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Q.Dr. Hurley, there has been considerable

attention paid to people with autism

spectrum disorders (ASD) in the last decade.

Much has focused on those who function in the

intellectually normal range, such as Asperger’s

disorder and high functioning autism. In addition,

there has been increasing press controversy

regarding the increase in ASD diagnoses in the

population. Is this relevant to people with

intellectual disability?

A.Yes, very much so. The controversy about the

prevalence of ASD and subsequent need for

complex and expensive services is most evident

among school age children. While there is

controversy as to why there is an increase in

numbers of people with ASD, there is no

controversy that there are many more people with

ASD than anyone previously thought. The most

conservative viewpoint, which I hold, is that more

people are identified because we changed the

diagnostic criteria from requiring severely impaired

communication and social abilities to include fairly

normal verbal skills and average intelligence (as

measured by an IQ test). In addition, the new

development of the wide autism spectrum concept,

awareness of parents and professionals, and many

specialists now involved, such as speech

therapists, all add to the identification of high

numbers of individuals with ASD.14

Asperger’s disorder, in fact, was not in DSM-III

and appeared in DSM-IV in 1994.  Thus, the1,2,12

influence of changing diagnostic criteria and a

comprehensive understanding of these conditions

has led to many newly diagnosed adults,

adolescents, and especially children. Currently,

DSM-IV-TR (APA) ASD diagnoses include: autism,

high functioning autism, Asperger’s disorder,

pervasive developmental disorder, Rett syndrome,

and childhood disintegration disorder.  (Table 1)2

Q.I recall that current expansion of the ASD

population is not the first but the second

such occurrence. Prior to the advance of DSM-III

in 1980, intellectual disability was an

exclusionary criterion for what was called simply

autism. It was recognized in DSM-III that

symptoms and signs of ASDs could be observed in

persons across the entire IQ spectrum; in fact, it

was soon realized that between 60 and 75% of

persons with ASDs functioned in the range of

intellectual disability. Why is the increase in the

cases of autism now relevant to people with

intellectual disability?

A.There are several reasons. Many people with

mild intellectual disability had mild

symptoms of ASD and were unlikely to have been

diagnosed in their early years, especially if they

were adults. Over a period of 12 years in our clinic

In the recent decade, clinical interest, research, and public knowledge of autism spectrum disorders
has increased markedly. The majority of the scientific progress and controversy involves its
occurrence among people who are intellectually normal. It is now considered to be a “spectrum”
disorder so that an individual may have mild to severe symptoms. Many people with intellectual
disability may have concurrent autism spectrum disorders that are not identified. For those who are
within this spectrum, it is essential that a diagnosis be made and that subsequent therapies,
programs, and supports are changed to address the unique needs of people within the autism
spectrum.
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TABLE 1. ASD KEY SYMPTOMS DIFFERENTIATING DIAGNOSES FROM DSM-IV-TR

DIAGNOSIS KEY SYMPTOMS

Autism diagnosed prior to age 3

speech delayed or absent

strong reliance on rituals and routine

stereotypies frequent

communication severely impaired

High functioning autism vague criteria at this time

child meets criteria for autism but is not as severely affected

Asperger’s disorder speech normal but communication (especially social

communication) is affected

normal intelligence range

diagnosed later during school years

restrictive interests

Pervasive developmental disorder

(DSM)

Atypical autism (ICD-10)

has some, but not all, characteristics not meeting full criteria

for any of above

Rett syndrome rare condition 

affects mainly females

in early months of life, development regresses markedly

affection intellectual, coordination, movement and speech

Childhood disintegrative disorder rare condition

affects mainly males

symptoms start at age 3-4

severe loss of language, motor, social skills, sometimes bowel

and bladder control

at Tufts New England Medical Center, we newly

diagnosed many adults as ASD across all levels of

intellectual disability, from profound to mild.

Similarly, adults functioning in the moderate to

profound ranges of intellectual disability who

might have been diagnosed as children were

missed prior to 1980, when an IQ below 70 was

an exclusionary criterion. We often found that

adults referred to our clinic with obsessive

compulsive disorder or bipolar disorder were in

the autism spectrum.

One might wonder, “What were caregivers or

clinicians thinking previously?” that individuals

with intellectual disability in services were not

recognized. Until the new concepts of ASD became

widely appreciated, clinicians still considered

autism as a diagnosis in only the most severe of

cases.  Further, children and adults with14

intellectual disability and symptoms of ASDs prior

to (and even after) 1980 were often called

“childhood schizophrenics,” “atypical children” or

“autistic-like.”

Unless a person was very withdrawn and aloof

with many noticeable and odd sterotypies such as

finger flicking, these “mild” cases were not

diagnosed. Thus, with the explosion in research

on ASDs, many adults are being diagnosed for the

first time, including those with intellectual

disability, contributing to an impression of an

increase in true incidence.

Lastly, there is “diagnostic overshadowing” related

to ASDs. If a person with moderate intellectual

disability, for example, has an extreme need for

sameness and routines, has tantrums when

transitions are needed, makes little eye contact,

and writes words over and over for pleasure,

many people would, mistakenly, just see this as

part of the intellectual disability.

Q.Why is the diagnosis of ASD important?

A.The diagnosis of ASD provides a different view

of the person’s strengths and need areas. It

also suggests unique treatment and support plans

that would otherwise not exist. The mo        st
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that would otherwise not exist. The most

important area of need is improving social

connect ion  and  recogn it ion  of socia l

communication. 

The central feature of all ASDs is a qualitative

impairment in social interaction. By this, we do

not mean being “social” at a party, but a

significant inability to understand social

interaction, process social information, empathize,

and bond socially to others. There is no more

important ability to have than social skills to

function well in society; thus, ASD is a very

significant disability. 

For children, educational plans must be tailored

to address this social disability as the first priority

(over reading and writing) in a comprehensive way

that includes not only the didactic teaching of

social skills (“Social Skills Training”), but

involvement of the entire school community

(“Circle of Friends”). We must start to add these

programmatic and therapeutic practices in the

adult population.

Next most important is recognition of the need for

predictability, even sameness and routine, in life.

People in the ASD spectrum have a need for rigid

routines and are often attracted to hobbies and

pastimes that are mechanical or involve numbers,

i.e., a fascination with train schedules. Baron-

Cohen and his research group has published a

good deal on the highly developed skills of

systematizing in persons within the autism

spectrum and believes it includes all individuals

regardless of IQ level.  As an example, he5,8,9

published a vignette that should be recognizable

to anyone in the field of intellectual disability. He

described a 9-year-old boy with severe intellectual

disability, having only six words, and needing to

be fed, toileted, and dressed. He spent his day

watching the same video over and over. In

contrast to many limited skills, he could operate

the video machine, and over-ride all controls on

the remote if changed by his mother. “If his

mother (as she does) tries to substitute his well-

worn tape with a new copy, he throws a tantrum

until he gets his old tape back. Despite all the

hisses and crackles on the tape, he knows

it—frame by frame—and can predict its behavior

100%.”  (p.79) When this lad was not watching5

the video, he would walk around, make little eye

contact, and tap every surface, as if to pick up

tactile information. Baron-Cohen sees this as

repetitive behavior that is systematizing his

environment. The boy gets pleasure from tapping

objects and knowing that each is there in the

same way 100% of the time.

Baron-Cohen and his research group are also

studying the theory that ASD may be an

exaggeration of male-brain characteristics, that is,

males are relatively low “emphathizers” and very

good “systematizers.” There is new and

fascinatingly strong research in this area, but it

remains somewhat controversial.  Whether4,5,8,9

this theory is accurate or not, the many

associated behavioral difficulties of people with

ASDs follow certain patterns linked to the need for

sameness and predictability and the relatively

highly developed skills of systematizing. Also,

many individuals cannot tolerate sounds, find the

touch of clothing unbearable, and have extreme

food texture aversions. These sensitivities must be

addressed through specific techniques in sensory

adaptation rather than being treated as a

“behavior problem.” Further, many repetitive

behaviors are ways of calming and making sense

of the environment; through teaching and

desensitization programs, we can help people with

ASD to function better. For example, one man I

consulted on had moderate intellectual disability

and could not tolerate wearing clothing; he would

rip up the clothing to prevent being made to wear

it. He loved writing word lists and riding the

subway. Through a program of desensitization

combined with reinforcement of his favorite

activities, he learned to wear his clothing to work,

stopped destroying clothing, and agreed to wear a

T-shirt and boxer shorts at home. This program

was also effective because the staff person

running it had a strong relationship with the man:

although social connectedness was very weak, he

definitely had bonded differently to varying staff

people. We had the person he clearly preferred the

most administer the program. I point this out

because the social disability of ASD does not

mean that these individuals do not have or want

relationships.

Q.If one knows people diagnosed with an ASD,

there is tremendous variability. Can you

explain this?

A.We do not understand the cause or causes of

ASD well and there may be heterogeneity in

the population, with different subtypes. We know

that some diseases are associated with ASD  and10

many genetic syndromes are associated with an
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many genetic syndromes are associated with an

increased risk of ASDs such as fragile-X and

tuberous sclerosis. Even in individuals without an

identified genetic syndrome, research suggests

that the majority of cases are linked to genetics.3

Most researchers think a combination of several

genes leads to ASDs, so for all of these reasons we

would expect great diversity among individuals.

A variability scheme was described by Wing and

Gould,  who proposed three subtypes. The aloof13

and avoidant person is not interested at all in

others. The passive person tolerates or seeks

others but in a parallel play fashion or uninvolved

passive fashion. The active but odd (some now use

eager but incompetent) person is quite interested

in others but by having such poor social ability,

makes social connections in the wrong way. The

social deficiencies of people with ASD can be very

problematic in any environment because they are

so forthright and direct, and result in many

serious social errors (e.g., leaving only 2 inches

space when speaking face to face with another

person). These concepts are useful clinically and

are still being researched.6,11

Q.How is ASD diagnosed?

A.It is a diagnosis made by an experienced

clinician familiar with ASD. The professional

may be a pediatrician, psychiatrist, neurologist, or

psychologist. Often, team diagnosis is made and

involves an assessment by a speech and language

pathologist and occupational therapist. There are

screening instruments and checklists that may be

helpful in identification, but all instruments

merely “raise a flag” and are dependent on the

interpretation of behavior by the informant/

caregiver. Typically, diagnosis is difficult and

involves multiple sessions, and possible referral

for formal psychological assessment, speech and

language assessment, and occupational therapy

for sensory issues. 

Q.What do you recommend?

A.Anyone in our field should consider that any

patient or client may be within the autism

spectrum.  In children, the following symptoms7

are examples of ASD characteristics: failure to

return affection or eye contact, failure to play with

peers, repetitive motor movements, fascination

with spinning objects or running water, or with

repetitive play to the exclusion of other activities,

failure to develop speech, or echolalic speech,

need for sameness to the point of catastrophic

reaction to change, pointless routines and

peculiar sensory sensitivities. “Hobbies” (or

obsessions) of making maps, reading train

schedules, and calendar calculating should

suggest the possibility of an ASD no matter the IQ

range. A similar picture in an adult, plus past

diagnoses of “childhood schizophrenia,” “atypical

child” or “autistic-like” should suggest the

possibility of an ASD. 

Such individuals should be referred to a clinician

specializing in or experienced with ASDs to

further explore the diagnosis. If a diagnosis of

ASD is made, the current IEP or ISP must be

immediately modified and must incorporate the

principles of ASD education and habilitation.
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