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N ot until the middle of the twen-
tieth century was there a name 
for a disorder that now appears 
to affect an estimated one of 

every five hundred children, a disorder 
that causes disruption in families and un-
fulfilled lives for many children.  At the 
same time a German scientist, Dr. Hans 
Asperger, described a milder form of the 
disorder that became known as Asperger 
syndrome. Thus these two disorders were 
described and are today listed in the Diag-
nostic and Statistical Manual of Mental 
Disorders DSM-IV-TR (fourth edition, 
text revision)1 as two of the five perva-
sive developmental disorders (PDD), 
more often referred to today as autism 
spectrum disorders (ASD). All these 
disorders are characterized by varying 
degrees of impairment in communica-
tion skills, social interactions, and re-
stricted, repetitive, and stereotyped pat-
terns of behavior. 
     The autism spectrum disorders can 
often be reliably detected by the age of 3 
years, and in some cases as early as 18 
months. Studies suggest that many chil-
dren eventually may be accurately identi-
fied by the age of 1 year or even younger.  
The appearance of any of the warning 
signs of ASD is reason to have a child 
evaluated by a professional specializing in 
these disorders.   

     Parents are usually the first to notice 
unusual behaviors in their child. In some 
cases, the baby seemed “different” from 
birth, unresponsive to people or focusing 
intently on one item for long periods of 
time. The first signs of an ASD can also 
appear in children who seem to have 
been developing normally.  When an 
engaging, babbling toddler suddenly be-
comes silent, withdrawn, self-abusive, or 
indifferent to social overtures, something 
is wrong.  Research has shown that par-
ents are usually correct about noticing 
developmental problems, although they 
may not realize the specific nature or 
degree of the problem.   

     The pervasive developmental disorders, 
or autism spectrum disorders, range from a 
severe form, called autistic disorder, to a 
milder form, Asperger syndrome. If a child 
has symptoms of either of these disorders, 
but does not meet the specific criteria for 
either, the diagnosis is called pervasive 
developmental disorder not otherwise 
specified (PDD-NOS). Other rare, very 
severe disorders that are included in the 
autism spectrum disorders are Rett syn-
drome and childhood disintegrative disor-
der. This article will focus on classic au-
tism, PDD-NOS, and Asperger syndrome, 
with brief descriptions of Rett syndrome 
and childhood disintegrative disorder. 

What Are the Autism  
Spectrum Disorders? 

 
     The autism spectrum disorders are 
more common in the pediatric population 
than are some better known disorders 
such as diabetes, spinal bifida, or Down 
syndrome.  CDC’s Autism and Develop-
mental Disabilities Monitoring (ADDM) 
Network released data in 2007 that found 
about 1 in 150 8-year-old children in mul-
tiple areas of the United States had an 
ASD.  Since the ADDM sites do not rep-
resent a nationally representative sample, 
the prevalence estimates should not be 
generalized to every community in the 
United States. Although accurate for the 
areas studied, rates may be higher or 
lower in other areas. However, these preva-
lence estimates can help communities pro-
ject how many children may have autism 
for planning and identification purposes. 
They can also be used to provide for more 
appropriate interventions for children with 
ASDs. Results from CDC’s ADDM net-
work showed the average ASD prevalence 
among states participating in the project 
was 6.7 per 1,000 children in 2000 (6 sites) 
and 6.6 per 1,000 in 2002 (14 sites), or 
approximately 1 in 150 children.  
     Most sites identified between 5.2—7.6 
per 1,000 8-year-old children with ASD in 
2000 and 2002. There was some variation 
with ASD prevalence significantly lower 
in 1 site (3.3 in AL) and higher in 1 site  
 

see Understanding on page 36 
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T he Autism Tissue Program 
(ATP) was created to provide a 
centralized source of post mor-
tem brain tissue so that scientists 

worldwide could study brain regions for 
changes that could account for autism 
behaviors.  Due to the wonderful support 
we have received from donor families, 
precious tissue has been distributed to 87 
researcher groups, contributing to a better 
understanding brain function in autism.  
Over 60 papers have been published by 
scientists who have accessed this resource 
from those with autism, donors related to 

someone with autism and those who are 
unaffected but understand the need for 
‘control’ donor brain tissue.  Teri Baker, 
whose child Ragan died of a seizure at 
age 18, encourages donation saying that 
“knowledge is the key that will grant us 
the opportunity to gain prowess over our 
condition.”   
     The Autism Tissue Program is very 
concerned about unexpected deaths ex-
perienced by many of the donors with 
autism and epilepsy and in those with no 
history of seizures. Last year, Reid 
Thompson, an 11-year-old boy with au-
tism from Thousand Oaks, California, 
tragically and unexpectedly died in his 
sleep. Even in the face of this catastrophic 
loss for his family, the Thompsons also 
courageously made the decision to donate 

brain tissue to the ATP within the critical 
time period of less than 36 hours after 
Reid's death. “Reid had autism but we 
don't know exactly why his life here with 
us was cut short,” said Brian Thompson. 
The cause of his death is still unknown 
and Reid's parents continue to seek an-
swers about his untimely death, not only 
for their own closure, but also to help 
other families with autism. 
     New and elegant genetic studies of 
brain tissue are offering some insights 
into autism spectrum disorders.  A recent 
publication by Professor Michel Simon-
neau titled “SLC25A12 Expression is 
Associated With Neurite Outgrowth and 
is Upregulated in the Prefrontal Cortex of 
Autistic Subjects,” was chosen as the 
cover article for the prestigious journal 

Molecular Psychiatry. His group pursued 
the genetic analysis of cells in two brain 
regions of interest in autism, Brodmann’s 
area (BA) 46, an area of the cerebral cor-
tex responsible for motor planning, or-
ganization and regulation, integration of 
sensory information and regulation of 
intellectual function and action, and the 
cerebellum.  Specifically, they were inter-
ested in following a trail of evidence their 
group reported several years ago suggest-
ing the importance of a genetic program-
ming mechanism for the mitochondrial 

aspartate/glutamate carrier that functions 
in energy production and cell metabolism.  
Their first evidence for the potential in-
volvement of this gene, called SLC25A12,  
 

see Autism Tissue Program on page 43 

Autism Tissue Program Accelerates Autism Research 
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From The Publisher 

By Ira H. Minot, LMSW 
Founder and Executive Director 
Mental Health News Education, Inc. 
 
 

S oon after our recent fall premier 
issue of Autism Spectrum News 
reached readers, we began receiv-
ing feedback on our new publica-

tion. We had worked on its development 
for over two years, so you can imagine 
how excited we were when calls and 
emails praising Autism Spectrum News 
began to come in. Here’s a sample of 
what readers told us. 

     We are so pleased that you are finding 
Autism Spectrum News to be both helpful 
and informative. Your praise and support 
of our evidence-based mission is also very 
important to us, because it tells us we’re 
on the right track. Having to turn advertis-
ers and articles away because they don’t 
meet our editorial policy is difficult. How-
ever, the evidence-based community has 
responded in a very positive way.   
     In this issue of Autism Spectrum News 
we have put together a broad view of 
many issues surrounding the understand-
ing and treatment of ASD’s. We lead off 
with a comprehensive discussion of the 
spectrum as discussed by the National 
Institute of Mental Health (NIMH). We 
have presented their discussion in its en-
tirety (even though it is quite long) be-
cause we want our readers to be able to 
read and keep this important information 
that comes to us from this most trusted 
national institute. 
     Sharing the cover of this issue is an 
article about the groundbreaking research 
of The Autism Tissue Program. Their 
mission—to unlock the mysteries of spec-
trum disorders—is being made possible 
by the enormous generosity of parents 
that have lost a child and want their loss 
to benefit other families with children on 
the autism spectrum. 
     Also in the research spotlight in this 
issue are two important announcements in 
our NewsDesk section on page seven. 
First we learn of the Columbia University 
study that refutes the connection between 
the mumps, measles, and rubella (MMR) 
vaccine and autism. The Columbia team’s 
findings further show that gastrointestinal 
symptoms and autism onset are both unre-
lated to MMR vaccine timing. This is 
important news for parents. 
     Another research related news item on 
page seven is the announcement from the 
NIMH that they have terminated their 

chelation studies. Chelation is a method of 
cleansing toxins from the bloodstream.  In 
the case of autism, some advocates of this 
reportedly dangerous treatment believe 
that their children have received autism 
triggering substances in their blood as a 
result of childhood vaccines. In making 
their announcement, NIMH stated that 
“there was no clear evidence for direct 
benefit to the children who would partici-
pate in the chelation trial and that the study 
presents more than a minimal risk.”  Fur-
ther, the announcement cited the NIMH 
Board’s belief that the autism community 
would be better served by having research 
dollars devoted to pursuing “research on 
the basic pathology of autism” that will 
“provide deeper understanding of the 
causes of autism and more refined ave-
nues for developing treatments.” 
     In your feedback on our premier issue 
you also told us that you were pleased to 
see that we had articles by parents and 
people on the spectrum. To continue this 
important part of our content we have 
several articles in this issue that we hope 
you will find inspirational. 
     You must read Robin’s Blog on page 
21. In two short vignettes, Robin Morris 
first discusses her feelings on the increas-
ing need for autism awareness in commu-
nities across the nation. It’s the heartfelt 
story of a young man with ASD who went 
out for a walk to get a soda and ended up 
being arrested and held for six hours to 
undergo a psychiatric evaluation by com-
munity officials unaware aware that the 
young man’s “disorientation and poor eye-
contact” was a sign of an autism related 
disorder, not drug abuse. Robin’s other 
story is an equally compelling discussion 
of the difficulties parents face in finding 
solutions to breaking through the often 
rigid and repetitive behaviors that their 
child’s illness presents. 
     In this issue we have another wonder-
ful article by Dr. Stephen Shore on page 
22. Stephen, a renowned author and lec-
turer, has taken his mission of advocating 
for people on the spectrum around the 
world and has learned how autism is rec-
ognized, perceived, and how support is 
provided in different communities. In his 
latest View from the Spectrum column, 
Stephen reports that “I have found that 
no matter how poor or desolate of re-
sources a location may be, pockets of 
best practice can always be found.  
These pockets of best practice demon-
strate that autism and the challenges it 
brings spans the globe. We have much 
to learn from all areas of the globe on 
how to match best practice to interven-
tion—empowering people with autism 
to lead fulfilling and productive lives.” 
     We feature a wonderful article on the 
meaningful work being preformed by 
The Daniel Jordan Fiddle Foundation.   
In her article on page 23, Linda Walder 
Fiddle, Founder and Executive Director of 
The Daniel Jordan Fiddle Foundation 

begins by reflecting that “Sometimes the 
flame of inspiration needs a little rekin-
dling.  In our day-to-day lives, fast paced 
and full, there is often no time to take a 
pause and reflect upon where we are and 
where we are going: we just go!  But then, 
unexpectedly a moment happens, and life 
gives us a pause that reaffirms that the 
road we are traveling on is the right one or 
the realization that we need to find an-
other way. If we listen to life and pay at-
tention to these miraculous moments they 
can be validating.” The meaningful work 
of the Foundation, inspired by the mem-
ory of Linda’s son Danny, is truly an in-
spiration to us all.  Linda’s work inspires 
me and lets me know we’re on the right 
track with Autism Spectrum News. 
     I wish I could go on to spotlight all of 
the many wonderful articles (including 
many renowned authors) contained in this 
issue, but would rather you read them and 
let us know which ones inspired you. To 
be sure, they have inspired us by their 
participation. 
     Let me conclude by telling you about 
our exciting roundup of themes for the 
2009 calendar of Autism Spectrum News. 
In our upcoming spring issue our theme 
will be “Helping Parents and Family 
Members Cope with ASD’s.” Our dead-
line for articles and advertising for this 
important issue is December 15th.  
     Our calendar continues with our summer 
issue which will focus on “Education for 
Children & Adults with Autism Spectrum 
Disorders.” Next fall we will take a look at 
“Addressing the Needs of Adults on The 
Spectrum,” and next winter our theme will 
be “Understanding the Assessment Process: 
What Parents Should Know.” 
     We would like to invite everyone to 
participate in these exciting upcoming is-
sues. Our goal is to continue our format of 
providing news, information, education, 
advocacy, and resources on a variety of 
topics of importance to the autism commu-
nity. As a nonprofit organization we ship 
thousands of free copies of each issue of 
Autism Spectrum News to our growing 
family of autism and mental health organi-
zations. For those who may not have the 
opportunity to pick up copies of each is-
sue at our delivery locations, we post each 
entire issue for free on our website: 
www.mhnews-autism.org. On our site you 
can subscribe to receive your own personal 
hardcopy that will be mailed to your home 
or office address. You can also order our 
group subscription and receive 50 copies of 
each issue for your clients or staff. 
     We look forward to hearing from you. 
Please e-mail us at iraminot@mhnews.org 
and tell us what topics are important to 
you, so that we can address them in future 
issues of Autism Spectrum News.  
 

You Are Not Alone 
Autism Spectrum News Cares About You 

 
Have a Wonderful Winter Season. 

Ira H. Minot, LMSW 

Praise From Readers Tells Us We’re On the Right Track  
“One of the most informative and educational publications I have read in ages.” 

“As the parents of an adolescent child 
on the spectrum, your new publica-
tion is a “breath of fresh air.” For 
years, we have been struggling to 
find a trustworthy source of news, 
research reports, and up-to-date infor-
mation,  about our son’s illness.  The 
internet has a tremendous amount of 
misinformation—much of which we 
found to be untested and quite dan-
gerous. Many parents like us are des-
perate to find help for our children 
and there are many “experts” out 
there who are praying on us with ex-
pensive and risky therapies. The evi-
dence-based mission of your new 
Autism Spectrum News will stand 
apart as a “beacon of hope” to par-
ents. We have told all the members of 
our support group about it and want 
to thank you for this outstanding new 
publication!!” 
 
“I am in receipt of the premier issue 
of Autism Spectrum News and must 
tell you that cover to cover, it is one 
of the most informative and educa-
tional publications I have read in 
ages. Thank You! I am a parent of a 
daughter with an ASD, a special edu-
cation advocate providing pro-bono 
services and support to parents, and a 
school board member fighting for 
services for our special needs popula-
tion. Your publication provides reli-
able content in all three areas. 
THANKS!  I would like to contribute 
an article for your spring issue under 
the topic “Helping Parents and Fam-
ily Members Cope with ASD’s.” 
 
“I just returned to campus after vaca-
tion and found a copy of the premier 
issues of Autism Spectrum News in 
my mailbox. I read many of the arti-
cles, and they are fantastic. The Dean 
of our program, has authored many 
articles in various publications 
throughout the country and would be 
happy to write an article for your 
newspaper as well on a variety of 
topics such as transitioning from high 
school to post secondary school and 
the impact on Asperger’s Syndrome 
on parents” 
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NYS Governor Signs Bill to Help Children with Autism Spectrum Disorders  
Bill Will Update Standards and Guidelines Used to Identify Kids with ASD’s 

Staff Writer 
Autism Spectrum News 
 
 

I n a major step toward the develop-
ment of its Autism Center, the YAI/
National Institute for People with 
Disabilities (YAI/NIPD) Network has 

announced the appointment of Charles 
Cartwright, MD as Director of the Center. 
     Dr. Cartwright is nationally known for 
his expertise in the diagnosis and treat-
ment of children with autism spectrum 
disorders and is highly respected for his 
research in autism. 
     Prior to accepting the position, Dr. 
Cartwright served as the Director of The 
Autism Center of the University of Medi-
cine and Dentistry of New Jersey-New 
Jersey Medical School. He is a board 
certified child and adolescent psychia-
trist and a faculty member in the Depart-
ment of Psychiatry, Child and Adoles-
cent Division, at UMDNJ-New Jersey 
Medical School.  

     “By promoting a culture of learning 
within the center, we will keep in touch with 
cutting edge developments in the field,” Dr. 
Cartwright said. “Our program will include 
the latest evidence-based approaches and 
treatments. It will aim to identify infants and 
young children on the autism spectrum as 
early as possible so that early intervention 
can be implemented, with the best chance of 
successful outcomes.” 
     “We’re proud to have a nationally re-
nowned expert join our team to enhance 
our existing programs and services for in-
dividuals with autism,” said Dr. Philip H. 
Levy, President of the YAI/NIPD Net-
work. “Dr. Cartwright’s arrival is a signifi-
cant step toward the realization of a com-
prehensive, state of the art autism center.” 
     Dr. Cartwright completed a general 
psychiatry residency in Cape Town, 
South Africa, as well as fellowships in 
child and adolescent psychiatry at New 
York University/Bellevue Hospital and 
autism research at the Mount Sinai 
School of Medicine, Seaver and New 

York Center for Excellence in Autism. 
He was awarded the two-year National 
Alliance for Autism Research/Bristol-
Myers Squibb Research Fellowship in 
Autism and Neuropharmacology. 
     Known for his expertise in the diagno-
sis and psychopharmacological manage-
ment of autism spectrum disorders in chil-
dren, adolescents and adults, Dr. Cart-
wright’s research interests are in autism 
genetics, neuroimaging and psychophar-
macology. He has a large clinical practice 
and lectures widely. 
     “Dr. Cartwright brings a wealth of 
expertise in early detection, diagnosis and 
treatment that will enhance our integrated 
care for children and adults on the spec-
trum,” said Stephen E. Freeman, Associ-
ate Executive Director of YAI/NIPD.  
     “Given his background and knowl-
edge, Dr. Cartwright is uniquely qualified 
to make our center a leading force in the 
area of early detection and diagnosis of 
children along the autism spectrum of 
disorders,” said Dr. David Kaufman, 

Medical Director of Premier HealthCare, 
a medical practice with doctors, dentists 
and specialists specifically trained to treat 
individuals with developmental disabili-
ties. Premier HealthCare is a member of 
the YAI/NIPD Network. 
     The YAI/NIPD Network has been 
meeting the needs of individuals of all 
ages on the autism spectrum and their 
families since it was founded in 1957. The 
autism center will focus on: 
 
• The evaluation and treatment  of chil-

dren on the spectrum  
• A school-age program, which is cur-

rently under development and sched-
uled to open in the fall of 2009 

 
• A life planning program to ensure 

that individuals and their families 
have access to any services they 
need, both within and outside of the 
YAI/NIPD Network 
 

see YAI/NIPD on page 46 
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G overnor David A. Paterson 
recently signed a bill that will 
require the Department of 
Health (DOH) to update the 

guidelines used by pediatricians to iden-
tify children with Autism Spectrum Disor-
ders (ASD’s) and refer them for appropri-
ate services. 
     “This legislation will help pediatricians 
across the state quickly and comprehen-
sively identify kids with ASD’s, so that 
they can receive the support they need at 
an early age,” said Governor Paterson. 
“Coupled with other efforts recently an-
nounced by the Office of Mental Retarda-
tion and Developmental Disabilities, this 
bill will not only ensure our children have 
access to appropriate services, but will 
help educate the public on these often 
overlooked disorders.” 
     ASD’s are developmental disabilities 
usually evident and typically diagnosed 
within the first years of life and often as-
sociated with mental retardation. Indi-
viduals with ASD’s often have difficulty 
relating and responding to persons, events 
or objects, and engage in repetitive behav-
iors or exhibit preoccupation with narrow 
interests. The severity of these challeng-
ing behaviors varies considerably, result-
ing in multiple diagnoses along the autism 

spectrum. According to the federal Cen-
ters for Disease Control and Prevention, 
ASD’s affect one in every 150 children in 
some communities. 
     The bill (A.9512-A/S6527-B) requires 
DOH to establish best practice protocols 
for early screening of children for ASD’s 
by pediatric primary care providers. These 
protocols would incorporate standards and 

guidelines established by the American 
Academy of Pediatrics and must include: 
(1) the routine employment of objective 
ASD screening tools at regular intervals 
during critical childhood developmental 
stages; (2) facilitation of a dialogue be-
tween service provider and parents for 
purposes of educating the parents about 
ASD’s, using a modified checklist for 
ASD’s in toddlers; and (3) an appropriate 
referral mechanism for children who, 
based upon results of the screening proc-
ess, require further evaluation. The bill 
also requires DOH to make the modified 
checklist for ASD available to the public 
on its website.  
     New York State Health Commissioner 
Richard F. Daines, M.D. said, “To give 
children the best start, we should do eve-
rything we can to make sure that children 
receive intervention services as soon as 
possible when it appears that an ASD is 
present. The Department of Health is 
committed to updating the autism screen-
ing protocols to make sure that practitio-
ners and families have the tools they need 
to help identify children with ASDs.” 
     New York State Office of Mental Re-
tardation and Developmental Disabilities 
(OMRDD) Commissioner Diana Jones 
Ritter said, “OMRDD's Autism Platform 
will go a long way towards promoting 
research and education that will be trans-
lated into practical assistance for both 
children and adults with ASD’s. 

OMRDD's mission is to help individuals 
with developmental disabilities live richer 
lives. This bill will help ensure that more 
children are referred for important inter-
vention services at an early age, enhanc-
ing the foundation for lifelong supports.” 
     The Governor has vetoed two other 
bills related to ASDs, S.5760/A.11275 
and S.8475-A/A.7942-B, which called for 
OMRDD to study and report on issues 
involving individuals for ASD’s. Both 
bills, which would have required large 
expenditures of scarce state funds, were 
unnecessary because they were largely 
duplicative of the comprehensive Autism 
Platform recently announced by OMRDD, 
which encompasses several key initiatives 
including: (1) an increase in the number 
of ASD-related research at the agency’s 
Institute for Basic Research in Develop-
mental Disabilities (IBR), including the 
creation of a national autism tissue bank; 
(2) a newly created ASD research consor-
tium which will facilitate the pooling of 
research and treatment resources between 
IBR and various academic research cen-
ters; (3) the establishment of an Inter-
agency Task Force on Autism, which will 
bring together several state agencies to 
collaborate on the provision of appropri-
ate services and support to individuals 
with ASD’s; (4) an examination of the 
prevalence of ASD’s in New York State  
 

see Governor’s Bill on page 44 
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By The National Institute 
of Mental Health (NIMH) 
 
 

T he protocol for a proposed Na-
tional Institute of Mental Health 
(NIMH) chelation study for au-
tism that has been discussed for 

the past two years for human subjects 
protections has been discontinued. NIMH 
has decided that resources are better di-
rected at this time to testing other poten-
tial therapies for autism spectrum disor-
ders, and is not pursuing the additional 
review required to begin the study. 
     The chelation study protocol was 
originally reviewed by an NIH Institu-
tional Review Board regarding the 
risks and benefits of the treatment and 
was approved to go forward in June 
2006. No subjects were recruited for 
this clinical trial. In February 2007, 
based on new scientific data, an NIH 
Institutional Review Board reassessed 
the risk benefit ratio of the proposed 
study. The Board determined that 
there was no clear evidence for direct 

benefit to the children who would par-
ticipate in the chelation trial and that 
the study presents more than a mini-
mal risk. Thus, the only way that the 

study could go forward would be 
through an additional approval proc-
ess by the Department of Health and 
Human Services (DHHS). 

     Two years have elapsed since the 
initial protocol was reviewed for human 
subjects' protections. The DHHS review 
process can take as long as one year to 
complete because it includes review by a 
pediatric advisory board, the Food and 
Drug Administration and public com-
mentary. If DHHS were to approve the 
study for subject recruitment, it is esti-
mated that data collection would take at 
least another three years. During those 
four years, it is quite likely that addi-
tional research on the basic pathology of 
autism will provide deeper understanding 
of the causes of autism and more refined 
avenues for developing treatments. 
Given the time and resources required 
for this additional approval process, 
NIMH has decided to use its intramural 
program to test other interventions for 
autism and will not pursue the required 
DHHS review. 
     As a result, the Protocol 06-M-0238: 
“An Investigation of the Efficacy of 
Mercury Chelation as a Treatment for 
Autism Spectrum Disorder” has been 
terminated. 

NIMH Terminates Chelation Study for Autism Spectrum Disorders 
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I n a case-control study, the presence 
of measles virus RNA was no more 
likely in children with autism and GI 
disturbances than in children with 

only GI disturbances. Furthermore, GI 
symptom and autism onset were unrelated 
to MMR vaccine timing.  Study findings 
are reported online in the Public Library 
of Science and can be found at: http://
dx.plos.org/10.1371/journal.pone.0003140. 
     Prior to the implementation of measles 
vaccines in 1963, three to four million 
people were newly infected each year, 
400-500 died, 48,000 were hospitalized, 
and 1,000 developed chronic disability 
from measles encephalitis. From January 
1 through July 2008 the Centers for Dis-
ease Control and Prevention received 131 
reports of confirmed measles virus infec-
tion in the U.S., the highest number for 
the same time period since 1996.  Of these 
131 cases, 91% occurred in individuals 
who had not been vaccinated or had un-
known vaccination status. 
     In 1998, a report of the presence of 
measles virus RNA in intestinal tissue 
from children with autism spectrum disor-
ders and GI disturbances (Wakefield et 
al.) resulted in public concern over the 
safety of MMR vaccine. Although epide-
miological investigations found no asso-

ciations between MMR vaccine and au-
tism, no subsequent studies tested for the 
presence of viral RNA in GI tissues of 
children with autism and GI disturbances 
or examined the temporal relationship of 
MMR, GI disturbances, and autism. Fail-
ure to have done so may have contributed 
to persistent concerns that have influenced 
vaccine acceptance rates, resulting in out-
breaks of measles. 

     Scientists at Columbia University 
Mailman School of Public Health’s Cen-
ter for Infection and Immunity and re-
searchers at the Centers for Disease Con-
trol and Prevention, Massachusetts Gen-
eral Hospital, and Trinity College Dublin, 
evaluated bowel tissues from 25 children 
with autism and GI disturbances and 13 
children with GI disturbances alone 
(controls) by real-time reverse transcrip-

tion (RT)-PCR for the presence of mea-
sles virus RNA. Samples were analyzed in 
three laboratories blinded to diagnosis, 
including one wherein the original find-
ings suggesting a link between measles 
virus and autism had been reported. 
     “Our results are inconsistent with a 
causal role for MMR vaccine as a trigger 
or exacerbator of either GI difficulties or 
autism,” states Mady Hornig, associate 
professor of Epidemiology and director of 
translational research in the Center for 
Infection and Immunity in the Mailman 
School, and co-corresponding author of 
the study. “The work reported here elimi-
nates the remaining support for the hy-
pothesis that autism with GI complaints is 
related to MMR vaccine exposure. We 
found no relationship between the timing 
of MMR vaccine and the onset of either 
GI complaints or autism.” 
     Analysis in all three laboratories found 
two biopsy samples with measles virus 
RNA, one from a boy in the autism/GI 
group and the other from a boy in the con-
trol group, showing that the presence of 
measles virus sequences was not associ-
ated with an autism diagnosis (autism/GI 
group, 4%; control, 8%). 
     The temporal order of onset of GI epi-
sodes and autism relative to timing of 
MMR vaccine administration was exam-
ined as well. If MMR is causally related  
 

see Columbia Study on page 45 

Ian Lipkin, MD  Mady Hornig, MD 

Columbia University Study Refutes Connection Between MMR Vaccine and Autism 
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By Brian Thompson 
Director of Program Development 
Train 4 Autism, Inc. 
  
 

I  started running about eight years 
ago, shortly after my son Reid was 
diagnosed with autism as at the time 
I weighed close to 290 pounds and 

realizing he may need long-term care, I 
quickly came to the conclusion I needed 
to make many life changing decisions. To 
date my wife Kristin and I have com-
pleted four marathons raising funds for 
autism awareness and education. 
     On August 2, 2007, our beautiful 11 year-
old son Reid passed away unexpectedly in 
his sleep. Reid had autism but we still do 
not know exactly why his life here with us 
was cut short. Doctors are working with the 
Autism Tissue Program (part of Autism 
Speaks) to exam brain tissue taken from 
Reid in hopes of providing our family, 
friends, and others impacted by autism the 
answers we seek in a groundbreaking study 
called the Autism Genome Project Brain 
Tissue Genotyping Initiative. 
     Since Reid's passing I've channeled 
my energies to help establish Train 4 Au-
tism (T4A), a parent-founded non-profit 
dedicated to raising awareness and funds 
for autism research and treatment through 
athletic events. T4A is a powerful and 
very unique program. It provides a sys-
tem by which individuals can train for 
and participate in athletic events such as 
marathons, half marathons, 10-K’s, 5-

K’s, walks, triathlons, swimming, and/ or 
cycling events and at the same time raise 
funds for the autism program of their 
choice. Participants create and edit their 
own webpage, send emails to donors, get 
training tips, join or create their own T4A 
chapters, meet professional athlete 
spokespersons, all while raising funds and 
awareness of autism. The most powerful  
 

see Running on page 46 

Running For A Cause 

Brian Thompson  

By The National Institute 
of Mental Health (NIMH) 
 
  

M any of the seemingly dispa-
rate mutations recently dis-
covered in autism may 
share common underlying 

mechanisms, say researchers supported in 
part by the National Institute of Mental 
Health (NIMH), a part of the National 
Institutes of Health (NIH). The mutations 
may disrupt specific genes that are vital to 
the developing brain, and which are 
turned on and off by experience-triggered 
neuronal activity. 
     A research team led by Christopher 
Walsh, M.D., Ph.D., and Eric Morrow, 
M.D., Ph.D., of Harvard University, 
found two large sections missing on chro-
mosomes in people with autism and 
traced them to likely inherited mutations 
in such genes regulated by neuronal activ-
ity. They report their findings in the July 
11, 2008 issue of Science. The study was 

also supported in part by the NIH’s Na-
tional Center for Research Resources, 
National Human Genome Research Insti-
tute, Eunice Kennedy Shriver National 
Institute of Child and Human Develop-
ment, and the National Institute on Neuro-
logical Disorders and Stroke. 
     The study breaks new ground for com-
plex disorders like autism, taking advan-
tage of a shortcut to genetic discovery by 
sampling families in which parents are 
cousins. The researchers found genes and 
mutations associated with autism in 88 
families from the Middle East, Turkey 
and Pakistan in which cousins married 
and had children with the disorder. 
     "The emerging picture of the genetics 
of autism is quite surprising. There appear 
to be many separate mutations involved, 
with each family having a different ge-
netic cause," explained NIMH Director 
Thomas R. Insel, M.D. "The one unifying 
observation from this new report is that all 
of the relevant mutations could disrupt the 
formation of vital neural connections dur-

ing a critical period when experience is 
shaping the developing brain." 
     Earlier studies had suggested that the 
individually rare mutations are present in 
at least 10 percent of sporadic cases of 
autism, which is the most common form. 
     The researchers used a technique that 
pinpoints from a relatively small group of 
families’ genes responsible for disorders 
that can be amplified by parenthood 
among relatives, which can increase trans-
mission of recessive diseases. Evidence 
had hinted at such transmission in autism, 
and the large amount of genetic informa-
tion obtainable from such families re-
duced the need for a much larger sample 
including many families with multiple 
affected members. 
     The ratio of females to males with au-
tism - normally one female to four males - 
was less lopsided in such families in 
which parents share a common recent 
ancestor, suggesting a doubling of the rate 
of autism, due to recessive causes on non-
sex-linked chromosomes. Also, autism-

linked spontaneous deletions and duplica-
tions of genetic material were relatively 
uncommon in these families, suggesting 
recessive inherited causes. 
     The researchers found multiple differ-
ent genetic causes of autism in different 
individuals with little overlap between the 
families in which parents shared ancestry. 
Yet a few large inherited autism-linked 
deletions, likely mutations, in a minority 
of families stood out. The largest turned 
out to be in or near genes regulated, di-
rectly or indirectly, by neuronal activity. 
     “Autism symptoms emerge at an age 
when the developing brain is refining 
the connections between neurons in re-
sponse to a child's experience,” ex-
plained Walsh. “Whether or not certain 
important genes turn on is thus depend-
ent on experience-triggered neural ac-
tivity. Disruption of this refinement 
process may be a common mechanism 
of autism-associated mutations.” 
     More information is available at the 
NIMH website, www.nimh.nih.gov. 

Common Mechanisms May Underlie Autism’s Seemingly Diverse Mutations  
Study Implicates Disruption of Genes Regulated by Early Experience 

By Christine Reinhard 
Deputy Commissioner 
Westchester County DCMH 
of Community Mental Health 
 
 

L aw Enforcement trainees in 
Westchester County, NY will 
soon receive an introduction to 
Autism as part of their training.  

The Westchester County Department of 
Public Safety is responsible for training 
law enforcement recruits for the munici-
palities in Westchester.  Beginning in 
October, the training they already provide 
on people with disabilities, including Au-
tism, will include additional information 
on identifying individuals who are on the 
Autism Spectrum as well as how to best 
approach them, in their unit on People 
with Disabilities.  A separate unit on indi-
viduals with mental Illness is done in col-
laboration with the Westchester County 
Department of Community Mental. 
     A seven-minute “roll call” DVD de-
veloped by the Chicago Police Depart-
ment and Dennis Debbaudt, a former 
police officer and parent of a son with 
Autism, will be the foundation for the 
training.  It is available through Autism 
Speaks.  The DVD was designed to be 
utilized with police officers as a brief 
training during their daily roll call.  It 
provides an overview of the signs of 
Autism as well as direction on how to 
best approach an individual who appears 
to have Autism as well as what interven-

tions to avoid so as not to escalate the 
situation.  While the Department of Pub-
lic Safety has been providing informa-
tion on individuals with Autism and 
other disabilities as part of their curricu-
lum for about a year, the idea to add the 
DVD was the result of a recent meeting 
of the Westchester County Department of 
Community Mental Health Autism Advi-
sory Committee. The Advisory Commit-
tee was convened by Westchester County 
Executive Andy Spano to identify areas 
of need in Westchester County for indi-
viduals on the Autism Spectrum and their 
families and make recommendations for 
meeting these needs. They have been 
meeting since April. 
     Many parents have expressed concerns 
that if their adult child with Autism 
should have an incident in the commu-
nity, police who respond may interpret 
some of the behaviors they exhibit as 
resistance and use techniques that could 
be potentially harmful or exacerbate the 
situation.  When Westchester County 
Public Safety Commissioner Thomas 
Belfiore was approached to include the 
DVD in his training to law enforcement 
he was very receptive.  He too expressed 
concern that law enforcement officers 
who did not recognize the signs of Au-
tism might misinterpret them and respond 
in a manner that might cause the situation to 
escalate.  Some states, including New Jer-
sey, have passed legislation that requires 
 

see Training on page 44 
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A utism Spectrum News recently 
sat down with Dr. Paul Offit, 
author of the newly released 
book “Autism’s False Prophets” 

and Chief of Infectious Diseases at Chil-
dren’s Hospital of Philadelphia (CHOP).  
The book examines the theory that vaccines 
cause autism and the cottage industry of 
potentially harmful therapies and false 
hopes that it spawned. All proceeds from 
sales of the book will be donated to the au-
tism research program at CHOP. 
 
Q:  Dr. Offit, what is the main message of 
your new book? 
 
A: Reasonably, some parents are con-
cerned that vaccines might have caused or 
worsened their child’s autism. From their 
point of view, their child was fine, re-
ceived a series of vaccines, and then 
wasn’t fine anymore. The main message 
of this book is that the medical and scien-
tific community has responded to these 
concerns by performing many studies to 
determine whether parental fears are well-
founded. The results of these studies have 
been clear, consistent, and reproducible. 
Vaccines don’t cause autism. 
     Another reason that I wrote the book is 
that the persistent fears that vaccines cause 

autism has done a lot of harm—harm from 
not getting needed vaccines, harm from 
potentially dangerous treatments to elimi-
nate mercury, harm from elimination diets 
that deprive the body of calcium, harm from 
therapies as absurd as testosterone ablation 
and electric shock, and harm from the con-
tinued diversion of research dollars away 
from more promising leads. 
     Those who oppose vaccines in this 

country have taken the autism story hos-
tage, much to the detriment of the chil-
dren whom they claim to represent. 
 
Q: Why does the notion that vaccines 
cause autism persist? 
 
A: I think that there are many reasons 
for this.  First, some people continue to 
hold onto the notion that vaccines cause 
autism with religious zeal, unwavering in 
the face of contrary evidence. They have 
been convinced by marginal scientists or 
physicians who have promised cures 
based on the notion that vaccines are the 
problem. Second, many in the media have 
been quite irresponsible on the subject, 
continuing to present the notion that vac-
cines cause autism as a scientific contro-
versy when it is no longer a controversy 
among scientists who have looked at the 
data. Stories carried as a controversy are 
far more likely to gain attention and sell 
advertising than those that present the 
issue as resolved. Third, some politicians 
have taken up the cause and clearly had 
an impact on the public’s perception of 
the issue. Fourth, information on the 
Internet can be misleading, confusing the 
public about the quality of the science that 
exonerates vaccines. 
     It’s been frustrating to watch the man-
ner in which good science has been dis-
torted through the opaque prisms of the 
media and the culture. 

Q: Many parents of children with autism 
are concerned about the current CDC vac-
cine schedule. How do we know that the 
schedule is safe? 
 
A: Today, young children receive vac-
cines to protect them against 14 different 
diseases. Because some vaccines require 
more than one dose, children can receive 
as many as 26 inoculations by two years 
of age and up to five shots at one time. 
The concern that too many vaccines might 
overwhelm a baby’s immune system is 
understandable, but the evidence that they 
don’t is reassuring. 
     Before a new vaccine can be licensed 
by the Food and Drug Administration 
(FDA), it must first be tested by some-
thing called “concomitant use studies.” 
Concomitant use studies require new vac-
cines to be tested with existing vaccines. 
These studies are performed to make sure 
that the new vaccine doesn’t affect the 
safety or effectiveness of existing vac-
cines given at the same time, and vice 
versa. Because concomitant use studies 
have been required for decades, many 
studies have been performed showing that 
children can be inoculated with multiple 
vaccines safely. 
 
Q: Why not delay immunizations until 
children are older, just in case? 
 

see False Prophets on page 45 

Autism’s False Prophets  
Dr. Paul Offit Speaks Candidly about Childhood Vaccines with Autism Spectrum News 
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A utism Speaks, the nation’s 
largest autism advocacy or-
ganization, today announced 
that its board of directors has 

approved more than $450,000 in funding 
for twenty-one Family Services Commu-
nity Grants, for a total of over $1 million 
in such grants to date. These grants will 
help community organizations across the 
country expand existing programs to serve 
more individuals with autism, and create 
new programs that demonstrate true inno-
vation in providing services to improve 
and enrich the lives of individuals with 
autism spectrum disorders (ASD). 
     In February, Autism Speaks invited 
autism service providers to submit grant 
applications that addressed at least one of 
the following areas of need: Education, 
Recreation/Community Activities, Equip-
ment/Supportive Technology and Young 
Adult/Adult Services.  Autism Speaks 
received 370 applications from organi-
zations in 46 states and Canada. For a 
list of all grant recipients, visit 
www.autismspeaks.org/community/
family_services/grants_june_2008.php. 
     “These grant recipients are doing re-
markable, innovative work to deliver im-

portant services to individuals with autism 
across the country,” said Peter Bell, Au-
tism Speaks executive vice president of 
programs and services. “In addition to 
providing financial support to these wor-
thy programs, we are gaining and sharing 
valuable information about service deliv-
ery models that can and should be repli-
cated elsewhere.” 
     The funding for the twenty-one grants 
falls into the following categories:  Edu-
cation – nine grants totaling $184,000; 
Recreation/Community Activities – eight 
grants totaling $180,000; Young Adult/
Adult Services – three grants totaling 
$73,000; and Equipment/Supportive 
Technology – one grant totaling $20,000. 
Geographically, the grants support six 
programs in the Midwest, six programs in 
the Northeast, five programs in the South-
east, and four programs in the Western 
region of the country. 
     The education grants feature a high 
degree of collaboration between organiza-
tions to provide optimal programming. In 
addition, several of the education grants 
incorporate training for families to ensure 
consistency across home and school for 
the learner with autism. Many of the pro-
posals funded have several modules or 
components for on-going training, while 
others have a hands-on training element. 
One proposal will focus on offering con-

tinuing legal education courses to practic-
ing attorneys who wish to enhance their 
knowledge of special education law. Ad-
ditionally, they will seek to train educa-
tion professionals and parents of children 
with autism who are unfamiliar with spe-
cial education law, enabling them to better 
serve the needs of children with autism. 
Another education grant will focus on 
providing behavioral services to families 
and educators in an underserved commu-
nity for a thirty-nine week period, as well 
as quarterly training to local school dis-
tricts over a twelve month period. 
     In the recreation and community ac-
tivities category, grant recipients will fo-
cus on summer camp, after-school social 
skills programs and fitness and exercise. 
Specific grants include a collaborative 
after-school program for students with 
moderate to mild autism to provide rec-
reation, education and social skills train-
ing in an inclusive environment. Another 
proposal focuses on social skills training 
for 12-15 year-old learners with autism 
that will include peer modeling and inclu-
sion opportunities.  Concurrent parent 
training will increase the carryover of 
these skills at home.  
     The three programs funded in the area 
of young adults and adults services spe-
cifically address the transition, life skills 
and employment needs of young adults 

and adults with autism. One grant focuses 
on autism-specific employment support in 
an underserved community. In addition to 
working with individuals with autism, the 
grant will provide training to potential 
employers. Another grant will focus on 
the transition process of secondary school 
students with autism and the specific 
goals that need to be put in place during 
the transition process which will result in 
employment opportunities when the indi-
viduals leave the educational system. 
     A two-tier review process, including 
both professional and parent reviewers, 
was used to assess each grant application. 
     The reviewers considered the follow-
ing criteria for each proposal: 
 
Field Building – The grant’s impact on 
increasing services (new opportunities) 
and the capacity of service providers. 
 
Numbers Served – The number of indi-
viduals currently being served by the pro-
gram and its ability to expand to serve 
more people. 
 
Innovation  – The creativity of the proposal. 
 
Ability to Replicate – The viability of the 
program as a model for the development 
of similar programs. 
 

see Family Services on page 44 
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A utism Speaks, the nation’s 
largest organization dedicated 
to funding and facilitating au-
tism research, announced to-

day that it has awarded more than $3.8 
million in grants to be paid out over the 
next three years to investigate a wide ar-
ray of promising treatments for individu-
als with autism spectrum disorders 
(ASD). Thirteen innovative grant propos-
als were selected from a pool of over 120 
applicants, including six proposals from 
Autism Speaks’ first review session devoted 
solely to studies of complementary and al-
ternative medicine (CAM) approaches.  
     The grants are intended to help address 
the urgent need to develop effective thera-
pies to treat both the core and domain-
specific features associated with ASD. 
The funding will support research focused 
on studying multiple treatment ap-
proaches, from biomedical to behavioral 
and technological, utilizing rigorous sci-
entific trials. A key feature of many of 
these studies is to track multiple characteris-
tics of participants in an attempt to discover 
which individuals are most likely to benefit 
from a specific therapy. This is vitally im-
portant given the growing awareness of the 
need to individualize treatments for people 
across the autism spectrum.  

     The CAM-related studies will explore 
the potential benefits of treatments such 
as vitamin B12 injections, omega-3 fatty 
acid supplementation, sensory-based in-
terventions, and acupuncture. Addition-
ally, one of the studies will address the 
presence of oxidative stress markers in 
children with autism, while researchers in 
another study will survey parental and 
clinician attitudes toward the gluten-free, 
casein-free (GFCF) diet in preparation for 
future studies of this dietary intervention.  

     Given its involvement in brain devel-
opment, another research project will ex-
plore the possible role cholesterol plays in 
autism. Taking a cue from a rare choles-
terol disorder in which affected individu-
als frequently have autistic traits, this re-
search will determine whether cholesterol 
levels tend to be low in individuals with 
autism, and if simple dietary supplemen-
tation can affect behavior.  
     Several studies will address the effi-
cacy of behavioral interventions. One 

project focuses on stereotypes, such as 
hand-flapping and body-rocking, that can 
consume a significant amount of time and 
attention in some individuals with autism, 
thus competing with their ability to learn. 
This study aims to recognize when moti-
vation to engage in these behaviors is low 
during the day, and to see if these periods 
can be encouraged through different 
methods. 
     Another study will evaluate the effec-
tiveness of integrated play groups, which 
provide an opportunity for children with 
autism to interact with their typically-
developing peers. This study will also 
teach the typically-developing children 
about how best to interact with a peer who 
has autism in an effort to promote his or 
her inclusion and social development. 
     Other treatment projects selected for 
funding will investigate the benefits of 
special technological interventions. Three 
projects will test computer-assisted pro-
grams designed to help teach social skills. 
One uses an interactive “drama book” to 
teach the importance of speech prosody – 
the nuances of rhythm, loudness, and 
timing of speech that convey meaning, 
which can be hard to grasp for a person 
with autism.  
     “Autism Speaks is committed to ex-
panding treatment options by supporting 
the work of innovative researchers,” said  
 

see Treatment Grants on page 44 

Autism Speaks Announces Nearly $3.85 Million in New Treatment Grants   
Thirteen Research Projects Representing a Variety of Treatment Approaches Funded Over Next Three Years 
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By David Morris 
An Adult with Asperger’s Syndrome 
 
 

L ike millions of New Yorkers, I 
commute on the Long Island 
Railroad. In many ways, my trip 
is an easy one. My home is 

within walking distance of the Douglaston 
Station of the Port Washington line, 
which makes getting into Manhattan a 
breeze, mainly because this train has one 
of the most reliable schedules in the LIRR 
system. Furthermore, I arrive at nearly all 
of my Manhattan destinations by way of 
Penn Station, which makes going home an 
easy task. However, my commute is com-
plicated by one seemingly insignificant 
problem in my genetic makeup — I have 
Asperger’s syndrome. 
     For those who may have missed the 
recent spate of movies and books address-
ing it, Asperger’s is one of the autism 
spectrum disorders or ASDs. Like all 
ASDs, the symptoms of Asperger’s vary 
from person to person, and may include 
problems with sensory overload; poor 
social awareness involving personal hab-
its and interactions with others; difficulty 
concentrating; the inability to discern 
speech patterns and non-verbal communi-
cation; and the inability to deal with 
changes in routines. Though I’ve probably 
had this disorder my whole life, I didn’t 
become aware of it until I was 16. 

     So how does having Asperger’s affect 
my commute by train? For me, the symp-
toms manifest themselves most when 
there is a change in my routine—such as 
when the train deviates from its printed 
schedule. 
     It used to be excruciating for me when-
ever I was late because of track work, or 
when the train had to stop mid-journey 
because two trains were occupying a sin-
gle track. For most people, it may seem 
relatively insignificant whether a train 
arrives exactly where it should, exactly 
when it should; but  when you have As-
perger’s, delays are intolerable and can 
lead to anxiety and outbursts. And be-
cause there is usually no one person re-
sponsible for the delays, my frustration 
can end up being directed toward anyone. 
I still remember a few years back, when 
my train stopped between the Auburndale 
and Bayside stations for nearly an hour. To 
cope with my aggravation, I ended up 
walking up and down the length of the car, 
snarling at anyone who approached me. 
     The problem of maintaining my rou-
tine becomes even more of an ordeal 
when I choose to dine on the train, usually 
at the end of the day.  Even though Asper-
ger’s is not the same as obsessive compul-
sive disorder, I know that I have demon-
strated symptoms of it in my eating ritu-
als: I don’t start eating until we pull out of 
Penn Station; I can’t have the meal more 
than half finished before presenting my 

ticket to the conductor; and the meal can-
not be finished until I’ve gotten past 
Woodside. Oh, and the dining process 
must be carried out across an entire row 
of seats. This last part is so important that 
I have been known to pace the length of 
the train, searching for a vacant row that 
will support this crucial detail. 
     These nuisances have quickly esca-
lated to major issues when I have occa-
sionally forced my position on innocent 
passengers, to my own detriment. One 
night, a couple of years back, I was on my 
way home, having picked up my dinner at 
McDonald’s. I had gotten on to the train, 
just a couple of minutes before it pulled 
out of Penn Station, and consequently was 
having trouble locating an empty row. I 
felt myself getting more and more fed up 
as I passed through one car after another. 
Finally, I took out my anger by yelling at 
a group of passengers near the corner of 
the train car, before sitting down. I don’t 
remember what exactly I said, but evi-
dently I was intimidating enough that one 
of the passengers spoke to a conductor. 
That conductor walked over to my seat 
and told me that he was going to have to 
call the police. This scared me into timid-
ity, and I begged and pleaded with the 
conductor to the point where he reluc-
tantly acquiesced and let me go. 
     This taught me an important lesson: 
Never get angry with people on the train. I 
do sometimes still get frustrated with secu-

rity guards, conductors and the occasional 
fast food vendor at Penn Station. I started 
to make significant progress in overcoming 
this issue when, two and a half years ago, I 
began seeing a therapist entirely for the 
purposes of anger management. 
     For years, I had been resistant to any 
change in my position that I was right and 
that my nemesis, the LIRR, was wrong. On 
some level, I knew how unreasonable this 
was, but I maintained it for a long period 
regardless. Like many people with Asper-
ger’s, when I reached my 20s, I began to 
achieve a greater understanding of how the 
world works, rather than only considering 
my own point of view. I believe that the 
progression of the syndrome, combined 
with the therapy, has enabled me to get to 
the point that I no longer have outbursts on 
the Long Island Railroad. 
     Of course, that doesn’t mean I’m “cured” 
and I still follow the same routine on the 
train as much as possible. But I don’t think 
of it is as a dangerous place anymore. And 
to me, that feels like a victory. 
 
     David Morris received his bachelor’s 
of arts/science in 2002 from Adelphi Uni-
versity. He is pursuing his goal of work-
ing in journalism or publishing with the 
help of YAI/National Institute for People 
with Disabilities’ Employment Initiatives 
Department, which is dedicated to the 
training and placement of people with 
disabilities in the workforce. 

Riding in Trains with Asperger’s 

By Charles Cartwright, MD 
Director, The Autism Center 
YAI/National Institute for  
People with Disabilities Network 
 
 

P arents of a 2-year-old girl are very 
concerned that their daughter has 
not spoken a meaningful word or 
shown any interest in socializing 

with others. Determined to find help, they 
make an appointment with a speech thera-
pist. Following a comprehensive assess-
ment, which includes a hearing test, and a 
brief period of speech and language ther-
apy that does not lead to improvement, the 
girl is referred to a developmental pediatri-
cian for a second opinion. 
     Finally, the parents learn the news: Their 
daughter has an autism spectrum disorder. 
Her delayed speech development led them to 
seek help but, in retrospect, as they learn 
more about autism, they recall that there were 
a number of signs that were consistent with 
the diagnosis (see side bar on page 46).  
     This is not an uncommon event. It af-
fects the lives of many families, given that 
one in 150 children are diagnosed with an 
autism spectrum disorder. 
     “The family initially thought that as 
soon as her speech got a boost, she’d be 
fine,” explained Jennifer Hoffman, an 
Early Intervention Service Coordinator 
with the LifeStart program at the YAI/
National Institute for People with Dis-

abilities (YAI/NIPD) Network. “But a lot 
of other things were going on, such as 
repetitive play and obsessive-compulsive 
tendencies. She had issues with clothing 
(shoelaces had to be tied a certain way) 
and her eye contact was very poor. But 
the family hadn’t recognized that these 
were issues.”  
     This girl’s parents, who were deter-
mined to help their child, were fortunate 
to find Jennifer, a caring, compassionate 
service coordinator, with extensive ex-

perience in the early detection and diag-
nosis of autism, and in treatment planning 
and implementation. She helped guide the 
family at this critical stage in their journey 
with their child; recognized and respected 
their strengths and resilience; supported 
their determination to identify the best 
resources; and assisted them in navigating 
the early intervention system.  
     Jennifer partnered with the family and, 
together, they developed an individualized 
action plan that incorporated evidence-
based treatments appropriate for the needs 
of this child. This was the beginning of a 
long journey for the family, in which they 
would work hard to face the challenges of 
autism and alleviate the symptoms and 
behaviors that affected the daughter’s 
development. Taking these important 
steps maximized the child’s ability to 
reach important goals and lead as inde-
pendent a life as possible. 
     In the early stages of their professional 
relationship with Jennifer, these parents 
had the opportunity to voice their confu-
sion and fear. They felt relieved to have 
someone help answer their many ques-
tions: “How severe is her autism?” “Will 
she grow out of it?” “What will her life be 
like?” “Will she be able to attend school 
with children who do not have autism?” 
     Parents of young children who are 
diagnosed with an autism spectrum disor-
der experience a range of feelings, among 
them intense sadness, fear that the child 

will never develop typically, anxiety 
about which treatments will lead to recov-
ery and compassion for the child coupled 
with a determination to help.   
     While trying to deal with their emo-
tions, they must also find practical solu-
tions. They must decide how to navigate 
complex service systems to get the help 
their child needs. They may find it neces-
sary to spend hours on the Internet, in chat 
rooms, in libraries, talking to friends and 
families, trying to sort through the huge 
amount of information about cures and 
controversies, and how to finance the care 
they know their child needs. They are often 
left feeling overwhelmed and unsure about 
how to get the treatment process started.  
     This is where an expert service coordi-
nator can play a vital role, offering emo-
tional support, information, linkages to 
services and assisting parents in advocat-
ing for the needs and rights of their child.  
     “The service coordinator is the direct 
contact for the family as they go through 
the evaluation process to figure out what 
early intervention services their child will 
need,” said Nancy Pellicione, M.A. Ed., 
Coordinator of LifeStart. “Parents rely on 
their service coordinator to help them un-
derstand not only the early intervention 
system, but how all the different therapists 
will work with the child and family to help 
the child meet developmental milestones.” 
 

see Guiding Families on page 46 

Guiding Families: YAI Service Coordinators Assist Families   
in Accessing Services and Coping with a Child’s Diagnosis of Autism 

Charles Cartwright, MD 
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By J. Helen Yoo, PhD, BCBA 
Research Scientist, Department  
of Psychology, New York State  
Institute for Basic Research 
 
 

F ew things are more puzzling and 
disturbing to parents and caregiv-
ers than self-injurious behaviors 
(SIB) exhibited by individuals 

with autism. SIB is a deliberate harm to 
one’s own body that may result in tissue 
damage, such as open cuts and bruises, 
and that may lead to inflammation and 
infection. It is often associated with intel-
lectual and developmental disabilities 
(IDD), including autism, and can be exac-
erbated by co-existing psychiatric disor-
ders such as mood disorders. The most 
common types of SIB are excessive 
scratching, head banging, and biting of 
the extremities, especially the wrist. 
     Individuals with autism spectrum dis-
orders (ASD) often struggle with commu-
nication, social interactions, repetitive 
behaviors and inflexible daily routines. 
SIB is not part of these core symptoms, 
but can derive from deficits and excesses 
in these three domains. It is often a chief 
concern of caregivers.  
     Currently, two major causal theories of 
SIB exist in the scientific literature: envi-
ronmental and biological. Because of the 
overlap between the two, a combination 
of these two models is more plausible. 

The environmental, or operant model, 
proposes that SIB is learned and main-
tained by environmental consequences, 
such as positive or negative reinforce-
ment. The biological model proposes that 
SIB is a neuropathology resulting from 
interactions of neurotransmitter systems. 
SIB may also occur as a way to minimize 
physical pain resulting from other medi-
cal conditions.  

Environmental 
 
     Applied Behavior Analysis: After more 
than 40 years of research, applied behav-
ior analysis (ABA) has demonstrated its 
profound effect on individuals with au-
tism (Matson, 2008; Eikeseth, 2008). It is 
a branch of psychology which focuses on 
the science of behavior and uses a system-
atic approach to assessing and intervening 
(Baer et al., 1968). ABA observes what 
happens before (antecedents) and after 
(consequences) the behavior and, using a 
functional behavior analysis (FBA), deter-
mines the environmental factors that may 
be encouraging or maintaining the SIB. 
Essentially, SIB is seen as a nonverbal 
request for a preferred outcome.   
     In order of increasing complexity, the 
three types of FBA are indirect, descrip-
tive, and experimental. Indirect FBA in-
volves interviewing caregivers about the 
situations and settings in which SIB oc-
curs using questionnaires and rating scales. 
This type of analysis is considered a first 
step in FBA. 
     Descriptive FBA involves observing 
the frequency of SIB in the natural envi-
ronment (e.g., home, school) and re-
cording what happens before and after the 
SIB. Indirect and descriptive FBA do not 
involve environmental manipulations. 
They seek to identify patterns and correla-
tions rather than discover clear cause-and-
effect relationships. If FBA identifies ob-

vious conditions maintaining the SIB, an 
intervention plan involving one or more 
strategies may be devised.     
     However, in cases where it is unclear 
why an individual engages in SIB despite 
caregiver interview and direct observation 
in the natural setting, experimental FBA 
may be necessary. Experimental FBA 
exposes the individual to situations which 
vary the presence and absence of atten-
tion, preferred leisure materials, and tasks 
(work). The frequency of SIB is then 
compared across these situations to de-
lineate the reasons for the behavior. The 
changes in frequency or intensity of SIB 
under the different situations often explain 
why the behavior is occurring and facili-
tate a treatment plan. During treatment, 
the behavior analyst attempts to teach the 
individual a more appropriate way to pro-
duce the desired consequence (attention, 
materials, escape, and so forth).  
     Common Treatment Modalities: En-
gaging in SIB often results in an individ-
ual receiving desired consequences such 
as social attention and interaction, leisure 
materials, food, avoidance of non-
preferred activity or work requests, or a 
caregiver’s compliance with a previously 
denied request. To minimize the occur-
rence of SIB in these situations, minimal 
attention should be given to SIB. This 
includes giving no direct eye contact,  
 

see Self-Injurious on page 37 

Understanding and Treating Self-Injurious Behavior 

J. Helen Yoo, PhD, BCBA 
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By Latha Soorya, PhD 
and Ting Wang, PhD 
Seaver and New York Autism  
Center of Excellence 
Mount Sinai School of Medicine 
 
 

S ocial dysfunction is the central, 
unifying feature of autism spec-
trum disorders (ASD) and per-
haps also the most debilitating. 

Impairments in socialization persist in 
individuals with ASD regardless of age or 
language level and are likely to impact 
quality of life variables, such as employ-
ment and companionship. Improvement in 
social functioning is widely considered to 
be a crucial target for intervention. Even 
so, there are very few controlled studies 
of treatments that focus specifically on 
social skills. Much of the current literature 
describes comprehensive treatment plans 
and applied behavior analytic approaches 
geared toward increasing language and 
basic skills deficits found in young, pri-
marily nonverbal children with ASD.  
Little is known about effective strategies 
for improving socialization in older, high-
functioning children with ASD.  
     In clinical practice, several models of 
social skills interventions have been ap-
plied to verbally fluent children with au-
tism that address a range of social deficits, 
from basic, (e.g. emotion recognition) to 
more complex (e.g. “theory of mind,” the 
ability to understand the mental states of 
others).  Models of intervention include 

cognitive behavioral therapy (CBT); play 
therapies based in psychodynamic theo-
ries and/or the floortime model; compre-
hensive packages such as the Relationship 
Development Intervention (RDI); and 
eclectic approaches that draw from sev-
eral theoretical orientations.  In addition 
to variations in the model of intervention, 
variability in the modality and location of 
interventions also exist.  Modalities may 
include traditional outpatient group therapy 
models, computerized programs (e.g. face or 
emotion training programs), individual ther-
apy, push-in social skills in classrooms, peer
-facilitated models, and board games. 
     Despite the availability of an array of 
intervention approaches, little is known 
about the efficacy of these approaches 
because few treatments targeting social 
skills have been manualized and subject 
to controlled investigations.  A study cur-
rently in progress at the Seaver and New 
York Autism Center of Excellence by 
Drs. Wang and Soorya is one step towards 
developing the empirical support needed 
to advance therapeutic interventions for 
socialization skills in children with ASD.  
The study, funded by Autism Speaks, is 
evaluating short-term outcomes associated 
with two forms of commonly used social 
skills therapies: CBT and play therapy.  
Each 12-week group is focused on chil-
dren 8-11 years of age with ASD and flu-
ent verbal skills and includes a separate, 
concurrent therapy group for parents. 
     Importantly, the study utilizes manual-
ized protocols for both CBT and play 

therapy as well as a randomized, con-
trolled design, which provides basic ele-
ments of experimental control in order to 
evaluate potential changes. This pilot 
study is assessing a broad array of poten-
tial outcomes including effects on emo-
tional perception, changes in social be-
havior at home and school, and changes in 
brain activity during social information 
processing (measured by functional mag-
netic resonance imaging). Through the 
randomized methodology and manualized 
treatment protocols, the study seeks to 
provide preliminary data on the nature of 
potential benefits from CBT and play 
therapy groups and develop hypotheses 
regarding the neural mechanisms respon-
sible for potential changes. 
     The demand for providing socializa-
tion interventions for children with ASD 
has led to a proliferation of clinical inter-
ventions; often with strong support from 
families and therapists but unfortunately 
with limited data to support their use. 
Data from this study may serve as an ini-
tial step in understanding the effects of 
commonly used socialization programs 
for high functioning children with ASD. 
Many other studies are also underway at the 
Seaver and New York Autism Center of 
Excellence where we are dedicated to dis-
covering the biological causes of autism and 
to developing breakthrough treatments. 
     The Seaver Center is under the direc-
tion of Dr. Joseph Buxbaum, the G. Har-
old and Leila Y. Mathers Research Pro-
fessor of Psychiatry, Neuroscience, Ge-

netics and Genomic Sciences at Mount 
Sinai School of Medicine.  
     The Research Program at the Seaver 
Center is a collaborative effort that offers 
an integrated series of research studies in 
innovative treatments, genetics, and brain 
imaging.  All services in research studies 
are provided without charge to eligible 
participants and include gold standard 
diagnostic assessments such as the Autism 
Diagnostic Observation Schedule 
(ADOS), the Autism Diagnostic Interview 
(ADI), and neuropsychological testing. 
     The Clinical Program offers Assess-
ment & Evaluation Services, including 
diagnostic testing, neuropsychological 
testing, academic testing, and psychiatric 
evaluations. In addition, we offer compre-
hensive Treatment Services, including 
medication management, social skills 
groups, parent training sessions, cognitive 
behavior therapy, and a sibling support 
program.  As part of our commitment to 
education and community care, we also 
have a Community Outreach & Training 
Program that provides lectures and work-
shops to parent groups, agencies, and 
schools. We also host an annual confer-
ence to address current scientific trends 
and discoveries. 

 
     For more information about Re-
search and Clinical Programs at the 
Seaver and New York Autism Center 
of Excellence, please contact: Jessica 
Kiarashi -  jessica.kiarashi@mssm.edu,  
212-241-7098. 

Social Skills Therapy Groups  
Evaluating the Behavioral and Neural Impact for Children with Autism Spectrum Disorders 
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Interventions to Reduce Escape and Avoidant Behaviors  
In Individuals with Autism 

By Johanna Lantz, PhD 
Licensed Psychologist, Developmental 
Neuropsychiatry Program, Division of 
Child and Adolescent Psychiatry, 
Columbia University Medical Center 
 
 

P eople with autism spectrum dis-
orders can display behaviors that 
present challenges to educators, 
parents, and other caregivers 

such as aggression, self-injury, disruption, 
property destruction, and elopement. 
When such problem behaviors are pre-
sent, the first step is to conduct a func-
tional behavioral assessment (FBA). The 
goal of the FBA is to identify factors that 
are maintaining a behavior by examining 
the antecedents and consequences for a 
behavior. The FBA results in a hypothesis 
of behavioral function. In other words, it 
tells us what purpose the behavior serves 
for the individual. Behaviors can serve 
one or more of the following functions: 
 
• The person uses the behavior to gain 

access to attention or tangible items 
 
• The person uses the behavior to es-

cape or avoid aversive conditions 
 
• The behavior is automatically rein-

forcing and is not mediated by social 
consequences. 

 
     Interventions based on function tend 
to be more effective than non-function 
based interventions. This article will 
identify four intervention strategies that 
can be used when an FBA suggests that 
problem behaviors serve an escape or 
avoidance function: extinction, antece-
dent manipulation, functional communi-
cation training, and positive reinforce-
ment of compliance. 
 

Extinction 
 

     Extinction simply means removing 
reinforcement for the behavior. In the case 
of behaviors that serve an escape/
avoidance function, this entails not allow-
ing escape or avoidance following a prob-
lem behavior. If a person is given a time-
out or is sent home from a school or work 
program because of maladaptive behav-
iors that occur in response to a demand, 
this inadvertently reinforces the behavior 
and increases the likelihood that the be-
havior will be repeated to obtain these 
same consequences. Therefore, an inter-
vention plan should not include such pro-
cedures in the case of escape or avoidant 
behaviors. If possible, the person should 
complete the task or remain in the setting 
even if he or she is engaging in challeng-
ing behaviors. When extinction is used, an 
initial increase in behavior can be ex-
pected as the person realizes that the be-
havior is no longer working and he or she 
reacts by engaging in worse behaviors to 
see if they will work. This is known as an 

“extinction burst.” To maximize effective-
ness and to minimize any extinction burst, 
extinction should be used with other 
strategies as described below. 
 

Antecedent Manipulation 
 
     Antecedent manipulation involves al-
tering the qualities of the task or setting to 
make them more attractive to person. 
When the environment is made more ap-
pealing to the individual with autism, 
there is a lesser chance that he or she will 
engage in a problem behavior in order to 
be removed from the environment. Ante-
cedent manipulation strategies are proac-
tive and are meant to prevent problem 
behaviors from occurring. The following 
are antecedent manipulation strategies 
that can be used when an FBA suggests 
an escape/avoidance function: 
 
Noncontingent Escape: The person is al-
lowed out of a task or setting on a sched-
ule rather than as a result of a problem 
behavior. This eliminates the connection 
between the maladaptive behavior and the 
escape consequence. 
 
Demand Fading with Extinction: De-
mands are eliminated or significantly de-
creased until problem behaviors are re-
duced and then demands are gradually 
reintroduced. 
 
Intersperse Easy and Difficult Tasks: Allow-
ing the person with autism to experience 
success is vital to maintaining motivation. 
 
Avoid Repetitive Tasks: Tasks should be 
mixed and varied within an instructional 
session rather than presenting the same 
task or question several times in a row. 
 
Examine Instructional Methods: One study 
found that it was not the demand itself that 
produced problem behaviors; rather, it was 

the type of prompting used that was aver-
sive for the participant (Crockett & 
Hagopian, 2006). Therefore, it may be 
worthwhile to explore the contribution of 
instructional procedures to problem behav-
iors and make appropriate modifications. 
 
Give the Person Choices: For example, a 
teacher or caregiver may make a list of 
different activities and allow the person 
with autism to choose what he or she 
would like to do. Ideally, the list would 
include some preferred activities within 
the choices. People with autism can spend 
the majority of their day responding to the 
demands of others. This can certainly 
contribute to the desire to escape and 
avoid tasks or settings. At least a portion 
of a person’s day should be spent in ac-
tivities that he or she leads. Examples of 
intervention approaches that are more self
-directed include incidental teaching and 
DIR/Floortime. Just because an activity is 
directed by the individual with autism, 
does not mean that problem behaviors 
should be allowed to occur, however. Be-
havior modification procedures still need 
to be applied. 
 
Incorporate the Person’s Interests: People 
with autism can have restricted interests. 
People’s interests can be used to increase 
the reinforcing value of the task or setting.  
For example, a child who is interested in 
searching the Internet, may be taught to 
spell by typing in search terms. A student 
who likes Star Wars may have math word 
problems that include Star Wars characters. 
 
     The antecedent manipulations de-
scribed above are meant to increase the 
reinforcing value of the environment. 
Concurrently decreasing the reinforcing 
value of the escape environment is also 
advisable. In situations where the individ-
ual is not able to be prompted through 
demands, he or she must be deprived of 
any other sources of reinforcement such 
as preferred items or activities or attention 
from others and the demand has to be 
reissued until completed. Even conse-
quences that may be thought to be punish-
ing for the individual may not actually be 
serving as a punisher relative to the task 
they are avoiding. 
 

Functional Communication Training 
 

     People with autism may engage in a 
problem behavior because they lack more 
appropriate alternative behaviors. As a 
result of these skill deficits, engaging in a 
problem behavior may offer a more effi-
cient means to get what they want. Fur-
thermore, teachers and caregivers may be 
more responsive to problem behaviors, 
making them more effective for the per-
son with autism. Functional communica-
tion training (FCT) involves teaching the 
individual to produce communicative be-
haviors that serve the same function as the 
problem behaviors. Communication can 

be verbal (language or voice output de-
vice) or nonverbal (sign language or pic-
ture exchange). Therefore, FCT is appro-
priate for individuals with autism at all 
levels of functioning. Examples of appro-
priate functional communication re-
sponses for behaviors that serve an es-
cape/avoidance function include a.) ask-
ing for a break b.) requesting a change in 
activity c.) asking to leave the room d.) 
saying finished e.) telling others to wait or 
f.) asking others to stop. These responses 
need to be taught using systematic proce-
dures where the person has frequent op-
portunities to practice. In addition, the 
responses need to be practiced with mul-
tiple people and in varied settings to pro-
mote generalization. Given that opting out 
of a task can be problematic for learning, 
once a functional communication re-
sponse is reliably emitted, demand fading 
as described above can be added. This 
means that the individual is made to com-
plete a gradually increasing number of 
tasks between the time they communicate 
the need for escape and when they are 
allowed to escape. Functional communi-
cation training should be used in conjunc-
tion with extinction of problem behaviors. 
 

Differential Positive 
Reinforcement of Compliance 

 
     Another intervention strategy that can 
be effective at reducing escape or 
avoidant behaviors is positive reinforce-
ment of compliance. For example, a child 
who likes Barney would receive access to 
a Barney doll for a short period of time 
following the completion of a demand.  
This strategy may work because the rein-
forcer has more appeal than escaping or 
avoiding the task.  Pairing reinforcement 
with a demand may also make it more 
attractive. If positive reinforcement is not 
working, a reinforcer assessment should 
be completed that examines a.) how valu-
able the reinforcer really is to the person 
b.) how soon after the desired behavior 
the reinforcer is provided (immediate re-
inforcement vs. delayed) and c.) the quan-
tity of the reinforcer (more is not always 
better and can lead to satiation). 
 

Conclusion 
 
Individuals with autism may engage in 
problem behaviors as a means to escape 
or avoid a task or setting. This can be par-
ticularly problematic in school and work 
programs where there are high levels of 
demands. Fortunately, there are strategies 
that can increase a person’s motivation to 
remain engaged in a task or setting. These 
include eliminating reinforcement of the 
behaviors by not allowing escape or 
avoidance, manipulating the antecedents 
to the behavior, teaching an alternative to 
the problem behavior, and reinforcing 
compliance. In practice, a combination of 
these approaches is likely to produce the 
best results. 

Johanna Lantz, PhD 
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By Cindy Alterson, PhD, BCBA 
Jennifer Naughton Basch, MS, CCC/SLP 
Devereux Millwood Learning Center 
 
 

A ccording to the National Re-
search Council (2001), ap-
proximately one-third to one-
half of children and adults with 

autism do not use speech functionally.  
When verbal speech or gestures are insuf-
ficient for an individual with autism to 
communicate their needs and wants, aug-
mentative or alternative systems of com-
munication (AAC) are developed.  An 
augmentative system is a supplemental 
service when verbal speech is unintelligi-
ble, when vocabulary is not complex, or 
when spontaneous language is lacking.  
An alternative system is a primary means 
of communication when verbal speech is 
not present. 
     If an ACC system is recommended for an 
individual with autism, two common ques-
tions often follow this recommendation: 
 
• Which AAC systems are most effec-

tive towards functional communica-
tion in people with autism? 

 
• Which system, if any, will facilitate 

the development of verbal speech? 
 
     This article will define common AAC 
systems currently in use with individuals 
with autism and will briefly review the 
state of the literature in providing answers 
to the above questions. 

What AAC Systems are Available? 
 
     AAC systems are generally grouped 
into two categories: “unaided” and 
“aided” systems.  Unaided systems are 
those that don’t require any extra materi-
als to use, such as American Sign Lan-
guage (or other developed systems of 
sign).  Aided systems are those that do 
require equipment or materials to imple-
ment.  Examples of aided systems are 
picture or symbol systems (such as PECS, 
Bliss Syms, photographs) and vocal out-

put devices (VOCAs).  VOCAs are com-
puterized systems that use buttons, 
switches or touch screen technology with 
synthesized voice output. 
     All of these systems are used with in-
dividuals with autism and different in-
structional methodologies often have a 
preference for one over the other.  Pro-
grams using applied verbal behavior in-
struction typically focus only on sign lan-
guage as AAC, with the rationale (among 
others) that motor planning skills needed 
to produce the sign will facilitate produc-
tion of verbal approximations. TEACCH 
models typically use PECS and other pic-
tures for AAC, with the rationale that in-
dividuals with autism often need visual 
cues and support to understand their envi-
ronment.  By way of full disclosure, the 
authors of this article do not have a prefer-
ence or theoretical bias towards any AAC 
system and have used all effectively. 
 

Effectiveness of AAC Systems 
 
     The “good” news regarding effective-
ness of AAC systems towards functional 
communication is that all types of AAC 
have been demonstrated to be useful as 
modes of communication in individuals 
with autism.   There is a wide body of 
literature suggesting that AAC can be 
extremely effective under certain condi-
tions.  Some of these conditions include: 
 
• An AAC is effective if the physical 
response effort required to produce the 
desired result with the AAC is less than 

the effort required to produce the result by 
other behaviors (Horner and Day, 1991). 
 
• A visual AAC (i.e. use of pictures/
symbols) is more effective the closer the 
pictures/symbols resemble their real-
world counterparts (this is referred to in 
the literature as “iconicity”) (Fuller and 
Stratton, 1991). 
 
     An AAC is effective only to the extent 
that the communication is intelligible to 
others and can produce the desired result 
(Schlosser, 2003). 
     The “bad” news, however, is that the 
research still has a long way to go in de-
termining whether one type of system or 
another is more effective in meeting com-
munication goals in individuals with au-
tism on the whole.  Very few studies have 
compared unaided to aided systems di-
rectly, and less have focused on only indi-
viduals with autism.  The research has not 
at all addressed the question of “what are 
the characteristics of an individual that 
make one type of system potentially more 
effective than another?” 
     When choosing an AAC system for an 
individual, practical concerns such as 
portability, durability, and vocabulary 
needs and space will generally take 
precedence over research-based sugges-
tions.  Also, student interest in and moti-
vation to use the system is critical to its 
success, regardless of how the research 
supports its use. 
 

see Communication on page 22 

Cindy Alterson, PhD, BCBA 

Building Communication Skills in Non Verbal Children with Autism  
Using Augmentative or Alternative Systems 

Margo Benjamin, MD 
Attending Psychiatrist, NewYork  
Presbyterian Westchester Division 
 
 

T he general reasons why people 
pursue psychiatric treatment are 
twofold.  The majority of indi-
viduals who seek treatment do 

so because they have identified “pain” in 
some form or another and they want the 
therapist to address the pain by validating 
it and working towards diminishing it.  
These individuals seek professional help 
to do this because discussing their prob-
lems casually with others in their lives has 
not proved helpful. Another reason  peo-
ple may seek psychiatric treatment is be-
cause they have had difficulties in rela-
tionships and even though this subset of 
individuals don’t necessarily think that the 
problems in their lives are related to their 
behavior, they are seeking to have more 
positive relationships. This is accom-
plished in part by the fact that in estab-
lishing a new relationship with another 
person, one is afforded the opportunity to 
redefine themselves by presenting the 
most positive aspects of themselves and/
or their Ideal Self – that is the person/
personality that they wish to be.   In the 

room with the therapist, this latter group 
at some point may begin to see their role 
in conflictual relationships and seek to 
make changes- either to repair damages in 
previously formed relationships, or to 
learn appropriate ways to develop new 
ones.   Alternatively, they may develop a 
“good enough” therapeutic alliance with 
the therapist, and this new relationship 
becomes the one good relationship in their 
lives. This latter group can end up being 
potentially more fragile because there is 
always the risk of having difficulty main-
taining the positive therapeutic relation-
ship if they have not yet learned mature 
defenses and have difficulty accepting the 
good and the bad of the therapist and the 
therapeutic process.   Alternatively, they 
may inappropriately use the therapeutic 
relationship as “evidence” that they are 
capable of forming good relationships, and 
therefore proclaim that this had not oc-
curred in their lives previously because of a 
flaw in the behavior of  others and there-
fore not their fault.  This incorrect conclu-
sion serves to protect them against viewing 
their own contribution to conflict ridden 
relationships by shifting the focus to oth-
ers; which makes the therapeutic work of 
generalizing gains made in the treatment 
process to the outside world more difficult.  

     In many cases the autistic individual 
can neither identify ‘the pain’, nor see the 
conflicts inherent in their interactions with 
others.   This makes it difficult to estab-
lish therapeutic goals without the input of 
a “significant  other”  in their lives.  The 
input from a parent or spouse is important 
in identifying goals and establishing a 
system of checking how well (or not) the 
individual is progressing in their treatment 
plan.  Role play is an effective therapeutic 
intervention with these individuals.  When 
the therapist models positive interactions 
in a safe environment (such as the therapy 
room), it can be added to the individuals 
repertoire of appropriate social interac-
tions.  In the context of a good therapeutic 
alliance the therapist can re enact a social 
scene that is described to him /her, and 
demonstrate how one picks up on social 
cues and incorporates them into similar 
situations. 
     What stands out most in an individual 
whose way of relating to the world is 
within the autistic spectrum, is the inap-
propriate affect.  This is the quality that is 
sensed by the other person in the first few 
minutes of an encounter.  Although it can 
present in a variety of ways the 
“prototypical” way is that the individual 
with autism makes little or no attempt to 

interpret another person’s emotional state.    
As a result, these individuals are at an 
extreme disadvantage in socializing with 
others, since this requires developing a 
sense of another person’s emotional state 
and addressing it in some way.   This is 
one of the ways people develop a com-
mon affective history with one another, 
that over time helps to define the relation-
ship. Because such an individual has such 
difficulty managing the first step in build-
ing a common affective history, it is a 
struggle for them to interact with others.  
In general, they are “misread” as self-
centered when they direct the conversa-
tion towards themselves and have diffi-
culty allowing others to give input to the 
topic of discussion.   Often, if a topic of 
interest is brought up, the autistic individ-
ual is likely to interject with a one sided 
“conversation” including every detail they 
know about the topic.  Attempts by others  
to interrupt and/or give input are quickly 
thwarted, and sometimes followed by the 
individual starting over from the begin-
ning of their soliloquy to be sure they 
were “heard”.  This can be off putting for 
those who have had no previous exposure 
to these individuals, particularly in the case  
 

see Social Dilemma on page 39 

Autistic Spectrum Disorders:  A Social Dilemma 
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Robin’s Blog  

A Resilient Mom’s Commentary on Autism 

 

He Took a Walk to Get a Soda and Ended Up in a Hospital For a Psych Evaluation  
A Cry for Increased Autism Awareness 

By Robin Morris 
Patient Advocate 
 
 

T his is the story of M, a young 
man with autism. M is a hand-
some shy guy whose soft spo-
ken words prompt the listener 

to sometimes shout, as if he doesn't un-
derstand. What's interesting is that his 
anxiety level presents a picture of sig-
nificant disability. He has reached his 22 
years, with notable trials and tribulations, 
nevertheless has successfully transi-
tioned to an outplacement facility. M is 
more capable than he presents and lives 
independently while learning vocational 
skills while residing at a group program 
with supervision. 
     Recently, M took a walk. He later ex-
plained to his mother that he enjoys the 
orange soda at the local YMCA and 
wanted to purchase a can in the machine. 
The circumstances that followed are fod-

der for television drama, as M's plan went 
severely awry. 
     Prior to leaving his house, M shaved. 

He cut his chin. He then walked across the 
bridge, an overpass, on his way to the Y. 
He paused to watch the cars. A passing 
driver's 911 report to the state police spot-
ted M by the bridge. She saw blood on his 
chin and thought he was about to take his 
life. A state trooper drove to the scene and 
tried to approach M. M's basic instinct 
was to run. After all, he was just going to 
get a soda. The state trooper later ex-
plained that M presented as a young adult 
who had just taken the drug ecstasy; he 
was disoriented with poor eye contact. 
     The officer pursued M, put him in the 
police vehicle, and took him to a local 
clinic. M was told to disrobe and put on a 
hospital gown. He was then transported on 
a gurney in an ambulance to a hospital for a 
psychiatric evaluation. Six hours passed. M 
was traumatized and mortified when he had 
only wanted to simply get a soda. 
     When M's mother talked to the state 
trooper, he indicated that if he had known M 
was autistic, he would have escorted him 

back home. When M was calmer, he ex-
plained the specifics to his family. He ar-
ticulated his fear and anxiety. He thought he 
was being arrested but didn't know why. 
     What is the lesson here? What can we 
learn? There are bracelets for diabetics 
who might go into shock. There are Am-
ber Alerts to dissuade kidnappers. Autism 
awareness is sadly in its infancy stages, 
even though the news media has been 
consumed with its epidemic. 
     Perhaps we should have a registry, be 
pro-active for those suffering with autism. 
Shouldn't these citizens be protected un-
der the law? Wearing a bracelet, wallet 
identification, or dog tag might work. A 
nationwide registration for those diag-
nosed would be a start. It shouldn't matter 
what the IQ or physical appearance pre-
sents because individuals on the spec-
trum react differently on a daily basis. 
     Educated citizens are the only answer. 
We can do this as a nation. It starts in 
Washington and becomes law. 

Robin Morris 

Flexibility and Rigidity: Unwilling Partners in Tackling Autism 

By Robin Morris 
Patient Advocate 
 
 

T hose of us who live in the au-
tism circle would consider the 
notion of flexibility coupled 
with autism as polar opposites. 

After all, the rigidity factor is remarkably 
consistent with our children living on the 
spectrum. I do believe that all of us as 
parents of autistic children share a com-
mon goal. We are ordained experts via the 
school of hard knocks. However, my ex-
pertise is just that, a student of life's indeli-
ble lesson. My observations are those of 
experience and “living the life of autism”. 
     Historically, human beings affected by 
autism are governed by levels of rigidity 
and inflexibility. The variables depend on 
areas of understanding and functioning in 
the spectrum of pervasive developmental 
disorders. I do believe that man is innately 
reactive and responds to conditioned re-
flexes, as in Pavlov’s experiment. Conse-
quently, flexibility and rigidity might be 
partners, albeit unwilling, in tackling autism. 
     If one subscribes to the behavioral 
modification theory, we might be con-
vinced that if the stakes are high 
enough, flexibility could be induced by 
the dangling carrot, candy, video, train 
game, twirling top, or any other inflexi-
ble routine. Basically, we hold the ab-
horrent behavior hostage and make it 
work for us. Clearly Annie Sullivan was 
successful in developing communica-
tion with Helen Keller.  She too used a 
behavioral model. 

     Initially, our disabled toddler seemed 
very content in his world. He did not tan-
trum or cry unless he was hurt. However, 
we never allowed him to perseverate or 
dwell on rigid ritualistic behavior. I re-
member sabotaging his obsessive design 
of salt, pepper, and napkins that were 
grouped in a line on our kitchen table. 
Every time he tried, I went in there and 
messed it up. We were operating on gut 
feeling and somehow fighting an un-
known opponent. 
     When our son remained non-verbal at 
age 3, and the masters in the field advised 
us to get a sign board (as used for the 
hearing impaired) because he would never 
speak, we instinctively knew that there 
must be another way. I am keenly aware 
that there are many children who are able 
to communicate effectively employing the 
use of signing. Nevertheless, parents must 
trust their instincts at some juncture and 
this was our most significant determina-
tion thus far. 

     We found a speech therapist that created 
a model that worked for our son. Her name 
is Dr. Nancy Schwartz, and I must say, 
without exaggeration, that she changed our 
lives. Utilizing a type of Gestalt, she would 
choose a habit that our son was drawn to, in 
his case he was mesmerized by Disney vid-
eos. She would allow him to watch a seg-
ment and midstream, turn it off. She fol-
lowed with a simple phrase: “turn it o_?” 
making the ‘ah’ sound. Remarkably, within a 
week our nonverbal child was filling in the 
blanks with simple words like on and more. 
     I am not a Pollyanna who believes in 
miracles or that a few words made our son 
normal. Yet, we all must have a vision for 
growth, and are compelled to start some-
where. Nearly twenty years have passed and 
I continue to believe that a behavioral ap-
proach plays a significant piece in conquer-
ing autism. Dr. Schwartz’s no nonsense 
approach is hardly a candidate for a popular-
ity contest. She makes no apologies for her 
assault on autism, yet often induces results. 

Dr. Schwartz has treated hundreds of chil-
dren over the years, and clearly emphasizes 
that no cases are exactly alike. 
     She has developed a certain methodology 
that has gleaned positive results in recent 
years, specifically stressing that procuring 
language by creating motivation through 
relatedness is the essential conduit for suc-
cessful interaction. Ideally, you don’t want 
one without the other. Dr. Schwartz has 
enhanced her process to ‘humanize’ (my 
word) children on the spectrum. The down-
side of simply regurgitating words creates a 
robot or automaton like behavior. 
     I must admit, that when our boy could 
not speak, we did not care how he got lan-
guage. Given our desperation, we were de-
termined that we would ‘hone’ his social 
delivery in the future. The years flew by, 
and our son continued to escalate his level 
of speech, but the delay remained in social 
understanding. Ultimately, creating motiva-
tion through relatedness was the key. 
     I reiterate that every case is truly unique. 
Dr. Schwartz applauds our son’s internal 
motivation. One of his brothers aptly coined 
the expression “snowflake”, describing peo-
ple affected by autism. No two snowflakes 
are alike. Nearly twenty years ago, we were 
advised that our main aspiration should be 
that he never plateau, an auspicious goal.  
Our son continues to learn. 
     You can reach Dr. Nancy Schwartz at 
(203) 544-9560. To visit Robin’s blog 
online, go to www.revolutionhealth.com/
blogs/resilientmom, and her group site Par-
ents: Champions for Children of Autism, at 
www.revolutionhealth.com/groups/parents-
champions-children-of-autism.  

PAGE  21 AUTISM SPECTRUM NEWS ~ WINTER 2009 



By Stephen M. Shore, EdD 
Executive Director 
Autism Spectrum Disorder Consulting 
 
 

F our students with Asperger Syn-
drome from a school in in Christ-
church, New Zealand have gone 
on to successful courses of study 

at colleges or universities. Another school 
in Beijing, PR China has developed a re-
markable program emphasizing the ad-
ministration of sensory integration ther-
apy. Yet another organization in Kawagoe 
City, Japan houses nonverbal adults with 
autism, engages them in teamwork using 
dangerous power tools building shipping 
pallets, all while having them lead digni-
fied, pleasurable, and productive lives.  A 
newly formed parent group in Kolkata, 
India hosts an internationally known 
speaker and consultant on autism for the 
very first time. In South Korea, only stu-
dents at the top of their class are chosen to 
study special education at the university 
level - and these educators are paid more 
than regular teachers. 
     In my travels around the world con-
sulting and presenting on autism I sense 
that I have gotten somewhat of a sample 
of how autism is recognized, perceived, 
and how support is provided in different 
communities.  Even though I have been to 
six out of seven continents it’s also impor-
tant to realize that I have only seen a 
small minority of countries, hence the 
sample I do have may be biases.  How-
ever, perhaps some of my observations 
regarding the countries I have visited are 
worth exploring. 
     For example, I have found that no 
matter how poor or desolate of resources 
a location may be, pockets of best prac-
tice can always be found.  These pockets 
of best practice demonstrate that autism 
and the challenges it brings spans the 
globe.  We have much to learn from all 
areas of the globe on how to match best 
practice to intervention—empowering 
people with autism to lead fulfilling and 
productive lives.  On the other side of the 
coin, challenges of identification, inter-
vention, and support for successful tran-
sition to adulthood continue to represent 
significant barriers to overcome in all 
areas of the world. 

Incidence Rates 
 
     There seems to be a general increase in 
the incidence rate of autism in the coun-
tries I have visited.  For example, a figure 
of greater than one percent seems regu-
larly accepted in Northern Ireland as well 
is in the rest of the United Kingdom.  
Those of us in the United States are all too 
familiar with the revised figure of 1 in 
150 promoted by the Center for Disease 
Control in Atlanta, Georgia.  Other coun-
tries such as India, Japan, Australia, New 
Zealand, South Korea, etc. all seem to 
either report or accept similar figures.  Of 
course there are many other countries I 
have yet to visit that may not have the 
resources to accurately assess the number 
of people on the autism spectrum within 
their borders so my sample is probably 
biased in a number of ways. 
     There are many competing theories 
about this relatively sudden increase rang-
ing from environmental toxins interacting 
with genetic predispositions to greater 
community readiness, awareness, and a 
broadening of the accepted criteria for 
autism as discussed by Richard Grinker in 
his book Unstrange Minds and in his pres-
entations.  Others even suggest that the 
autistic way of being may be the next 
step in evolution and that those of us on 
the autism spectrum are perhaps “early 
adopters.”  Like with some many things, 

the truth lies with additional resources 
and may include a number of existing 
theories and other possibilities we have 
yet to discover. 
     All I know is that through my grade 
school days I was the only person I knew 
of as being on the autism spectrum.  
Thinking back, a number of my class-
mates probably should have been diag-
nosed as having autism.  However, even 
with including those students, it remains 
somewhat baffling to explain that we now 
have entire rooms in our public schools 
devoted to children on the autism spec-
trum.  Or, the fact that within bicycling 
distance of my home in the Boston area, 
there are at least 5 private schools, exclu-
sively for students with autism that the 
public schools are unable to serve. 
 

Similarities and Differences in  
the Autism Community 

 
     People on the autism spectrum face the 
same challenges in communication, so-
cialization, and other areas worldwide.  
These similar issues present difficulties 
for many who are not on the autism spec-
trum in understanding us and vice versa as 
we are not understanding them.  Perhaps 
the concept “Theory of Mind” – suggest-
ing that people on the autism spectrum 
have difficulty understanding the non-
autistic (neurotypical) mind – cuts both 
ways where persons not on the spectrum 
also experience difficulties understanding 
the autistic mind.  Similarly, there is a 
true community between those of us with 
autism where we share common experi-
ences and observations about how we 
interpret the world we live in. This fact 
calls for greater efforts of people non-
autistic and autistic alike to come to 
greater mutual understanding. 
     Parents of offspring on the autism 
spectrum are the same as well.  They 
share deep dedication to helping their 
children lead as fulfilling and productive 
lives worldwide.  Picture Exchange Com-
munication Systems (PECS) and other 
visual supports adorn their homes, 
schools, and other areas were people with 
autism are found.  Just like in the United 
States, some parents seem overwhelmed 
by the situation they find themselves in 
whereas others are driven to develop lo-

cal, regional, national, and perhaps soon 
to be internationally known support 
groups.  Classified as “high demand-high 
support” parents by Arnold Miller of the 
“Miller Method,” these parents eek out 
the most development possible from their 
children on the autism spectrum and their 
organizations.  Lisa Ackerman, executive 
director of Talk About Cure Autism 
(TACA), is such an example and has 
counterparts in India, Northern Ireland, 
Japan, and in many other countries. 
     The people devoted to the education 
of children with autism also have great 
similarities worldwide.  As I travel 
about the world it seems that these star 
teachers and therapist have many simi-
larities including: 
 
• A mission to achieve intensive interaction.  

These educators intuitively under-
stand how their charges with autism 
interactive and find ways to draw 
them out.  This characteristic is found 
both across different methodologies as 
well as in different areas of the world. 

 
• Often they have been touched with 

autism in some significant way. 
Perhaps a family member or close 
friend is on the autism spectrum.  It 
often seems that these star educators 
have a touch of being on the autism 
spectrum themselves, which engen-
ders a greater understanding of how 
their students perceive the world. 

 
• Continual thirst for knowledge.  

These are educators scouring web-
sites, books, and where possible at-
tending conferences to ever increase 
their knowledge base on helping their 
students with autism lead fulfilling 
and productive lives. 

 
     The differences I have seen in people 
with deep involvement mostly pertain to 
language, accents, and support they re-
ceive from their government.  While the 
difference in language and accents can be 
overcome, government assistance often 
presents a far greater challenge.  For ex-
ample, in Northern Ireland, students with 
disabilities end their education at age 16 
 

see Around the World on page 44 

View From the Spectrum: Autism From Around the World 

Stephen M. Shore, EdD 

Communication from page 19 
 

Effect of AAC on Verbal Speech 
 
     If an AAC system is recommended as 
an augmentative system (rather than alter-
native), a primary concern is how that 
system will effect the person’s acquisition 
and use of any verbal speech that is pre-
sent.  It is an occasional assumption that 
the AAC will be taught or used at the ex-
clusion of verbal speech and that the child 
will lose whatever verbal speech is pre-
sent. We have had parents who don’t want 
their children to use AAC because they 
are afraid of this result.  In order to pro-

gram effectively for our students’ commu-
nication needs, we have had to develop a 
response to this fear. 
     In general, results in the scientific 
literature suggest that total communica-
tion approaches result in faster and more 
complete vocabulary acquisition that 
does speech alone (Mirenda 2003).  
There is a considerable body of research 
in which total communication was com-
pared with speech alone and/or AAC 
alone to teach receptive and/or expres-
sive vocabulary with children with au-
tism who have limited or no functional 
verbal speech. Layton & Watson (1995) 
said that communicating with sign may 

transfer to that spoken word after a child 
has learned approximately 200 signs and/
or starts to chain together two or more 
signs.  Bondy & Frost (1994) said that 
verbal speech tended to develop with 
PECS as an AAC after the children were 
able to use 30-100 symbols. 
     What this means, is that AAC systems 
may facilitate the development of verbal 
speech as long as the instructors expect 
and reinforce verbal approximations at 
the same time as AAC production.  Al-
though we cannot guarantee for any indi-
vidual student that AAC will automati-
cally result in improved verbal produc-
tion, we can be confident that AAC will 
not impede the development of this.  It is 

important that speech pathologists, 
teachers, therapists, parents, and others 
when they teach AAC are also requiring 
the student to produce some verbal sound 
and continue to shape that towards a 
more understandable vocabulary.  It is 
also critical that individuals responding 
to AAC or speech production are simi-
larly required to respond positively to the 
students’ communication attempts. 
 
     Cindy Alterson, PhD, BCBA, is the 
principal and program director of the 
Devereux Millwood Learning Center.  
Jennifer Naughton Basch, MS, CCC/SLP, 
is a consulting speech pathologist at the 
Devereux Millwood Learning Center. 
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By Linda Walder Fiddle 
Founder and Executive Director 
The Daniel Jordan Fiddle Foundation 
 
 

S ometimes the flame of inspiration 
needs a little rekindling.  In our 
day-to-day lives, fast paced and 
full, there is often no time to take 

a pause and reflect upon where we are and 
where we are going: we just go!  But then, 
unexpectedly a moment happens, and life 
gives us a pause that reaffirms that the 
road we are traveling on is the right one or 
the realization that we need to find an-
other way.   If we listen to life and pay 
attention to these miraculous moments 
they can be validating. 
     In 2002, The Daniel Jordan Fiddle 
Foundation awarded its first grants to pro-
grams for adolescents and adults with 
autism.  We are the only not-for-profit 
501(c) (3) organization in the United 
States to specifically focus our grant giv-
ing on residential, recreational, voca-
tional, educational and family programs 

that provide opportunities for adults with 
autism to participate in community life.  
Since its inception, the all volunteer-run, 
Daniel Jordan Fiddle Foundation has 
awarded grants to role model programs 
throughout the United States that honor 
the individuality of each person through-
out adulthood.  Our residential programs 
are on farmsteads, in group homes, in 
assisted living apartments, and on cam-
puses in both urban and suburban settings.  
Our recreational programs encompass all 
kinds of pursuits ranging from camping, 
art, music, theater, swimming and horse-
back riding to dog training, travel, and 
health and wellness activities.  The foun-
dation has enabled service providers to 
develop transitional programs in schools 
and adult day programs and has provided 
suitable, stimulating, and sustainable op-
portunities for adults to work at jobs in 
the community. We have funded educa-
tional materials such as the first job man-
ual for volunteer and supportive employ-
ment for adults, a DVD series on the chal-
lenges facing adults with autism, and a 

manual that guides faith communities on 
ways that they can include individuals 
with autism in their congregations.  The 
foundation is committed to creating fam-
ily wellness and our grantees have in-
cluded family respite adventures, family 
entertainment, and support of a range of 
symposiums including medical, legal, and 
financial issues that affect their lives and 
the lives of their adult children with au-
tism. Because of The Daniel Jordan Fid-
dle Foundation’s expertise in developing, 
identifying, supporting, and supervising 
exemplary programs, we have become a 
leading advocacy organization for adults 
with autism and their families on the state 
and national levels. 
    During the past six years I have been 
constantly amazed by the incredible indi-
viduals with autism and their families 
whom I have met in my travels through-
out the country.  There is so much 
strength and talent in the autism commu-
nity and I feel privileged by virtue of my 
role as Executive Director of The Daniel 
Jordan Fiddle Foundation that they have 

shared their lives with me.  I am always 
guided by the vision I had for my own son 
Danny, in whose memory the foundation 
is named; I wanted him to be respected 
for who he was and for him to have every 
chance to achieve his personal best.  This 
mission, inspired by Danny, is my life’s 
passion and yet as in all of our lives, I 
sometimes need a sign of inspiration. 
     Such a moment happened recently.  
The story begins when a dear friend 
named Paul, who is probably one of the 
most articulate and knowledgeable people 
I know regarding theater, film and televi-
sion history, mentioned to me that he 
wanted to take a theater course but could 
not find an age appropriate one for adults 
over 21 year old who have Asperger’s 
Syndrome.  Paul had tried taking theater 
classes when he was in his twenties but 
had not had good experiences, mostly 
because he felt uncomfortable in the 
“typical” theater groups where people did 
not relate to him and he felt that he could  
 

see Along the Road on page 41 

Inspiration Along the Road  
Guiding Principle Behind the Meaningful Work of The Daniel Jordan Fiddle Foundation 

Adults at Project Grow, a horticulture work program  
in Smithtown, Long Island, is funded by  
The Daniel Jordan Fiddle Foundation  

An adult day program located in Fair Lawn, New Jersey,  
where individuals practice and learn vocational skills  

is funded by The Daniel Jordan Fiddle Foundation 
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   Do you know a child,  
    teen, or adult who...  

  
• Is socially awkward or isolated?  
 
• Has difficulty making or maintaining friendships?  
 
• Has difficulty with changes in routine? 
                                             
• Has a problem with give and take in conversation? 
 
• Shows “odd” behaviors and mannerisms? 

 
Looking for information and support?  

AHA Association can help!  
Support meetings, hotline, and informational lectures 

Bi-annual conferences for professionals,  
family, and individuals on the autism spectrum  

Email listserv and member newsletter  

(516) 470-0360   
Asperger Syndrome and  

High Functioning Autism Association (AHA) Inc. 
Bethpage, New York  

Website: www.ahany.org E-mail: info@ahany.org 
  

AHA Association is a Not-for-Profit Corporation 

By Pat Schissel, LMSW 
President of the AHA Association 
and Adjunct Professor, Ammon School 
of Education, Adelphi University  
and  Dr. Marvin J. Schissel  
 
  

A utism is a spectrum disorder 
that varies in degree from mild 
to severe with a wide range of 
needs. AHA Association’s 

mission is to attain appropriate educa-
tional programs, effective social skills 
training, increased social and recreational 
opportunities, meaningful employment, 
and sufficient and satisfactory independ-
ent living accommodations for those with 
High Functioning Autism (HFA), Asper-
ger Syndrome (AS), and related condi-
tions. To that end we work to increase 
awareness and knowledge of HFA/AS 
among the professionals who diagnose, 
treat, educate, or provide services. 
     Parents of special needs children (and 
adult children) are a vulnerable popula-
tion, too often open to easy answers and 
magic cures, and too often taken in by 
greedy salesmen and shoddy profession-
als. It is difficult to accept the fact that the 
autism spectrum is not amenable to sim-
ple answers or magic pills, even though 
they are alleged to help our offspring cope 
more easily with their worlds. Such 

claims about autism and Asperger’s are 
no different than infomercials promising 
20 pounds off in 20 days or “natural cures 
that your doctor doesn’t know about.”  
Yet hopeful people still throw out their 
money on these falsehoods. 
     The search for effective treatment is 
made more difficult because each individual 
on the autism spectrum is unique. There is 
no "one size fits all" treatment. Numerous 
interventions are being offered, including a 
wide variety of medicines, therapies, educa-
tional methodologies and nutritional ap-
proaches. While many of these methods 
reflect sound current practice, many of them 
do not. A parent, burning to take action, can 
easily be exploited by providers of costly, 
time-consuming, and physically demanding 
but unsound practices. 
     It is vital to study and learn what con-
stitutes sound Science and use this knowl-
edge to make informed decisions. 
     The requirements of Science are 
poorly understood by most people. Treat-
ment should produce measurable skill 
gains; accountability is essential. It is 
therefore necessary to have a sound 
framework of understanding, based on 
evidence-based scientific principles, to 
evaluate suggested interventions. Criteria 
should be established to determine pro-
gress or a lack thereof. We strongly rec-
ommend that before accepting or recom-

mending treatments you become familiar 
with the rules of scientific method. The 
following terms and definitions could be a 
useful start to incorporate scientific think-
ing into your daily life. 
 
Scientific Method:  Drawing conclusions 
based on collection of unbiased data. 
 
Faith:  Belief despite the absence of evidence. 
 
Science:  Belief based on evidence. It is 
risky to base treatment alone on faith in a 
method or a practitioner. Better to seek the 
consensus of reputable scientific evidence, 
and to understand the sharply defined rules 
of what constitutes scientific evidence. 
 
Anecdotes, Assertions, Testimonials: An 
anecdote is a story of an event, without evi-
dence (My son’s diet is improving his social 
skills).  An assertion is a statement of effec-
tiveness without evidence (This diet will 
improve your son’s social skills).  A testi-
monial is an anecdote without evidence 
affirming the worth of a treatment (We went 
to Dr. X.: his diet is improving my son’s 
social skills).  Anecdotes, Testimonials, and 
unsupported Assertions, for good reason, 
have no place in the chain of scientific rea-
soning, and conclusions based upon them 
are not science but faith. 
 
Placebo:  A substance of no demonstrated 
therapeutic value used for the control 

group in controlled experiments to test the 
efficacy of another treatment. 
 
Placebo Effect: The patient, treated with 
placebos but believing he is receiving 
valid treatment, reports and sometimes 
demonstrates improvement. Every medi-
cal intervention has some degree of this 
effect but the actual effect must be deter-
mined by controlled studies. 
 
Double blind Study: This minimizes ex-
perimental bias and is considered the gold 
standard of controlled experimentation. A 
larger group is divided randomly into two 
groups: a control group receiving placebo 
treatment, and an experimental group get-
ting the treatment to be studied. Double 
blind means that neither the experimenters 
nor the subjects know which group is get-
ting the placebo and which the experi-
mental treatment, so any preconceived 
notions burdening researchers or their 
subjects cannot be a factor. 
 
     This article was written in collabora-
tion with Dr. Marvin J. Schissel, who is 
on the scientific advisory board of the 
American Council on Science and Health 
(ACSH), and has written extensively on 
quackery for www.quackwatch.com.   
 

see Science on page 44 

Use Science and the Scientific Method 
When Considering Treatments for Individuals on the Autism Spectrum 
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By James B. Snyder, MD 
Board Certified Psychiatrist and Director 
Long Island Psychiatric, PLLC  
Roslyn, New York 
 
 

A sperger Syndrome (AS) is a 
lifelong developmental disor-
der at the high-functioning end 
of the Autistic Spectrum.  In a 

broader sense, AS represents a very di-
verse group of interest-driven individuals 
who suffer with impairments in the devel-
opment of social skills and social commu-
nication (i.e., odd speech, awkward body 
language, poor eye contact, etc.). AS dif-
fers from other forms of Autism in that 
those with AS can be highly verbal and 
often crave social interaction but have a 
difficult time forming or sustaining rela-
tionships.  Central to the disorder of AS 
are profound social deficits including dif-
ficulty reading social cues, difficulty un-
derstanding or recognizing the feelings of 
others, difficulty ‘reading between the 
lines’ and a tendency to obsessively pur-
sue narrow and unusual topics of interest.  
As young adults, those with AS may not 
be as concerned as their peers with regard 
to grooming habits or fashion trends, 
which can create even more separation 
and alienation in social settings. 
     Those with Asperger Syndrome (AS) 
also exhibit a strong preference for order 
and routine while adhering to an ex-
tremely literal interpretation of rules or 
commands.  Individuals with AS may 
become easily overwhelmed and dis-
tressed when confronted with change or 
expectations that fall outside of their pre-
dictable routine.  When anxious or over-
stimulated, those with AS may make inap-
propriate comments, perseverate on topics 
of their own interest and display notice-
able physical mannerisms such as repeti-
tive hand or finger flapping, rocking or 
pacing and other body movements.  In 
social settings, individuals with AS are 
typically unaware of how their stiff body 
posture, serious demeanor, uniform fa-
cial expression and avoidance of eye 
contact may be interpreted by others as 
lack of interest, suspiciousness, guilt or 
malicious intent. 
     Children with Asperger Syndrome 
(AS) often stand out among their peers as 
being “different”.  Sadly, the culmination 
of social deficits, odd mannerisms and 
unusual interests cause many of these 
children to become the target of teasing 
and bullying during most of their school-
age years.  Unlike other forms of Autism, 
those with AS possess a strong desire to 
seek friendships and become painfully 
aware of their rejection by peers.  AS chil-
dren are ill-equipped with the tools to 
cultivate successful relationships and con-
tinually retreat to the comfort of their fa-
miliar routines and circumscribed inter-
ests. Their innate tendency to immerse 
themselves in predictable and preferred 
fixed interests further limits opportunities 
for social integration.  With practice, 
many individuals with AS may be able to 
mimic or learn basic social communica-
tion skills. However, these skills 
(sometimes acquired through observing 
and mimicking television, cartoon or 

movie characters) are typically performed 
with great effort and can appear imma-
ture, inappropriate, and scripted. 
     People with Asperger Syndrome (AS) 
have a tendency to be rather literal and 
detail-oriented thinkers.  As a result, they 
are often confused by jokes and have 
great difficulty understanding irony, sar-
casm and innuendo.  In addition, those 
with AS are sometimes considered to be 
“honest to a fault” which can be some-
what disadvantageous in school-age social 
encounters such as when a child with AS 
insists or perseverates on reporting an-
other child to the teacher who breaks a 
minor school rule. 
     Many with Asperger Syndrome (AS) 
attempt to impose their own sense of or-
der on a world they don’t fully under-
stand.  While many possess special abili-
ties and aptitude in their chosen areas of 
interest, their ability to adjust and react to 
unforeseen situations can be extremely 
limited.  For those with AS, there tends to 
be no middle ground.  Rather, their per-
ception of events is typically black and 
white and frequently a source of their 
aggravation and frustration in vague and 
chaotic situations.  When under distress, 
their tendency is to revert to their pre-
ferred activities and the comfort of their 
obsessive rituals and predictable routines.  
When a situation does not conform to 
their rigid system, it becomes intolerable 
and subsequently put off or completely 
avoided.  In some cases, high levels of 
frustration and over-stimulation are fol-
lowed by outbursts of anger and/or threats 
of aggression and violence.  At school or 
in the workplace, task avoidance and out-
bursts of anger may be viewed by others as 
intentional defiance rather than reactions 
and responses related to their disorder. 
     Those afflicted with Asperger Syn-
drome (AS) often remain entrenched in 
their routines and create an existence that 
attempts to eliminate most of life’s uncer-
tainty in order to keep things from chang-
ing. Unfortunately, predictability and 
strict adherence to routine are not espe-
cially compatible with sustaining deeper 
emotional relationships where the needs 

of others have to be negotiated and occa-
sionally demand flexibility and disruption 
of routine.  In other words, for those with 
AS, extraordinary adherence to routine 
fits well with a relatively solitary exis-
tence but is generally disadvantageous 
when attempting to establish and maintain 
successful interpersonal relationships. 
     For individuals who suffer with AS, 
the understanding of affection, friendship, 
and empathy have typically been taught 
and rehearsed, rather than naturally ac-
quired.  Many are stuck or fixed to their 
own agenda and have difficulty recogniz-
ing, attending to or responding to the 
needs and feeling of others.  Those with 
AS have great difficulty with expressive 
gestures, reading body language, and re-
sponding to subtle hints and nonverbal 
cues.  However, as adults, many have 
been able to model more appropriate so-
cial graces and approach an adequate 
level of social functioning by gradually 
assembling an understanding of what to 
expect and, what is expected of them, in 
social situations. 
     Through increased awareness, social 
support, therapies and educational pro-
grams, those with Asperger Syndrome 
(AS) can be guided and encouraged to 
increase their range of interests in a 
broader range of activities, learn to model 
more appropriate methods of social relat-
edness, attempt to break or shift from 
rigid routine and learn to adopt more effi-

cient coping strategies for managing real 
world demands and expectations.  Early 
diagnosis and detection of common co-
existing conditions such as ADHD, mood 
and anxiety disorders are critical compo-
nents to achieving the best overall prog-
nosis for those suffering with AS.  In 
some cases, psychiatric medications can be 
helpful in alleviating coexisting problems 
with aggression, mood instability, impul-
sivity, inattention, anxiety and compulsive 
behaviors, which often interfere with be-
havioral therapies, social relatedness, aca-
demic functioning and overall progress. 
     In the last several years, there has been 
a dramatic increase in the amount of at-
tention allocated to Autism Spectrum Dis-
order research and funding of resources.  
In addition, there has also been a surge of 
technological advancements in neuroi-
maging, genetics and neuroscience.  Our 
recent steps forward in understanding 
Asperger Syndrome has helped to empha-
size the critical need for early implemen-
tation of specialized, coordinated support 
teams, educational services, behavioral 
and psychiatric consultation, legal advo-
cacy and vocational counseling.  As more 
awareness and understanding unfolds, 
many now suffering with Asperger Syn-
drome may look forward to developing 
and sustaining improvements in social 
functioning and, with support, learn to 
acquire the skills necessary to lead a more 
independent and productive life. 

James B. Snyder, MD 

Understanding Asperger Syndrome 
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Autism and Culture: An International Perspective  
An Interview with Dr. Roy Richard Grinker 

Staff Writer 
Autism Spectrum News 
 
 

R ecently, Autism Spectrum News 
spoke with anthropologist and 
author Roy Richard Grinker, PhD 
about his fascinating research 

on autism in other cultures and his 
thoughts about the view that there is an 
epidemic of autism. Dr. Grinker is Professor 
of Anthropology and the Human Sciences at 
the George Washington University and editor-
in-chief of The Anthropological Quarterly.  
 
Q: How did you get interested in studying 
autism in other cultures? 
 
A: Because I am both an anthropologist 
and the father of a girl with autism, 
friends started asking me impossible ques-
tions. “So what’s the prevalence of autism 
in Tahiti?” “How do the Pygmy hunter-
gatherers of Africa treat autism?” Despite 
the growth of autism awareness in the 
world - there are autism societies in 92 
different countries - we still know little 
about autism across cultures. Although 
most researchers expect that the onset and 
core symptoms of autism spectrum disor-
ders are uniform across cultures, this is 
really just an assumption. We do not even 
have reliable estimates of autism preva-
lence for any country in Africa, South 

America, Latin America, or Asia (with the 
exception of Japan). I decided to travel to 
a range of different countries and find out 
what was happening there. Those trips form 
the basis for my book, Unstrange Minds. 
 
Q: In what countries have you looked at 
developmental disabilities, and autism in 
particular?  

A: I’ve been to India, South Africa, South 
Korea, and the Democratic Republic of 
Congo. In these countries, autism is be-
coming a more popular diagnosis for kids 
who used to have other diagnoses, like 
“brain disorder” or “madness.”  Some of 
this change is due to a decrease in stigma, 
a decrease for which Americans are, to 
some extent, responsible. American chari-
ties have played a big role in changing 
how people throughout the world think 
about people with language and social 
deficits. In South Africa, a Zulu witch 
doctor diagnosed a boy with autism. He 
had learned about autism from the Internet. 
 
Q: You’ve been traveling to Korea often. 
What’s happening there? 
 
A: Korea is both fascinating and sad. Be-
cause Koreans understand how large a 
role genetics plays in autism, parents are 
afraid of what an autism diagnosis would 
mean to their families. The lineage would 
be tainted; the others in the family might 
have a hard time getting married. For 
who, they ask, would want to marry into a 
defective family? In Korea, unfortunately, 
most people think that “genetic” always 
means “familial” or “hereditary,” which, 
of course, it doesn’t (de novo mutations 
probably play a significant role in autism 
spectrum disorders). But Korean parents, 
especially moms, insist that the child’s 

developmental problems are their fault, 
that they are just bad parents. The doctor 
gives therapy to the mother more often 
than to the child, since what we would see 
as “autism” is diagnosed as Reactive At-
tachment Disorder (RAD), which is 
glossed in Korean as “lack of love.” RAD 
is sometimes diagnosed in the U.S. too, 
but usually only when there’s clear evi-
dence of pathological caretaking. 
 
Q:  The Korean doctors believe this too?  
 
A: Yes, the diagnosis makes sense to 
many Korean physicians, and they know 
the parents are more likely to accept it. 
First, parents and doctors think autism is 
extremely rare. Second, there’s something 
the parent can do; she can learn how to 
interact with her child. Third, Koreans 
think genetic disorders can’t be cured, but 
a lack of love can be changed with better 
parenting skills. Fourth, the diagnosis 
helps explain a belief in Korea that the 
rapid social changes, especially working 
moms, are having a negative effect on 
children’s brain development. If we do 
see an increase in autism diagnosis, or 
have reliable estimates of autism preva-
lence that exceed local expectations, 
things may change for the better, just as it 
did in the U.S. But for the time being,  
 

see Autism and Culture on page 32 

Roy Richard Grinker, PhD  
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By Panos Rekoutis, Laura Prestia, 
Cecelia McCarton, MD, and  
Mary Jane Weiss, PhD 
The McCarton Foundation 
 
 

A t the McCarton School in New 
York City, students with autism 
are taught in an integrated 
model.  Professionals in Applied 

Behavior Analysis (ABA), Occupational 
Therapy, and Speech and Language Pathol-
ogy work together to develop goals, provide 
intervention, and evaluate progress.  Such a 
collaborative/integrated model is unique.  
Often when such disciplines are providing 
services to students with autism, they do so 
in an independent manner.  While the col-
laborative model requires more planning 
and cooperation, it also potentially enables 
better service coordination and may acceler-
ate learner progress. 
     In an integrated model, clinicians from 
each discipline bring their unique exper-
tise and perspectives to develop a compre-
hensive approach to effectively address 
each child’s challenges.  Collaborative 
teaching is a complex paradigm which 
merges instruction with team-teaching. 
ABA teachers, speech-language patholo-
gists (SLPs), and occupational therapists 
(OTs) work together to understand how 
each student is functioning and how to 
formulate and implement an appropriate 
and functional plan.  
 

ABA as the Framework 
 
     Collaboration between all the disci-
plines makes for maximally effective pro-
gramming.  The unique contributions 
from ABA include the development of 
clearly defined goals, the delineation of 
precise instructional strategies, the collec-
tion of objective data, and the use of data 
to evaluate progress and to make deci-
sions regarding alterations in instructional 
objectives or methods.  ABA interven-
tionists use scientifically validated meth-
ods, and value the incorporation of meth-
ods that have been demonstrated to have 
efficacy.  Many ABA programs do not 
provide services in language and OT, be-
cause these disciplines have smaller bod-
ies of research supporting their effective-
ness with learners with autism.  The 
McCarton School employs specialists 
from all of these disciplines, and uses the 
specificity, accountability, and responsive-
ness of ABA instruction in all of the stu-
dent’s educational services and decisions.   
 

Contributions of Speech  
and Language Programming 

 
     The contributions that ABA makes to 
speech and language programming in-
clude operationally defining targets within 
all areas of the curriculum and objectively 
evaluating learner progress. Teachers and 
speech pathologists work in collaboration, 
employing shaping principles and taking 
into account varying prompt levels, such 
as phonemic cues or visual supports.  Ac-
quisition criteria must be reasonable and 
possible; this ensures success. The formu-
lation of measurable goals facilitates the 

collection of data, which are monitored on 
a consistent basis so that modifications 
(e.g. removal of mastered goals, introduc-
tion of prompts), can be made as necessary. 
     Speech-language pathologists provide 
the foundation skills for communication, 
which are the essential components for 
daily functioning across all domains. A 
considerable number of language goals 
are targeted via naturalistic teaching ap-
proaches (such as incidental teaching or 
natural environment training) which can 
target the generalization of skills learned 
within a more structured ABA format 
such as discrete trial instruction. For ex-
ample, while ABA teachers may target 
sorting picture cards into groups of foods 
and furniture, SLPs may work on the 
same target but within more generalized 
contexts, such as a storybook or during 
snack. Additionally, SLPs may lend sup-
port to facilitating the development of 
basic requesting skills during manding 
sessions, as well as to extending the skill 
of manding into the natural environment.  
     An understanding of pragmatic skills is 
vital when working in a classroom setting, 
as pragmatic language skills augment the 
degree to which a student can navigate the 
educational environment independently.  
SLPs explain, model, and train ABA 
teachers on the various components of 
pragmatics and how to incorporate these 
goals across the school day. These skills 
can include appropriately greeting peers 
during circle time, encouraging interac-
tions among peers during social times 
such as snack, improving conversational 
skills while talking during morning meet-
ing, and commenting on their environ-
ment during community walks.  
     A significant part of the school day for 
young learners involves play, an area 
which may seem fun and effortless, but is 
actually complex and requires an exten-
sive understanding of language develop-
ment. SLPs work with ABA teachers  to 
set up simple  play sequences  (e.g., for a 
garage - first get gas, next wash the car, 
and then go down the ramp).  SLP’s and 
ABA teachers can work together to de-
velop goals and programs in the area of 
imaginative play.  Goals might include 
using narration while expanding a play 
schema (dressing up as doctors, using a 
variety of items to perform an examina-
tion, and using context-appropriate scripts).  
These are also areas in which ABA research 
and data collection methods can inform 
best practice teaching approaches, allow-
ing for very fruitful collaboration. 
 

Collaboration with  
Occupational Therapists  

 
     What occupational therapy brings to 
the collaboration is a perspective of hu-
man performance viewed from two differ-
ent vantage points: a) sensory integration, 
sensory processing and regulation and b) 
motor learning / motor skill acquisition.  
Occupational therapists examine how a 
child receives information through differ-
ent sensory systems, and how that infor-
mation is processed and interpreted.  Sub-
sequently, the clinician examines how the 
child responds to the sensation.  A sen-

sory diet is put in place that helps the 
child to cope more efficiently with every-
day life situations, overcome sensory sen-
sitivities and help different systems re-
ceive process and respond to stimuli in an 
organized, regulated and appropriate way. 
     This information can inform the educa-
tional interventions and approaches used.  
Therapists and teachers can better identify 
the nature of particularly appealing / moti-
vating reinforcers, including sensory rein-
forcers. Sensory breaks within the overall 
structure of a daily sensory diet may help 
with maintaining the child at a level of 
‘optimal arousal’ (a state of productive 
alertness) where learning and skill devel-
opment can be promoted without evoking 
behavioral or emotional overreactions. 
Examples of sensory breaks can be differ-
ent types of ‘heavy work’ (jumping on 
trampolines, or hippity hop balls, carrying 
heavy objects around rooms, running on 
treadmills, resistance activities, movement / 
exercise protocols) or intense short bursts of 
sensory stimulation (rotary stimulation, lo-
calized proprioceptive input, use of hand 
manipulatives, or visual stimulation). 
     Occupational therapists focus on gross 
and fine motor coordination skills and 
utilize motor learning guidelines while 
working on skill development. Principles 
regarding guidance (physical, verbal, vis-
ual modeling), feedback and variability in 

practice are employed when presenting 
therapeutic activities across different ar-
eas of performance following a develop-
mental progression. A variety of programs 
can be jointly carried out by ABA and OT  
staff members (gross motor imitation, fine 
motor imitation, ball playing, graphomo-
tor tasks such as coloring, handwriting, 
cutting with scissors,  ADL’s – personal 
hygiene). Often the occupational therapist 
will introduce the new skills and focus on 
developing the necessary movement pat-
terns. At the same time, emphasis is 
placed on muscle strengthening and bilat-
eral coordination. Interventions are in-
tense, fast paced and provide multiple 
opportunities for consistent practice. ABA 
therapists collaborate with this process by 
providing intensive practice that tends to 
accelerate skill mastery. 
     The occupational therapists’ knowl-
edge of kinesiology and human biome-
chanics can also be useful in recommend-
ing several types of adaptations in the 
children’s classroom environment that 
helps enhance their performance (slant 
boards, seating adjustments, foot rests and 
back supports, inflated cushions, pencil 
grips, adapted scissors, modified work-
sheets, weighted writing mediums and 
utensils etc). 
 

see Collaboration on page 44 

Collaboration Across Disciplines  
In Meeting the Needs of Students With Autism 

The McCarton Foundation is dedicated  
to increasing the educational opportunities for children  

with autism and ASD and making a better life  
for them and their families. 

 
Please Look Out for Details on Our 2009 Events 

 

Parent & Caregiver Workshops: 
 

Structuring Leisure Time 
 and  

Evaluating the Effects of Alternative Treatments 
  

For more information please contact:  
 

Harvey Weissman 
 

(646) 277-5422 
 

hweissman@mccartoncenter.com 
 

The McCarton Foundation 
350 East 82nd Street, New York, New York 10028 
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Introducing the Editorial Board of Autism Spectrum News  

Stephen E. Freeman, CSW 
Associate Executive Director 

YAI/National Institute for People with 
Disabilities Network 

 
 

M r. Stephen E. Freeman was 
born in New York City and 
attended Queens College 
where he obtained his B.A. 

in 1972. He acquired his Masters of So-
cial Work from The Hunter College 
School of Social Work in 1975. Initially 
working as a counselor and social worker 
for cardiac and surgical patients at North 
Shore University Hospital in Manhasset 
and Montefiore Hospital and Medical 
Center in the Bronx, Mr. Freeman joined 
YAI in 1977. Beginning as a residential 
supervisor, Mr. Freeman was made a di-
rector in the residential system by 1979. 
He quickly rose in the ranks to become 
Director of Resource Management and 
then Director of Residential Facilities by 
1982. Promoted once again to Director of 
Clinical Services in 1986, Mr. Freeman 
was named Assistant Executive Director 
of YAI in 1987. Mr. Freeman oversees all 
operations of the Department of Day Ser-
vices, Clinical & Family Services 
(including both the Article 16 and Article 
28 Clinics), and the New York League for 
Early Learning. In addition, he is an ad-
junct professor at The Hunter College 
School of Social Work since 1991, is a 
faculty advisor at Boricua College, and 
has had myriad articles on various aspects 

of developmental disabilities published 
over the last 25 years. He is a member of 
the National Association of Social Work-
ers, the American Association for Mental 
Deficiency, the NYS Association of Day 
Treatment Providers, the NYS Advisory 
Committee on Day Services for Mentally 
Retarded and has served on the Executive 
Board of the NYC Association for Com-
munity Residence Administrators. In 
1997, his twentieth year with YAI, Mr. 
Freeman was again promoted to the posi-
tion of Associate Executive Director. 

John C. Pomeroy, MD 
Founding Director, Cody Center for  

Autism and Developmental Disabilities 
Stony Brook University Medical Center 

 
 

D r. Pomeroy is Associate Pro-
fessor of Pediatrics and Psy-
chiatry and Founding Director 
of the Matt & Debra Cody 

Center for Autism and Developmental 
Disorders at Stony Brook University 
Medical Center.  Dr. Pomeroy completed 
medical and adult psychiatry training in 
the UK and then specialized in child and 
adolescent psychiatry at the University of 
Iowa. After a brief time at Cornell Medi-
cal Center he moved to Stony Brook 
where he was the first faculty member of 
the division of child psychiatry in a new 
medical center.  In addition to developing 
consultation services to the Pediatrics 
Department and directing the Child Psy-
chiatry Outpatient Department, Dr. 
Pomeroy maintained clinical and research 
interests in the field of Autism and the 
Pervasive Developmental Disorders.  Dr. 
Pomeroy’s interest in the broader diag-
nostic concept of Autism dated back to 
projects he began as a resident at the Uni-
versity of Iowa. In 1984 the manuscript 
related to this work received the J. Frank-
lin Robinson Award from the American 
Academy of Child and Adolescent Psy-
chiatry. He has since been an author on 
over 70 articles, abstracts and book chap-
ters, with a particular emphasis on two 
fields of interest – diagnostic sub-typing 
of (what has become known as) the au-
tism spectrum and the diagnosis and treat-
ment of emotional/behavioral disorders in 
individuals with cognitive or develop-
mental disabilities. 
     In addition to research interests, Dr. 
Pomeroy has developed a broad range of 
clinical and training programs. During the 
1990’s Dr. Pomeroy received funding 
from New York State to develop a contin-
uum of psychiatric care for dually diag-
nosed (MH/MR) individuals on Long 
Island and for a fellowship-training pro-
gram for child and adult psychiatrists to 
specialize in the diagnosis and treatment 
of individuals with dual diagnosis. More 
recently, with initial funding from the 
New York State Developmental Disabili-
ties Planning Council, Dr. Pomeroy was a 
principal collaborator in the formation of 
the Downstate Center of Excellence for 
Dual Diagnosis, which is a consortium of 

about 30 agencies created to enhance staff 
training and clinical expertise in the rec-
ognition and management of mental dis-
orders in persons with mental retardation 
or developmental disability. In addition 
he has continued to develop services for 
children and adults with Autism Spec-
trum Disorders at Stony Brook and advo-
cate for the local development of school 
programs and improved clinical services. 
     Dr. Pomeroy has led a rapid expansion 
of clinical and community services for 
Autism and Developmental Disabilities at 
Stony Brook, which capitalized on the 
long history of clinical and research activ-
ity in this field at Stony Brook. In 1997 
he was given the opportunity to form a 
Division of Developmental Disabilities 
within the psychiatry department at Stony 
Brook in collaboration with Lynda Geller, 
PhD.  In 1998, Matt and Debra Cody pro-
vided funding to open the Stony Brook 
Resource Center for Autism and Devel-
opmental Disabilities. In April, 2001, 
with major philanthropic and university 
support the Matt and Debra Cody Center 
for Autism and Developmental Disabili-
ties was created and Dr. Pomeroy became 
the founding director with the goal for the 
center to be a major regional clinical/
research/training center. The Cody Center 
is a division of the Department of Pediat-
rics in the Health Science Center at Stony 
Brook University. 

Stephen E. Freeman, CSW 

John C. Pomeroy, MD 

Joel D. Bregman, MD, Medical Director 
Fay J. Lindner Center for Autism 

and Developmental Disorders 
North Shore - Long Island Jewish 

Health System 
 

 

J oel D. Bregman, MD is Medical 
Director of the Fay J. Lindner Cen-
ter for Autism and Developmental 
Disorders, North Shore-Long Is-

land Jewish Health System (NSLIJHS). 
Dr. Bregman specializes in neurodevelop-
mental disorders (including autism spec-
trum conditions), focusing on clinical 
care, research, and educational/treatment 
programming.  He received his medical 
degree from Yale University School of 
Medicine, and completed residency and 
fellowship training general, child, and 
adolescent psychiatry at the University of 
Pittsburgh and the Yale Child Study Cen-
ter and pediatric training at Stanford Uni-
versity and the University of Pennsyl-
vania. Dr. Bregman has been a faculty 
member at the Child Study Center of 
Yale University, Emory University, and 
the University of Connecticut. He ac-
tively participated in the development of 
academically-based Autism Centers at 
Emory University and North Shore-LIJ 
Health System. During the coming 
months, he will be devoting a majority of 
his time to clinical research projects at the 
Feinstein Institute for Medical Research 

of NSLIJHS as Director of Clinical Re-
search in Autism. Current areas of inves-
tigation include psychopharmacology, 
genetics, and neuroimaging in autism 
spectrum disorders. Other research inter-
ests have included behavioral genetics 
and neuropsychiatric disorders among 
those with intellectual disability. 

Joel D. Bregman, MD 

Autism Spectrum News - Spring Issue  
“Helping Parents and Family Members Cope with ASD’s” 

Deadline: December 15, 2008 
 

We Invite You to Contact Us 
About Your Interest in Submitting an Article 

And Advertising Your Vital Programs and Services 
 

Call (570) 629-5960   Email: iraminot@mhnews.org 
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Autism Speaks, The CDC, and The Ad Council Launch New Program  
To Educate Teachers About the Importance of Early Intervention for Autism 

Staff Writer 
Autism Spectrum News 
 
 

A utism Speaks, in partnership 
with the Ad Council, and the 
Centers for Disease Control and 
Prevention (CDC) announced 

today the launch of a new, groundbreaking 
educational tool kit, Talking to Parents 
About Autism, designed to promote early 
intervention and encourage educators to 
speak to a child’s parents if they suspect a 
developmental delay. This is the first pro-
gram to provide teachers with tools to pre-
pare to begin this critical dialogue.  
     The new kit includes a Talking to Par-
ents About Autism training DVD that fea-
tures information and advice about how 
educators can best broach the topic of a 
potential developmental delay. Also in-
cluded in the tool kit is an Early Child-
hood Milestone Map, which can be 
printed and distributed to parents so that 
they can more easily track their child’s 
progress against the typical, age-specific 
developmental milestones.  The entire kit, 
available in both English and Spanish, is 
available at www.autismspeaks.org. 
     According to the CDC, autism is one 
of a group of disorders known as autism 
spectrum disorders (ASDs). ASDs are 
developmental disabilities that cause sub-
stantial impairments in social interaction 
and communication and the presence of 
unusual behaviors and interests. Many 
people with ASDs also have unusual ways 
of learning, paying attention, and reacting 

to different sensations. The thinking and 
learning abilities of people with ASDs can 
vary—from gifted to severely challenged. 
An ASD begins before the age of 3 and 
lasts throughout a person's life. ASDs 
occur in all racial, ethnic, and socioeco-
nomic groups and are four times more 
likely to occur in boys than in girls. 
CDC’s Autism and Developmental Dis-
abilities Monitoring (ADDM) Network 
released data in 2007 that found between 
1 in 100 and 1 in 300 with an average of 1 
in 150 8-year-old children in multiple 
areas of the United States had an ASD. 
 

Program Helps Educators Speak to  
Parents About Child Development Issues 

 
     Research has shown that early detection 
and intervention can make a significant 
difference in the life of a child with au-
tism.  In fact, with appropriate early inter-
vention services, from ages 3-5, between 
20% and 50% of children diagnosed with 
autism will be able to attend mainstream 
kindergarten.  Educators, who interact with 
and observe children on a daily basis, are 
in the ideal position to know if a child’s 
development seems delayed. 
     “It is critical that teachers feel comfort-
able approaching parents and speaking 
frankly about any concerns they have about 
their young students,” said Alison Singer, 
Executive Vice President of Autism Speaks. 
“This important new tool will facilitate 
those conversations and ensure that kids 
who may have a developmental delay get 
the services they need as early as possible.” 

     “It’s important for all those who interact 
with children, on a regular basis to talk 
with parents when they are concerned 
about a child's development. It may 
be a difficult conversation, but 
it could make an immeasurable difference 
for a child who needs services at an early 
age to reach their full potential,” says 
Edwin Trevathan, M.D., MPH, CDC’s 
Director of the National Center on Birth 
Defects and Developmental Disabilities. 
     The Ad Council and Autism Speaks 
initially launched an autism awareness 
campaign in 2006 in an effort to raise 
awareness about the developmental disor-
der and to urge parents to learn the signs 
of autism. The campaign has thus far gen-
erated more than $147 million in donated 
print, broadcast and online media and is 
credited with raising awareness of autism 
by more than 43%. The campaign was 
recently awarded a prestigious bronze 
Effie award as a testament to its success 
in building awareness. 
     “We are so pleased to continue our part-
nership with Autism Speaks on this critical 
issue,” said Peggy Conlon, President & 
CEO of The Advertising Council. “I am 
confident that this program will help all the 
wonderful teachers in our schools initiate 
discussions with parents of children they 
suspect may have autism.” 
     Autism Speaks and the Ad Council are 
co-executive producers of the new DVD. 
JMH Education served as producer. Fund-
ing support was provided in part by the 
CDC’s “Learn the Signs. Act Early.” 
campaign (www.cdc.gov/actearly.com). 

Renowned Autism Expert Answers Questions for Parents 

By Catherine Lord, PhD 
Interim Director, Asperger Institute 
NYU Child Study Center 
 
 

W hy should parents bring 
their child with autism to 
the NYU Child Study 
Center?  The NYU Child 

Study Center is one of the nation’s pre-
mier centers for treatment of child and 
adolescent psychiatric and learning dis-
orders including autism. The Autism 
Spectrum Disorders (ASD) Service at 
the NYU Child Study Center is dedi-
cated to the evaluation and treatment of 
children and adolescents with Autism 
Spectrum Disorders and Pervasive De-
velopmental Disorders. Our unique 
team approach allows for tailored and 
individualized recommendations. Our 
services specialize in the comprehensive 
evaluation and early identification of 
social difficulties in children as young 
as 18 months. Autism Spectrum Disor-
ders (ASDs) affects 1 in 150 children. 
These are developmental disorders that 
hinder a child’s ability to socially inter-
act, communicate and play. Research 
tells us that early identification, parent-
training, and intensive educational inter-
vention can greatly improve children’s 

lives, giving them the best chance to 
achieve their full potential. 
 
What are the signs of autism that parents 
should look for? 
 
There are several indications that may 

help identify children and infants who 
may be at risk for autism: lack of a social 
smile, poor social interactions, prefer-
ence for aloneness, lack of appropriate 
gestures such as pointing and showing 
objects, minimal or nonexistent imagina-
tive play and the need for sameness. In 
addition, delays in language development 
should never be neglected. Any of these 
concerns should prompt a parent to re-
quest an evaluation. 
 
Why does is seem like more children are 
being diagnosed with autism today than 
in the past—is it an epidemic? 
 
Many scientists feel strongly that there 
isn’t an increase in prevalence — that 
what is reported as more cases, predomi-
nantly in school systems, can be attrib-
uted to better identification and a broader 
definition of autism. However, there are 
clearly more kids and adults identified 
with ASD; these are not just people who 
are a little bit unusual, but children and 
adults who need services. From that 
point of view, the larger numbers are 
very real, and we need information about 
them.  
 
Is there anything parents can do to help 
prevent children from developing autism? 

In most cases we do not know what 
causes autism. We do know that there is a 
strong genetic component and that psy-
chological factors are not a cause. A small 
number of cases have an underlying medi-
cal disorder such as tuberous sclerosis or 
Fragile X.  There have been some excel-
lent studies that clearly indicate autism is 
not caused by vaccinations such as the 
measles, mumps and rubella (MMR) vac-
cine or by thimersol (a mercury preserva-
tive) that has been used in the past as a 
preservative in vaccinations. There is also 
no evidence that other environmental is-
sues such as food allergies can cause or 
trigger the onset of autism. 
 
What can parents and teachers do to help 
children with autism succeed in school? 
 
It is important to identify children with 
autism as early as possible and provide 
them with a specialized education pro-
gram. There are special schools and pro-
grams within the public education sector. 
One of the most important aims of these 
programs for young children is to help 
increase interest in other people. Next is 
an emphasis on learning language, and 
finally the use of functional assessments 
and treatments of behaviors. 

Catherine Lord, PhD 

     The “Talking to Parents About 
Autism” DVD and toolkit is designed 
to address a need we identified in 
early childhood educators. Many pre-
school teachers told us that they 
knew the signs of autism, and often 
saw early warning signs of kids at 
risk for developmental disabilities, 
but were reluctant to have the uncom-
fortable conversation with parents. 
This new DVD provides step by step 
advice for preschool teachers regarding 
how to talk to parents about autism.  
     Research shows that the reluc-
tance of teachers to broach this topic 
with parents can lead to a delay in 
screening and diagnosis of six 
months or longer, during the critical 
preschool period. Our goal with this 
project is to enable children to be 
diagnosed earlier, so that early inter-
vention services can begin as soon as 
possible and children can maximize 
their potential.  
     I know this project has huge po-
tential to truly change the lives of 
families facing autism.  
 

Alison Singer 
Executive Vice President 

Autism Speaks 
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Autism and Culture from page 27 
 
“Reactive Attachment Disorder” is a 
common diagnosis for kids you or I 
would think have autism. 
 
Q: Can you explain what you mean by 
“better”? Higher prevalence can be a 
good thing?  
 
A: Higher prevalence can mean that more 
people are getting identified. It doesn’t 
always mean there’s more of a disease. 
Prostate cancer rates, for instance, soared 
after the first blood test for the prostate 
specific antigen was developed in the late 
1970s. Before that time, doctors could 
only screen for prostate cancer by doing a 
biopsy of the prostate, and so they usually 
screened only those people who already 
had symptoms. With more diagnoses 
came treatment of early stage cancers that 
never would have been diagnosed before. 
The cases entered into the pool of people 
with the disease, and so we saw higher 
prevalence rates but not necessarily a true 
increase in incidence. The same is true 
with autism. More kinds of cases are to-
day called “autism,” more mild cases are 
called “autism,” and it’s diagnosed earlier 
than ever. This has had a positive impact 
because of increased awareness, and in-
creased intervention at very early ages. 
 
Q: Is this why you challenge the view that 
there is an epidemic of autism? 
 
A: I challenge the idea of an epidemic 
because there are no data to support a 
claim of an epidemic. Epidemics are not 
necessarily defined by higher prevalence 
rates. Take Fetal Alcohol Syndrome, for 
example, which increased dramatically 
during the 1970s and looked like an epi-
demic. That’s because FAS didn’t exist 
before that time.  It didn’t exist because the 
classification had not been established, and 
once it was established, physicians started 
making the diagnosis more and more. But 
FAS wasn’t really new. No one could possi-
bly argue that pregnant women started 
drinking only in the mid-1970s. 
 
Q: Then how are epidemics defined?  
 
A: By higher incidence rates. Prevalence 
is the proportion of cases in a certain 
population at a certain time. But inci-
dence is the rate of new cases over time. 
And the fact is that we do not know the 
incidence of autism, and the fact that we 
don’t know is understandable. To deter-
mine incidence you need to determine 
disease onset, and the emergence of ASD 
in early childhood is insidious. Of the few 
studies that have examined incidence, the 
date of first diagnosis is usually used as a 
proxy for onset of the disorder and that’s 
a serious limitation, especially since age 
of diagnosis varies so much. 
 
Q: What do we know about the reasons 
for the changes in prevalence?  
 
A: We may not have data to suggest a rise 
in incidence, but there are data that sug-
gest there are many factors behind the 
changing prevalence, all acting together. 
Prevalence was affected by more aggres-
sive epidemiological studies using better 
screening and diagnostic tools; the crite-
ria broadened to include a whole spec-
trum of autism; studies began to count as 
“autism” cases that, in the past, would 

have been excluded, namely, autistic 
symptoms caused by an identifiable 
medical cause. Diagnosis was affected by  
the broadening of the criteria, earlier di-
agnosis, later diagnosis (teens and adults), 
diagnostic substitution (in which autism 
replaces a previous diagnosis), and the 
addition of an autism code in 1992 in the 
American public schools, which led to 
many more autism classifications. 
 
Q: You’ve interviewed a lot of doctors. Is 
there any disagreement among them 
about what is and is not an ASD? 
 
A: It’s important to remember that the 
criteria and diagnostic guidelines for au-
tism are made by consensus of experts, 
not by a laboratory test. Autism is what-
ever scientists decide it is at a particular 
moment in medical history. Having said 
that, the biggest disagreement I’ve seen is 
between researchers and clinicians. Re-
searchers are pretty strict, but clinicians 
do what’s best for the child, even if it 
means making a diagnosis a researcher 
would disagree with. Judith Rapoport, 
Chief of Child Psychiatry at the National 
Institute of Mental Health (NIMH), told 
me she’d “call a kid a zebra” if it got him 
the services he needed and deserved.  
 
Q: How has autism awareness had an 
impact on your daughter Isabel? 
 
A: Autism awareness has made so much 
difference for Isabel, and I’m sure for 
other kids. When Isabel was younger, I’d 
get so nervous calling a dance or music 
instructor for Isabel, or a summer camp, 
because people thought of autism not as a 
spectrum but as a single thing. The classic 
image was of someone completely un-
reachable and nonverbal. I knew they’d 
respond by saying, “Autism. . . well, we 
don’t really have the ability to deal with 
that here.” These days, I still get nervous, 
but not as much. Recently, I contacted a 
volunteer coordinator at a zoo to find out 
if Isabel could participate. When I said 
she was autistic, the coordinator, “That’s 
ok. We should meet and figure something 
out.” I was stunned. This would not have 
happened 10 or 15 years ago. So she 
ended up working at the zoo, and I think 
she did better at her job than a non-
autistic person would have! 
 
Q: What did she do? 
 
A: She was in charge of making sure the 
5 year old campers didn’t get lost on their 
tours around the zoo. I was skeptical of 
her ability to do this, but Isabel loves col-
lections. She has Thomas the Tank En-
gine trains, American Girls dolls, Poke-
mon, Disney characters. Nothing ever 
gets lost from those collections, and she 
treated the kids in the same way.  They 
were probably never safer.  
 
Q: So what is next for you?  
 
A: Right now, I’m finishing up the data 
collection in South Korea for my study of 
autism prevalence. The work is funded by 
Autism Speaks and my co-investigators 
are Young-Shin Kim (Yale), Yun-Joo 
Koh (Korean Institute of Child Social 
Development), Eric Fombonne (McGill), 
and Bennett Leventhal (Illinois). I hope 
we will report our finds of autism 
 

see Autism and Culture on page 45 
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By Bernice Polinsky 
Parent of an Adult on the Spectrum 
 
 

O ne of the first things parents 
should consider doing is to join 
a support group. By meeting 
and talking with other indi-

viduals whose loved ones have autism, 
you will receive support, information and 
gain networking opportunities that can 
help you and your family. You may learn 
from others how to organize your records, 
navigate the system, cope with and solve 
problems. Encourage your   family mem-
bers to join a support group. This is a 
great opportunity to connect with others 
and realize that you are not alone.  Learn-
ing from others who have “been there” 
can also save you valuable time, as you're 
not forced to reinvent the wheel.  
     Learn as Much as You Can. You and 
your loved one with autism know best 
what you need.  Ask for help when you 
are unsure. Get a second opinion if you 
are not happy and comfortable with the 
professionals in your life. When possible 
attend conferences and workshops. Stick 
with scientific/evidence-based informa-
tion. It will be the safest in the long run 
and you won’t spend money unnecessar-
ily on methods that won’t work, and in 
some cases could be harmful. Join an e-
list such as www.ahaNY.org or Au-
tism_NY_News@yahoogroups.com. 

     Advocate: Be a Squeaky Wheel. Know 
your rights: you are your child’s best ad-
vocate. Learn as much as you can about 
special education law, ADA, civil rights 
law, 504, etc. (see our suggested resources 
at the end of this article). Remember: If 
you don’t know your rights, then you 
don’t have any. Find a good service coor-
dinator or education consultant (depending 
on age and services) to help you navigate 
the system. Don’t give up when the system 
seems to be giving you a hard time. 

     Keep Organized Medical and Educa-
tional Records.  When you apply for ser-
vices, it is much easier if you have the 
documents required to show that the de-
velopmental disability is a long-standing 
problem that affected the person before 
age 22. If your loved one with autism is 
taking any medication, keep a list of what 
he or she is taking and log how he or she 
is responding. This is important informa-
tion to share with doctors and it is useful 
for the individual’s medical history for 
other service providers in the future. 
     Plan For the Future. Be sure to plan 
early to meet the future needs of your 
family member. Being realistic is very 
important. Seek the services of a profes-
sional who has experience with special 
needs planning. If your family member is 
receiving services, involve your other 
family members to be sure they are 
knowledgeable and informed. Transition-
ing to adulthood, particularly, is a com-
plex, multi-faceted process. There are 
excellent workshops and websites for 
transition and it’s important to under-
stand the process inside and out, includ-
ing SSI, guardianship, OMRDD services, 
college and vocational programs.   
     Take Care of Yourself. This will be a 
long road and you must take care of your-
self in order to take care of others. Take 
advantage of respite care when you can. 
Reach out to family and friends, and don't 
be afraid to ask for help. If you don't have 

anyone to reach out to, think about counsel-
ing for yourself to get the support you need. 
     Help Your Family Members Feel Good 
About Themselves. Emphasize the posi-
tives in your family member with autism 
and focus on strengths. Give your loved 
one with autism as much information as he 
or she can understand about the diagnosis 
as early as possible. Insight into themselves 
and a high self-esteem are valuable to en-
able them to advocate for themselves and 
be the best that they can be.  
     As the mother of an adult on the autism 
spectrum and an effective parent advo-
cate, Bernice Polinsky has learned a lot 
on her journey to access services and 
supports to enhance the quality of life for 
her entire family. Bernice, whose son re-
ceives services through the YAI/NIPD 
Network, graciously shared the these tips 
to help other families find information, 
support and greater peace of mind. Ber-
nice is a board member of AHA, is in-
volved with adult issues, and is editor of 
AHA’s newsletter: On the Spectrum.   
     Thank you to YAI/NIPD for permission 
to use this article, published in the first 
issue of their newsletter, Autism Matters, 
also found on www.yai.org.  This article 
was also published in the Fall 2008 issue 
of On the Spectrum.       
     For additional information please visit 
us at www.ahaNY.org and also Wrights 
Law at wrightslaw.com.  Send your Help-
ful Hints to: newsletter@ahaNY.org   

Living With Autism: What Every Parent Should Know 

Bernice Polinsky 
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    Specializing in Autism Spectrum Disorders 
    EI, CPSE, and CSE services available. 
    Private services available in your home or  
    in our state of the art clinic. 
 

    690 North Broadway Ste GL2 
    White Plains, N.Y. 10603 
    (914) 686-3116 x 104 

Donna Klein & Associates, Inc. 
Pediatric Occupational and Physical Therapy Services 

Suicidal Ideation and Peer Victimization 
An Important Assessment Criteria 

By Oren Shtayermman, PhD, MSW 
Assistant Professor 
New York Institute of Technology 
 
 

E arlier studies (Ghaziuddin, 
Weidmer-Mikhal & Ghaziud-
din, 1998; Gillberg & Billstedt, 
2000; Tantam, 2000) have ex-

plored the comorbid clinical disorders in 
children and adolescents with Asperger’s 
Syndrome (AS), but only a recent study 
has explored suicidal ideation among 
adolescents with AS (Shtayermman, 
2006). Adolescents and young adults di-
agnosed with AS may be at higher risk 
for committing suicide than the neuro-
typical adolescent due to their difficulty 
with social communication and the social 
demands of adolescence. Some of the 
social demands during adolescence in-
clude dealing with increasing autonomy, 
finding peer groups to identify with, and 
forming intimate relationship with peers 
for the first time (Green, Gilchrist, Burton 
& Cox, 2000). Adolescents and young 
adults diagnosed with AS may find the 
social demands and transitions of adoles-
cence more challenging because of their 
lack of social reciprocity in addition to 
their awareness that their peers thrive 
from the new social opportunities 
(Tantam, 2000).  
     Risk factors for suicide may be organ-
ized within a framework that distin-
guishes between proximal and distal ex-
posures, and researchers believe this com-
bination of factors constitutes sufficient 
conditions leading to suicide (Lubin, 
Glasser, Boyko & Barell, 2001). Proximal 
risk factors are more closely related tem-
porally to the suicidal event and may act 
as precipitators. These proximal risk fac-
tors may include stressful life events, 
such as sudden illness or bereavement, 
and the availability of a method for com-
mitting suicide (Lubin, Glasser, Boyko & 
Barell, 2001; Moscicki, 1995).  Distal 
risk factors increase vulnerability to 
proximal risk factors and include psycho-
pathology, personal characteristics, sub-
stance abuse and familial risk factors. 
Peer victimization is a proximal risk fac-
tor for suicidal ideation (Bond, Carlin, 
Thomas, Rubin & Patton, 2001; Cleary, 
2000).  Individuals who were victimized 
by their peers were more vulnerable to 
developing psychological symptoms of 
depression and anxiety (Bond, Carlin, 
Thomas, Rubin & Patton, 2001; Juvonen, 
Graham & Schuster, 2003). Studies con-
ducted in the U.S. and in other countries 
have found the prevalence of suicidal 
ideation among adolescents who were 
victimized in school to be 23% to 26% 

(Cleary, 2000; Kim, Koh & Leventhal, 
2005).  
     Individuals with a diagnosis of AS 
were found to have a prevalence of suici-
dal ideation—within the range of levels 
of suicidal ideation reported in previous 
studies conducted  using community sam-
ples of adolescents and adults (Alison, 
Roeger, Martin & Keeves, 2000; Barrios, 
Everett, Simon & Brener, 2000; Cleary, 
2000; Shtayermman, 2006). In addition, a 
high proportion of adolescents and young 
adults diagnosed with AS presented with 
scores above the cutoff point on the overt 
victimization and relational victimization 
scales suggesting that these adolescents 
and young adults experienced high levels 
of victimization. Mental health profes-
sionals who are working with adolescents 
and young adults diagnosed with AS 
should incorporate the assessment of sui-
cidal ideation as well as peer victimiza-
tion into their practice. Thorough assess-
ment of risk factors for suicidal ideation 
would provide a solid assessment of lev-
els of suicidal ideation and would allow 
the development of a more comprehen-
sive treatment plan for the adolescent or 
young adult with AS. It would also alert 
mental health professionals to which ado-
lescent or young adult with AS is in an 
immediate danger to themselves.  
     Oren Shtayermman, PhD, MSW, is an 
Assistant Professor of Mental Health 
Counseling, is the Mental Health Coun-
seling Program Coordinator and is a 
Research Associate at the New York Insti-
tute of Technology School of Health Pro-
fessions, Behavioral and Life Sciences 
located in Old Westbury, New York.  

Oren Shtayermman, PhD, MSW 
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By Lyn Dunsavage Young 
Future Horizons, Inc. 
 
  

T he CAT-kit is the newest and, 
many say, one of the most effec-
tive tools to help children and 
young adults with autism and 

Asperger’s syndrome to become aware of 
how their thoughts, feelings and actions 
all interact, and to share their insights 
with others. 
     It is based on Cognitive-behavioral 
therapy (CBT) – one of the most widely 
used, extensively researched (Grave & 
Blissett, 2004), evidence-based therapies 
(Gambrill, 2004; Thyer, 2000,2001; Thyer 
& Kazi, 2004) for adults. 
     “The aim of CBT with children is to 
help the child identify possible cognitive 
deficits and distortions, to reality test 
them, and then to learn new thinking 
skills, or to help the child challenge his or 
her irrational thoughts and beliefs and 
replace them with more rational ones,” 
states Professor Tammie Ronen, Head of 
the Bob Shapell School of Social Work 
at Tel Aviv University. “The CAT-kit 
serves as a prime and promising exam-
ple of a process aimed at molding these 
methods to suit children. . .“It does not 
merely focus on understanding; it ad-
dresses also skills acquisition, training 
and practice.  Step by step, this program 
teaches children the most important 

functions and needs related to emotions, 
to social relationships, and to better 
coping.” 
     Called CAT-kit -- because it is a Cog-
nitive Affective Training-kit -- the pro-
gram allows children to identify, express, 
understand, accept and control emotions 
through visual and concrete designed ele-
ments while conversing with an adult.  
The program is infused with the CBT 
tools to teach children new ways of think-

ing and feeling, so they can better cope 
and adapt to social relationships. 
     The CAT-kit has a game-like design 
that entices children to use its compo-
nents. It is comprised of eight durable 
laminated charts, graphics, timetables, and 
behavior palettes with 90 Velcro-affixed 
“emotion words” and “emotion faces.” 
They offer multitudinous ways (described 
in a booklet) that adults can learn how to 
work or – perhaps, better-to-say – “play” 
with children to draw out their definitions 
and reactions to events, people, environ-
ments, and time. 
     The CAT-kit is the product of a multi-
ple-years’ collaboration among Drs. 
Kirsten Callesen, Annette Moller Nielsen, 
and Tony Attwood. 
     Dr. Attwood is a clinical psychologist 
from Brisbane, Australia and also adjunct 
professor at Griffith University, Queen-
sland.  With over thirty years in the field 
of Asperger’s Syndrome and high-
functioning autism, Dr. Attwood is a pro-
lific author of scientific papers and books 
on the subjects. Over 300,000 of his book 
Asperger’s Syndrome: A Guide for Par-
ents and Professionals have been sold, 
which has also been translated into twenty 
languages.  His DVD Asperger’s Diag-
nostic and Assessment, in which he con-
ducts unrehearsed interviews of a child 
and his parents and explains his assess-
ment and diagnosis, has become a classic 
for medical professionals. 

     Dr Callesen and Dr. Moller Nielsen 
are both clinical psychologists In Den-
mark.  Dr. Callesen is also Director of 
the Asperger’s Resource Centre in Den-
mark, has over ten years in the field and 
consults with numerous school districts 
and the City of Copenhagen, in which 
she has been conducting a program 
(Pioneer Groups) for parents of children 
with autism. 
     Dr. Moller Nielsen currently runs her 
own private practice, AutismeMidt, but 
she also is actively involved with the Cen-
tre for Autism in Copenhagen, where she 
is responsible for planning courses, parent 
counseling, psychological assessments of 
children, adolescents, and adults. 
     “Until recently, therapists, parents, and 
teachers were handicapped in their at-
tempt to help children because, once they 
defined the behaviors or problems that 
created the stress, they often expected 
children to be able to change their emo-
tions but did not have a mechanism to 
teach them how to do so,” explains 
Ronen.  The capacity to identify, express, 
understand, accept and control emotions 
cannot be taken for granted, and children 
should learn to acquire each of these 
skills,” states Ronen. 
     The CAT-kit gives them the way to 
make that happen. 
     Available through Future Horizons 
(www.fhautism.com) or by calling 
800.489.0727, the CAT-kit costs $199.95. 

Dr. Tony Attwood converses with a 
student using the CAT-kit tools  

CAT-kit Helps Children Relate Thoughts and Feelings  
To Actions and Social Interaction 
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(10.6 in NJ).  Prevalence was stable from 
2000 to 2002 in 4 of the 6 sites that par-
ticipated in both surveillance years, but 
increased slightly in GA and significantly 
in WV, indicating the need for ongoing 
monitoring of prevalence over time. This 
wide range of prevalence points to a need 
for earlier and more accurate screening 
for the symptoms of ASD. 
     The earlier the disorder is diagnosed, 
the sooner the child can be helped through 
treatment interventions.  Pediatricians, 
family physicians, daycare providers, 
teachers, and parents may initially dismiss 
signs of ASD, optimistically thinking the 
child is just a little slow and will “catch 
up.”  Although early intervention has a 
dramatic impact on reducing symptoms 
and increasing a child’s ability to grow 
and learn new skills, it is estimated that 
only 50% of children are diagnosed be-
fore kindergarten.   
     All children with ASD demonstrate 
deficits in 1) social interaction, 2) verbal 
and nonverbal communication, and 3) 
repetitive behaviors or interests. In addi-
tion, they will often have unusual re-
sponses to sensory experiences, such as 
certain sounds or the way objects look.  
Each of these symptoms runs the gamut 
from mild to severe.  They will present in 
each individual child differently.  For in-
stance, a child may have little trouble 
learning to read but exhibit extremely 
poor social interaction.  Each child will 
display communication, social, and be-
havioral patterns that are individual but fit 
into the overall diagnosis of ASD.   
     Children with ASD do not follow the 
typical patterns of child development.  In 
some children, hints of future problems 
may be apparent from birth. In most 
cases, the problems in communication and 
social skills become more noticeable as 
the child lags further behind other chil-
dren the same age. Some other children 
start off well enough.  Oftentimes be-
tween 12 and 36 months old, the differ-
ences in the way they react to people and 
other unusual behaviors become apparent.  
Some parents report the change as being 
sudden, and that their children start to 
reject people, act strangely, and lose lan-
guage and social skills they had previ-
ously acquired.  In other cases, there is a 
“plateau,” or leveling, of progress so that 
the difference between the child with au-
tism and other children the same age be-
comes more noticeable.   
     ASD is defined by a certain set of be-
haviors that can range from the very mild 
to the severe.  The following possible 
indicators of ASD were identified on the 
Public Health Training Network Webcast, 
Autism Among Us. 
 

Possible Indicators of  
Autism Spectrum Disorders 

 
• Does not babble, point, or make 

meaningful gestures by 1 year of age 
 
• Does not speak one word by 16 months 
 
• Does not combine two words by 2 years 
 
• Does not respond to name 
 
• Loses language or social skills 
 

Some Other Indicators 
 
• Poor eye contact  
• Doesn’t seem to know how to play with toys 

• Excessively lines up toys or other objects 
 
• Is attached to one particular toy or object 
 
• Doesn’t smile 
 
• At times seems to be hearing impaired 
 

Social Symptoms 
 
     From the start, typically developing 
infants are social beings.  Early in life, 
they gaze at people, turn toward voices, 
grasp a finger, and even smile.   
     In contrast, most children with ASD 
seem to have tremendous difficulty learn-
ing to engage in the give-and-take of eve-
ryday human interaction.  Even in the first 
few months of life, many do not interact 
and they avoid eye contact.  They seem 
indifferent to other people, and often seem 
to prefer being alone.  They may resist 
attention or passively accept hugs and 
cuddling.  Later, they seldom seek com-
fort or respond to parents’ displays of an-
ger or affection in a typical way.  Re-
search has suggested that although chil-
dren with ASD are attached to their par-
ents, their expression of this attachment is 
unusual and difficult to “read.”  To par-
ents, it may seem as if their child is not 
attached at all Parents who looked for-
ward to the joys of cuddling, teaching, 
and playing with their child may feel 
crushed by this lack of the expected and 
typical attachment behavior.   
     Children with ASD also are slower in 
learning to interpret what others are think-
ing and feeling.  Subtle social cues - 
whether a smile, a wink, or a grimace - 
may have little meaning.  To a child who 
misses these cues, “Come here” always 
means the same thing, whether the 
speaker is smiling and extending her arms 
for a hug or frowning and planting her 
fists on her hips.  Without the ability to 
interpret gestures and facial expressions, 
the social world may seem bewildering.   
     To compound the problem, people 
with ASD have difficulty seeing things 
from another person’s perspective.  
Most 5-year-olds understand that other 
people have different information, feel-
ings, and goals than they have.  A per-
son with ASD may lack such under-
standing.  This inability leaves them 
unable to predict or understand other 
people’s actions.   
     Although not universal, it is com-
mon for people with ASD also to have 
difficulty regulating their emotions.  
This can take the form of “immature” 
behavior such as crying in class or ver-
bal outbursts that seem inappropriate to 
those around them.  The individual 
with ASD might also be disruptive and 
physically aggressive at times, making 
social relationships still more difficult.  
They have a tendency to “lose control,” 
particularly when they’re in a strange 
or overwhelming environment, or when 
angry and frustrated.  They may at 
times break things, attack others, or 
hurt themselves.  In their frustration, 
some bang their heads, pull their hair, 
or bite their arms. 

 
Communication Difficulties 

 
     By age 3, most children have passed 
predictable milestones on the path to 
learning language; one of the earliest is 
babbling.  By the first birthday, a typical 
toddler says words, turns when he hears 
his name, points when he wants a toy, and 

when offered something distasteful, 
makes it clear that the answer is “no.”   
     Some children diagnosed with ASD 
remain mute throughout their lives. Some 
infants who later show signs of ASD coo 
and babble during the first few months of 
life, but they soon stop.  Others may be 
delayed, developing language as late as 
age 5 to 9.  Some children may learn to 
use communication systems such as pic-
tures or sign language.   
     Those who do speak often use lan-
guage in unusual ways.  They seem un-
able to combine words into meaningful 
sentences.  Some speak only single words, 
while others repeat the same phrase over 
and over.  Some ASD children parrot what 
they hear, a condition called echolalia.  
Although many children with no ASD go 
through a stage where they repeat what 
they hear, it normally passes by the time 
they are. 
     Some children only mildly affected 
may exhibit slight delays in language, or 
even seem to have precocious language 
and unusually large vocabularies, but have 
great difficulty in sustaining a conversa-
tion.  The “give and take” of normal con-
versation is hard for them, although they 
often carry on a monologue on a favorite 
subject, giving no one else an opportunity 
to comment.  Another difficulty is often 
the inability to understand body language, 
tone of voice, or “phrases of speech.”  
They might interpret a sarcastic expres-
sion such as “Oh, that’s just great” as 
meaning it really IS great.   
     While it can be hard to understand 
what ASD children are saying, their body 
language is also difficult to understand.  
Facial expressions, movements, and ges-
tures rarely match what they are saying.  
Also, their tone of voice fails to reflect 
their feelings.  A high-pitched, sing-song, 
or flat, robot-like voice is common.  Some 
children with relatively good language 
skills speak like little adults, failing to 
pick up on the “kid-speak” that is com-
mon in their peers. 
     Without meaningful gestures or the 
language to ask for things, people with 
ASD are at a loss to let others know what 
they need.  As a result, they may simply 
scream or grab what they want.  Until 
they are taught better ways to express 
their needs, ASD children do whatever 
they can to get through to others.  As peo-
ple with ASD grow up, they can become 
increasingly aware of their difficulties in 
understanding others and in being under-
stood.  As a result they may become anx-
ious or depressed. 

 
Repetitive Behaviors 

 
     Although children with ASD usually 
appear physically normal and have good 
muscle control, odd repetitive motions 
may set them off from other children.  
These behaviors might be extreme and 
highly apparent or more subtle.  Some 
children and older individuals spend a lot 
of time repeatedly flapping their arms or 
walking on their toes.  Some suddenly 
freeze in position.   
     As children, they might spend hours 
lining up their cars and trains in a certain 
way, rather than using them for pretend 
play.  If someone accidentally moves one 
of the toys, the child may be tremen-
dously upset.  ASD children need, and 
demand, absolute consistency in their 
environment.  A slight change in any  

 
see Understanding on page 38 

Rare Autism Spectrum Disorders 
 

Rett Syndrome 
 
     Rett syndrome is relatively rare, 
affecting almost exclusively females, 
one out of 10,000 to 15,000. After a 
period of normal development, some-
time between 6 and 18 months, au-
tism-like symptoms begin to appear. 
The little girl’s mental and social 
development regresses—she no 
longer responds to her parents and 
pulls away from any social contact. If 
she has been talking, she stops; she 
cannot control her feet; she wrings 
her hands. Some of the problems as-
sociated with Rett syndrome can be 
treated. Physical, occupational, and 
speech therapy can help with problems 
of coordination, movement, and 
speech.  Scientists sponsored by the 
National Institute of Child Health and 
Human Development have discovered 
that a mutation in the sequence of a 
single gene can cause Rett syndrome. 
This discovery may help doctors slow 
or stop the progress of the syndrome. 
It may also lead to methods of screen-
ing for Rett syndrome, thus enabling 
doctors to start treating these children 
much sooner, and improving the qual-
ity of life these children experience. 
(Rett syndrome. NIH Publication No. 
01-4960. Rockville, MD: National 
Institute of Child Health and Human 
Development, 2001) 
 

Childhood Disintegrative Disorder 
 
     Very few children who have an 
autism spectrum disorder (ASD) di-
agnosis meet the criteria for child-
hood disintegrative disorder (CDD).  
An estimate based on four surveys of 
ASD found fewer than 2 children per 
100,000 with ASD could be classified 
as having CDD.  This suggests that 
CDD is a very rare form of ASD.  It 
has a strong male preponderance 
(Frombonne E. Prevalence of child-
hood disintegrative disorder. Autism, 
2002).  Symptoms may appear by 
age 2, but the average age of onset 
is between 3 and 4 years.  Until this 
time, the child has age-appropriate 
skills in communication and social 
relationships. The long period of 
normal development before regres-
sion helps differentiate CDD from 
Rett syndrome. 
     The loss of such skills as vocabu-
lary are more dramatic in CDD than 
they are in classical autism. The diag-
nosis requires extensive and pro-
nounced losses involving motor, lan-
guage, and social skills (Volkmar RM 
and Rutter M. Childhood disintegra-
tive disorder: Results of the DSM-IV 
autism field trial. Journal of the 
American Academy of Child and 
Adolescent Psychiatry, 1995).  CDD 
is also accompanied by loss of bowel 
and bladder control and oftentimes 
seizures and a very low IQ. 
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By Ernst O. VanBergeijk, PhD, MSW 
Executive Director & Associate Dean 
New York Institute of Technology 
Vocational Independence Program 
 
 

T he numbers of children affected 
by Asperger Syndrome (AS) in 
the United States is almost twice 
that of the number of children 

who exhibit classic autism.  Despite these 
numbers, there is little empirically guided 
information about how best to serve fami-
lies of a child with AS. Most federally 
funded studies of AS to date have focused 
upon diagnostic criterion and early detec-
tion, genetic factors and psychopharma-
logical interventions. Although social and 
family based behavioral interventions 
have been demonstrated to be highly ef-
fective in improving the social, behav-
ioral, and mental health outcomes of chil-
dren with disabilities, there is little re-
search in this area. 
     Dr. Ernst VanBergeijk, Associate Dean 
of the Vocational Independence Program 
at the New York Institute of Technology 
and a Research affiliate of the Yale Child 
Study Center has studied the perceptions, 
coping strategies, and family functioning 
of parents of children with AS, and how 
existing support systems impact their fam-
ily functioning. Based on focus group 
discussions with a sample of twenty-eight 

parents of children with AS drawn from 
community-based organizations, Dr. Van-
Bergeijk has found that parental coping and 
family organization are strongly linked to 
positive mental health outcomes of children 
ranging in age from 8-21 years of age. 
     VanBergeijk and his team applied state 
of the art coding procedures to the tran-

scription of the discussions and were able 
to identify the common substantive 
themes across the experiences of the par-
ents. The most common themes the par-
ents expressed in discussing their lives 
with a child who has AS were: (1) Isola-
tion;  (2) Ostracism; (3) Being blamed for 
their child’s behavior; (4) A need to be 
hyper-vigilant in correcting/anticipating 
their child’s behavior so as not to incur 
negative consequences from others; (5) 
Having to fight battles on multiple fronts 
in order to secure educational, medical, 
and social services and in dealing with 
their own extended families;(6)  Sacri-
fice ; (7) Worries about their child’s 
safety and practical skills both in the pre-
sent and in the future; and (8) Delightful 
surprises. 
     Josie, mother of Pete, a 7 year old boy 
with AS provided a quote that typified 
passages that were coded as a theme of 
isolation: “The things that bring me the 
most joy - talking to my friends on the 
phone, seeing them, going to the movies, 
and being around people that I love are 
the things he hates the most.” Rita, mother 
of Eric, a 15 yr. old with AS and Cerebral 
Palsy described her son’s isolation that 
impacted him and her as well: “The NT 
kid is invited to the birthday parties, the 
sleepovers, the Boy Scouts, the  sports…
As they get older they know these things. 
They understand. Why? Why? What’s 

wrong with me? He actually flat out said 
‘Why am I disabled?’ There’s a whole lot 
of pain there - Not just what he’s experi-
encing, but you’re experiencing it too.” 
Parents described having to defend their 
child’s feelings and rights against a num-
ber of different constituencies.  One par-
ent described it as thus: “It’s a kicking, 
screaming battle. You are always fighting 
with someone… It’s the biggest night-
mare in the world if you have a child with 
Asperger’s, because the child is a bright 
child…” The combination of the child’s 
average to superior intellectual ability and 
severe social deficits often left the focus 
group members feeling confused as parents. 
     Despite the perception of life with a 
child who has Asperger Syndrome as 
challenging, the tone of the focus groups 
was quite light hearted. The use of humor 
was one of the most frequently used and 
cited coping mechanisms that the parents 
employed.  The transcripts of the discus-
sions were punctuated with laughter. The 
parents of these children are quite resilient 
and resourceful in their use of coping 
strategies.  Aside from humor, the partici-
pants in the focus groups employed a vari-
ety of coping strategies including: (1) 
Taking turns with their spouse in caring 
for the child with AS; (2) Spending time 
with friends & NT kids; (3) Having a new  
 

see Parenting on page 46 

Research in Parenting a Child with Asperger Syndrome  
Identifies Challenges and Coping Strategies 

Ernst O. VanBergeijk, PhD, MSW 

Self-Injurious from page 14 
 
reprimands, or verbal reasoning and as-
surance. Attempts to redirect the behavior 
may inadvertently increase SIB if the SIB 
is maintained by social attention.  Instead, 
social interactions should be given in the 
absence of SIB. That is, positive interac-
tion should occur when the individual 
engages in any other behavior. Ignoring 
SIB may initially increase the SIB, but 
will ultimately decrease the likelihood 
that the individual will engage in SIB to 
gain attention. Another way to minimize 
SIB in such cases is to make available 
more leisure items, attention, or opportuni-
ties for other preferences so that the indi-
vidual does not need to engage in SIB to 
acquire them.   
     Redirection to another activity and 
time-out may also worsen the situation if 
the desired consequence of the SIB is to 
avoid a particular task. To minimize es-
cape-maintained SIB, task difficulty can 
be altered, breaks from the task can be 
given more often, or the individual can be 
taught to ask for help or a break.  
     Teaching alternative ways to com-
municate is one of the most effective 
methods for decreasing SIB and main-
taining treatment gains (Durand & Carr, 
1985) if the reason for the SIB can be 
identified. However, functional commu-
nication training must allow the individ-
ual to reach the same desired outcome 
as the SIB. The mode of functional 
communication must fit the communica-
tion needs and abilities of the individual 
(e.g., pictures, micro-switches, hand 
signs), and the functional communica-

tion program must be incorporated into 
all aspects of the individual’s daily ac-
tivities. Over time, the individual learns 
that functional communication is a 
much easier and efficient way to get 
what he or she wants. 
     When the reason for SIB cannot be 
identified, the SIB is often said to be main-
tained by automatic or sensory reinforce-
ment via the “pleasurable” sensations it 
creates.  Providing equivalent, alternate 
sensory stimulation (such as a massage) or 
blocking the sensory stimulation (with 
protective devices) to undo the reinforcing 
properties of the SIB may be effective. In 
many cases, drug therapy is considered.  
     Although the Federal Drug Admini-
stration (FDA, 2006) has recently ap-
proved Risperdal for treatment of irritabil-
ity associated with autism (i.e., tantrums, 
aggression, and SIB), there is no single, 
well-established medication for treatment 
of SIB. Rather, pharmacotherapy of SIB 
often involves the use of medications de-
veloped for other psychiatric disorders in 
a trial-and-error fashion (called ‘off-label’ 
use). Because there is no existing practice 
guideline or a simple litmus test to indi-
cate which medication will work best for 
whom, identifying the right medication for 
each individual relies heavily on the treating 
clinician’s expertise and clinical experience.  
     Current research findings point to the 
interactions of multiple neurotransmitter 
systems associated with SIB. Among 
these, medications acting on the dopa-
mine, opiate, and serotonin systems have 
been studied most extensively.  
     Dopamine: Dopamine is a major regula-
tor of motor behavior, emotions, and rein-

forcement systems. Dopaminergic treat-
ment of SIB is primarily based on the ef-
fects of medications that either increase 
(agonists, such as stimulants) or decrease 
(antagonists, such as antipsychotics) dopa-
mine functioning. Stimulant medications 
(e.g., Ritalin) developed for attention-
deficit hyperactivity disorder (ADHD) 
have been effective in reducing SIB in a 
small number of individuals.  
     Antipsychotic medications used for 
treating schizophrenia are the most widely 
studied drugs in autism. Early attempts 
with thioridazine and haloperidol indi-
cated that they nonselectively targeted all 
behaviors, including SIB, mainly through 
sedation. Such global behavioral suppres-
sion, however, was also accompanied by 
unacceptable levels of involuntary repeti-
tive movement (extrapyramidal symptoms 
or EPS) in a significant number of indi-
viduals. Newer antipsychotic drugs 
(including Risperdal) are more selective 
for treating SIB with fewer side effects 
(RUPP, 2002; 2005; Zarcone et al., 2001). 
Ironically, there is no convincing evi-
dence of primary involvement of the do-
pamine system in autism.  
     Opioids: The opiate system is a mysteri-
ous part of the brain which is best known for 
mediating pain. The opiate model contends 
that individuals engaging in SIB have un-
usually high tolerance for pain (hyper-
analgesia) due to elevated levels of endoge-
nous opiates (Sandman & Touchette, 2002). 
In fact, researchers have found that 80% of 
SIB occurred on only 5% of the body area, 
and during SIB, those same areas produced 
pain relief (not pain) and led to an increase 
in endogenous opioids (Symon & Thomp-

son, 1997). Consequently, SIB produces a 
feeling of euphoria that requires succes-
sively higher amounts to attain the same 
level of sensation. Tolerance is built with 
repeated opiate self-administration, fol-
lowed by increased physical dependence, 
and compulsive, euphoria-seeking SIB.  
     In this situation, attempts to prevent SIB by 
eliminating the sensory stimulation it causes 
may not be successful as the individual will 
seek to avoid the adverse withdrawal symptoms 
by engaging in SIB. While studies report im-
provements with naltrexone in a small number 
of individuals with autism, several clinical trials 
so far indicate mixed results (Campbell et al., 
1993; Willemsen-Swinkels et al., 1995; 1996).    
     Serotonin: Serotonin is a major regulator 
of mood, sleep, and appetite. The logic of 
using selective serotonin reuptake inhibitors 
(SSRIs) is based on the similarity of repeti-
tive SIB to obsessive compulsive behaviors 
and symptoms of affective mood disorders, 
both of which are successfully treated with 
SSRIs (Aman et al., 1999). Moreover, many 
years of research indicate elevated levels of 
serotonin in the bloodstream of individuals 
with autism (Schain & Freedman, 1961), 
providing further support for SSRIs to poten-
tially reverse some of the symptoms of sero-
tonin dysregulation in autism. Still, controlled 
clinical trials show mixed results (Remington 
et al., 2001; Niederhofer et al., 2003).  
 

Summary 
 
     Dynamic interactions between and 
within environmental and biological 
mechanisms make SIB complex and  
 

see Self-Injurious on page 45 

PAGE  37 AUTISM SPECTRUM NEWS ~ WINTER 2009 



Understanding from page 36 
 
routine - in mealtimes, dressing, taking a 
bath, going to school at a certain time and 
by the same route - can be extremely dis-
turbing.  Perhaps order and sameness lend 
some stability in a world of confusion.   
     Repetitive behavior sometimes takes 
the form of a persistent, intense preoccu-
pation.  For example, the child might be 
obsessed with learning all about vacuum 
cleaners, train schedules, or lighthouses.  
Often there is great interest in numbers, 
symbols, or science topics. 
 

Problems that May Accompany ASD 
 
     Sensory problems - When children’s 
perceptions are accurate, they can learn 
from what they see, feel, or hear.  On the 
other hand, if sensory information is 
faulty, the child’s experiences of the world 
can be confusing.  Many ASD children 
are highly attuned or even painfully sensi-
tive to certain sounds, textures, tastes, and 
smells.  Some children find the feel of 
clothes touching their skin almost unbear-
able.  Some sounds - a vacuum cleaner, a 
ringing telephone, a sudden storm, even 
the sound of waves lapping the shoreline - 
will cause these children to cover their 
ears and scream.   
     In ASD, the brain seems unable to bal-
ance the senses appropriately.  Some ASD 
children are oblivious to extreme cold or 
pain.  An ASD child may fall and break an 
arm, yet never cry.  Another may bash his 
head against a wall and not wince, but a 
light touch may make the child scream 
with alarm. 
     Mental retardation - Many children 
with ASD have some degree of mental 
impairment.  When tested, some areas of 
ability may be normal, while others may 
be especially weak.  For example, a child 
with ASD may do well on the parts of the 
test that measure visual skills but earn low 
scores on the language subtests. 
     Seizures - One in four children with 
ASD develops seizures, often starting 
either in early childhood or adolescence.  
Seizures, caused by abnormal electrical 
activity in the brain, can produce a tempo-
rary loss of consciousness (a “blackout”), 
a body convulsion, unusual movements, 
or staring spells.  Sometimes a contribut-
ing factor is a lack of sleep or a high fe-
ver.  An EEG (electroencephalogram - 
recording of the electric currents devel-
oped in the brain by means of electrodes 
applied to the scalp) can help confirm the 
seizure’s presence.   
     In most cases, seizures can be con-
trolled by a number of medicines called 
“anticonvulsants.”  The dosage of the 
medication is adjusted carefully so that 
the least possible amount of medication 
will be used to be effective. 
     Fragile X Syndrome - This disorder is 
the most common inherited form of men-
tal retardation.  It was so named because 
one part of the X chromosome has a de-
fective piece that appears pinched and 
fragile when under a microscope.  Fragile 
X syndrome affects about two to five per-
cent of people with ASD.  It is important 
to have a child with ASD checked for 
Fragile X, especially if the parents are 
considering having another child.   
     A distinction can be made between a 
father’s and mother’s ability to pass along 
to a daughter or son the altered gene on 
the X chromosome that is linked to fragile 
X syndrome.  Because both males (XY) 

and females (XX) have at least one X 
chromosome, both can pass on the mu-
tated gene to their children. 
     A father with the altered gene for Frag-
ile X on his X chromosome will only pass 
that gene on to his daughters.  He passes a 
Y chromosome on to his sons, which 
doesn’t transmit the condition.  Therefore, 
if the father has the altered gene on his X 
chromosome, but the mother’s X chromo-
somes are normal, all of the couple’s 
daughters would have the altered gene for 
Fragile X, while none of their sons would 
have the mutated gene. 
     Because mothers pass on only X chro-
mosomes to their children, if the mother has 
the altered gene for Fragile X, she can pass 
that gene to either her sons or her daughters.  
If the mother has the mutated gene on one X 
chromosome and has one normal X chro-
mosome, and the father has no genetic mu-
tations, all the children have a 50-50 chance 
of inheriting the mutated gene. 
     The odds noted here apply to each child 
the parents have.  In terms of prevalence, 
the latest statistics are consistent in show-
ing that 5% of people with autism are af-
fected by fragile X and 10% to 15% of 
those with fragile X show autistic traits. 
     Tuberous Sclerosis - Tuberous sclerosis 
is a rare genetic disorder that causes be-
nign tumors to grow in the brain as well 
as in other vital organs.  It has a consis-
tently strong association with ASD.  One 
to 4 percent of people with ASD also have 
tuberous sclerosis. 
 

The Diagnosis of Autism  
Spectrum Disorders 

 
     Although there are many concerns 
about labeling a young child with an 
ASD, the earlier the diagnosis of ASD is 
made, the earlier needed interventions can 
begin.  Evidence over the last 15 years 
indicates that intensive early intervention 
in optimal educational settings for at least 
2 years during the preschool years results 
in improved outcomes in most young chil-
dren with ASD.   
     In evaluating a child, clinicians rely on 
behavioral characteristics to make a diag-
nosis.  Some of the characteristic behav-
iors of ASD may be apparent in the first 
few months of a child’s life, or they may 
appear at any time during the early years.  
For the diagnosis, problems in at least one 
of the areas of communication, socializa-
tion, or restricted behavior must be pre-
sent before the age of 3.  The diagnosis 
requires a two-stage process.  The first 
stage involves developmental screening 
during ‘well child” check-ups; the second 
stage entails a comprehensive evaluation 
by a multidisciplinary team. 
 

Screening 
 
     A “well child” check-up should include 
a developmental screening test.  If your 
child’s pediatrician does not routinely 
check your child with such a test, ask that 
it be done.  Your own observations and 
concerns about your child’s development 
will be essential in helping to screen your 
child.  Reviewing family videotapes, pho-
tos, and baby albums can help parents 
remember when each behavior was first 
noticed and when the child reached cer-
tain developmental milestones.   
     Several screening instruments have 
been developed to quickly gather informa-
tion about a child’s social and communi-
cative development within medical set-

tings.  Among them are the Checklist of 
Autism in Toddlers (CHAT), the modified 
Checklist for Autism in Toddlers (M-
CHAT), the Screening Tool for Autism in 
Two-Year-Olds (STAT), and the Social 
Communication Questionnaire (SCQ) (for 
children 4 years of age and older).   
     Some screening instruments rely solely 
on parent responses to a questionnaire, 
and some rely on a combination of parent 
report and observation.  Key items on 
these instruments that appear to 13 differ-
entiate children with autism from other 
groups before the age of 2 include point-
ing and pretend play.  Screening instru-
ments do not provide individual diagnosis 
but serve to assess the need for referral for 
possible diagnosis of ASD.  These screen-
ing methods may not identify children 
with mild ASD, such as those with high-
functioning autism or Asperger syndrome.   
     During the last few years, screening 
instruments have been devised to screen 
for Asperger syndrome and higher func-
tioning autism.  The Autism Spectrum 
Screening Questionnaire (ASSQ), the 
Australian Scale for Asperger’s Syn-
drome,  and the most recent, the Child-
hood Asperger Syndrome Test (CAST), 
are some of the instruments that are reliable 
for identification of school-age children 
with Asperger syndrome or higher function-
ing autism.  These tools concentrate on so-
cial and behavioral impairments in children 
without significant language delay.   
     If, following the screening process or 
during a routine “well child” check-up, 
your child’s doctor sees any of the possi-
ble indicators of ASD, further evaluation 
is indicated. 
 

Comprehensive Diagnostic Evaluation 
 
     The second stage of diagnosis must be 
comprehensive in order to accurately rule 
in or rule out an ASD or other developmen-
tal problem.  This evaluation may be done 
by a multidisciplinary team that includes a 
psychologist, a neurologist, a psychiatrist, 
a speech therapist, or other professionals 
who diagnose children with ASD.   
     Because ASD’s are complex disorders 
and may involve other neurological or 
genetic problems, a comprehensive 
evaluation should entail neurologic and 
genetic assessment, along with in-depth 
cognitive and language testing.  In addi-
tion, measures developed specifically for 
diagnosing autism are often used.  These 
include the Autism Diagnosis Interview-
Revised (ADI-R) and the Autism Diag-
nostic Observation Schedule (ADOS-G).  
The ADI-R is a structured interview that 
contains over 100 items and is conducted 
with a caregiver.  It consists of four main 
factors - the child’s communication, social 
interaction, repetitive behaviors, and age-
of-onset symptoms.  The ADOS-G is an 
observational measure used to “press” for 
socio-communicative behaviors that are 
often delayed, abnormal, or absent in chil-
dren with ASD.   
     Still another instrument often used by 
professionals is the Childhood Autism 
Rating Scale (CARS).  It aids in evaluat-
ing the child’s body movements, adapta-
tion to change, listening response, verbal 
communication, and relationship to peo-
ple.  It is suitable for use with children 
over 2 years of age.  The examiner ob-
serves the child and also obtains relevant 
information from the parents.  The child’s 
behavior is rated on a scale based on de-
viation from the typical behavior of chil-

dren of the same age. 
     Two other tests that should be used to 
assess any child with a developmental 
delay are a formal audiologic hearing 
evaluation and a lead screening.  Although 
some hearing loss can co-occur with ASD, 
some children with ASD may be incor-
rectly thought to have such a loss.  In ad-
dition, if the child has suffered from an 
ear infection, transient hearing loss can 
occur.  Lead screening is essential for 
children who remain for a long period of 
time in the oral-motor stage in which they 
put any and everything into their mouths.  
Children with an autistic disorder usually 
have elevated blood lead levels.   
     Customarily, an expert diagnostic team 
has the responsibility of thoroughly evalu-
ating the child, assessing the child’s 
unique strengths and weaknesses, and 
determining a formal diagnosis.  The team 
will then meet with the parents to explain 
the results of the evaluation.   
     Although parents may have been aware 
that something was not “quite right” with 
their child, when the diagnosis is given, it 
is a devastating blow.  At such a time, it is 
hard to stay focused on asking questions.  
But while members of the evaluation team 
are together is the best opportunity the 
parents will have to ask questions and get 
recommendations on what further steps 
they should take for their child.  Learning 
as much as possible at this meeting is very 
important, but it is helpful to leave this 
meeting with the name or names of pro-
fessionals who can be contacted if the 
parents have further questions. 
 

Available Aids 
 
     When your child has been evaluated 
and diagnosed with an autism spectrum 
disorder, you may feel inadequate to help 
your child develop to the fullest extent of 
his or her ability.  As you begin to look at 
treatment options and at the types of aid 
available for a child with a disability, you 
will find out that there is help for you.  It 
is going to be difficult to learn and re-
member everything you need to know 
about the resources that will be most help-
ful.  Write down everything.  If you keep a 
notebook, you will have a foolproof 
method of recalling information.  Keep a 
record of the doctors’ reports and the 
evaluation your child has been given so 
that his or her eligibility for special pro-
grams will be documented.  Learn every-
thing you can about special programs for 
your child; the more you know, the more 
effectively you can advocate.   
     For every child eligible for special 
programs, each state guarantees special 
education and related services.  The Indi-
viduals with Disabilities Education Act 
(IDEA) is a Federally mandated program 
that assures a free and appropriate public 
education for children with diagnosed 
learning deficits.  Usually children are 
placed in public schools and the school 
district pays for all necessary services.  
These will include, as needed, services by 
a speech therapist, occupational therapist, 
school psychologist, social worker, school 
nurse, or aide.   
     By law, the public schools must pre-
pare and carry out a set of instruction 
goals, or specific skills, for every child in 
a special education program.  The list of 
skills is known as the child’s Individual-
ized Education Program (IEP).  The IEP is  
 

see Understanding on page 40 
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Support Group For  
Families of Adults with Asperger's Syndrome  

and High Functioning Autism 
 

 This support group serves families located in the New York  
Metropolitan area.  We usually meet on the Fourth Sunday  

of each month from 10:30 AM - 12:30 PM at Blythedale Children's 
Hospital in Valhalla (Westchester County).  Blythedale Hospital is 
located close to White Plains just off the Sprain Brook Parkway  

and also near the Valhalla Metro North train station  
(about 45 minutes from Grand Central Station). 

  
The focus of the support group is to help families to understand 
the complex issues in assisting their adult child impaired with  

Asperger's Syndrome/High Functioning Autism.  We also have 
speakers at many of our meetings that address 

various topics of importance. 
  

For further information contact the facilitators: 
  

Bonnie Kaplan - email:  Parenttalk@gmail.com 
Judith Omidvaran - email:  Judyomid@aol.com 

Social Dilemma from page 19 
 
of youngsters in the age range of 4-12, 
who tend to adhere to a set of rules about 
forming relationships that they have 
learned from parents, siblings and peers.  
Often times autistic individuals turn to an 
older, more mature set of individuals.  
     PDD spectrum individuals can appear 
to have a personality disorder such as 
narcissism or antisocial personality disor-
der.  But there are differences that one 
can tease out with closer inspection.  Ini-
tial attempts to interact with such indi-
viduals can end up being sporadic, and 
disconnected.  Like in the movie 50 first 
dates, which portrayed a young woman 
who could not recall events that took 
place the previous day, a person with an 
autistic perspective has difficulty recall-
ing the details of an affective relationship.  
Over time, with focused work, significant 
gains can be made in this area. 
     In order to assist autistic spectrum 
individuals with socialization, the details 
of social interaction that the average 
person interprets without much thought 

(facial expression, choice of words, tone, 
rate, volume and prosody) have to be 
teased out and understood as individual 
components of the exchange prior to 
being understood in the context of a con-
versation.  The skills involved in modu-
lating the above components of speech 
are best learned and practiced in a safe 
environment.   In addition to the problem 
of not being able to interpret others af-
fective tone, persons with autistic spec-
trum disorders have difficulty modulat-
ing and expressing their own internal 
affective state.  Emotions tend to be ex-
pressed in an exaggerated fashion.  
Hence, an angry exchange can rapidly 
become explosive; a fearful affect may 
be experienced and expressed as a panic 
state.   The opposite can also occur, 
where an individual appears to have an 
inappropriate flat affect in a situation 
where one would expect a heightened 
reaction. 
 
     Dr. Benjamin is also Assistant Profes-
sor of Psychiatry at Weill Cornell Medi-
cal College 

PAGE  39 AUTISM SPECTRUM NEWS ~ WINTER 2009 



Understanding from page 38 
 
an agreement between the school and the 
family on the child’s goals.  When your 
child’s IEP is developed, you will be 
asked to attend the meeting.  There will be 
several people at this meeting, including a 
special education teacher, a representative 
of the public schools who is knowledge-
able about the program, other individuals 
invited by the school or by you (you may 
want to bring a relative, a child care pro-
vider, or a supportive close friend who 
knows your child well).  Parents play an 
important part in creating the program, as 
they know their child and his or her needs 
best.  Once your child’s IEP is developed, 
a meeting is scheduled once a year to re-
view your child’s progress and to make 
any alterations to reflect his or her chang-
ing needs.   
     If your child is under 3 years of age 
and has special needs, he or she should be 
eligible for an early intervention program; 
this program is available in every state.  
Each state decides which agency will be 
the lead agency in the early intervention 
program.  The early intervention services 
are provided by workers qualified to care 
for toddlers with disabilities and are usu-
ally in the child’s home or a place familiar 
to the child.  The services provided are 
written into an Individualized Family Ser-
vice Plan (IFSP) that is reviewed at least 
once every 6 months.  The plan will de-
scribe services that will be provided to the 
child, but will also describe services for 
parents to help them in daily activities 
with their child and for siblings to help 
them adjust to having a brother or sister 
with ASD. 
 

Treatment Options 
 
     There is no single best treatment package 
for all children with ASD.  One point that 
most professionals agree on is that early 
intervention is important; another is that 
most individuals with ASD respond well to 
highly structured, specialized programs. 
     Before you make decisions on your 
child’s treatment, you will want to gather 
information about the various options 
available.  Learn as much as you can, look 
at all the options, and make your decision 
on your child’s treatment based on your 
child’s needs.  You may want to visit public 
schools in your area to see the type of pro-
gram they offer to special needs children.   
     Guidelines used by the Autism Society 
of America include the following questions 
parents can ask about potential treatments: 
 
• Will the treatment result in harm to 

my child? 
 
• How will failure of the treatment 

affect my child and family? 
 
• Has the treatment been validated 

scientifically? 
 
• Are there assessment procedures 

specified? 
 
• How will the treatment be integrated 

into my child’s current program?  Do not 
become so infatuated with a given treat-
ment that functional curriculum, voca-
tional life and social skills are ignored. 

 
     The National Institute of Mental 
Health suggests a list of questions parents 
can ask when planning for their child: 

• How successful has the program been 
for other children? 

 
• How many children have gone on to 

placement in a regular school and 
how have they performed? 

 
• Do staff members have training and 

experience in working with children 
and adolescents with autism? 

 
• How are activities planned and organized? 
 
• Are there predictable daily schedules 

and routines? 
 
• How much individual attention will 

my child receive? 
 
• How is progress measured? Will my 

child’s behavior be closely observed 
and recorded? 

 
• Will my child be given tasks and re-

wards that are personally motivating? 
 
• Is the environment designed to mini-

mize distractions? 
 
• Will the program prepare me to con-

tinue the therapy at home? 
 
• What is the cost, time commitment, 

and location of the program? 
 
     Among the many methods available 
for treatment and education of people 
with autism, applied behavior analysis 
(ABA) has become widely accepted as an 
effective treatment. Mental Health: A Re-
port of the Surgeon General states, 
“Thirty years of research demonstrated 
the efficacy of applied behavioral meth-
ods in reducing inappropriate behavior 
and in increasing communication, learn-
ing, and appropriate social behavior.”  The 
basic research done by Ivar Lovaas and 
his colleagues at the University of Cali-
fornia, Los Angeles, calling for an inten-
sive, one-on-one child-teacher interaction 
for 40 hours a week, laid a foundation for 
other educators and researchers in the 
search for further effective early interven-
tions to help those with ASD attain their 
potential.  The goal of behavioral manage-
ment is to reinforce desirable behaviors 
and reduce undesirable ones.   
     An effective treatment program will 
build on the child’s interests, offer a pre-
dictable schedule, teach tasks as a series 
of simple steps, actively engage the 
child’s attention in highly structured ac-
tivities, and provide regular reinforcement 
of behavior.  Parental involvement has 
emerged as a major factor in treatment 
success.  Parents work with teachers and 
therapists to identify the behaviors to be 
changed and the skills to be taught.  Recog-
nizing that parents are the child’s earliest 
teachers, more programs are beginning to 
train parents to continue the therapy at home.   
     As soon as a child’s disability has been 
identified, instruction should begin.  Ef-
fective programs will teach early commu-
nication and social interaction skills.  In 
children younger than 3 years, appropriate 
interventions usually take place in the 
home or a child care center.  These inter-
ventions target specific deficits in learn-
ing, language, imitation, attention, moti-
vation, compliance, and initiative of inter-
action.  Included are behavioral methods, 
communication, occupational and physi-
cal therapy along with social play inter-
ventions.  Often the day will begin with a 
physical activity to help develop coordi-

nation and body awareness; children 
string beads, piece puzzles together, paint, 
and participate in other motor skills ac-
tivities.  At snack time the teacher encour-
ages social interaction and models how to 
use language to ask for more juice.  The 
children learn by doing.  Working with the 
children are students, behavioral thera-
pists, and parents who have received ex-
tensive training.  In teaching the children, 
positive reinforcement is used.   
     Children older than 3 years usually 
have school-based, individualized, special 
education.  The child may be in a segre-
gated class with other autistic children or 
in an integrated class with children with-
out disabilities for at least part of the day.  
Different localities may use differing 
methods but all should provide a structure 
that will help the children learn social 
skills and, functional communication.  In 
these programs, teachers often involve the 
parents, giving useful advice in how to 
help their child use the skills or behaviors 
learned at school when they are at home.   
     In elementary school, the child should 
receive help in any skill area that is de-
layed and, at the same time, be encour-
aged to grow in his or her areas of 
strength.  Ideally, the curriculum should 
be adapted to the individual child’s needs.  
Many schools today have an inclusion 
program in which the child is in a regular 
classroom for most of the day, with spe-
cial instruction for a part of the day.  This 
instruction should include such skills as 
learning how to act in social situations 
and in making friends.  Although higher-
functioning children may be able to han-
dle academic work, they too need help to 
organize tasks and avoid distractions.   
     During middle and high school years, 
instruction will begin to address such prac-
tical matters as work, community living, 
and recreational activities.  This should 
include work experience, using public 
transportation, and learning skills that will 
be important in community living.   
     All through your child’s school years, 
you will want to be an active participant in 
his or her education program.  Collabora-
tion between parents and educators is es-
sential in evaluating your child’s progress. 

Dietary and Other Interventions 
 
     In an effort to do everything possible 
to help their children, many parents con-
tinually seek new treatments.  Some treat-
ments are developed by reputable thera-
pists or by parents of a child with ASD.  
Although an unproven treatment may help 
one child, it may not prove beneficial to 
another.  To be accepted as a proven treat-
ment, the treatment should undergo clini-
cal trials, preferably randomized, double-
blind trials, that would allow for a com-
parison between treatment and no treat-
ment.  Following are some of the inter-
ventions that have been reported to have 
been helpful to some children but whose 
efficacy or safety has not been proven. 
     Dietary interventions are based on the 
idea that 1) food allergies cause symptoms 
of autism, and 2) an insufficiency of a 
specific vitamin or mineral may cause 
some autistic symptoms.  If parents decide 
to try for a given period of time a special 
diet, they should be sure that the child’s 
nutritional status is measured carefully.   
     A diet that some parents have found was 
helpful to their autistic child is a gluten-
free, casein-free diet.  Gluten is a casein-
like substance that is found in the seeds of 
various cereal plants - wheat, oat, rye, and 
barley.  Casein is the principal protein in 
milk.  Since gluten and milk are found in 
many of the foods we eat, following a glu-
ten-free, casein-free diet is difficult.  
     A supplement that some parents feel is 
beneficial for an autistic child is Vitamin 
B6, taken with magnesium (which makes 
the vitamin effective).  The result of re-
search studies is mixed; some children 
respond positively, some negatively, some 
not at all or very little. 
     In the search for treatment for autism, 
there has been discussion in the last few 
years about the use of secretin, a sub-
stance approved by the Food and Drug 
Administration (FDA) for a single dose 
normally given to aid in diagnosis of a 
gastrointestinal problem.  Anecdotal re-
ports have shown improvement in autism 
symptoms, including sleep patterns, eye 
contact, language skills, and alertness.  
Several clinical trials conducted in the last 
few years have found no significant im-
provements in symptoms between patients 
who received secretin and those who re-
ceived a placebo. 
 

Medications Used in Treatment 
 
     Medications are often used to treat 
behavioral problems, such as aggression, 
self-injurious behavior, and severe tan-
trums that keep the person with ASD from 
functioning more effectively at home or 
school.  The medications used are those 
that have been developed to treat similar 
symptoms in other disorders.  Many of 
these medications are prescribed “off-
label.”  Olanzapine (Zyprexa) and other 
antipsychotic medications are used “off-
label” for the treatment of aggression and 
other serious behavioral disturbances in 
children, including children with autism.  
Off-label means a doctor will prescribe a 
medication to treat a disorder or in an age 
group that is not included among those 
approved by the FDA.  Further research 
needs to be done to ensure not only the 
efficacy but the safety of psychotropic 
agents used in the treatment of children 
and adolescents. 
 

see Understanding on page 42  

The Adolescent Years 
 
     Adolescence is a time of stress and 
confusion; and it is no less so for 
teenagers with autism.  Like all chil-
dren, they need help in dealing with 
their budding sexuality.  While some 
behaviors improve during the teenage 
years, some get worse. Increased au-
tistic or aggressive behavior may be 
one way some teens express their 
newfound tension and confusion.   
     The teenage years are also a time 
when children become more socially 
sensitive. At the age that most teenag-
ers are concerned with acne, popular-
ity, grades, and dates, teens with au-
tism may become painfully aware 
that they are different from their 
peers.  They may notice that they lack 
friends.  And unlike their school-
mates, they aren’t dating or planning 
for a career.  For some, the sadness 
that comes with such realization mo-
tivates them to learn new behaviors 
and acquire better social skills. 
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By Jo Hariton, PhD 
Clinical Psychotherapist and Coordinator,  
Social Skills Program for Children and 
Adolescents, NewYork Presbyterian  
Hospital Westchester Division 
 
 

S ince the Social Skills Program for 
Children and Adolescents began 
at New York Presbyterian Hospi-
tal, Westchester Division in 

1995, there has been a steady increase in 
the number of children and adolescents 
referred who have Asperger’s Disorder.  
Considered a high functioning autistic 
spectrum disorder, it is characterized by 
serious social difficulties and circum-
scribed interests however, there are no 
clinically significant delays in language or 
cognitive development. 
     These children and adolescents with 
significant impairment in social function-
ing can benefit enormously from social 
skills group therapy, which is the focus of 
the Social Skills Program at NewYork-
Presbyterian. They learn friendship skills 
in the group and then can practice the 
skills with others who have similar prob-
lems. The program serves children from 
preschool through high school. 
     Although some schools in the commu-
nity have also developed social skills 
groups, the need for services of this kind 
for children on the spectrum far exceeds 
the number of groups available. NewYork
-Presbyterian has filled a “niche” in this 
area. In fact, many of these children sup-
plement the services they already receive 
in their schools with specialized help from 
this program.  
     Children who have a need for help in 
the development of social skills are not 
limited to those with Asperger’s, and in 
fact the Social Skills Program benefits 
those who may have other diagnoses as 
well, such as anxiety disorders, learning 
disabilities, mood disorders, or ADHD.  A 
common denominator for all of the children 
is a wish to do better with their peers. 
     It is a mistake to believe that the chil-
dren with Asperger’s do not have an inter-
est in making friends. As Coordinator of 
the program I find that many of these chil-

dren are often lonely, and shy away from 
reaching out to their peers, in part because 
of past experiences that have left them 
feeling rejected and isolated. Sometimes 
they have not had the opportunity to meet 
others like themselves who may have 
similar interests. By learning ways to 
communicate better and pick up the nu-
ances of social cues they become better 
able to feel that they belong.   
     The Social Skills Program has 12 
groups during the school year which are 
run at after school times. There are gener-
ally 12 sessions in each group cycle. Most 
of the families utilizing the program con-
tinue to send their children for repeated 
cycles of the program. Since social skills 
are seen as the primary area of need for 
those with Asperger’s Disorder, it is not 
unusual for families to continue to attend 
the program for several years. Families 
and children want support and receive it 
in this program.  
     We are now receiving referrals for the 
summer session. This is an abbreviated 
cycle of 7 sessions which are held in the 
morning, so as to not interfere with day 
camp schedules. The summer cycle be-
gins in July and runs through mid-August. 
     The Social Skills Program is held in 

the Child and Adolescent Outpatient De-
partment of New York Presbyterian Hos-
pital in White Plains.  All children who 
attend have a child psychiatric evaluation 
session first. This allows the team to un-
derstand the developmental needs of the 
child and to carefully match the child with 
an appropriate group. The fact that this is 
a Behavioral Health outpatient department 
enables the children who attend to benefit 
from the special expertise of a team ap-
proach within a child psychiatric setting. 
Other services such as medication man-
agement, individual or family therapy, can 
be utilized as needed. Given that it is of-
ten difficult to find such specialized pro-
grams in the community, the Social Skills 
Program will work with outside mental 
health providers who may follow these 
children individually and want this addi-
tional resource. 
     Two and sometimes even three group 
leaders generally lead our groups. These 
group leaders are generally social workers 
or psychologists, with co-leaders who are 
Child Psychiatry Residents, Postdoctoral 
Fellows in Psychology or Psychology 
Externs. The fact that it is a teaching hos-
pital enables the program to have the lux-
ury to draw from staff of different disci-
plines and to have an abundance of staff 
interested in leading these groups and in 
training others to do so. The combined 
Columbia - Cornell Child Psychiatry 
Training Program sends its Child Resi-
dents for four-month rotations through the 
Social Skills Program. 
     I provide ongoing consultation for all 
of the groups, and hold a group therapy 
seminar for clinicians within the program. 
By leading three groups myself, I am al-
ways directly involved, and often the per-
son to make the match between the child 
and the group. Since children with Asper-
ger’s Disorder can sometimes become 
overwhelmed in large groups, I might 
sometimes suggest a “mini-group” as an 
ideal way to help them learn the commu-
nication and relationship building skills 
that can increase their confidence and self 
esteem. Sometimes the group is a duo 
therapy of two similarly matched chil-
dren. This can help prepare the children 

for joining a larger group at a later date. 
Since the number of children and adoles-
cents who are referred has expanded, the 
opportunity exists to make a well-suited 
match.  
     Even in the larger groups with 6-8 
children, it is sometimes suggested to 
break the group in mini-groups for a brief 
period.  Sometimes the larger group is too 
overwhelming for the child to be able to 
learn a skill and to practice it.  A small 
group experience to practice first makes  
clinical sense.   
     Typical skills worked on these groups 
include Communication Skills, Interper-
sonal Perspective Taking, Problem Solv-
ing, Feelings Identification, Self Aware-
ness, Increasing Frustration Tolerance, 
Good Sportsmanship, and the ability to be 
Flexible and able to Compromise.  
     Each group of children takes on its 
own personality and it is the job of the 
group leaders to pick the skills that need 
the most practice for any particular group. 
For children with Asperger’s Disorder, 
picking up social cues and ascertaining 
the nuances of interpersonal communica-
tion is often difficult, and thus more time 
is generally spent on these skills. Role 
playing, stopping the action in the group 
to examine what has transpired, and un-
derstanding one’s impact upon other 
members of the group, is often practiced 
and reinforced. 
     It can be tremendously reassuring for 
individuals with Asperger’s Disorder to 
find others who face similar issues. Often 
these children have been isolated or re-
jected by their peers. Sometimes they can 
become stuck in roles at their own 
schools, which leads to avoidance in so-
cial situations. This can lead to further 
unhappiness, depression, and anxiety. The 
benefits of decreasing loneliness and in-
creasing the prospects of friendship can-
not be underestimated!  By attending a 
program like this, renewed optimism and 
a wish to try again with their peers can be 
the outcome. 
 
     For those wishing to refer to the Social 
Skill Group Therapy Program, please con-
tact Dr. Jo Hariton at (914) 997-5957.  

Social Skills Training for Children with Asperger’s Disorder 

Jo Hariton, PhD 

Along the Road on page 23 
 
not express himself comfortably and fully.  
At 34 years old, he wanted to be among 
like-minded peers who face similar chal-
lenges in their own lives and who love the 
theater as much as he does.  I decided to 
contact a local equity theater company 
called The Garage Theater located near 
where Paul lives in Bergen County, New 
Jersey.  Michael Bias, the theater com-
pany’s director was engaged with the idea 
of starting a theater program for adults 
over age 21 with an autism spectrum dis-
order, and Paul and I were thrilled.  I then 
contacted Madeleine Goldfarb, Director of 
Outreach for the Autism Center of New 
Jersey Medical School—a true impresario 
of autism programming—who I knew had 
expertise in running theater programs for 
individuals with autism and had success-

fully done so at Montclair State University.  
Thus the team was established and this 
pioneering theater program for adults 21 
and older was launched.  Paul guided every 
aspect of the program’s development so 
that it not only addresses his own interests 
in the theater but also provides the partici-
pants with the chance to make new friends. 
    I had mentioned the theater program to 
the mom of a young man I know named 
Steven who had looked out for my son 
Danny as kind of a mentor and big brother 
when they were in school together.  Ste-
ven has grown into such a terrific person 
and is a talented musician and poet who 
also loves the theater. I thought Steven 
might be interested in this newly formed 
theater group and indeed he was. 
     The first meeting of the group of 15 
men and women arrived and I went to 
welcome the participants and their fami-

lies.  When Steven arrived with his dad 
my heart lifted. I hadn’t seen him in sev-
eral years and he had matured from the 
caring, adorable 11 year old I remembered 
into a handsome and articulate man of 21 
who still possessed the same endearing, 
angelic quality that drew him to be 
Danny’s protector and friend.  Then Paul 
arrived, filled with enthusiasm and pride 
for the program he inspired and created. 
Standing on the sideline, watching the 
group, the thought came to me to intro-
duce these two men whom I adored.  
Truly, I never saw anything like it; it was 
as if lightening had struck.  Steven and 
Paul immediately started up a conversa-
tion that lasted for over an hour, as if they 
had always been best friends. 
     As I drove home that afternoon my 
face was soaked with tears of joy.  Be-
cause of Danny and The Daniel Jordan 

Fiddle Foundation, the opportunity for me 
to meet Paul and develop the theater pro-
gram arose.  And now, even more impor-
tantly, through this program, I could give 
Steven the gift of friendship that he had 
given to Danny so many years ago.  There 
could be no better affirmation that I am 
traveling on the road that is my destiny. 
     Linda Walder Fiddle is the Founder 
and Executive Director of The Daniel 
Jordan Fiddle Foundation.  She is a mem-
ber of the New Jersey Adults with Autism 
Task Force, a member of the board of 
trustees of COSAC, the Autism Center of 
NJMS and the recipient of numerous com-
munity service awards including the Ann 
Klein Advocate Award that she will re-
ceive on October 23, 2008 from the Com-
munity Health Law Project.  For more 
information on The Daniel Jordan Fiddle 
Foundation visit www.djfiddlefoundation.org.  
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Understanding from page 40 
 
     A child with ASD may not respond in 
the same way to medications as typically 
developing children.  It is important that 
parents work with a doctor who has ex-
perience with children with autism.  A 
child should be monitored closely while 
taking a medication.  The doctor will pre-
scribe the lowest dose possible to be ef-
fective.  Ask the doctor about any side 
effects the medication may have and keep 
a record of how your child responds to the 
medication.  It will be helpful to read the 
“patient insert” that comes with your 
child’s medication.  Some people keep the 
patient inserts in a small notebook to be 
used as a reference.  This is most useful 
when several medications are prescribed. 
     Anxiety and depression - The selective 
serotonin reuptake inhibitors (SSRI’s) are 
the medications most often prescribed for 
symptoms of anxiety, depression, and/or 
obsessive-compulsive disorder (OCD).  
Other medications are used to address 
symptoms or other disorders in children 
with autism.  Fluoxetine (Prozac) and 
sertraline (Zoloft) are approved by the 
FDA for children age 7 and older with 
obsessive-compulsive disorder.  Fluoxet-
ine is also approved for children age 8 and 
older for the treatment of depression.  
Three that have been approved for OCD 
are fluvoxamine (Luvox®), age 8 and 
older; sertraline (Zoloft®), age 6 and 
older; and clomipramine (Anafranil®), 
age 10 and older.  Treatment with these 
medications can be associated with de-
creased frequency of repetitive, ritualistic 
behavior and improvements in eye contact 
and social contacts. 
     Fluoxetine and sertraline are antide-
pressants known as selective serotonin 
reuptake inhibitors (SSRIs).  Despite the 
relative safety and popularity of SSRIs 
and other antidepressants, some studies 
have suggested that they may have unin-
tentional effects on some people, espe-
cially adolescents and young adults.  In 
2004, after a thorough review of data, the 
Food and Drug Administration (FDA) 
adopted a “black box” warning label on 
all antidepressant medications to alert the 
public about the potential increased risk 
of suicidal thinking or attempts in chil-
dren and adolescents taking antidepres-
sants.  In 2007, the agency extended the 
warning to include young adults up to age 
25.  A “black box” warning is the most 
serious type of warning on prescription 
drug labeling.  The warning emphasizes 
that children, adolescents and young adults 
taking antidepressants should be closely 
monitored, especially during the initial 
weeks of treatment, for any worsening 
depression, suicidal thinking or behavior, 
or any unusual changes in behavior such as 
sleeplessness, agitation, or withdrawal 
from normal social situations.  The FDA is 
studying and analyzing data to better un-
derstand how to use the SSRI’s safely, ef-
fectively, and at the lowest dose possible. 
     Behavioral Problems - Antipsychotic 
medications have been used to treat se-
vere behavioral problems.  These medica-
tions work by reducing the activity in the 
brain of the neurotransmitter dopamine.  
Among the older, typical antipsychotics, 
such as haloperidol (Haldol®), thioridaz-
ine, fluphenazine, and chlorpromazine, 
haloperidol was found in more than one 
study to be more effective than a placebo 
in treating serious behavioral problems.  
However, haloperidol, while helpful for 

reducing symptoms of aggression, can 
also have adverse side effects, such as 
sedation, muscle stiffness, and abnormal 
movements. 
     Placebo-controlled studies of the newer 
“atypical” antipsychotics are being con-
ducted on children with autism.  The first 
such study, conducted by the NIMH-
supported Research Units on Pediatric Psy-
chopharmacology (RUPP) Autism Net-
work, was on risperidone (Risperdal®). 
Results of the 8-week study were reported 
in 2002 and showed that risperidone was 
effective and well tolerated for the treat-
ment of severe behavioral problems in chil-
dren with autism.  The most common side 
effects were increased appetite, weight 
gain and sedation.  Further long-term 
studies are needed to determine any long-
term side effects.  Other atypical antipsy-
chotics that have been studied recently 
with encouraging results are olanzapine 
(Zyprexa®) and ziprasidone (Geodon®).  
Ziprasidone has not been associated with 
significant weight gain.  On October 6, 
2006 the U.S. Food and Drug Administra-
tion (FDA) approved risperidone (generic 
name) or Risperdal (brand name) for the 
symptomatic treatment of irritability in 
autistic children and adolescents ages 5 to 
16.  The approval is the first for the use of 
a drug to treat behaviors associated with 
autism in children.  These behaviors are 
included under the general heading of 
irritability, and include aggression, delib-
erate self-injury and temper tantrums. 
     Seizures - Seizures are found in one in 
four persons with ASD, most often in 
those who have low IQ or are mute.  They 
are treated with one or more of the anti-
convulsants.  These include such medica-
tions as carbamazepine (Tegretol®), 
lamotrigine (Lamictal®), topiramate 
(Topamax®), and valproic acid 
(Depakote®).  The level of the medication 
in the blood should be monitored care-
fully and adjusted so that the least amount 
possible is used to be effective.  Although 
medication usually reduces the number of 
seizures, it cannot always eliminate them. 
     Inattention and Hyperactivity - Stimu-
lant medications such as methylphenidate 
(Ritalin®), used safely and effectively in 
persons with attention deficit hyperactiv-
ity disorder, have also been prescribed for 
children with autism.  These medications 
may decrease impulsivity and hyperactiv-
ity in some children, especially those 
higher functioning children. 
     Several other medications have been 
used to treat ASD symptoms; among them 
are other antidepressants, naltrexone, lith-
ium, and some of the benzodiazepines 
such as diazepam (Valium®) and loraze-
pam (Ativan®).  The safety and efficacy 
of these medications in children with au-
tism has not been proven.  Since people 
may respond differently to different medi-
cations, your child’s unique history and be-
havior will help your doctor decide which 
medication might be most beneficial. 
 

Adults with Autism Spectrum Disorder 
 
     Some adults with ASD, especially 
those with high-functioning autism or 
with Asperger syndrome, are able to work 
successfully in mainstream jobs.  Never-
theless, communication and social prob-
lems often cause difficulties in many areas 
of life.  They will continue to need en-
couragement and moral support in their 
struggle for an independent life. 
     Many others with ASD are capable of 

employment in sheltered workshops under 
the supervision of managers trained in 
working with persons with disabilities.  A 
nurturing environment at home, at school, 
and later in job training and at work, helps 
persons with ASD continue to learn and to 
develop throughout their lives. 
     The public schools’ responsibility for 
providing services ends when the person 
with ASD reaches the age of 22.  The 
family is then faced with the challenge of 
finding living arrangements and employ-
ment to match the particular needs of their 
adult child, as well as the programs and 
facilities that can provide support services 
to achieve these goals.  Long before your 
child finishes school, you will want to 
search for the best programs and facilities 
for your young adult.  If you know other 
parents of ASD adults, ask them about the 
services available in your community.  If 
your community has little to offer, serve 
as an advocate for your child and work 
toward the goal of improved employment 
services.  Research the resources listed in 
the back of this brochure to learn as much 
as possible about the help your child is 
eligible to receive as an adult. 
 

Living Arrangements for the Adult  
with an Autism Spectrum Disorder 

 
     Independent Living - Some adults with 
ASD are able to live entirely on their own.  
Others can live semi-independently in their 
own home or apartment if they have assis-
tance with solving major problems, such as 
personal finances or dealing with the gov-
ernment agencies that provide services to 
persons with disabilities.  This assistance 
can be provided by family, a professional 
agency, or another type of provider. 
     Living at Home - Government funds 
are available for families that choose to 
have their adult child with ASD live at 
home.  These programs include Supple-
mental Security Income (SSI), Social 
Security Disability Insurance (SSDI), 
Medicaid waivers, and others.  Informa-
tion about these programs is available 
from the Social Security Administration 
(SSA).  An appointment with a local SSA 
office is a good first step to take in un-
derstanding the programs for which the 
young adult is eligible. 
     Foster Homes and Skill-Development 
Homes - Some families open their homes 
to provide long-term care to unrelated 
adults with disabilities. If the home 
teaches self-care and housekeeping skills 
and arranges leisure activities, it is called 
a “skill-development” home. 
     Supervised Group Living - Persons 
with disabilities frequently live in group 
homes or apartments staffed by profes-
sionals who help the individuals with ba-
sic needs.  These often include meal 
preparation, housekeeping, and personal 
care needs.  Higher functioning persons 
may be able to live in a home or apart-
ment where staff only visits a few times a 
week.  These persons generally prepare 
their own meals, go to work, and conduct 
other daily activities on their own. 
     Institutions - Although the trend in 
recent decades has been to avoid placing 
persons with disabilities into long-term-
care institutions, this alternative is still 
available for persons with ASD who need 
intensive, constant supervision.  Unlike 
many of the institutions years ago, today’s 
facilities view residents as individuals with 
human needs and offer opportunities for 
recreation and simple but meaningful work. 

Research into Causes and Treatment of 
Autism Spectrum Disorders 

 
     Research into the causes, the diagno-
sis, and the treatment of autism spectrum 
disorders has advanced in tandem.  With 
new well-researched standardized diag-
nostic tools, ASD can be diagnosed at an 
early age.  And with early diagnosis, the 
treatments found to be beneficial in recent 
years can be used to help the child with 
ASD develop to his or her greatest potential. 
     In the past few years, there has been 
public interest in a theory that suggested a 
link between the use of thimerosal, a mer-
cury-based preservative used in the mea-
sles-mumps-rubella (MMR) vaccine, and 
autism.  Although mercury is no longer 
found in childhood vaccines in the United 
States, some parents still have concerns 
about vaccinations.  Many well-done, 
large-scale studies have now been done 
that have failed to show a link between 
thimerosal and autism.  The Institute of 
Medicine (IOM) conducted a thorough 
review on the issue of a link between 
thimerosal (a mercury based preservative 
that is no longer used in vaccinations) and 
autism.  The final report from IOM, Im-
munization Safety Review: Vaccines and 
Autism, released in May 2004, stated that 
the committee did not find a link.  Until 
1999, vaccines given to infants to protect 
them against diphtheria, tetanus, pertussis, 
Haemophilus influenzae type b (Hib), and 
Hepatitis B contained thimerosal as a pre-
servative.  Today, with the exception of 
some flu vaccines, none of the vaccines 
used in the U.S. to protect preschool aged 
children against 12 infectious diseases 
contain thimerosal as a preservative.  The 
MMR vaccine does not and never did 
c o n t a i n  t h i me r o s a l .  Va r i c e l l a 
(chickenpox), inactivated polio (IPV), and 
pneumococcal conjugate vaccines have 
also never contained thimerosal.  A U.S. 
study looking at environmental factors 
including exposure to mercury, lead and 
other heavy metals is ongoing. 
 

Research on the Biologic Basis of ASD 
 
     Because of its relative inaccessibility, 
scientists have only recently been able to 
study the brain systematically.  But with 
the emergence of new brain imaging tools - 

 
see Understanding on page 45 
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A Parent’s Perspective on Autism Spectrum Disorders 
By Betsy Ern, MA 
Parent of a Young Adult  
With Asperger's Syndrome 
 
 

H ow do I help my child?  I re-
member the first time I sat in 
the psychiatrist’s office to 
discuss my son, Andrew, then 

7 years old and in the second grade.  We 
had been referred to Dr. J as a specialist in 
Attention Deficit Disorder, the popular 
diagnosis of the time.  Dr. J diagnosed 
Andrew with ADHD, and treatment began 
with stimulant medication. 
     Andrew improved with meds and Dr. 
J’s parenting coaching, yet I still felt there 
was “something else” going on that we 
had not identified.  We then took Andrew 
to a neuropsychologist who provided 
three full days of testing.  She was the 
first to introduce us to Asperger’s Syn-
drome.  As I read the few pages on Asper-
ger’s, I felt we finally had a more com-
plete picture of our son. 
     Andrew is now 21 years old, and we 
still struggle with his Asperger’s charac-
teristics.  Looking back, I can offer the 
following insights for parents on under-
standing and treating their child’s AS dis-
order: 
     It’s Not Just the Child But the Parents 
Who Can Benefit From Treatment. My 
husband and I attended a parent group, 
met with our psychiatrist, and went to 
seminars (Tony Attwood, PhD and Ami 
Klin, MD were especially informative) to 

learn how to effectively interact with our 
AS son.  We also met regularly with a 
therapist to discuss ongoing challenges 
and develop strategies for evolving situa-
tions.  We needed a team of professionals 
to get us through! 
     Write Up Your Child’s Family History.      
You will be asked for this time and again; 
it’s easier to have it ready than to recreate it 
for everyone who asks.  Details surrounding 
your pregnancy and birth experience, devel-
opmental milestones, and especially com-
munication behaviors will be asked. 

     Practice Describing Your Child in 
Plain English. You will be asked “what’s 
your child like?”  Professionals will want 
to know how he gets along with friends, 
performs at school, behaves at home, 
what he likes to do, what doesn’t seem 
right to you, and  what he is especially 
good at and not so good at. 
     You Are Your Child’s Best Advocate.      
Don’t leave your child’s best interests 
up to the teacher, the school psycholo-
gist, administrators, or even the doctor.  
You know your child best; a good doc-
tor will listen to your insights and ob-
servations.  Teachers and administrators 
have many students under their um-
brella, so it’s up to you to keep your 
child on their screen. 
     Treatment Should Include the Home 
Environment, Not Just School. Your 
child’s ability to function at home is im-
portant to the family’s emotional health as 
well as his own.  The meds shouldn’t stop 
working once school is out, and how sib-
lings, caregivers, and all family members 
interact with your child matters greatly.  
Family members will need to be educated 
on how an AS disorder affects your child. 
     Learn All About How Special Educa-
tion Services Are Provided in Your Dis-
trict.  Then navigate the system with posi-
tive diligence.  We got support by asking 
for help, while we saw others get nowhere 
making demands.  I also found that show-
ing gratitude (and bearing baked goods) 
went a long way to building positive rela-
tionships with school personnel. 

     Make It as Easy as Possible for Your 
Child’s Teachers to Effectively Interact 
With Your Child. If you see a paragraph in 
an article that is particularly relevant to 
your child, copy the article and highlight 
the paragraph.  If a teacher isn’t interested 
in informally implementing suggestions, 
bring your information to the special edu-
cation meetings and get important data 
included in your child’s IEP 
(Individualized Education Plan) or 
whatever that document is called in 
your district. 
     Expect to Continue Learning and Keep 
an Open Mind. A friend presented me 
with an article about food allergies and 
autism.  I didn’t have any faith in manag-
ing Andrew’s problems with diet, but 
reading the article, had to agree that it 
sounded like it was describing Andrew.  
We weaned him off dairy products, and 
after he was a bear for a few days, he ap-
peared to feel much better.  Andrew 
couldn’t notice feeling any differently on 
his meds but reported feeling “happier” 
without the dairy products.  Any win is a 
big help! 
     Face The Fact That You’re In It For 
The Long Run. I remember feeling dis-
mayed when Andrew’s medications had 
to be reevaluated a few short months after 
he began taking them.  I came to realize 
that managing medications is an ongoing 
activity, as is dealing with an AS disorder 
in general.  It becomes part of your life 
and as you embrace the challenge, solu-
tions will come to you. 

Betsy Ern, MA 

Autism Tissue Program from page 1 
 
in autism came from a study they had per-
formed, using DNA obtained from blood 
samples from a subset of subjects from 
Autism Speaks’ Autism Genetic Resource 
Exchange (AGRE).   The authors had pre-
viously shown that the SLC25A12 gene on 
chromosome 2 is important in neurodevel-
opment.  This gene ‘turns  on” early in 
human fetal neuronal tissues which then  
impacts  the  region of prefrontal cortex 
associated with early exaggerated postna-
tal growth in children with autism. 
 

Brain Tissue Provides Key to Face 
Processing Differences in Autism 

  
     The intense examination of post mor-
tem tissue can also yield findings that may 
explain the social and behavioral differ-
ences seen in people with autism. A re-
cent publication in the journal Brain by 
investigators in New York and the Neth-
erlands describes a significant anatomical 
difference in the face processing area of 
brain donors with autism compared to non
-affected donors. A key feature of normal 
social functioning in humans is the proc-
essing of faces, which allows people to 
identify individuals and enables them with 
the capacity to understand the mental state 
of others.  Recent functional magnetic 
resonance imaging studies have demon-
strated that people with autism could per-
form face perception tasks. However, the 

fusiform gyrus (FG) and other cortical 
regions supporting face processing in con-
trols are less active in people with autism. 
     Examination of post mortem tissue 
showed anatomical differences in those 
with autism in the same area, the fusiform 
gyrus, as was previously implicated in 
imaging studies.  For the last five years, 
Imke van Kooten, Ph.D., and her col-
leagues at the University of Maastricht in 
the Netherlands and here in the U.S. have 
made painstaking measurements of neu-
rons in post mortem brain sections. Neu-
rons in the primary visual cortex connect 
to neurons in the fusiform gyrus, effec-
tively sending visual information to the 
region specialized for face processing. 
Analysis of neurons in the layers of these 
two areas showed that, compared to con-
trols, patients with autism showed signifi-
cant reductions in neuron density, total 
neuron numbers, and mean neuron cell 
volume in the fusiform gyrus. The authors 
suggest that the reduced neuronal size and 
total neuron number in the fusiform gyrus 
might contribute to impaired face process-
ing in autism. Since individuals with au-
tism can indeed 'see' faces,  but may see 
them differently, most likely by utilization 
of unique neural circuitry, the research 
team plans further study of other addi-
tional cortical areas implicated in visual 
processing. 
     This continued research will be part of 
the Brain Atlas Project, a larger study  to 
map the brain that is supported by Autism 

Speaks' Autism Tissue Program. This 
project, begun in 2002, is  a joint effort of 
co-PIs Christoph Schmitz, Ph.D., Patrick 
Hof, Ph.D., and Jerzy Wegiel, Ph.D., at 
the NY Institute for Basic Research in 
Staten Island. 
     The ATP participates in a nationwide 
campaign to understand and treat a whole 
spectrum of pervasive developmental dis-
orders. The studies described above are 
just a sample of the many research studies 

utilizing post mortem tissue.  There is a 
real need for continued donations and we 
encourage everyone, with or without au-
tism, to consider giving the ‘gift of hope’ 
and signing up as a brain donor.     
     For more information on the ATP and 
to register online, please visit the program 
at www.autismtissueprogram.org or call 
(877) 333-0999 and ask for information.  
The ATP is deeply grateful to the many 
families who have given the gift of hope 
to advance research into the causes and 
treatments for autism. 
     Connie Frenzel, RN, MS, is the Out-
reach Coordinator for the Autism Tissue 
Program which is funded by Autism 
Speaks and the National Institutes of 
Health.  She is responsible for outreach to 
the professional and lay community on 
issues pertinent to brain research. A 
graduate of San Jose State University and 
Stanford University, she is the founder of 
the Parents Helping Parents PDD/Autism 
group in the San Francisco Bay area. A 
strong advocate for the autism spectrum 
community, she continues to volunteer 
with numerous national and statewide 
parent advocacy groups and is a member 
of the Developmental Disabilities Nurs-
ing Association. You may contact her at 
(877) 333-0999 or email her at 
csfrenzel@gmail.com. 

Connie Frenzel, RN, MS 
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Training from page 8 
 
Autism awareness to be part of the train-
ing curriculum for law enforcement offi-
cers and other emergency responders.  

The Autism Advisory Committee is hop-
ing to expand such training to other 
emergency responders such as fire de-
partments and EMS in Westchester 
County. 

Treatment Grants from page 11 
 
Dr. Geraldine Dawson, Chief Science 
Officer for Autism Speaks. “These grants 
will support high-quality research that 
approaches treatment in a variety of 
ways, but shares the common goal of en-
hancing the lives of individuals with 
ASD. As with any new treatment, it is 
imperative that these approaches be rigor-
ously tested to ensure confidence in their 
safety and effectiveness.” 
     Lay abstracts describing the thirteen newly 
funded grants can be found on Autism 
Speaks’ website – www.autismspeaks.org. 
     In 2007, Autism Speaks awarded more 
than $30 million in science grants to fund 
research into the causes, prevention and 
treatments for autism. The organization will 
be announcing research grants in the basic/
clinical categories in the coming weeks. 
 

About Autism 
 

     Autism is a complex brain disorder 
that inhibits a person's ability to com-
municate and develop social relation-
ships, and is often accompanied by ex-
treme behavioral challenges. Autism 
spectrum disorders are diagnosed in one 
in 150 children in the United States, 

affecting four times as many boys as 
girls. The diagnosis of autism has in-
creased tenfold in the last decade. The 
Centers for Disease Control and Pre-
vention have called autism a national 
public health crisis whose cause and 
cure remain unknown. 
  

About Autism Speaks 
 
     Autism Speaks is dedicated to increas-
ing awareness of autism spectrum disor-
ders, to funding research into the causes, 
prevention and treatments for autism, and 
to advocating for the needs of individuals 
with autism and their families. It was 
founded in February 2005 by Suzanne 
and Bob Wright, the grandparents of a 
child with autism.  Bob Wright is Senior 
Advisor at Lee Equity Partners and 
served as vice chairman, General Electric, 
and chief executive officer of NBC and 
NBC Universal for more than twenty 
years.  Autism Speaks merged with the 
Autism Coalition for Research and Edu-
cation (ACRE), the National Alliance for 
Autism Research (NAAR) and Cure Au-
tism Now (CAN), bringing together the 
nation’s leading autism advocacy organi-
zations. To learn more about Autism 
Speaks, please visit www.autismspeaks.org. Science from page 25 

 
He has authored three books guiding con-
sumers to scientific and ethical dentistry. 
 
     Through AHA Association’s support 

programs, website (www.ahaNY.org), 
electronic mailing list and newsletter, we 
make every effort to provide objective, up
-to-date, reliable, evidence based infor-
mation, and urge you to thoughtfully 
evaluate any proposed treatment. 

Around the World from page 22 
 
whereas regular education students finished 
their compulsory school days at age 18 or 
19.  Given that autism is a developmental 
delay, meaning it takes longer to learn, it 
would only make sense that children on the 
autism spectrum should be allowed to re-
main in school longer then their regular 
education peers like they do in the United 
States and some other countries.  As I write 
this article, I will be meeting with an official 
of the government of Northern Ireland later 
today to bring up this very point. 
     Of course, services and support in the 
United States is not a panacea either.  As 
mentioned in the introduction, unlike in 
South Korea where special educators earn 
higher salaries and receive additional 
needed support from the government to do 
their jobs then their regular education coun-
terparts, these dedicated professionals in the 
United States are often paid less and re-
ceive fewer supports then regular educa-
tion teachers.  As suggested above, there 
is much to learn from all people of the 
world in supporting people on the autism 
spectrum. 

Summary 
 

     With electronic means of communi-
cation and the ease of travel across time 
zones, the world continues to become a 
smaller and smaller place.  For exam-
ple, this is the second time in about 5 
weeks that I have circumnavigated the 
globe consulting on, presenting, and 
holding workshops related to the autism 
spectrum.  There is much autism around 
and given that similarities rather than 
differences characterize the autism 
community, there is every reason for 
greater collaboration as we work to-
wards our goal of empowering those 
with autism to a future of fulfillment, 
productivity, and well being. 
 
     Stephen M. Shore, EdD is Executive 
Director of Autism Spectrum Disorder 
Consulting. He also serves on the 
Board of Directors for the Autism Soci-
ety of America and serves on the Board 
of Directors for the Asperger’s Associa-
tion of New England.   
     To learn more, please visit his web-
site at www.autismasperger.net. 

Governor’s Bill from page 6 
 
through creation of a voluntary registry of 
children and adults with ASDs; and (5) de-
velopment of professional training programs 
to assist practitioners in diagnosing and treat-
ing people with ASD’s. In conjunction with 
the disapproval of S.5760/A.11275, the Gov-
ernor directed the Commissioner of 
OMRDD to report on the progress of the 
Autism Platform within 18 months. 

     New York’s Early Intervention (EI) 
program, administered by DOH, seeks 
to identify and evaluate as early as pos-
sible those infants and toddlers with a 
disability or developmental delay and 
provide appropriate intervention. The 
best practice protocols that will be es-
tablished by DOH in accordance with 
this bill will help practitioners identify 
children with ASD’s for referral to the 
EI program. 

Collaboration from page 29 
 

Consistency of Strategies Employed 
 
     Speech and occupational therapists 
use the techniques of their disciplines in 
conjunction with more behavioral educa-
tional strategies such as visual sched-
ules, token economy systems, and the 
use of behavior intervention plans. The 
use of such strategies across all interven-
tionists helps with maintaining instruc-
tional control where necessary and pro-
vides consistency in rules and expecta-
tions across staff members and instruc-
tional contexts within the school envi-
ronment.  Such consistency is critical to 
achieving maximal success within 
speech and OT sessions. 
     Speech and language therapists work 
with other members of the team to de-
velop oral motor protocols that focus on 
desensitization and on the development of 
deep diaphragmatic breathing. The input 
from occupational therapists is helpful in 
this regard, as understanding how the 
sensory systems are responding to input 
assists SLPs in creating appropriate plans.  
Behaviors targeted might include engag-
ing in inappropriate oral play or exhibit-
ing feeding difficulties due to taste, tex-
ture, or temperature aversions. Oral-
sensory-motor protocols are written col-
laboratively and carried out by all disci-
plines throughout the school day. 
     ABA therapists and occupational 
therapists are trained by SLPs to use dif-

ferent augmentative communication de-
vices within the context of their therapy 
sessions and they use communicative 
strategies to elicit active, self-initiated 
and meaningful responses from the chil-
dren. The implementation of the students’ 
various modes of communication, such as 
sign language, PECS, augmentative de-
vices, and visual supports are trained and 
supported across all disciplines and all 
settings.  Speech and language related 
goals can be targeted during movement 
activities especially during the use of sus-
pended equipment which is highly moti-
vating for the students. Speech and lan-
guage therapists can themselves conduct 
parts of their sessions in a sensory-rich 
environment such as the gym.  
 

Summary 
 
     A collaborative model enables learners 
to receive services that address all areas 
of deficit.  The strength of each discipline 
can be maximized, while the consistency 
of approach ensures that the learner re-
ceives interventions that are individually 
tailored, maximally effective, and fully 
comprehensive.  ABA provides the 
framework, with a focus on well-defined 
instructional strategies, data collection, 
data-based decision making, and consis-
tent implementation across therapists and 
environments.  Future directions include 
research aimed at applying ABA methods 
to the experimental analysis of the effec-
tiveness of speech and OT protocols. 

Family Services from page 11 
 
Clarity – The extent of the proposal’s 
defined interim and outcome measures. 
 
Cost Effectiveness –  Proposals must dem-
onstrate cost effectiveness and include a 
reasonable, detailed line item budget. 
 
Credibility – The qualifications of the 
organization, its principals and advisors. 
 
Sustainability/Viability – The ability to con-
tinue the project beyond this funding cycle. 
 
     All appropriate applicants will be entered 

into the Autism Speaks Family Services 
Resource Guide www.autismspeaks.org/
community/family_services/ to provide 
families with access to an ever-expanding 
universe of resources. In an effort to pro-
mote further replication and expansion of 
effective services, later this year Autism 
Speaks will begin to share the outcomes 
of the programs the organization funded 
via Family Services Community Grants at 
the end of 2007. 
     A request for applications for the next 
round of Family Services Community 
Grants will be announced in late July with 
an anticipated deadline of late September.  
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Understanding from page 42 
 
 - computerized tomography (CT), posi-
tron emission tomography (PET), single 
photon emission computed tomography 
(SPECT), and magnetic resonance imag-
ing (MRI), study of the structure and the 
functioning of the brain can be done.  
With the aid of modern technology and 
the new availability of both normal and 
autism tissue samples to do postmortem 
studies, researchers will be able to learn 
much through comparative studies. 
     Postmortem and MRI studies have 
shown that many major brain structures 
are implicated in autism.  This includes 
the cerebellum, cerebral cortex, limbic 
system, corpus callosum, basal ganglia, 
and brain stem.  Other research is focus-
ing on the role of neurotransmitters such 
as serotonin, dopamine, and epinephrine. 
     Research into the causes of autism 
spectrum disorders is being fueled by 
other recent developments.  Evidence 
points to genetic factors playing a promi-
nent role in the causes for ASD.  Twin 
and family studies have suggested an un-
derlying genetic vulnerability to ASD.  To 
further research in this field, the Autism 
Genetic Resource Exchange, a project initi-
ated by the Cure Autism Now Foundation, 
and aided by an NIMH grant, is recruiting 
genetic samples from several hundred fami-
lies.  Each family with more than one mem-
ber diagnosed with ASD is given a 2-hour, 
in-home screening.  With a large number of 
DNA samples, it is hoped that the most 
important genes will be found.  This will 

enable scientists to learn what the culprit 
genes do and how they can go wrong. 
     Another exciting development is the Au-
tism Tissue Program (www.brainbank.org), 
The Autism Tissue Program is funded by 
Autism Speaks and the National Institutes of 
Health. The ATP works in partnership with 
the Harvard Brain Tissue Resource Center 
and the Children's Hospital of Orange 
County.   Studies of the postmortem brain 
with imaging methods will help us learn 
why some brains are large, how the lim-
bic system develops, and how the brain 
changes as it ages.  Tissue samples can be 
stained and will show which neurotrans-
mitters are being made in the cells and how 
they are transported and released to other 
cells.  By focusing on specific brain regions 
and neurotransmitters, it will become easier 
to identify susceptibility genes. 
     Recent neuroimaging studies have 
shown that a contributing cause for au-
tism may be abnormal brain development 
beginning in the infant’s first months.  
This “growth dysregulation hypothesis” 
holds that the anatomical abnormalities 
seen in autism are caused by genetic de-
fects in brain growth factors.  It is possi-
ble that sudden, rapid head growth in an 
infant may be an early warning signal that 
will lead to early diagnosis and effective 
biological intervention or possible pre-
vention of autism. 
     For detailed information on autism 
spectrum disorders research, see NIMH 
research fact sheet, Autism Spectrum Dis-
orders Research at www.nimh.nih.gov/
publicat/autismresfact.cfm. 

Columbia Study from page 7 
 
to either GI disturbances or autism it 
should precede their onset. Analysis indi-
cated no role for MMR vaccine in either 
the pathogenesis of autism or GI dysfunc-
tion. Only five of 25 subjects (20%) had 
received MMR vaccine before the onset 
of GI complaints and had also had onset 
of GI episodes before the onset of autism. 
     “Over 20 epidemiologic studies have 
reported no temporal relationship be-
tween MMR vaccine and autism, how-
ever, no published studies from other 
research groups have addressed whether 
measles virus RNA is present in bowel of 
autistic children with GI disturbances. 
Here we report results of independent, 
blinded testing in this particular subgroup 
for the presence of measles virus RNA in 
bowel tissues,” says corresponding author 
W. Ian Lipkin, John Snow Professsor of 
Epidemiology and director of the Mailman 
School’s Center for Infection and Immunity. 
     He adds, “The study design process 
was a critical piece for us, as there is still 
so much public concern over the safety of 
the MMR vaccine. For this reason, we 
involved the autism parent/advocacy 
community as we designed the study to 
ensure that all issues were being ad-
dressed. We are hopeful that this process 
of community engagement will build im-
portant partnerships among members of 
the autism community, physicians, public 
health agencies, and clinical researchers; 
serve as a paradigm for the conduct of 
future studies to understand the causes of 

this disorder; and facilitate the rapid com-
munication of clinically relevant scien-
tific findings to the broader community.” 
     The Centers for Disease Control and 
Prevention provided support for this 
study through the American Academy 
of Pediatrics. 
 

About the Mailman  
School of Public Health 

 
     The only accredited school of public 
health in New York City, and among the 
first in the nation, Columbia University’s 
Mailman School of Public Health pro-
vides instruction and research opportuni-
ties to more than 1000 graduate students 
in pursuit of masters and doctoral de-
grees. Its students and more than 300 
multi-disciplinary faculty engage in re-
search and service in the city, nation, and 
around the world, concentrating on bio-
statistics, environmental health sciences, 
epidemiology, health policy and manage-
ment, population and family health, and 
sociomedical sciences.  
 
     Dr. Ian Lipkin, MD is the John Snow 
Professor of Epidemiology,  Professor of 
Neurology and Pathology, and the Direc-
tor of the Center for Infection and Immu-
nity at the Columbia University Mailman 
School of Public Health.  Mady Hornig,  
MD is the Associate Professor of Epide-
miology and the Director of Translational 
Research at the Center for Infection and 
Immunity at the Columbia University 
Mailman School of Public Health. 

Autism and Culture from page 32 
 
prevalence in South Korea by the spring 
of 2009, and though I cannot say what 
we found, I can say that the prevalence 
will be higher than Koreans expect. 
 
     Roy Richard Grinker, PhD is Pro-
fessor of Anthropology and the Hu-
man Sciences at the George Washing-
ton University and editor-in-chief of 
The Anthropological Quarterly. The 
author of Unstrange Minds: Remap-

ping the World of Autism (NY: Basic 
Books, 2007) he is currently complet-
ing a prevalence study of autism spec-
trum disorders in Seoul, South Korea, 
funded by Autism Speaks.  In Decem-
ber, 2008 Library Journal selected 
Unstrange Minds as one of the "30 
Best Books" of 2007, and it received 
the 2008 Ken Award from the Na-
tional Alliance on Mental Illness for 
"Outstanding Literary Contribution to 
a Better Understanding of Mental 
Illness."  

Self-Injurious from page 37 
 
difficult to understand and treat. While 
there is no single medication or behavioral 
procedure that eliminates SIB, research so 
far has shown that ABA and newer antip-
sychotic medications such as Risperdal 
may alleviate this debilitating condition in 
some people with autism. Much of the 
research examining the effects of medica-
tions is based on small open trials and an-
ecdotal reports. The limited efficacy re-
ported with each class of medication 

strongly indicates the interaction of multi-
ple neurotransmitter systems. This interac-
tion is further complicated by environ-
mental consequences that contribute to 
SIB. Thus, the origin of a particular indi-
vidual’s SIB and the variables maintaining 
it may largely depend on that individual’s 
environmental and biological histories. 
More systematic, empirical data on the 
basic neurological mechanisms of SIB and 
analysis of biological and behavioral inter-
actions are needed to fully conquer SIB 
and its impact on peoples’ lives.  

False Prophets from page 9 
 
A: The desire by some parents to separate, 
space out, or withhold vaccines is under-
standable. This choice, however, is not nec-
essarily without consequence. 
     First, delaying vaccines will only in-
crease the time during which children are 
susceptible to certain diseases. And some of 
these diseases are still fairly common. For 
example, chickenpox, whooping cough 
(pertussis), influenza, and pneumococcus 
still cause hospitalizations and death in previ-
ously healthy children every year. For exam-
ple, before the chickenpox vaccine, every 
year about 70 children died from the disease. 
     Second, spacing out or separating vac-
cines will require children to visit the doc-
tor more often for shots. Researchers have 
found that children experience similar 
amounts of stress, as measured by secre-
tion of a hormone called cortisol, whether 
they are getting one or two shots at the 
same visit. This study suggests that al-
though children are clearly stressed by 
receiving a shot, two shots aren’t more 
stressful than one. For this reason, more 

visits to the doctor created by separating 
or spacing out vaccines will actually in-
crease the trauma of getting shots. 
     Finally, the immunological challenge 
to an infant’s immune system is miniscule 
compared to what children encounter and 
manage in their environment every day. 
Within one week of birth, babies are colo-
nized with trillions of bacteria that line the 
nose, throat, and intestine. Babies mount 
an immune response to these bacteria to 
make sure that they don’t invade the 
bloodstream and cause harm. Indeed, the 
immunological challenge from an ear 
infection or a cold is far greater than from 
all vaccines combined.  
 
Q:  I'm sure you've read the August CDC 
report indicating that measles cases in the 
U.S. are at the highest level in more than a 
decade, with nearly half of those involv-
ing children whose parents rejected vacci-
nation. What do you make of this? 
 
A: Measles is imported into the United 
States every year, usually from countries 
in Western Europe or the Middle East. 

Imported cases also started this outbreak. 
The difference this time is that the disease 
took hold, spreading from one unimmu-
nized child to the next and eventually 
infecting about 130 people. The fact that 
the virus spread easily shows that at least 
in some communities enough children 
aren’t getting immunized so as to cause 
a critical breakdown in herd immunity. 
That’s new. And should be a warning 
shot to those wondering when the tip-
ping point will come—when enough 
parents have chosen not to vaccinate 
their children that others are at serious 
risk. I think that this outbreak shows 
that the tipping point has arrived. 
   
Q: Why did you choose to donate the profits 
from this book to Children’s Hospital? 
 
A: Probably the most frustrating aspect of 
the vaccine-autism controversy is how it has 
diverted the media and the public’s attention 
away from exciting research in autism.  
 
     Dr. Paul A. Offit, MD is the chief of 
Infectious Diseases and the director of 

the Vaccine Education Center at the 
Children's Hospital of Philadelphia as 
well as the Maurice R. Hilleman Profes-
sor of Vaccinology and professor of pe-
diatrics at the University of Pennsyl-
vania School of Medicine. He has re-
ceived numerous awards, including the 
J. Edmund Bradley Prize for Excellence 
in Pediatrics from the University of 
Maryland School of Medicine, the Young 
Investigator Award in Vaccine Develop-
ment from the Infectious Diseases Soci-
ety of America, and a Research Career 
Development Award from the National 
Institutes of Health. An international 
expert on rotavirus-specific immune re-
sponses, Dr. Offit is the co-inventor of 
the rotavirus vaccine RotaTeq, for which 
he received the Jonas Salk Award from 
the Association for Professionals in In-
fection Control and Epidemiology, the 
Gold Medal from the Children's Hospital 
of Philadelphia, and the Stanley A. Plot-
kin Award in Vaccinology from the Pedi-
atric Infectious Diseases Society. He will 
donate all royalties from sales of this 
book to autism research. 
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Running from page 8 
 
part of T4A is the fact that participants are 
able to direct the majority of the funds they 
raise to the autism program of their choice. 
     Our entire family including my wife Kristin 
and our 13 year-old son Tyler are all training 

to compete in marathons to raise funds for 
such organizations as Autism Speaks. For 
more information on Train 4 Autism, please 
visit www.Train4Autism.org. 
     As a father who misses his son more 
than words can express, continuing to run 
for autism and our work with Train 4 Au-

tism is another opportunity for our family 
and friends to honor Reid and 
help organizations that share our passion 
and life work in helping those impacted 
by autism. Reid taught many of us about 
unconditional love, acceptance and com-
passion as his spirit smile and laugh will 

live with us forever. I'm proud to be 
Reid's Dad, blessed to have had so many 
incredible experiences with him and to 
have met so many special teachers, thera-
pists, and caregivers who continue to give 
us incredible support. Together, we will 
make a difference.  

Guiding Families from page 13 
 
     Ultimately, the service coordinator’s 
job is to ensure that the child and his or 
her family are receiving the appropriate 
evidence-based services, based on a 
comprehensive evaluation. For all the 
families who do not have the financial 
resources to implement the plan them-
selves, the service coordinator will pro-
vide information about how to access 
city, state and federally mandated ser-
vices.  
     “A skilled and compassionate Service 
Coordinator can be so helpful in supporting 
a family who is dealing with the complexi-
ties of the Early Intervention Program,” 
said Hilda Chusid, Early Intervention Su-
pervisor at LifeStart.  
 

Learning to Cope 
 
     In addition to helping families imple-
ment an early intervention plan, service 
coordinators offer ongoing emotional sup-
port, and reinforce the resourcefulness and 
resilience of families.  
     “I think that especially new parents 
might not recognize certain behaviors as 
being red flags until 18 months or older,” 
said Carol Stein-Schulman, Assistant Di-
rector of the New York League for Early 
Learning, a member of the YAI/NIPD Net-
work. “But when they go to the park, join 
play or parent groups, they see that their 
child doesn’t have many of the play skills, 
social skills and language skills that the 
other children display. That’s when some 
of these red flags may be more evident.”  
     When parents are given the diagnosis of 
autism, they often look back and replay 

scenes from the past, now recognizing be-
haviors that were early signs. This often 
gives rise to sense of lost opportunity — 
the opportunity to have intervened at an 
earlier age. This process does not end and 
continues to be with them as their child 
develops. The journey is a stressful one. It 
can test marriages and impact the lives of 
siblings and of extended family members. 

     Anger, guilt and grief are normal re-
sponses for any parent who learns that his 
or her child has a disability. LifeStart’s 
early intervention service coordinators are 
there to offer help. 
     “Expectations are set up for all of us in 
life that are reinforced by the rest of soci-
ety, and when those aren’t met, there’s a 
sense of loss and mourning. And it’s a loss 
that they keep experiencing over time 
when they realize that their children may 
not achieve the goals and successes they 
were expecting,” said Erica Levy, M.S.W., 
a social worker at the Gramercy School of 
the New York League for Early Learning. 
“As professionals, it’s so important to en-
gage parents, help them navigate the sys-
tem and spell out concrete steps for them to 
take so that they are being proactive in 
knowing they are doing the best for their 
child.” 
     Sarah Kern, who has been a service 
coordinator with LifeStart for two years, 
works with families who learn at age 18 
months and older that their children have 
an autism spectrum disorder. 
     One mother Sarah worked with had left 
her professional career to implement and 
manage her child’s program of services, a 
full-time position in itself, Sarah said. “She 
needed to view this as a business project, 
being very goal-oriented.” 
     However, she learned the realities of 
child development. There are good days 
and bad days. A child can be making won-
derful progress and then take a step back, 
instilling the fear of regression. There is 
evidence that intensive structured behavioral 
therapy leads to progress. One learns that 
the rate of progress is not always propor-
tional to hours of therapy or how hard the 

child, family and therapists are working.  
 

Empowering Families 
 
     Service coordinators have many differ-
ent roles when entering the lives of fami-
lies affected by autism. “I try to really em-
power the families, helping them identify 
their own sense of resilience and resource-
fulness” said Maya Goldstein, a LifeStart 
Early Intervention Service Coordinator for 
five years. “We’re on this journey with 
them for a number of crucial years in the 
development of their child. In this time, 
they find their own voice to advocate for 
their child.”  
     With so many therapists, doctors, 
evaluations and paperwork, parents can 
often become overwhelmed and confused 
or lose their sense of confidence in their 
ability to provide the opportunities for 
growth for their child, explained Maya. It’s 
very important that they feel a sense of 
confidence in their support of their child 
during the process of early intervention.  
     For service coordinators, the experience 
of being part of a family’s journey, and 
witnessing family members’ strengths as 
well as their struggles, is what makes their 
professional life so satisfying. 
     “What’s so amazing about families I’ve 
worked with is seeing so much love and 
devotion,” Sarah Kern said. “To see how 
much families sacrifice for their children, 
and how hard they work to see that their 
children are as successful as possible, is 
wonderful.” 
 
     Charles Cartwright, M.D., is Director 
of the YAI/National Institute for People 
with Disabilities Network’s Autism Center. 

Consult a pediatrician if a child exhib-
its any of the following tendencies  

from 18-36 months: 
 

• Does not make eye contact 
 
• Dislikes being held or cuddled 
 
• Shows strong negative reactions to 

the way things smell, taste, look, 
feel or sound 

 
• Is slow to develop meaningful 

language 
 
• Prefers being left alone 
 
• Does not want to play or interact 

with other children 
 
• Does not look in the direction that 

another person is pointing 
 
• Lacks interest in playing “pretend” 

games 
 
• Has difficulty adapting to changes 

in routine 
  
This information was adapted from the 
Website of the Centers for Disease Con-
trol and Prevention (www.cdc.gov). 

YAI/NIPD from page 6 
 

YAI/NIPD Network Stays on Cutting 
Edge with Autism Advisory Council 

 
     The YAI/NIPD Network has also as-
sembled an interdisciplinary Autism Ad-
visory Council to provide advice re-
search, training and the provision of ser-
vices. The Advisory Council comprises: 
 
• Joseph Buxbaum, Ph.D., Director of 

the Seaver and New York Autism 
Center of Excellence at Mount Sinai 
School of Medicine and G. Harold 
and Leila Y. Mathers Research Pro-
fessor of Psychiatry, Neuroscience, 
Genetics and Genomic Sciences  

 
• Vincent Carbone, Ed.D., Director of 

the Carbone Clinic 
 
• Lynda Geller, Ph.D., Associate Pro-

fessor of Child and Adolescent Psy-
chiatry and the Clinical Director of 
the Asperger Institute at the New 
York University Child Study Center 

 
• Jed Baker, Ph.D., Director of the 

Social Skills Training Program 

• Temple Grandin, Ph.D., Associate 
Professor of Animal Science at Colo-
rado State University 

 
• Carol Gray, Director of The Gray Center 

for Social Learning and Understanding 
 
• Larry King, Host of Larry King Live 

on CNN 
 
• Joseph Levy, M.D., Director of the 

Division of Pediatric Gastroenterol-
ogy at the New York University 
School of Medicine 

 
• Bernice Polinksy, Parent Advocate 
 
• Jennifer J. Raab, J.D., M.P.A., Presi-

dent of Hunter College 
 
• Fred Volkmar, M.D., Director of the 

Child Study Center at Yale Univer-
sity School of Medicine and Chief of 
Child Psychiatry at Yale-New Haven 
Children’s Hospital 

 
     For information and services for peo-
ple with autism and their families, please 
visit yai.org/autism or contact YAI LINK 
at 1-866-2-YAI-LINK, TDD: 212-290-
2787 or link@yai.org. 

Parenting from page 37 
 
baby despite knowing the increased prob-
ability of having another child on the spec-
trum; (4) Cutting back on work to devote 
more time to the care of their children with 
AS; (5) “Normalization” which the parents 
described as trying to live life as though one 
of their children did not have AS; (6)
Teaching their child relaxation & coping 
techniques; (7) Voraciously reading not 
only self help books on the subject of au-
tism, but medical and research journals as 
well; (8) Joining houses of worship and 
reading scripture; (9) Maintaining marital 
unity in the battles against school districts 
etc.; (10) Initiating lawsuits when neces-
sary; (11) Joining parent support groups like 
ASPEN, AHA, etc.; and (12) a coping strat-
egy referred to as “Finding the Gems.” 
     “Finding the Gems” refers to the appre-
ciation of unique abilities that are both sur-
prising and unexpected. One mother in the 
study developed cancer and underwent che-
motherapy.  There was a moment when she 
felt like giving up and was making the deci-
sion to stop her treatments.  It was her child 
with AS who said the words to convince her 
to continue with the treatment. “ ‘The prob-
lem with you mom, is that you are focusing 
in on today and not looking at the future we 

have together.’ Where did that come from? 
Yet, he can’t read body language. He can’t 
read other people, but he can read me like a 
book” said Sara, the mother. 
     Five recommendations were generated 
from VanBergeijk’s study. First, is training 
mental health providers and school person-
nel on the stressors and coping strategies 
employed by the parents as well as effective 
interventions with this population. Second, 
design supportive services using an agency 
outside of the school district. These services 
must include respite care. Third, create a 
home visiting program with trained para-
professionals who are parents of a child 
with AS. Fourth, train the parents in advo-
cacy skills in order to influence school dis-
tricts and legislative bodies. Finally, more 
research is needed on coping and effective 
intervention strategies with families who 
have a child with Asperger Syndrome. 
     Dr. Ernst VanBergeijk is the Associate 
Dean and Executive Director of New York 
Institute of Technology‘s Vocational Inde-
pendence Program. He is also a research 
associate at the Yale Child Study Center’s 
Developmental Disabilities Clinic and is 
assigned to the autism unit. The publication 
of this article was made possible by a grant 
from the National Institute Health, LRP 
grant (Number, L30 HD053966-01). 

PAGE  46 AUTISM SPECTRUM NEWS ~ WINTER 2009 



Deadline Calendar & Ad Size Specifications 
 Ad Sizes - In Inches 

               Width         Height 

     Full  Page (1)              10.4                12.8 

     Half  Vertical (2)                   5.1                12.8   

     Half  Horizontal (3)            10.4                                                       6.4 

     Quarter  Vertical (4)      5.1                  6.4 

     Quarter  Horizontal (5)       10.4                  3.1 

     Eighth  Vertical (6)               5.1                  3.1 

     Eighth  Horizontal (7)         10.4                                                           1.5 

Promote Your Vital Programs and Services for the Autism Community 
And Reach Our Over 160,000 Readers 

Place Your Advertisement for the Year In Advance and Save 25% 

 

Eighth V & H 
$300 

Quarter V & H 
$500 

           
      Deadline                  Release Date       
     December 15, 2008           March 2009  (spring issue) 
      March 15, 2009         June 2009  (summer issue) 
       June 15, 2009         September 2009 (fall issue) 
    September 15, 2008      December 2008  (winter issue) 

  

Full Page 
$1,000 

   

Half Vertical 
$750 

 

Half Horizontal 
$750 

 

   

1 2 

 

 

4 

5 

 
3 

 6 

7 

 

Name & Title: 
 

Address: 
 

                                                               Zip: 
 

Phone:         E-mail:   
* 2

5%
 S

av
in

gs
 - 

B
oo

k 
3 

G
et

 1
 F

re
e!

! 

 Special Multi-page Supplements (please call) 

 Inside Covers & Back Page (please call) 

 Full Page (1 issue $1,000 - 4 issues* $3,000) 

 Half Page (1 issue $750 - 4 issues* $2,250) 

 Quarter Page (1 issue $500 - 4 issues* $1,500) 

 Eighth Page (1 issue $300 - 4 issues* $900) 

 Business Card - 4 issues ($320) 

  
Advertise in Autism Spectrum News 

 

 Honorary Sponsorship (please call) 

Include your Check Payable to: 
Mental Health News Education, Inc.  

(or pay by credit card at www.mhnews-autism.org) 
 

cut out this coupon and mail it with your check to: 
 

Mental Health News Education, Inc 
16 Cascade Drive, Effort, PA 18330  

Phone: (570) 629-5960  E-mail: iraminot@mhnews.org 

 
Give a Gift of Hope 

Order a Gift Subscription for Someone in Need 

Yes! I want to receive each Quarterly issue by Mail 

  
Subscribe to Autism Spectrum News 

 

 

 

 

Student  ($20/year) School/Program 

Group - 50 Copies Each Issue ($300/year) 

Individual/Family  ($40/year)  

Professionals  ($50/year) 

 

Name & Title: 
 

Address: 
 

             Zip: 
 

Phone:         E-mail: 

Include your Check Payable to: 
Mental Health News Education, Inc.  

(or pay by credit card at www.mhnews-autism.org) 
 

cut out this coupon and mail it with your check to: 
 

Mental Health News Education, Inc. 
16 Cascade Drive, Effort, PA 18330  

Phone: (570) 629-5960  E-mail: iraminot@mhnews.org 

PAGE  47 AUTISM SPECTRUM NEWS ~ WINTER 2009 



PAGE  48 AUTISM SPECTRUM NEWS ~ WINTER 2009 



<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Gray Gamma 2.2)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile (U.S. Web Coated \050SWOP\051 v2)
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Off
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 100
  /Optimize true
  /OPM 1
  /ParseDSCComments false
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo false
  /PreserveFlatness true
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
    /Arial-Black
    /Arial-BlackItalic
    /Arial-BoldItalicMT
    /Arial-BoldMT
    /Arial-ItalicMT
    /ArialMT
    /ArialNarrow
    /ArialNarrow-Bold
    /ArialNarrow-BoldItalic
    /ArialNarrow-Italic
    /ArialUnicodeMS
    /CenturyGothic
    /CenturyGothic-Bold
    /CenturyGothic-BoldItalic
    /CenturyGothic-Italic
    /CourierNewPS-BoldItalicMT
    /CourierNewPS-BoldMT
    /CourierNewPS-ItalicMT
    /CourierNewPSMT
    /Georgia
    /Georgia-Bold
    /Georgia-BoldItalic
    /Georgia-Italic
    /Impact
    /LucidaConsole
    /Tahoma
    /Tahoma-Bold
    /TimesNewRomanMT-ExtraBold
    /TimesNewRomanPS-BoldItalicMT
    /TimesNewRomanPS-BoldMT
    /TimesNewRomanPS-ItalicMT
    /TimesNewRomanPSMT
    /Trebuchet-BoldItalic
    /TrebuchetMS
    /TrebuchetMS-Bold
    /TrebuchetMS-Italic
    /Verdana
    /Verdana-Bold
    /Verdana-BoldItalic
    /Verdana-Italic
  ]
  /AntiAliasColorImages false
  /CropColorImages true
  /ColorImageMinResolution 150
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Bicubic
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /AntiAliasGrayImages false
  /CropGrayImages true
  /GrayImageMinResolution 150
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Bicubic
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.76
    /HSamples [2 1 1 2] /VSamples [2 1 1 2]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 15
  >>
  /AntiAliasMonoImages false
  /CropMonoImages true
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Bicubic
  /MonoImageResolution 900
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /None
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError true
  /PDFXTrimBoxToMediaBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXSetBleedBoxToMediaBox true
  /PDFXBleedBoxToTrimBoxOffset [
    0.00000
    0.00000
    0.00000
    0.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000410064006f006200650020005000440046002065876863900275284e8e55464e1a65876863768467e5770b548c62535370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef69069752865bc666e901a554652d965874ef6768467e5770b548c52175370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /DAN <>
    /DEU <>
    /ESP <>
    /FRA <>
    /ITA (Utilizzare queste impostazioni per creare documenti Adobe PDF adatti per visualizzare e stampare documenti aziendali in modo affidabile. I documenti PDF creati possono essere aperti con Acrobat e Adobe Reader 5.0 e versioni successive.)
    /JPN <>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020be44c988b2c8c2a40020bb38c11cb97c0020c548c815c801c73cb85c0020bcf4ace00020c778c1c4d558b2940020b3700020ac00c7a50020c801d569d55c002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken waarmee zakelijke documenten betrouwbaar kunnen worden weergegeven en afgedrukt. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /PTB <>
    /SUO <>
    /SVE <>
    /ENU (Use these settings to create Adobe PDF documents suitable for reliable viewing and printing of business documents.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
>> setdistillerparams
<<
  /HWResolution [1200 1200]
  /PageSize [792.000 1224.000]
>> setpagedevice


