalition of the US
hitp:/fwww.asperger.org

- Asperger Syndrome Education Network, Inc. (ASPEN)

hitp:/fwww.aspenni.org/

_ Autism Coalition

hitp:/fwww.autismeoalifion.org

Autism-PDD Resources Network
hitp:/fwww . autism-pdd.net!

Aufism Research iﬁstitute
http:/fAwww.autism.com/ari

Autism {and Asperger's Syndrome) Resources
http:/fwww autism-resources, com/

Autism Society of America

“hitp:/iwww . autism-society.org

Center for the Study of Autism

‘hitp:/Awww autism.com or hitp:/fwww.autism.org

" Cure Autism Now
-~ hittp:/Awww .canfoundation.org
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Autisr—ud Asperger Resources

Educating Children with Autisin from th_é Nationali Academy Press
httn:!/books.nao.edufbooks/03(}9072697lhtmI!index.html

Exploring Autism '
http:/www.exploringautism.org/

Families for Early Autism Treatment
http:/fwww feat.org

National Alliance for Autism Research (NAAR)
hitp:/fiwww.naar.org

National Institute of Child Health and Human Development Autism
Website
http:/fwww.nichd.nih.cov/autism/

National Vaccine Information Center Information oh Autism .
hitp://www.809shot.com/autismto. HTM

Online Asperger Syndrome Information and Support (OASIS)
http:/iwww.udel.edu/bkirby/asperger/

TEACCH (Treatment and Education of Autistic and related
Communication Handicapped Children)
http//www.unc.edu/depts/teacch/

University of Virginia, Curry School of Education—Autism
http:ffeurry.edschool virginia.edu/go/specialed/categories/aut. html

Unlocking Autism
http./imww.unlockingautism.org

Top of Page Back to Information Center Menu Back to CEC Home Page

Pi 20f2
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