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Cover photo: Eagle Scout Sam Buffum with the fence he built for his Eagle project. He 

chose the fence style, hand cut the pickets, installed the fence, and raised funds for the 

project. Below is the speech he gave during the Eagle Award ceremony. (See photo at 

right.) See more at http://www.wickedlocal.com/bolton/features/x1980741743/Sam-Buffum-of-Bolton-

becomes-an-Eagle-Scout. Photos by Abby Buffum 
 

For a person like me scouting has been life changing, I have matured faster with 
scouts than I would have without and it gave me a chance to experience life in a new 
and exciting way. My scouting life began when I joined tiger scouts; at the time my 
disability got in the way of my social life, being sometimes separate and in quiet, or 
like most of the time, energetic and like a train on the run, a bit uncontrolled in a sense 
that I spoke first and thought later. However, over time I gained better control over it 
with each year, my small amount of friends I had grew in size, and I learned to control 
myself more, as they got an early lesson of tolerance among people like me. It never 
was as bad as I make this sound but it popped up once in a while. Cub scouts for me was a way to get to know people. I remember 
the pinewood derby and actually placed one year, and all of the outings and meetings run by my mom and Mrs. Anderson. 

When I advanced to boy scouting I remembered having some friends drop out and some staying. Crossing the small bridge 
and getting my book and handkerchief and feeling good about it. I planned to make it at least to star scout, but as time went by my 
goal got higher, until eagle was the goal (but that’s for later). I remember going to Nantucket and seeing the beautiful island, biking 
around, having curly fries at Stubby’s, and seeing the wonderful whaling museum. Among many other trips I enjoyed was our camp-
out at Sea Base, sailing a sailboat throughout the keys. I remember the water, the air, the waves, and Key West. I remember taking 
anchor watching duty and just gazing at the stars, and also of the Scout who fell asleep every time he took watch and had to clean the 
anchor locker. Among the wonders I saw were also a few bits of fun, Steve A. and his sunburn with Matt’s game of slap the lobster 
back, and the instant when a barracuda stole Chris W’s shirt right out of his hands!  

Sea Base and Nantucket were among the ones I most loved, but the one that changed me the most was our trip to Philmont. 
Before this trip was a training regimen of things to do. The only time I ever got a blister on my foot before and during Philmont, was 
on the day of the 20 mile hike in training. I remember the views, the camps, the activities, and the shotgun and black powder rifle as 
well as hatchet throwing. (I was good at that.) One of my most memorable moments was the view we saw of the sunset on top of the 
mountain we camped highest on. But as with all high adventures there was some fun. There was one campsite where we were setting 
up and a bear was 15 feet away on top of the small hill next to us. And also of the time before the end where we stopped for a lunch 
break and decided to see how many packets of drink mix we could stuff in one water laden nalgene. After one sip we skipped on 
instead of hiked for about 30 minutes. But what was great was the food. We had a chuck wagon dinner and a Mexican cantina din-
ner. One of my favorite parts of that was the root beer saloon at one of the camps. So if I had to sum up our Philmont program it 
would have had to be food and guns, a man’s two best friends.  

My biggest challenge had to be the Eagle Project. Having my history keep me back from a true leadership position, this pro-
vided me the opportunity to prove myself and do a project that was different. This was one of the hardest times in boy scouts for me. 
The planning, the paperwork, the designing, the raising of funds, the building, and the painting. But one of the parts I had most fun 
with was forging the hardware for the gates thanks to Bob and Max Roemer in their blacksmith shop. In the end I built something 
that will last for a long time, and that the whole community will enjoy. 

My time in boy scouts has given me a lot of things: experience, maturity, a more active social life, and a lot of great memo-
ries. If I had to define what boy scouts is to me, it would be that it’s a place to make friends, help the community, gain experience, 
see nature, travel far and wide and, for me, a place where I can go further than I possibly could go before. So I would like to thank 
my family, my troop, Mrs. Anderson, Mr. Anderson, Mr. Bosselait, Mr. Bowe, Mr. Sterling, the adults who helped me through, the 
troop committee, and my scoutmaster who gave me the wisdom to better face the world beyond my town. In the end this will be one 
of my most memorable achievements in my life. 

Art work by Michael McManmon, Ph.D., founder of the College Internship Program 

(CIP), an adult with AS. He was diagnosed first by his staff and then formally. He is the 

father of six children and presently adopting a 5 year old boy with autism. He has eleven 

grandchildren. He has been an artist since early childhood. CIP and its Student Educa-

tional Development Fund are establishing the Good Purpose Visual and Performing Arts 

Center in Lee, Massachusetts this year. They invite young adults with ASD and Learning 

Differences to submit slides of their work for the Gallery or for their International Art 

Contest which will occur this upcoming spring. Interested artists can contact:  
 

Francine Britton: fbritton@cipworldwide.org, 877-566-9247, or see 

www.collegeinternshipprogram.com. 

Good Purpose Visual and Performing Arts Center Seeks Artwork  

 



 

 

 

REGISTER TODAY! 
 

ASPERGER ACADEMY  
 

for High School Educators and College Personnel 
 

SUCCESS AFTER HIGH SCHOOL  
 

for College Bound Students with Asperger Syndrome 
  

Jane Thierfeld Brown, Ed.D. & Lorraine Wolf, Ph.D. 
 

When: March 18-19, 8:30am-3pm (check-in 8:00-8:30) 
 

Where: UMass Lowell Inn and Conference Center 
 

Learn More and Register  at www.aane.org.  
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SAVE THE DATE! 
 

AANE CAPE COD SUMMER 
CONFERENCE 

                 

with Brenda Smith Myles 
 

Thursday August 11, 2011 
 

at the Cape Codder Resort,  
Hyannis, MA 

 

Information available soon at www.aane.org  
 

Co-sponsored by  
 

Children Making Strides, Pocasset, MA &  
 

The Southeast Alternative School, Hyannis, MA 

 

SAVE THE DATE! 
 

AANE conference exclusively  
for adults with Asperger Syndrome 

 

Know Yourself: The Key to a Better Life 
 

with Rudy Simone 
 

Saturday, July 23 2011 at Northeastern University 
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The AANE Journal is published twice a year: once in the spring/
summer and once in the fall/winter. Please submit articles or ideas, 
stories or poems, drawings or photos, to the Editor at Stepha-
nie.Loo@aane.org 
 

We are so grateful to the advertisers who help subsidize the 
AANE Journal. For information on advertising in a future  issue, 
please contact Stephanie.Loo@aane.org.  
 

Articles in the AANE Journal represent the views of their      
authors, and are not necessarily those of AANE board or staff 
members. Our aim is to give you information so that you can make 
your own judgments and decisions. 
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SAVE THE DATE! 
 

October 14-15, 2011 
 

ASPERGER CONNECTIONS 2011 
 

Best Western Royal Plaza Hotel 
Marlborough, Massachusetts 

 

Keynote speakers  
 

Dan Coulter and Michael Burry 
 

Workshop topics include:  
 

Special Education Law, Preventing Cyber-bullying,  
Dating and Relationships, Siblings, Women and AS, 

Medication, Inclusive Elementary Classrooms,  
Executive Functioning in H.S., Coaching, 

Managing Anxiety at School, CBT,  
Successful Self-Presentation, Housing,  

Working with Your Teen toward Independence,  
AS and Employment, AS and College, 

Male/Female Differences across the Lifespan with AS 

 

SAVE THE DATE! 
 

Sexuality, Relationships, and Asperger Syndrome 
 

with Dr. Isabelle Hénault 
 

June 10-11, 2011 
 

Bentley Conference Center, Waltham, MA 



 

 

 

Dear AANE Members and Donors, 
 

Thank you for being part of our wonderful community, 
and welcome to a new year of living and working together. We 
know that your life with AS—whether at first or second 
hand—requires that you be courageous, persistent, and 
imaginative. We hope you will enjoy this issue of the AANE 
Journal, which has many inspiring contributions from your 
peers—courageous, creative, and resourceful people with 
Asperger Syndrome (AS), or dedicated parents and 
professionals. 

We want to let you know about some important 
developments at AANE. So much has changed since AANE 
was founded in 1996, that we decided it was once again time 
to assess our progress and re-examine our goals, clarifying 
how we can best utilize our resources to serve you and our 
whole community in the years ahead. To guide us through our 
this process, the Strategic Planning Committee of our Board of 
Directors selected Case Associates. Miriam Messinger, our 
primary contact from Case Associates, may contacted you for 
interviews, surveys, or to participate in a focus group. Case 
Associates will submit their final report in March, after which 
we will share their findings and recommendations with you. 
We wish to thank volunteer Kelly Luethje, who is providing 
essential technical and administrative support for the project. 

We also want you to know about some changes and some 
additions to our staff. We warmly welcome Michelle Sterling, 
MFA as our new Grants Associate, and Diane Burke as our 
Controller. We are sorry to say good-bye to Deborah 
Geheran, but glad to welcome Michelle Alkon as our new 
Coordinator of Adult Services. Brenda Dater has stepped up 
to become Director of Children’s Services. While we miss the 
weekly presence in the office of former Director of Children’s 
Services Jean Stern, we are delighted that she remains very 
active as an AANE consultant, conducting trainings for 
parents, educators, and other professionals in many locations. 
MaryAnn McCabe is our new Coordinator of Children’s 
Services. Carynn Meyers is now married and starting a new 
life in Chicago; Andrea Klausner is our new Administrative 
Assistant in that 3-5pm slot. We thank our departing staff 
members for their dedicated service to our community. We 
hope you will have the pleasure of getting to know our new 
staff members in the year ahead. We are also fortunate to have 
hard-working and inspiring people working on AANE’s behalf 
on our board and board committees. (See pages 33-34). 

If you have already responded to our annual appeal, thank 
you for your support. Because you live with AS every day—
whether as a person with AS, a family member, or a 
professional—you have a unique understanding of why 
AANE’s programs and services matter. You know that with 
one phone call to AANE, you can be sure of reaching a human 
being who really understands the challenges in your life. As 
one parent said, “You guys are absolutely the best and give me 
hope that we are all going to make it through this.” Another 
parent wrote: “I have spent the past year and a half looking for 
help. When I found your website I almost cried. Thanks for all 
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you do.” If you have not yet donated, please help AANE keep our 
doors and phone lines open by making AANE your top charitable 
priority, and giving at the highest level you can. 

We wish you a very happy, peaceful, and fulfilling new year. 
We hope 2011 will be a year in which: 
 

� Children with AS find activities they enjoy or fields where 
they can excel, and grow toward their full potential. 

� Children with AS meet with more acceptance and support at 
school, because their teachers and classmates learn about AS. 
No children with AS are teased, bullied, or excluded. 

� Increasing numbers of parents and educators learn about AS, 
work together in mutual respect on behalf of students with AS, 
and come up with creative solutions to school problems. 

� More extended family members, including grandparents and 
siblings, learn about AS, so that children with AS and their 
parents receive more understanding, acceptance, and support. 

� More adults with AS find congenial jobs, affordable housing, 
and compatible friends. More wonderful LifeMAP coaches 
join AANE to help this happen! 

� More educators, pediatricians, psychologists, college 
personnel, and other professionals learn about AS, find support 
among their colleagues, and have the satisfaction of seeing 
their students and clients with AS learn, grow, and thrive. 

� More first-responders learn about AS, and fewer teens and 
adults get into trouble with the law. 

� State governments increase support for individuals with AS 
and their families, so that families suffer less economic 
hardship and anxiety. 

 

Help us make it happen—together we are a powerful voice for 
positive changes. Count on AANE and support AANE throughout 
2011—keep in touch, participate, share your ideas, and let us know 
how we can serve you better. 
 

Sincerely, 

Nancy Schwartz, MSW 
Board President 

Dania Jekel, MSW 
Executive Director 

MESSAGE FROM  
BOARD PRESIDENT NANCY SCHWARTZ, MSW  
AND EXECUTIVE DIRECTOR DANIA JEKEL, MSW 
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Moving to a new home town is a not a change in the 
world, but a change in location. Approaching a move with 
this mind set is an important to ensure success. But this 
construct can be challenging, as popular media such as 
movies paint a picture of a move as a world-changing 
event. For example, in the movie Avatar, the main charac-
ter, Jake Sully, finds himself on a distant planet where he is 
able to shed his disability and make friends with the na-
tives. In the movie Star Wars, both Anakin and Luke Sky-
walker leave their home planet to find heroic glory and love 
in a new place. In the Wizard of Oz, Dorothy is swept from 
a tornado and kills a witch. She is pursued by another witch 
and spends days trying to get back to the happiness she had 
in Kansas. These plots present a change in the world, not a 
change of location. In reality, however, moving to a new 
place is not that dramatic and life-changing! 

To think of moving to a new place as a change of loca-
tion, a different framework needs to be constructed. Here 
are three principles that will help in obtaining the appropri-
ate mind set: 

 

1. Know Yourself 
2. Know the area to which you are relocating 
3. Plan for Social Networks 

 

Knowing yourself is a crucial step before thinking about 
moving. Think of it this way. Whether in Boston, Massa-
chusetts; Portland, Oregon; Houston, Texas; Atlanta, Geor-
gia ; or Melbourne, Australia: people get up in the morning, 
eat breakfast, earn money, spend time with friends, get 
food, take care of families, go to school, eat dinner, and go 
to bed at night. The level at which you find these life activi-
ties rewarding and challenging will impact the level of suc-
cess with the move.  

Moving can also be stressful. A “change in living condi-
tions” earns a 25 out of 100 on the Holmes and Rahe stress 
scale, according to Stress http://honolulu.hawaii.edu/intranet/
committees/FacDevCom/guidebk/teachtip/stress.htm. 

The frustrations you may experience finding friends, 
getting a new job, dealing with family members, dealing 
with unstructured time etc. are likely to intensify upon 
moving. On the other hand, the joys you may have, e.g. 
hiking, biking, doing work pertaining to a special interest, 
spending time with family members, making new friends 
etc., can be greatly enhanced by a move to a new location. 
Stephen Shore, Ed.D., puts the experience best, in his book 
Ask and Tell. He states that being “productive and fulfilled 
requires the ability to effectively make our preferences and 
needs known. To do so, in turn, requires a heightened sense 
of self-awareness” (page v). This is great advice and very 
important before considering a move to a new location. 

The second step, before moving, is knowing the location 
to which you are relocating. Some factors to understand are 
weather, recreation, industry, education, and culture. These 
aspects vary from place to place. For example, the Boston  
area tends to have beautiful and colorful autumns and pic-
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turesque hills. However, it can get very cold in the winter and hot 
in the summer. The Portland, Oregon area has beautiful summers. 
Summers tend to be warm and sunny and evenings clear and cool 
(usually no need for an air conditioner). But the rest of the year 
can be cloudy and rainy, especially over the winter months. There 
is a chilling dampness that can set in the bones. There are other 
differences, too, that could take many more pages to write. Since 
there are contrasts between one place and another, it is important 
to understand them in order to get the most satisfaction from a 
move. In addition to reading articles about the place, it is very 
helpful to visit for at least a week, before relocating there. Before 
settling in the new place, spend as much time as you can familiar-
izing yourself with the area. The information you obtain will help 
you decide if the new location matches your preferences most of 
the time and if it is livable. 

If you decide to move, based on knowing yourself and know-
ing the new location, then you will need to consider social net-
works. For example, think about Thanksgiving or July 4th. Do 
you like spending time with people then? Who will cook the tur-
key or grill the hot dogs? If you move by yourself and do not 
consider social networks, then you may find yourself having un-
expectedly lonely holidays. Depending upon where you relocate 
you may not be able to afford to return to family and people you 
know for the holidays. Also, if you would like to earn money, 
have assistance moving your dresser to a new place, know who is 
a good doctor, etc., you will need to deal with people and socially 
navigate around your new location. It can make the move much 
easier if you know family or friends in the area. In addition to 
acting as familiar faces among new surroundings, they can help 
you feel connected. Attending groups that match your interests, 
such as an adult Asperger Syndrome group, can also make a posi-
tive impact on a move. Planning for these social networks can 
make the difference between constant anxiety and depression 
versus a happier, smoother transition. 

Moving to a new home can be a rewarding and enjoyable ex-
perience. It can enhance your life by providing more access to 
your special interests and preferences. However, a move needs to 
be approached realistically to avoid anxiety and depression. 
Knowing yourself, knowing the area to which you are moving, 
and planning for social networks provide the foundation of what 
it means to change location. Are you thinking about moving to a 
new home? Put the movies and TV away and get to work! 

 

Moving Along: Advice for Adults with Asperger Syndrome 
 

by Michelle Phelan Knight 



 

 

 

Yolanda Kolinski 

AANE Directora de Programas  

para la Comunidad Latina 
 

617 393-3824 Ext. 23 

Yolanda.Kolinski@aane.org 
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Ayúdame a comprender. Organiza mi mundo y facilíta-
me que anticipe lo que va a suceder. Dame orden, estructu-
ra, y no caos. 

No te angusties conmigo, porque me angustio. Respeta 
mi ritmo. Siempre podrás relacionarte conmigo si compren-
des mis necesidades y mi modo especial de entender la rea-
lidad. No te deprimas, lo normal es que avance y me des-
arrolle cada vez más. 

No me hables demasiado, ni demasiado deprisa. Las 
palabras son "aire" que no pesa para ti, pero pueden ser una 
carga muy pesada para mí. Muchas veces no son la mejor 
manera de relacionarte conmigo. 

Como otros niños, como otros adultos, necesito com-
partir el placer y me gusta hacer las cosas bien, aunque no 
siempre lo consiga. Hazme saber, de algún modo, cuando 
he hecho las cosas bien y ayúdame a hacerlas sin fallos. 
Cuando tengo demasiados fallos me sucede lo que a tí: me 
irrito y termino por negarme a hacer las cosas. 

Necesito más orden del que tú necesitas, más predicti-
bilidad en el medio que la que tú requieres. Tenemos que 
negociar mis rituales para convivir. 

Me resulta difícil comprender el sentido de muchas de 
las cosas que me piden que haga. Ayúdame a entenderlo. 
Trata de pedirme cosas que puedan tener un sentido concre-
to y descifrable para mí. No permitas que me aburra o per-
manezca inactivo. 

No me invadas excesivamente. A veces, las personas 
sois demasiado imprevisibles, demasiado ruidosas, dema-
siado estimulantes. Respeta las distancias que necesito, pero 
sin dejarme solo. 

Lo que hago no es contra ti. Cuando tengo una rabieta 
o me golpeo, si destruyo algo o me muevo en exceso, cuan-
do me es difícil atender o hacer lo que me pides, no estoy 
tratando de hacerte daño. ¿Ya que tengo un problema de 
intenciones, no me atribuyas malas intenciones! 

Mi desarrollo no es absurdo, aunque no sea fácil de 
entender. Tiene su propia lógica y muchas de las conductas 
que llamáis "alteradas" son formas de enfrentar el mundo 
desde mi especial forma de ser y percibir. Haz un esfuerzo 
por comprenderme. 

Las otras personas sois demasiado complicadas. Mi 
mundo no es complejo y cerrado, sino simple. Aunque te 
parezca extraño lo que te digo, mi mundo es tan abierto, tan 
sin tapujos ni mentiras, tan ingenuamente expuesto a los 
demás, que resulta difícil penetrar en él. No vivo en una 
"fortaleza vacía", sino en una llanura tan abierta que puede 
parecer inaccesible. Tengo mucha menos complicación que 
las personas que os consideráis normales. 

No me pidas siempre las mismas cosas ni me exijas las 
mismas rutinas. No tienes que hacerte tú autista para ayu-
darme. El autista soy yo, no tú! 

No sólo soy autista. También soy un niño, un adoles-
cente, o un adulto. Comparto muchas cosas de los niños, 
adolescentes o adultos a los que llamáis "normales". Me 
gusta jugar y divertirme, quiero a mis padres y a las perso-
nas cercanas, me siento satisfecho cuando hago las cosas 

bien. Es más lo que compartimos que lo que nos separa. 
Merece la pena vivir conmigo. Puedo darte tantas satisfac-

ciones como otras personas, aunque no sean las mismas. Puede 
llegar un momento en tu vida en que yo, que soy autista, sea tu 
mayor y mejor compañía. 

No me agradas químicamente. Si te han dicho que tengo 
que tomar una medicación, procura que sea revisada periódica-
mente por el especialista. 

Ni mis padres ni yo tenemos la culpa de lo que me pasa. 
Tampoco la tienen los profesionales que me ayudan. No sirve de 
nada que os culpéis unos a otros. A veces, mis reacciones y con-
ductas pueden ser difíciles de comprender o afrontar, pero no es 
por culpa de nadie. La idea de "culpa" no produce más que sufri-
miento en relación con mi problema. 

No me pidas constantemente cosas por encima de lo que 
soy capaz de hacer. Pero pídeme lo que puedo hacer. Dame ayu-
da para ser más autónomo, para comprender mejor, pero no me 
des ayuda de más. 

No tienes que cambiar completamente tu vida por el hecho 
de vivir con una persona autista. A mí no me sirve de nada que 
tú estés mal, que te encierres y te deprimas. Necesito estabilidad 
y bienestar emocional a mi alrededor para estar mejor. Piensa 
que tu pareja tampoco tiene culpa de lo que me pasa. 

Ayúdame con naturalidad, sin convertirlo en una obsesión. 
Para poder ayudarme, tienes que tener tus momentos en que 
reposas o te dedicas a tus propias actividades. Acércate a mí, no 
te vayas, pero no te sientas como sometido a un peso insoporta-
ble. En mi vida, he tenido momentos malos, pero puedo estar 
cada vez mejor. 

Acéptame como soy. No condiciones tu aceptación a que 
deje de ser autista. Sé optimista sin hacerte "novelas". Mi situa-
ción normalmente mejora, aunque por ahora no tenga curación. 

Aunque me sea difícil comunicarme o no comprenda las 
sutilezas sociales, tengo incluso algunas ventajas en compara-
ción con los que os decís "normales". Me cuesta comunicarme, 
pero no suelo engañar. No comprendo las sutilezas sociales, 
pero tampoco participo de las dobles intenciones o los senti-
mientos peligrosos tan frecuentes en la vida social. Mi vida pue-
de ser satisfactoria si es simple, ordenada y tranquila. Si no se 
me pide constantemente y sólo aquello que más me cuesta. Ser 
autista es un modo de ser, aunque no sea el normal. Mi vida 
como autista puede ser tan feliz y satisfactoria como la tuya 
"normal". En esas vidas, podemos llegar a encontrarnos y com-
partir muchas experiencias. 

 

* For an English translation of the article, please see the AANE 
members’ page, or contact:  

¿Qué nos pediría un autista? (What would an an autistic person ask of us? *) 
 

por Ángel Rivière 
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Pushing Your Child’s Limits by Dan Coulter 
 

We don’t know our children’s limits. And that’s a good 
thing.  

Oh, we may know the limits we see today. But they’re not 
locked in stone, thanks to something called neuroplasticity or 
“cortical re-mapping.” In layman’s terms, neuroplasticity is the 
ability of our brains to change as a result of our experience. 

Scientists used to think the human brain didn’t change its 
structure after a critical growth period in infancy. But more 
advanced scanning techniques now reveal that the brain is 
changeable, or “plastic” into adulthood. That means the experi-
ences we give our children can alter the connections in their 
brains and modify their behaviors and reactions. 

I have a great deal of respect for parents who find ways to 
break through their children’s limits without breaking their 
children. It’s an art. 

One such artist is Emily, mother of Aidan, a seven-year-
old who often has difficulty dealing with unexpected changes. 
Emily recently shared some of her experiences with my wife, 
Julie. Last summer, Emily and her father took Aidan to a party 
where the kids could have rides in electric carts called 
“Gators.” Planning ahead, Emily told Aidan he could have one 
ride at the beginning of the party and one just before they left. 
She cleared this with the mom who was holding the party be-
forehand. 

Aiden got his first ride, but when they were preparing to 
leave, they discovered that the Gators were all out being rid-
den. Aiden lost it. The party mom felt terrible, but Emily did 
not ask her to try and get a cart back. Emily said, “No, it’s fine. 
This is life. Sometimes you expect you can do something and it 
will change.” She reasoned that Aiden had already had one 
ride.  

Emily had to carry Aiden to the car. He cried the entire 
way home and begged to go back. “Pllleeeaaassseee!” Emily’s 
dad tried to comfort Aiden by repeatedly saying, “You’ll ride 
next time.” Emily told her dad, “I know you’re trying to help, 
but every time you say he’ll ride next time, you’re reminding 
him that he didn’t ride this time. It’s best to stop talking to him 
now and when we get home, everyone is going to get out of the 
van and we’ll let him come out when he’s ready.” 

They got home, and Emily sat in a lawn chair in the yard 
waiting for Aiden. After five minutes, he came out and she told 
him, “I'm sorry. I know it's hard, I know you wanted to ride 
that Gator but it wasn't there. How can you ride it if it's not 
there? Sometimes life doesn't always go the way you want it to. 
I love you.” Then she gave him a big hug. 

She noted that a year ago his reaction time would have 
been 45 minutes and that she’d started gently pushing his limits 
when he was five. 

Recently, Emily was driving her kids to their aunt’s house 
for a sleepover. She realized she’d forgotten the blanket that 
Aiden slept with every night and dragged everywhere. Instead 
of going back for the blanket, she said, “Aiden, Mommy’s 
really sorry, but she forgot your blanket and you’ll have to bor-
row one of Aunt Kathy’s blankets.” To her amazement, Aiden 
said, “That’s okay, Mommy.” 

Dealing calmly with meltdowns and other challenges as 
you teach your child life lessons is a balancing act. You have to 
constantly assess where to draw the line in accommodating the 
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limits your child can’t yet break, while you push the ones he 
can.  

I can’t help but think of people like Temple Grandin. How 
different her story would have been if her parents had followed 
a doctor’s advice to put her in an institution instead of refusing 
to accept that her initial childhood limitations would define her 
life.  

Here’s to the moms and dads who never stop helping chil-
dren push through their limits and discover for themselves how 
far they can go.  

And here’s to Emily, master of neuroplasticity. 
 

© 2010 Dan Coulter. All Rights Reserved. Used by Permission 
 

Dan Coulter is the producer of many DVDs, such as “Manners 
for the Real World: Basic Social Skills” and "Understanding 
Brother and Sisters with Asperger Syndrome." You can find 
more articles on his website at www.coultervideo.com. AANE  
will welcome Dan this fall as one of our keynote speakers at 
Asperger Connections 2011. 

 
I have to thank Shonda  
Shilling for writing this 
book. My son was diagnosed 
9 years ago and my husband 
has never been on board or 
didn't get it! I had purchased 
the book right when it came 
out and had given it to my 
mother-in-law to read. She 
gave it to my husband and 
strongly suggested he read it 
too. My husband travels a lot 
and said he would because he 
was going to Florida the next 
week and could read it on the 
plane. To make a long story 
short, he called me from the 
hotel the night he arrived in Florida and told me he was     
almost through with the book and it was really good. Then, 
after a long pause, he said, “And I think I owe you an 
apology. I get it now and I am sorry I made you go through all 
of that alone. Worse than that I feel like such a creep for how I 
have been treating our son thinking he would be able to get it. 
I will change the way I do things from now on and there will 
be no more yelling. I will go to anything I can when I can as 
far as doctor's appointments and things to help as much as I 
can and learn as much as I can.” So, Shonda, I thank you. You 
have opened my husband’s eyes. After nine years of me 
trying, it took the view of another to get it done. I don't care 
how it get’s done as long as we are now on the same page. 
You have lifted an enormous amount of stress off of my 
shoulders and possibly saved a marriage! Little by little, one 
day at a time! Diane Asci 
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Working with your school district to ensure your child is 
receiving an appropriate education can be challenging. Often 
parents feel they are not equal members of their children’s edu-
cational team, and that decisions are not always made with 
their child’s unique needs in mind. Add the complexities of 
special education laws, with timelines and procedures that are 
unfamiliar to most parents, and it can quickly become over-
whelming for many families. It’s then that parents often look 
for the assistance of an advocate. 

 

The Role of an Educational Advocate  
 

As a parent, you care deeply how your child learns and 
grows, and about being an equal partner on the team that devel-
ops and oversees or carries out your child’s IEP. A good advo-
cate wants to help you assume a primary role in your child's 
education. He or she won’t make your decisions for you, but 
will help you be informed and assist you in considering options 
and alternatives. A good advocate will empower you. 

Not all advocates are the same, and the precise role they 
take in your case will vary according their training, experience, 
areas of expertise, and personality—and according to the par-
ticular situation. In general, an educational advocate can: 

 

♦ Answer your questions and simplify the education maze to 
move toward a better, more appropriate education for your 
child. 

♦ Examine test results and school records to determine 
whether further assessment is necessary. 

♦ Suggest possible educational and/or clinical areas to inves-
tigate based on the unique needs of your child. 

♦ Provide referrals to proven professionals such as physi-
cians, evaluators, educational consultants, speech thera-
pists, occupational therapists and physical therapists. 

♦ Prepare documentation to support the program your child 
needs. 

♦ Assist in the process from evaluation through eligibility 
and IEP development. 

♦ Suggest accommodations to add to your child’s IEP to 
further support learning. 

♦ Monitor progress and request program modifications, as 
needed. 

♦ Investigate and explore alternative educational placements 
for your child. 

♦ Often, because he or she is familiar with local practices 
and resources, see solutions that are not immediately obvi-
ous. 

♦ Support parents through mediation and other avenues of 
dispute resolution. 

♦ Most advocates are not attorneys; however skilled advo-
cates will refer the parent to an attorney if necessary. 

♦ Teach parents how to advocate effectively for their child. 
 

Most advocates also consider their role to include fostering 
a positive and collaborative relationship with schools and 
school districts to the maximum extent possible, while still 
holding them accountable to the federal and state laws that are 
in place to protect your child. Advocates work hard to maintain 

a professional, respectful, and collaborative meeting atmos-
phere that encourages the entire team to stay focused on your 
child’s educational needs. At times, this is their most challeng-
ing—and most important—role. 

 

Selecting the Right Advocate for Your Child 
 

Once you have decided that you need the assistance of an 
advocate, how do you choose one? Although the answers to the 
questions below will provide important information, it is crucial 
to feel as though you have connected with your advocate. You 
have to trust and have confidence in him or her. Often you will 
get a sense of whether it is a good fit right from the first ex-
change. Here are questions you may find helpful, and some 
information about the kind of answers to look for: 
♦ What is your education and training? 

° There is currently no required training to become an 
advocate. Massachusetts, along with several other 
states, has taken part in a pilot study of a nationally-
designed curriculum. At some point in the future there 
is likely to be a more formal standard for those who 
want to be advocates. 

° Until then, we are very fortunate in Massachusetts to 
have the Parent Consultant Training Institutes 
(PTI), provided by The Federation for Children with 
Special Needs (FCSN). Through this comprehensive 
training series, many advocates get their first look at 
the field and begin to develop their skills. The program 
is unique to Massachusetts; it does not exist in most 
other states. You can learn more at www.fcsn.org or by 
calling 1-800-331-0688 to find out about FCSN’s 
workshops and trainings. The Federation can also help 
you locate an advocate who has attended their training. 
When asked, they will supply the names of several 
people in your area that they feel will match your 
needs. (Recent graduates of the training—many of 
whom already have other professional skills before 
training as an advocate—may have some pro bono 
hours to donate, too.) 

♦ What do you do to keep up-to-date? 
° Many advocates continue to build their skills by at-

tending workshops and seminars. There are frequent 
changes in the way special education laws are inter-
preted and implemented, so it’s imperative that advo-
cates stay up-to-date. In this regard, a helpful non-
profit professional organization is the Special Needs 
Advocacy Network, Inc. (SPaN). SPaN offers work-
shops, training and professional information on issues 
related to special education, as well as a forum for 
advocates and interested parents and professionals to 
share information with each other.  

° SPaN’s website lists important developments in spe-
cial education, and contains a professional directory of 
advocates. (For more information, see notes at end of 
article.) 

♦ How long have you been advocating professionally? 
° Most advocates will agree that although initial and 

ongoing training is important, it is by working in the 
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Basic Guidelines for Choosing an Educational Advocate for Your Child 
 

by Stephanie LeBlanc and Christine Riley, Educational Advocates on behalf of the Special Needs Advocacy Network, Inc. 



 

 

advocate, your needs and the approximate number of 
hours it will take to meet your objectives will become 
clearer. If your needs go beyond what the advocate can 
accommodate, you may want to ask him or her to rec-
ommend another advocate. 

♦ How much do you charge and what do you charge for? 
° Be sure to get this information while interviewing 

prospective advocates. Most advocates will discuss 
their fee structure with you during your first contact. 
In addition, many advocates will send you a fee 
agreement outlining their fee structure and any other 
policies or limitations they want you to be aware of. 

° Rates vary, and so do the services that are billed. 
Most advocates charge an hourly rate, and most 
charge in some way for travel time. Find out what 
will be considered billable activities. It is also rea-
sonable to ask for an estimate of the number of 
hours involved in your case (or at least the initial 
stage of it). 

° Some advocates request a deposit or retainer up-
front, while others prefer to bill hours as they are 
worked.  

 

Advocates’ styles vary just as parents’ styles do. Once 
you’ve identified some qualified candidates, choose one who 
is compatible with your personality and objectives. You 
should feel comfortable speaking with him or her and shar-
ing important information about your child. You are about to 
embark on journey and that mutually understood goals and 
objectives. 

 

Now that I know how to pick one, where can I find them? 

In addition to getting names from AANE, the Federation 
for Children with Special Needs, or SPaN, Massachusetts 
Advocates for Children (MAC) is another great resource for 
connecting parents with advocates and attorneys. You may 
also ask for referrals from families who have worked with an 
advocate in the past. Many pediatricians, evaluators, thera-
pists, and attorneys can provide recommendations as well.  

 

In Closing 
Advocates can be important translators between families 

and educators. In the course of your child's education, you 
are likely to interact with a large number and variety of edu-
cators and specialists. You need to be able to work effec-
tively with them, exchanging ideas and concerns, and com-
municating about what’s working and what’s not. Often par-
ents find that they are able to communicate more clearly and 
negotiate more effectively with an advocate by their side. 

 

Stephanie LeBlanc specializes in advocating for chil-

dren on the autism spectrum. She is also an active member in 

various professional organizations and has recently joined 

the Board of Directors for SPaN. Stephanie resides in Hop-

kinton with her husband and is the mother of 4 children, one 

of whom has autism. You can contact her at 508/625-2209 or 

see www.AutismSpectrumAdvocacy.com. Christine Riley is a 

graduate of Marymount University in Arlington VA.  She is a 

trained advocate and mediator as well as a member of the 

Board of Directors for SPaN.  Christine resides on Cape 

Cod with her husband and son. You can contact her at 

508/428-2288 or see visit www.capecodadvoate.com.  
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field that you truly learn the ropes of advocating. 
Through experience, advocates find and refine the 
style that’s most effective for them. Practical experi-
ence also helps advocates build their network of re-
sources so they know where to find the help your child 
needs. 

° Whatever the level of experience, you should feel the 
advocate is being honest about it and clear about 
whether their experience will fit your needs. However, 
if you are in an urgent situation—a potential expul-
sion, for example—you will definitely want an advo-
cate who’s well-versed in that specific set of issues. 
The timelines are very short and the consequences of a 
mistake are too dire for anything less. 

♦ Have you advocated for children with Asperger Syndrome 
(AS—or HFA, PDD-NOS, or NLD) in the past? 
° It’s not imperative that an advocate specialize in AS—

most advocates can assist you simply because they 
know the ins and outs of the special education proc-
ess—but it can be helpful. An advocate who has 
plenty of experience with autism spectrum disorders 
(or even specializes in it) can offer some useful addi-
tions to that general knowledge. He or she often has a 
strong understanding of the various therapies, treat-
ments, and programs available, and can give you ac-
cess to a network of proven professionals: physicians, 
evaluators, behavioral analysts, therapy providers and 
educational consultants with specialized knowledge of 
AS. 

° Even though each child’s pattern of strengths and 
challenges is unique, children who carry similar diag-
noses often share common characteristics. An advo-
cate who understands those characteristics well, and 
has a set of resources ready to address them, can sim-
plify the process of tailoring the educational program 
to your child’s needs. 

♦ Have you advocated for other families in my school dis-
trict before? 
° It is often helpful, though not essential, for an advo-

cate to have experience in your district. By working in 
a school district advocates gets a first-hand look at the 
programs available in that district, experience working 
with the staff, and an idea of how the district works.  

° An advocate who has a particularly difficult case go-
ing on in your district will sometimes refer you to a 
different advocate, to avoid the possibility that his or 
her involvement with the difficult case would bias the 
district against yours. Because of such situations, it 
can sometimes be an advantage to have an advocate 
who is new to that district.  

° If you are considering an advocate who does not have 
experience in your district, ask him or her how impor-
tant they think that experience is for your particular 
situation, and what they would do if they found they 
needed some additional information about that district.  

♦ Do you have enough time to handle my case? Be sure to 
outline your needs to your advocate. Most advocates han-
dle several cases at a time and try to monitor their work-
load closely. Through your initial discussion with your 
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Tips on Preventing and Treating Addictions in Teens and Young Adults with Asperger Syndrome 
 

by Stephanie Loo, M.Ed., AANE Director of Teen Services 
with Michael Ferullo, MSW and Nomi Kaim, and contributions from Samuel Moncata, Ph.D. 

The passage to adulthood is stressful and confusing for 
almost all teens. In general, however, those with Asperger 
Syndrome (AS) are even less emotionally prepared than their 
neurotypical (NT) counterparts to face the challenges of ado-
lescence. They are likely to have less frustration-tolerance than 
others their age—and to be more innately anxious, more naïve, 
less mature, and less aware of the all-important hidden social 
curriculum in middle school, high school, and beyond. 

Teens with AS are likely to feel more stress during this 
major life transition. Yet they are likely to have fewer internal 
emotional resources and fewer external social resources than 
other teens to help them resolve problems, to mitigate or re-
lieve daily stress, or to provide compensatory pleasure, com-
fort, or consolation. Whereas NT teens may turn to their peers 
for understanding and support, teens with AS may find it hard 
to connect, or they may not derive the same rewards from 
friendships. Their high levels of stress, and their reduced cop-
ing skills and resources, may also put them at higher than aver-
age risk for developing addictions. 

Teens with AS face many of the same challenges and di-
lemmas as their NT peers—but they commonly experience 
them with greater severity or intensity. 
 

♦ For many teens, whether they have AS or not, experiment-
ing with drugs or alcohol can be an act of rebellion, a dec-
laration of independence, or an assertion of individual 
difference. It may be that teens with AS have less access 
to more typical, socially-based forms of teenage rebellion, 
such as breaking curfew with a group of friends. 

♦ Teens may also get involved with drugs or alcohol as a 
way to connect socially—and this may especially tempt 
socially isolated teens with AS, who may not be able to 
connect in other ways. Groups of teens who use sub-
stances together may be fairly laid-back and accepting: the 
bar to entry is set low. (“Anyone who smokes pot is 
cool.”) 

♦ Teens may also “self-medicate” when they are feeling 
socially uncomfortable, unhappy, anxious, or over-
whelmed. Many teens with AS experience these emotions 
more often or at greater intensity than NT teens.  Teens 
may feel that their substance use helps them cope, mel-
lows them out, or makes them more socially capable. 

♦ Moreover, the substance itself may even come to seem 
like a friend—a dependable pleasure in a world that teens 
with AS often experience as frustrating and unpredictable. 

♦ Teens may turn an addiction or a substance into their ob-
sessive special interest. For example, they may pride 
themselves on their expertise about computer games, va-
rieties of beer, or gambling systems. 

 

Conversely, social immaturity may make some teens with 
AS less likely to become addicted because they are less aware 
of their peers’ activities and less likely to conform to peer 
pressure—or immaturity may at least delay their likelihood of 
encountering temptation. However, if people with AS do start 
using, some AS traits may increase the risk of addiction and 

impede recovery: the intensity of their special interests, obses-
sive thinking, a tendency to blame others, or a tendency toward 
severe self-blame. A person with AS may also be strongly at-
tracted to the single obsessive focus and dependable rituals of 
addiction—as compared to the messy complexity and multiple 
tasks of ordinary life. 
 

Separating is hard even for neurotypicals… 
 

The major work of adolescence, for both parent and teen, is 
to achieve a measure of separation. The teen needs to take own-
ership and responsibility for his or her life, while the parent 
needs to cede gradually increasing amounts of responsibility and 
control to the teen. Every teenager needs to assert his or her in-
dependent identity—to gain breathing room, space to think and 
to get to know him or herself. Teens need opportunities to stand 
on their own two feet, make mistakes, and experience personal 
achievements. And the parent needs to let the teen go—not 
abandoning the teen, but giving up a measure of control—not 
expecting to be involved in every aspect of the teen’s life, or to 
make unilateral decisions for the teen. 

Why is separating so hard to do? With separation comes 
separation anxiety, a potent mixture of hope and fear, regret and 
relief. It is with mixed feelings that the teen, not yet a confident 
adult, lets go of his or her dependent self and his or her strong, 
protective parent. As parents, we may also have mixed feelings 
about letting go, and about our changing role in our teenage chil-
dren’s lives. So parents are left in the difficult position of having 
to promote or assent to separation even though both parties are 
ambivalent, and neither party may be ready! However, a teen 
who is over-protected—not allowed to assert him or herself in 
healthy ways—is likely to rebel—and in some cases rebellion 
may take the form of experimenting with drugs or alcohol. 

 

…and even harder with Asperger Syndrome! 
 

When children with AS are young, parents almost have to 
be super-parents. We must stay actively involved in our chil-
dren’s lives, teaching them, protecting them, and advocating for 
them, for much longer than the average parent—and at a far 
greater level of intensity. Therefore, when our kids become 
teens, it can be even harder for us than for other parents to know 
when to let go or how far to step back—even though we know 
that some separation is necessary for the teen’s healthy develop-
ment and individuation. In addition, our teens really still are less 
mature than others their age—less ready for the challenges of 
adolescence and adulthood than their peers. Because AS is a 
pervasive developmental disorder, our children’s maturation can 
become delayed in so many ways. It can be very hard for us to 
figure out the right balance between guiding our teens and giv-
ing them freedom. It’s like an awkward dance, in which neither 
party knows the steps! 

During adolescence, the teen’s tasks include:  
♦ Figuring out “Who am I?” This may be extra hard for teens 

with AS, since they tend to have trouble discerning the big 
picture buried in the mass of details. 

♦ Figuring out “What do I want to do with my life? Who do I 
want to become?” Difficulty with executive functioning—
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with planning, and decision-making—make this a big chal-
lenge. Concrete thinking can also make it hard for a teen 
with AS to imagine his or her future self. 

♦ Adjusting to change. Change is the very hallmark of ado-
lescence; yet is usually extra hard for people with AS, who 
tend to resist change and have trouble adapting. 

♦ Forming more complex relationships with peers (and 
therefore usually spending much less time with parents). 
The social world is hard for children with AS to under-
stand—and the social milieus of teens and adults (middle 
school, high school, college, and the workplace) present 
increasing levels of challenge. For those children with AS 
who have counted on parents to be their best friends, the 
push to separate may be especially painful. Teens may 
feel—and may be—very much alone, with no one to turn 
to. Substance abuse or computer-game addiction may be-
come one way to fill that painful void. 

♦ Becoming increasingly independent, and increasingly able 
to make plans and decisions about their present and future 
lives. However, teens with AS may worry a lot about 
meeting the looming responsibilities of adulthood. They 
may feel that they just are not ready for this degree of re-
sponsibility—and they may be right. They may feel highly 
ambivalent at the prospect of losing some of their parents’ 
protection and practical support. Even though they may 
resist parents’ efforts to help, most still need parents to 
provide a lot more scaffolding and guidance than neuro-
typical teens do. 

 

Another danger is that some teens may just give up. As 
part of their AS, many teens suffer from an apparent passivity, 
or lack of “get-up-and-go.” This tendency makes it even more 
important to support teens’ developmentally appropriate de-
sires to become more independent and take over responsibility 
for their own lives—wherever and however they manifest. As 
parents, we need to realize that we will not be able to support 
our teen or young adult children in all situations or forever. 
Unless we encourage their independence, help them improve 
their executive and social functioning, and address their anxiety 
or depression, they may become increasingly passive, and re-
treat from the demands of adolescence and adulthood. 

Parents and other key adults in teens’ lives need to have 
conversations with them about the teens’ own agendas and 
goals—and provide experiences that will help them figure out 
what goals they want to pursue in order to develop lives that 
suit their talents and interests—to fulfill their potential and 
become the adults they wish to be. Teens need chances to gain 
self-awareness, skills, and confidence. This is the work of tran-
sition planning. Transition services written into the IEP, and 
delivered throughout the high school years, should involve 
teens in preparing for adulthood based on individual prefer-
ences and talents. Parents may need to advocate strongly for 
meaningful transition services through the high school, as well 
as seeking opportunities for the teen outside of school time and 
during the summer. 
 

Share Clear Information and Parental Values 
 

When teens are about to enter high school (generally 
around 14 years old) parents need to begin to talk frankly with 
them about their own values and habits in regard to alcohol and 

drugs, social situations in which teens may encounter them, and 
ways they can say no or get out of a situation gracefully. Many 
teens with AS may not seem or may not be developmentally 
ready to discuss some of these topics. However, because other 
teens at school or in the neighborhood may expose teens with 
AS to risks and temptations, parents should seek opportunities 
to alert their teens to situations they may encounter, and give 
them information about ways they can respond. Role-playing 
new situations, and giving teens scripts and strategies, can be 
helpful. There are many resources on the internet to help par-
ents think about what to say and how to say it, and parents can 
adapt those scripts or tools to communicate with teens with AS. 
(See resources list at end of article.)  
 

Promote Self-Knowledge and Self-Esteem,  

Relaxation and Leisure Activities 
 

The better informed our teens are, the more self-aware and 
mentally healthy they are, the better their social skills are, and 
the more their lives contain a balance of manageable responsi-
bilities, down time, and enjoyable activities, the less likely they 
are to be at risk for addiction. In other words, experiences that 
nurture their general health and welfare become factors that 
protect them against the risks of addiction. 

It is very beneficial for teens with AS to learn to recognize 
the early warning signs of discomfort, stress, and anxiety. They 
should also learn strategies for calming themselves, escaping 
intolerable situations, or seeking appropriate and effective help. 
Teens with AS can also benefit greatly from explicit instruction 
in flexible thinking and creative problem-solving. (See Lori 
Hodgins’ article on this topic at www.aane.org.) 

It is very helpful for teens to learn and incorporate into 
their lives techniques to promote relaxation and reduce overall 
anxiety. Regular physical exercise is a powerful anti-anxiety 
practice—and a runner’s high (or the discipline of Tae Kwon 
Do, or the serenity of yoga) can also be a healthy substitute for 
the artificial stimulation of drugs or deadening painful emotions 
through alcohol. Physical exercise in groups can also provide a 
way of relating to other group members that is comfortable for 
teens and young adults with AS—a way to be social within a 
clearly structured activity. 

Teens with AS have so many struggles in their lives that is 
worth the effort to help them find and maintain activities or 
pursuits they can enjoy and in which they excel, whether it is 
computer-assisted design, fixing up vacuum cleaners, playing 
drums, cos-play (dressing up like Japanese anime characters), 
debate club, therapeutic horseback riding, organic gardening, or 
something else. Any pursuit that relates to a teen’s healthy spe-
cial interest or hobby, and reliably provides pleasure and self-
esteem, may become a precious resource that provides comfort 
and inner strength for a life time. These activities and passion-
ate interests may also help teens make social connections, or 
even lead toward careers. 
 

Promote Social Connections 
 

Loneliness is a major problem for most teens with AS, and 
can be a risk factor for addiction. The increased anxiety and 
depression many teenagers with AS experience upon entering 
adolescence is often related to a heightened awareness of their 
own social isolation and outsider status. Depressed teens may 
need therapy, medication, and/or alternative school placements. 
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Finding Help 
 

For teens, substance abuse has a negative impact on brain 
development, so parents should be vigilant. Watch for signs of 
lower functioning. Danger signs may include personality or 
behavior changes, increased irritability, social withdrawal, or 
new academic problems. Even though it may be hard at times 
to detect these behaviors against the background of general 
adolescent turmoil, don’t ignore the red flags. If you feel con-
cerned, take charge and get help. These behavioral changes 
may be a sign of problems other than addiction—for example, 
depression or other mental health issues, abuse, victimization 
by bullies, or being overwhelmed by school and/or home de-
mands. In all cases, it is important to take them seriously and 
seek help. 

Rather than a parent attempting to evaluate whether a teen 
or young adult is addicted or at risk, and confronting the teen 
oneself, it is advisable to make an appointment for a trained 
addiction counselor to meet with the young person for a few 
sessions to assess the situation. If necessary, professionals can 
recommend individual or family therapy, day or residential 
treatment programs—or a combination of interventions. 

To be effective, addiction treatment must take into account 
that the teen has AS. That is why it is critical that parents dis-
close this information to the potential treatment provider at the 
onset. Ideally, clinicians should not only know about AS, but 
they should also be able to modify existing addiction treatment 
protocols for those teens with AS. Some NT-based addiction 
treatments (e.g. talk therapy in groups) can be overwhelming 
for teens with AS; often these approaches are ineffective and 
may even be harmful. If a clinician does not have much experi-
ence working with teens with AS, you may want to look for 
another professional who does. While a parent might feel a 
responsibility to educate naïve service providers about AS, 
offering valuable time, resources and information*, the chal-
lenge of parenting a teen with AS is often difficult enough 
without taking on the added role of educator and treatment co-
ordinator. 
 

Michael Ferullo, MSW, runs a practice based in Brookline, 

MA. He is a therapist, substance abuse counselor, and is work-

ing with AANE to offer a therapeutic social running group for 

teens with AS and related conditions. Contact him at 

mjferullo@yahoo.com. AANE member Nomi Kaim often writes 

or speaks for our community. Samuel Moncata, Ph.D. is a 

core faculty member in the clinical psychology doctoral pro-

gram at the Massachusetts School of Professional Psychology 

(MSPP) and the clinical director of MSPP's Brenner Center, 

an assessment and consultation center that serves under-served 

populations. He is also the principal in a group practice in 

Waban, Massachusetts, the Center for LifeSpan Development, 

that specializes in the assessment and treatment of individuals 

across the life span with suspected developmental delays. 
 

* See, for example, Asperger's and Depression: Inside a Com-
mon Paradox by Nomi Kaim on the AANE website. 
 

This web site has a finder for certified addiction counselors in 
any part of the United States: 
 

http://www.naadac.org/index.php?
option=com_wrapper&view=wrapper&Itemid=98 
 

However, providing positive social experiences and opportuni-
ties for friendship is probably the most important antidote to 
teenage depression—and may also help protect teens from slid-
ing into substance abuse. 

Teens with AS will probably need more adult supervision 
then neurotypical teens, and help in making healthy social con-
nections. However, as parents we probably won’t be able to 
intervene directly; instead, we need to find other adult mentors 
for our teens. Parents should work with educators and profes-
sionals to find compatible adult-supervised social groups for 
teens to participate in at school, outside of school, and during 
the summer. Activity-based social pragmatic groups often pro-
vide the acceptance teens crave. In these groups, skilled profes-
sionals can also offer formal or informal social skills instruc-
tion to help teens understand their confusing social environ-
ment (decode the hidden curriculum), and learn and practice 
age-appropriate social skills. 

Groups whose activities include volunteer opportunities 
are especially valuable; a teen’s self-esteem rises when he or 
she gets to “give back.” If teens have regular social contacts 
(even if these do not result in close friendships), and improve 
their social skills, they will be less likely to depend on a sub-
stance as a “friend.” 
 

Video Gaming 
 

Experts disagree on whether video game addictions exist, 
but many parents feel concerned about how much time their 
teens spend online. Teens with AS often find the online worlds 
of fantasy gaming much more congenial than the external 
physical and social world. Seated at the computer, the teen is in 
control, and it’s comparatively easy to become a superhero! 
Video games can provide teens and young adults with a wel-
come escape from life’s demands, and consolation for rejec-
tions or frustrations experienced during the school day. When it 
comes to the risks of developing a video gaming addiction, 
adding positive physical and social activities to a teen’s life 
may be more effective than trying to wean a teen off playing 
video games or limit time spent—as long as the teen is still 
meeting his or her basic responsibilities. That includes getting 
to bed and getting up at reasonable times, attending school, 
doing homework, eating meals, showering and dressing, etc. If 
playing games is really compromising functioning, however, 
the teen may need professional help. 
 

Prevention: Prescription Drugs 
 

Prescription drug abuse is rampant in many schools and 
other places teens congregate. Periodically clean out your 
medicine cabinet of old and unused medications and consider 
locking away those medications that you use regularly. If your 
teen needs to take prescription drugs, make sure s/he under-
stands why they were prescribed, why it is important to take 
only the dosages prescribed, and why the teen should not give 
anyone else access to these medications. It is good to let the 
prescribing physician explain these facts to the teen, preferably 
providing written guidelines and possibly scientific articles. 
(It’s always good to let the teen learn from other adult experts; 
developmentally, they are likely to be tuning parents out any-
way!) You may also want to limit the amount and variety of 
alcohol in your household. 
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Miller, W.R. & Carroll, K.M. (eds.). Rethinking substance 
abuse. NY: Guilford Press. 

 

Miller, W.R. & Munoz, R. (2005). Controlling your drinking: 
Tools to make moderation work for you. New York: Guil-
ford Press. 

 

Some web sites offering addiction information, and ideas for 
how to talk to teens about drugs and alcohol, found 
through a quick Google search: 

 

www.childrennow.org/index.php/learn/talking_with_kids/ 
 

www.theantidrug.com/  
 

www.timetotalk.org/JoinTheTalk/ 
 

http://life.familyeducation.com/teen/drugs-and-
alcohol/29743.html  
 

www.cignabehavioral.com/web/basicsite/bulletinBoard/
straightTalkWithTeens.jsp 
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In Memoriam Professor Laura Yellen 
 

1949-2010 
 

The AANE community extends our sympathies to the 
Massasoit Community College students and colleagues of 
Professor Laura Yellen, who died this past summer. Several 
of us at AANE had the very great pleasure of meeting Laura 
in person, when she invited us to participate in the annual      
DisAbility fairs she organized. She always impressed us with 
her warmth, her sunny outlook, and her helpfulness. She made 
her campus a welcoming place through her understanding of 
her students with AS, her respect for them, and her devoted 
affection. 

When talking to AANE families about college plans for 
their teenagers, we often asked whether they lived close 
enough to consider starting off at Massasoit. If they did, we 
usually recommended that they contact Laura. We know she 
helped several young people with Asperger Syndrome get off 
to a great start at Massasoit. 

Laura will be greatly missed by many people in the AS 
community. We hope Laura’s colleagues at Massasoit will 
keep in touch with AANE, so that we can continue Laura’s 
legacy, working together to help students with AS. 

Finding Help for Your Child: 

Questions to Ask 
 

by Brenda Dater, MPH, MSW 
Director of Children’s Services 

 

How should you go about finding 
and choosing a person, agency, or 
service to help your child with AS, 
whether it be a therapist or a social 
skills group? Although AANE staff 
can make referrals from a database that includes professionals 
across many disciplines, you as a parent will still need to talk 
with professionals to determine who will be a good fit for your 
child and your family. I suggest that you start the discussion by 
asking certain basic questions: 

 

♦ What type of curriculum or approach do you use? 
♦ Could you explain how your approach helps to teach and 

explain why a skill is important and relevant? 
♦ If your approach is eclectic, can you give me some specific 

examples of what has worked well in the past? 
♦ How would you communicate with me, the parent, about 

the work you’re doing with my child, and about my most 
pressing concerns for my child at home, school or out in 
the community? 

♦ How do you support generalization of what you’re work-
ing on in groups/sessions to home, school and community? 

♦ What are your fees? Do you bill for phone and email time 
in addition to face to face time? 

♦ Are you available to meet at times with educators or other 
professionals by phone or in person? 

 

Often parents call AANE after they’ve been working with a 
professional for a few months (or even years), but don’t know 
whether or not the therapy or instruction is helping. Again, 
checking in with the people working with your child is crucial 
so that you can understand goals and what to expect in terms of 
progress. I suggest that you request to meet privately (i.e. not at 
a child’s regularly scheduled appointment time) with the pro-
fessional in question at regular intervals. In these sessions you 
can ask questions such as: 
 

♦ What goals are you focusing on currently? 
♦ What progress do you see, or what do you think is a rea-

sonable expectation in sessions and at home, at school and 
in the community? 

♦ How will we know if we need to change the focus, fre-
quency or duration of sessions? 

♦ How will we know if we need to stop? 
 

Remember that you can always call or 
email us at AANE if you have any 
questions or concerns regarding work-
ing with professionals. We are happy 
to help you problem-solve and come 
up with a plan! Call Brenda at 617-
393-3824 extension 22 or MaryAnn 
McCabe (photo right) at extension 18. 
 

Brenda.Dater@aane.org 
MaryAnn.McCabe@aane.org 



 

 

      

these steps, keep in mind that the person you work with may 
not be ready to practice every possible step of the problem 
solving process. After all, you are inserting opportunities for 
real-life practice in critical social skills “on the fly”, or during 
brief time outs that you and the person that you are helping can 
carve out from the hustle and bustle of daily life. Our goal, 
when a person presents a problem, is simply to engage this 
person in as much practice in CPS as seems realistic, by guid-
ing him or her through one or more of the following steps: 

Encourage the person to explain the problem further: 

“Tell me what happened”. When the person mentions a prob-
lem, show interest, curiosity, and concern. Request more infor-
mation, without it sounding like an interrogation, by asking 
open-ended questions like “Tell me more about what hap-
pened” and “What did that feel like for you?” and “Where do 
you think she was coming from?” 

Listen to and acknowledge the person’s feelings about 

what happened: “You were hoping that she would…but it did-

n’t happen”. To get the other person to tell more about a prob-
lem, listen and respond at a feeling level, thereby showing that 
you care and understand her feelings. Regardless of whether 
you agree with the person’s take on why something has hap-
pened, you can show her that you heard and appreciate how she 
feels.  

Introduce and invite Collaborative Problem Solving: 
“Let’s think together about what you can do”: At this point, or 
perhaps elsewhere in the conversation, briefly explain what you 
are proposing to do, so that the person isn’t surprised or con-
fused when you turn the conversation into a problem-solving 
activity. Clearly, you cannot collaborate if the person is unin-
terested or is actively resisting thinking the situation through 
with you, but you may be able to reduce resistance by lubricat-
ing the machinery of collaboration. To do so 1) ask the person 
first “What do you think about the situation?” and use his 
thoughts as the launching pad for the discussion; 2) propose 
CPS by saying “This is a difficult situation. Maybe we can 
think together for just a minute about what to do;” 3) keep the 
problem-solving episode short, perhaps by limiting it to just 
one or two of the steps presented below; and 4) follow the per-
son’s lead by backing off for a while if he seems resistant and 
coming back to it later on, by asking what happened and 
whether there is still a problem. 

Encourage the person to consider goals before coming up 

with a solution: “How do you want this to turn out?”  The term 
“goal” can be defined as “Something you want to happen and 
that you are trying to get to happen.” Considering one’s goals 
can be extremely useful in pointing toward a positive solution, 
but this step may be foreign to the person with the problem. 
Socially skillful people consider their goals when trying to 
come up with solutions to social problems, but since they gen-
erally do this covertly, others may not be aware that they are 
doing this. Consequently, the idea of considering one’s goals in 
a social situation can seem alien to people with learning chal-
lenges, who in any event may not be comfortable with this 
more abstract and strategic aspect of social thinking. For this 
reason, I am offering three different approaches for introducing 

We all encounter at times people who 
seem to be floundering and seek our ad-
vice. As a psychologist who provides psy-
chotherapy to people with Asperger Syn-
drome (and/or other learning challenges), 

I frequently work with clients who are in situations where they 
don’t know what to do. Although I often experience the urge to 
“fix” their problems through advice-giving, I try to resist this 
urge and consider the client’s broader need for competence and 
self-sufficiency.   I remind myself that my advice is not likely to 
be taken, and moreover may be misinterpreted as bossing. So, 
instead of   offering advice, I strive to turn the situation into an 
opportunity to guide the client through practice in using his/her 
own problem-solving capabilities by using Collaborative Prob-
lem Solving (CPS). CPS is an approach that aims to empower a 
person to become more adept at solving life problems, includ-
ing interpersonal problems. In this article, I would like to share 
this alternative approach with other helping professionals, fam-
ily members, and friends of people with AS and other learning 
challenges. Let’s take the following example: 

 

Eleanor: For the second year in a row, my mother never called 

me or did any thing for my birthday. It’s eating away at me and 

I want to say something to her. 
 

Instead of offering advice to address the above problem, 
CPS involves coaching the other person to develop her own 
resources for solving interpersonal problems. The collaborator’s 
role is to provide helpful scaffolding, in the form of structure, 
prompts, and feedback, instead of just offering a solution. As an 
approach for helping others solve problems, Collaborative 
Problem Solving offers the following advantages: 
 

1. Responsibility rests with the person: In CPS, the person 
being helped retains responsibility for making the decision. 
Consequently, it promotes the development of self-reliance 
and using one’s own resources by weaning the person away 
from excessive dependence on others.  

2. The person practices critical skills: Through CPS, less ex-
perienced individuals get to practice the skills that they 
need to become more proficient problem solvers, thereby 
learning to “think on their feet” in social situations.  

3. The process leads to “person-centered” solutions: Because 
the person with the problem becomes an equal partner in 
the problem-solving process, the helpee’s perspective about 
what works and doesn’t work helps shape the solution. 
This, in turn, ensures that whatever solution emerges is 
likely to feel relevant and realistic for the person and there-
fore, worth trying. Not surprisingly, the resulting “person-
centered” solution often differs from the strategy that I 
would have recommended! 

4. Ownership of the solution leads to action: When the solu-
tion at the end of the CPS process comes in part from the 
person with the problem and is a product of her own reflec-
tion, it is more likely to “take” and be actually attempted in 
real life. 
 

Below are a series of steps that you can practice to become 
adept at CPS, with real life examples. As you follow through 
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“Let’s Think About This”: Collaborative Problem Solving with People with Asperger Syndrome 
 

by Jim Leffert, Ed.D. 
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idea?” and “What do you think will happen if you do this?” For 
example, Sam, who was concerned that his housemate was eat-
ing too much of the wrong foods, came up with diverse evalua-
tions for four potential strategies, including “He’ll say ‘I don’t 
want to change’”; “Pressure, that’s too pushy!”; “That’s less 
pushy”; and “He’ll say ‘Yes, we can do that!’”  

The step of evaluating potential solutions is often when the 
creative juices flow most freely and when you learn the most 
about what the other person is thinking. You may be surprised 
to find out that your partner’s opinion of various strategies dif-
fers from yours. She may think, that the a fairly forceful and 
assertive strategy that seems sensible to you is likely to cause 
friction (and this may be grounded in her experience with 
peers), or it may be that what sounds natural to you sounds arti-
ficial to her. Use your partner’s feedback about potential draw-
backs of suggested strategies to further “tweak” one of them, or 
even come up with an entirely different strategy that incorpo-
rates her reservations.  If you think that the person isn’t really 
considering the goals and likely outcomes, however, this could 
be the time to encourage the person again to consider them. 

Check if the person feels ready to try the strategy and help 

him prepare: “How hard will this be to do?” Ask, “How hard 
would this be for you to do: not hard at all, a little hard, or very 
hard?” or “How ready are you on a 1 to 10 scale (or a little 
ready or very ready) to try this?” If the answer is that it will be 
hard or that the person isn’t ready, ask “What can we do to help 
make it less hard when you have to do it (or help you feel more 
ready)?” and brainstorm about this. Also, you might ask,  
“What might happen in the real situation that would make it 
hard to try this?” To help the person feel more ready, do role 
playing and/or write the solution down on a card for the person 
to hold on to and practice with. Together you might also need to 
anticipate another party’s likely reaction to the chosen strategy 
and practice how to reply to it. For example, if a person tells his 
ex-girlfriend “What I need now is space”, he will need to pre-
pare himself to respond if, for example, she replies, “When will 
you be ready to be friends again?” 

Follow up to find out what happened and do more problem 

solving: “What happened? Why do you think that happened?” 

As a final step, ask the person later what happened with the 
problem. Don’t be surprised or annoyed if it turns out that the 
person didn’t try the solution that you came up with. There are 
many possible reasons for why this could have happened. Find-
ing out these reasons, which may be internal or external to the 
person, is an important part of the problem-solving process. 
You may find, for example, that the person may not have found 
an opportune time to try the solution, his self-confidence may 
have been shaky or he may have been too anxious or inexperi-
enced at expressing his desires clearly to take initiative, other 
emotions such as anger may have flooded him, or he may have 
been stymied by a peer’s maneuvers to dominate the interac-
tion.   

It’s also possible that the person had not previously articu-
lated a reservation that he had about the chosen solution, and 
therefore the previous Collaborative Problem Solving process 
was an incomplete one. Your subsequent conversation with the 
person provides you with the opportunity to tease out what the 
unspoken “catch” may have been and to reflect together on how 
best to respond to it. Other possible outcomes may be that the 
person tried an entirely different solution or that this situation 
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this step: 
 

1. The Direct Approach:  Ask “Let’s think about your goals in 
this situation. How do you want things to turn out at the 
end?” or “What would it look like if things turns out the 
way you want?” Your helpee may suggest one hoped-for 
outcome. For example, “I want my ex-girlfriend to under-
stand that I don’t want to be friends with her.” Since recog-
nizing and balancing multiple goals is a hallmark of com-
petent problem solving, encourage this young man to iden-
tify and consider a second goal, e.g.: “to keep her from 
feeling insulted and angry at me.” You can say, “You want 
(Goal #1) to happen, but do you think that (Goal #2) is also 
important ? 

2. Indirect Approach #1: Backwards from Strategies and An-

ticipated Consequences: If the person seems more at ease 
thinking about what he wants to do than reflecting on why 
he wants to do it, start with his idea(s) for solving the prob-
lem. Ask “What are you hoping will happen if you do 
that?” Then say “Sounds like that’s a goal that you have—
you want (put goal into words)”. If the person mentions 
only one (positive) consequence, and you want the person 
to be aware of an additional goal (i.e., avoiding negative 
fallout), ask “Is there anything else that might happen?” or 
“Is there anything that you think might go wrong if you 
(strategy idea)?” Then say, “I guess this is another goal 
that you have, you want (goal #1), but you also don’t want 
(additional consequence) to happen.” 

3. Indirect Approach #2: Backwards from Consequences in 
Actual Situations: When a person describes a situation in 
which the solution he tried didn’t work out, ask  “What 
were you hoping was going to happen?” and/or “What was 
the problem with (solution he tried)?” The answer will help 
to clarify the person’s goals, including any negative out-
comes that one of his goals might be to avoid. For example, 
because Alex was angry that members of a club he be-
longed to kept rejecting his suggestions, he made an emo-
tional outburst that irritated the other club members. Ask-
ing Alex why he did that and why he was unhappy with the 
resulting outcome helped Alex to express what his original 
goal was (which was to vent his feelings and get others to 
see that he was upset) and to realize that other goals (e.g., 
to keep from further alienating others) also mattered to 
him. 
 

Jointly generate a range of possible solutions: “Let’s see if 
we can come up with some ideas.” Now that the goals are clear, 
collaborate in generating a range of possible strategies to solve 
the problem. Include on the list obviously ineffective strategies, 
perhaps including strategies that are overly hostile or passive, 
strategies that are typical for this person, and any others that 
you think might be effective. In a situation in which Sam was 
concerned that his new housemate was eating large portions of 
unhealthy food, he and I generated a range of six possible 
strategies, including saying nothing about it, saying “I eat one 
hamburger, you should do that too!” asking “How about having 
one burger next time?” or asking instead, “Do you have any 
ideas about how to have more healthy meals?” 

Encourage the person to evaluate each potential solution: 

“What do you think will happen?” Restate the goals. For each 
strategy, ask questions such as: “Do you think this is a good 
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Eleanor does eventually try her chosen solution and reports 
later that it did open up a dialogue in which her mother reas-
sured her that she did care and heard how important it feels to 
Eleanor to hear from her on her birthday. However, it could 
easily have happened that when I asked Eleanor later how the 
chosen solution went, she might have responded that she 
“didn’t get a chance to try” the solution. If I ask Eleanor 
whether she is no longer upset about what happened with her 
mother or if it still bothers her, and she says the latter, then I 
might explore with Eleanor what is still are holding her back 
from calling, and what she thinks what will happen. Not sur-
prisingly, given Eleanor’s inexperience with diplomatic asser-
tiveness within her family. Eleanor might respond that she was 
still concerned that her mother will get mad at her. I might ask 
Eleanor what she planned on saying to her mother and then, 
what she thinks her mother might say in return and this might 
lead to further problem-solving and role playing in which Elea-
nor and I alternated playing the roles of Eleanor and her mother.  

I hope that this introduction to steps for CPS, and the illus-
tration of using some of these steps with Eleanor, will prove 
fruitful as you mentor people with learning challenges to de-
velop critical skills for negotiating interpersonal challenges. 
While this article points out the benefits of CPS, this is not to 
say that advice giving is never indicated.  However, CPS stimu-
lates growth and initiative in others, and therefore is an alterna-
tive approach worth cultivating. Suppressing the impulse to 
give advice is not easy. Moreover, treating the other person as 
your partner is a habit that you have to develop gradually and 
that your partner may have to get used to. Therefore, start small 
at the outset by inviting the person to tell you what she thinks 
and/or by suggesting that you think it through together and then 
introducing one or two of these steps at an opportune moment 
in your conversation. Although it may feel artificial at first, it is 
worth the effort to make Collaborative Problem Solving a part 
of your natural interaction. After all, every time that you help 
someone you care about to practice one or more of these steps, 
you are helping this person to move further along the path to 
greater self-sufficiency. 

 

Jim Leffert, Ed.D., is a licensed psychologist who has a 

clinical psychology practice in Cambridge and Framingham. 

Massachusetts. He previously conducted research regarding the 

social development of students with learning challenges at the 

Center for Social Development and Education at the University 

of Massachusetts Boston. 
 

Author’s Note: Research and theoretical work on social problem 
solving by Steven Asher and Kenneth Dodge, both currently at Duke 
University, and by Gary Siperstein, my mentor and research partner at 
the University of Massachusetts Boston, has stimulated the approach 
presented here. In addition, I am indebted to Mary Brady at the Univer-
sity of Massachusetts Boston, who collaborated with me on an earlier 
version of this approach designed for use by teachers. Research pub-
lished in 1986 by Elaine Castles and Carol Glass of Catholic Univer-
sity in Washington, D.C., first brought to my attention the potential of 
these skills for intervention with individuals with learning challenges. 
Linda Hickson and Ishita Khemka at Columbia University have also 
contributed to my thinking by providing a model of decision-making 
and by creating a curriculum for teaching decision-making skills. 
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was resolved through someone else’s actions.  
Of course, the person may have tried the solution and dis-

covered that it didn’t turn out as he had hoped. In such a case, 
following up in this way provides the two of you with the op-
portunity to consider why the solution didn’t work out and/or 
for you to commiserate with him about the rocky realities of the 
social world. 

Putting It All Together: Recall that Eleanor told me that she 
is distressed that her mother hadn’t sent her a card or called her 
to wish her a happy birthday. She adds that her mom had also 
neglected to contact her on her birthday the previous year. Be-
fore beginning to discuss how to solve the problem, I acknowl-
edge her hurt feelings: “It would have meant a lot to you if she 
had called or even sent a card.” I also encourage her to tell me 
more, in this case by asking if her mother usually does things 
like this. Eleanor tells me that her mom has an “issue” with 
birthdays: there was a fire at her home on her birthday when she 
was a child, and therefore she doesn¹t like to talk about her own 
or other peoples’ birthdays. 

Eleanor tells me that she wants to call her mother and talk 
to her about it. At this point, I ask her what her goals are, that is, 
what is she hoping to accomplish. Eleanor says: “So she can 
understand how much it hurt (me) not to hear from her and so 
she won’t act this way again.” Since I suspect that Eleanor 
might have more than just these goals, I ask her, “If you want to 
call her and your birthday was last weekend, how come you 
haven’t called her already?” Eleanor replies, “If I call and talk 
to her, I’m afraid that she’ll get mad at me!” This added infor-
mation enables me to expand the description of Eleanor’s goals. 
I say, “You are trying to get your mother to understand how you 
feel and to treat your birthday differently, but you also want to 
avoid getting into an argument with her.”  

At this point, Eleanor and I generate a number of potential 
solutions. I deliberately include two extreme strategies in the 
list to provide a healthy range of options to evaluate: “Don’t 
call or say anything,” or “Speak very directly and forcefully:  
‘How come you didn’t call me on my birthday? This isn’t how 
a caring mother should act!’” Other strategies that we come up 
with include asking her mother why she didn’t call, and saying 
that not hearing from her mother hurt Eleanor’s feelings. 

At this point I ask Eleanor to evaluate the possible solu-
tions by rating each solution for accomplishing her goals on a 1 
to 10 scale, with one being a definite “no-go” and ten being a 
solution that she is definitely ready to try. Eleanor gives every 
option a score of five or lower.  When I ask Eleanor to explain 
her reasons for each of these low ratings, it becomes clear that 
every strategy, even the fairly diplomatic yet assertive solution 
of explaining how she feels, seems to her likely to start an argu-
ment. This feedback leads us to think further to try to generate 
other strategies that would be more likely to accomplish all of 
the goals.  One idea that I put forward is to preface expressing 
her feelings with an empathetic comment such as, “I know that 
birthdays can be really hard for you, but…” and then express 
her feelings about the snub. Eleanor likes this strategy and gives 
it a higher rating than the others.  

Next, I ask Eleanor how comfortable does she feel actually 
giving this message to her mother and what would help her feel 
more prepared. This leads to role playing to increase Eleanor’s 
comfort level. I also write the solution down on an index card 
for Eleanor to take with her to do more practicing on her own. 
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AANE Plymouth County Teen Programs  
are funded through the generosity of the  

Edwin Phillips Foundation 

which has also for many years funded the  

Edwin Phillips Family Grant program at AANE. 
 

To find out about upcoming programs see www.aane.org/upcoming_events/events_plymouth_county.html  

or contact Catherine Mayes at 617-999-7639 or Catherine.Mayes@aane.org. 

Find the “pie story” and illustrated recipes from the cooking class on the AANE members’ web page! 

Catherine Mayes (in white apron) with some budding cooks Teens at beach party in Plymouth, MA making “moose ears.”  

 

Hi. Last Wednesday night my son, Ross Pergament (age 10 1/2) was pre-

sented with the Barnum Silver Medal along with a $750 award at the Ring-

ling Brother's Barnum and Bailey Circus in front of the entire audience. 

This honor is awarded to a kid who has used creative thinking to develop a 

solution to a pressing issue affecting their community. Ross made the kids in 

his class aware of his struggles with Asperger Syndrome and the bullying 

issues affecting kids in the schools. He decided on his own last year to take 

the podium in his classroom, not even telling me or his teachers of his plan. 

Before the teachers could stop him, he began to speak. I was told the kids’ 

attention was all on Ross. After his speech to the children on autism and 

explaining to the kids, “I am not an idiot, my brain just works differently 

than yours,” Ross' class gave him a standing ovation on their own. Ross 

then asked the kids to sign what he called an “Anti-Bullying Registration 

Act.” He approached the Principal, and spoke in front of the student council 

about the need for a program in the school to prevent bullying. Last year the 

Howe Manning School started a bead program and each child was awarded 

a bead not only for stopping bullying but if they included a child who was 

left out. Since that time, the Superintendent of Schools has started an Anti-

Bullying program which is made up of teachers and parents, which I now 

am involved in. I once read that the funny thing about autism is just when 

you expect your child to never do something, he will blow that expectation 

away. Ross has a frequent habit of doing just that. I believe it's his own little 

way of saying, “See mom, I can do it!” Last Thursday night, Ross attended 

the school committee meeting to present the check of $750. He wanted to 

write a speech, and worked very hard on it. He was so excited to be at the 

meeting, and not only did he do a great job speaking in front of the entire 

School Committee, but walked around the entire room showing off his medal. He even turned to the seats behind him and said, 

“For those of you who were behind me, I want to make sure you have a chance to see my medal too!” I want to thank AANE 

and Brenda Dater for helping me with my concerns as a parent of a kid with AS when needed. Ross was also so excited to see 

an article printed in the Boston Globe telling his story, and just yesterday he received another phone call from our local pa-

per. I am a firm believer that other kids should be aware of invisible disabilities such as AS. I am so proud of Ross for being 

so brave and finally take a stand. Jody Kipnis (Photo by Jody) 
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Congratulations to  
AANE member  

Kate Goldfield  

on the publication of  
her book! 

It’s available in paperback 

or by download at 

www.lulu.com. 
 

Kate also created the  
puzzle below. 

Artwork above by Abram Kelly 
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BARBARA D. JACKINS 
 

Attorney at Law 
 

Legal Planning for Special Needs 
 

♦ Special Needs Trusts 

♦ Guardianship 

♦ Public Benefits 

PHONE: (617) 489-6140 
 
FAX: (617) 484-0501 

SUITE 101 
385 CONCORD AVE. 
BELMONT, MA 02478 



 

 

 

AANE A+ Awards  
 

for Excellence in Teaching Students with AS 
 

See past winners, and nominate an Educator or educational 
team at www.aane.org.  

 

 

Do you need information, support, or referrals 

to meet the challenges of living with AS? 
 

Help is just one phone call away! 
 

617-393-3824 
 

Child, Teen, & Adult Information packets  
 

Workshops and support groups for parents  
 

Social Activities and Groups for Adults 
 

Support for Spouses/Partners 

 

New Groups Forming 
 

AANE is offering new groups for: 
 

♦ Partners of Individuals with Asperger Syndrome (AS) 
♦ Divorced from a Spouse with Asperger Syndrome:  Is-

sues of Co-Parenting 

♦ Individuals with Asperger Syndrome who are in rela-
tionships with someone who does not have AS 

 

Each group will hold 6 once-a-week sessions to provide 
mutual support and increased understanding about the effects 
of Asperger Syndrome on relationships. We will explore 
coping strategies, including ways to improve communication 
in couple relationships. The start date will be determined 
when enough people have signed up to begin a new group. 

Groups are led by social workers with knowledge of and 
experience with adults and couples affected by Asperger 
Syndrome. Group size will be between 5 and 10 participants. 
Meetings will take place in AANE’s Watertown office. The 
cost for all 6 sessions is $180 for AANE members and $230 
for non-members (includes cost of a new membership). For 
more information, please contact Grace Myhill, LICSW, at 
617-504-3116 or gmyhill@gmail.com. 
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ASSESSMENT • CONSULTATION • COUNSELING 
 

Elizabeth W. Goodell, Ph.D. 
Licensed Psychologist 

Neuropsychology 

The Appleton Building 
2 North Main St./P.O. Box 867 
Ipswich, MA  01938 

P: 978.356.3989 
F: 978.356.7382 

ewgoodell@msn.com 

Dandurand Award for Exceptional Effort 
 

Matt Dandurand died August 13, 2005 at the age of 16. 
His heart stopped, but his courageous spirit lives on 
through this award, presented at an annual seminar for 
teens and young adults. Nominate a teen living in Western  
Massachusetts, and see past winners, at www.aane.org. 

 

Dandurand Award for Teens  



 

 

Keep Dancing with me by Bess MacWilliams 

Dedicated to my older sister, Maddie, for being the only sibling I’d ever want. 
 

G bar      D    G           C7     C7  (twice) 
All I want is a specific how to 

Don’t doubt that it’s meant for only you 

It doesn’t require anything to say or do 

You know, all you gotta do is respect what I’ve been through 

And I know that you already do 

Love is no game, there’s a lot more to show 

Love is a pattern everyone should follow 

Together we follow it with outstanding beauty 

Even though we are an inch from fitting perfectly 

But we still love each other and it’s easy to see 

G bar                     D 
Dance, just keep dancing with me 

G bar                                   C7 

I really don’t care if it’s nice or neat 

G bar                 C7 

Doesn’t matter if you agree 

              A7                         C7 
Because all you have to do is stick to the beat 

I don’t enjoy watching you desperately cry 

It only makes me tense up and sigh 

It provokes my question why 

The world gets too harsh and dry 

G bar                     D 
Dance, just keep dancing with me 

G                                    C7 

I really don’t care if you move your feet 

G bar                            C7 

Nothing matters if it’s just you and me 

A7                       C7 
Together we can keep the beat 

What will happen through the time we grow? 

We will learn new things and I hope we’ll still know 

How important we are to one another 

How important it is that we still love each other 

Like we do today    May 29, 2009 
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Strive to succeed by Bess MacWilliams 

It takes so long for it to happen 

And you have to be so strong 

Everyone goes through it, the journey of their life 

I pray mine will be enjoyable and long 

Maybe someday I’ll be a wife 

Maybe one day, I’ll sing my kids this song 

And one day it really happened 

Maybe a day, maybe a year 

But I’ve had many epiphanies 

And people other than me have come over their largest fears 

I hope one day that I’ll see 

My bright future come near 

Don’t believe you will never be freed 

Just take life in as it comes 

Strive to succeed 

Do you want to enjoy yourself or not? 

Just ignore the things that make you feel untaught 

Make yourself at home in life and make yourself some friends 

You gotta enjoy life before it’s too late and it ends… 

Before it ends, before it ends, before it 

Don’t doubt that life will be difficult 

Don’t believe you will never be freed 

Just take life in as it comes 

Strive to succeed 

When you feel at your worst, just find the help you need 

And at any and all times, strive to succeed 
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Polyglot Dreams 

 

by H. M. Knight 

My deepest pleasure in life has always centered on under-
standing how languages work. My fondest fantasies envision me 
steeped in dozens of languages: exploring the intricacies of doz-
ens of grammars from Afrikaans and Albanian to Yiddish and 
Zulu, immersing myself in literature from all over the world, 
and hearing music in hundreds of tongues. My most satisfying 
memories are of times like those when I skipped from first-year 
college Russian to a third-year class conducted entirely in that 
language…or when Cantonese-speaking college students sought 
me out in the dining hall to practice their Mandarin (which I had 
at the time studied for just two years, without leaving the U.S.). 

These satisfactions began, prosaically enough, with junior 
high school Spanish. The public school curriculum in my home 
town had included weekly French lessons in fourth and fifth 
grades, but those involved no study of grammar or, indeed, any 
written materials at all. Focused on oral routines of songs, 
counting, colors, telling time, etc., these classes were enjoyable, 
but they imparted no active command of French or any idea of 
its structure. For a child whose favorite subject was English 
grammar, such limitations felt unsatisfying and patronizing. By 
sixth grade, I chafed to learn Latin, Classical Greek, and Old 
English, in order to access the original texts of Beowulf and 
classical philosophy. Alas, the seventh grade registration forms 
offered only a choice of Spanish, French, and German. I chose 
Spanish almost by default, since neither of the other languages 
seemed appealing. 

The first day of Spanish class with Ms. Dael Chapman will 
stand forever in my memory. Her first lesson—a mnemonic for 
Spanish vowels—was especially apt for beginners: “A e i o u – 
la vaca sabe mas que tu (the cow knows more than you)”. The 
textbook was full of snappy dialogues that lent themselves to 
easy memorization, while the grammatical explanations opened 
a wondrous new place for me to explore. After several weeks, it 
became apparent that I could master the material far faster than 
the pace of the class. To Ms. Chapman’s immense credit, she 
readily agreed to let me work independently during class time, 
in a room next to the language lab. At the end of the year, I had 
finished ninth-grade Spanish. 

By age 14, I was taking a double load of honors-level high 
school courses, including Spanish, French, Russian, Latin, and 
Hebrew. This momentum increased until I graduated from the 
University of Massachusetts magna cum laude at age 17, with a 
B.A. with Individual Concentration in Foreign Languages and 
Linguistics. Besides continuing my high school languages into 
college, I added Italian, Japanese, Mandarin, and Classical Chi-
nese, while also conducting graduate-level independent studies 
in linguistics. (For extracurricular fun, I wrote poetry in English, 
Spanish, French, and Italian.) The rewards of this diligence in-
cluded a National Science Foundation graduate fellowship for 
doctoral studies in linguistics at the University of California-
Berkeley, plus recognition in many newspapers and magazines. 
I planned and accomplished all of this without parental pushing 
or guidance from teachers. My mother was raising three children 
by herself on a near-poverty income, and while she generously 
gave me latitude to pursue my ambitions, she was never dis-
posed to advocate for me or to guide my educational plans. 

Unfortunately, my doctorate in linguistics was never to ma-

terialize. With undiagnosed, severe AS and Tourette’s com-
pounded by equally severe sensory problems, I left home for 
the first time a few days after my eighteenth birthday to live 
on my own 3,000 miles away. Thirty-two years ago, nobody 
ever informed me that I had disabilities, or that leaving home 
at eighteen—even for graduate school—could pose inordinate 
difficulties. No matter that I displayed the social skills of a 
nine-year-old at best, found eye contact intolerable, and could 
not make normal conversation.  

On top of that, Berkeley’s noisy, chaotic atmosphere was 
insufferable. In a state of agitation most of the time due to 
sensory overstimulation, I couldn’t concentrate or maintain 
any semblance of a normal sleep/wake schedule. I was too 
anxious to sit in classes, but did manage to give a talk at a 
national conference and publish several articles. Renting a 
room in a house of female undergraduates, I shocked house-
mates with my odd habits, including rocking, mumbling, and 
Tourette’s outbursts of thrashing around, bouncing on the 
floor, and shouting nonsense. When I sought help at the cam-
pus mental health service, the middle-aged psychologist I was 
assigned just sat like a wall, refusing to respond to anything I 
said to him, but also refusing to let me see someone else. I 
withdrew just before the end of the school year. The profes-
sors, even those who had initially welcomed me as a star stu-
dent, were glad to see me go. They perceived me variously as 
immature, a pest, or emotionally disturbed. 

While pleased to have my linguistic abilities recognized, I 
always considered my polyglossia as resulting from the choice 
to focus intensively on languages. So when one of my under-
graduate housemates in Berkeley told me she could never 
learn eleven languages like me, I replied, “Of course you 
can.” To which she retorted that I was arrogant. But, I thought 
to myself, she is an engineering major who spends her free 
time volunteering with handicapped children. She couldn’t 

expect to learn any languages from those pursuits. Why does 
she presume herself incapable of learning eleven, when she 

has never tried? 

After completing an M.A. in linguistics at Cornell Uni-
versity several years later—and still unaware of my disabili-
ties—I decided it was time to travel abroad. I anticipated a 
future full of world travel, as an independent scholar with 
expertise in several domains. For starters, I wanted to go to 
Hong Kong in order to understand Chinese culture, master the 
spoken Cantonese language, and find employment using my 
languages. Although I was already strong in Mandarin, my 
exposure to Cantonese was limited to grammatical studies, 
without cultivation of oral/aural proficiency. 

Arriving in Hong Kong at age 22, I was determined from 
the first moment to think in Cantonese and use it on every 
occasion, despite my initially poor pronunciation and minimal 
comprehension. No matter how frustrated, I kept insistently 
speaking it until, by the end of my three-month stay, I was 
expressing myself in comprehensible, grammatically correct 
Cantonese on any topic that arose. At the same time, however, 
my lack of cultural grounding led me to confuse language 
with culture. I assumed that learning to speak a language flu-
ently, and especially with perfect pronunciation, could be  
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tantamount to assuming a new ethnicity. At an intellectual 
level, of course, I “knew” otherwise, but the nuances of cul-
ture itself—any culture—eluded me for any practical pur-
poses. 

It eventually became obvious even to me that I was of-
fending people in three languages all over Hong Kong. With 
a profound lack of empathy back then, I lacked judgment 
about appropriate topics of conversation and showed insensi-
tivity to others’ feelings. Then too, Hong Kong is far noisier 
and more chaotic than Berkeley, California, so I was hope-
lessly over-stimulated, in a near-panic state much of the 
time. Fortunately, British visa restrictions precluded living 
there long-term, or finding employment as a foreigner. My 
demeanor and reactions throughout my visit were bizarre by 
any standard, and my concentration too disrupted for me to 
pursue any realistic course of study, employment, or even 
free-lance assignments. 

Some people believe language study is only worthwhile 
for people who intend to travel, or that languages can be 
learned in a worthwhile way only by living abroad. It is true 
that such exposure is essential for deep cross-cultural under-
standing, as required of anthropologists and literary transla-
tors, for example. However, for individuals who cannot tol-
erate radical changes of environment and may never feel at 
home even in their own native culture, such benefits are 
moot. After the arduous experience in Hong Kong, I decided 
that I would never again venture abroad. 

One common myth about polyglots is that they are ready 
to pull any language out of their hat at any time, with fluency 
and poise. In reality, people can learn languages in different 
ways and for different purposes, some of which may contrib-
ute little to spoken fluency. As a teenager, I felt motivated to 
speak some modern languages. With these, I worked hard 
from day one to cultivate a good pronunciation, sometimes 
attaining native-like results. Certain other languages at first 
attracted me only for grammatical study, and so I avoided the 
language lab and conversational opportunities. But even with 
these languages, the grammatical foundation provided an 
advantage in cultivating spoken proficiency later, if I so de-
sired. In college my Russian classes taught me to read, com-
pose essays, and understand lectures on grammar, but never 
developed my conversational skills beyond an elementary 
level.  

In my mid thirties, during a transitional period that gave 
me several months of free time, I decided to challenge my 
language learning skills to their maximum. I designed a 
schedule of study that would allow me to progress in 35 lan-
guages at once. From Monday through Friday, I spent ten 
hours per day studying the grammars of twenty languages 
(each for half an hour daily). Then on Saturday and Sunday I 
would devote seven or eight hours daily to an hour of read-
ing literature in different languages. This allowed me to prac-
tice an additional fifteen, for a total of 35. I kept this regimen 
for at least six months, during which time I completed a 
course in Old English, read a number of books in Chinese, 
French, Hebrew, Dutch, German, etc., learned the Arabic 
alphabet with some elementary classical grammar, and 
gained a foundation in a number of other languages. 

The effects of this immersion became apparent toward 
the end of the experiment, when I rented a 90-minute Ice-

landic video with English subtitles. I had no previous expo-
sure to the Icelandic language, but wanted to learn about 
Iceland. This video was a comedy, involving interpersonal 
hijinks among a group of housemates. Throughout my life, 
probably due to AS, I have found it impossible to compre-
hend television shows and movies with complex interper-
sonal subtexts or numerous characters. Not only is it difficult 
for me to recognize faces of the same characters from scene 
to scene, but I simply cannot follow the intricacies of the 
human interactions on-screen. Predictably, fifteen minutes 
into this Icelandic movie, I completely lost grasp of the plot. 
However, the language—which had sounded like gobbledy-
gook at first—began arranging itself into distinct syllables 
and then into words. Following the English subtitles, I began 
making sense of more and more of the conversation in this 
language I was hearing for the first time. By the end, my 
mind was formulating responses in Icelandic to what I was 
seeing (not as parts of a coherent plot, but as individual 
scenes). While unable to make sense of the movie, I was able 
to make sense of the language with an unexpected speed.  

Today, aware of the cultural loading of interactions, I 
am disinclined to speak foreign languages at all. The world 
justifiably expects more decorum of a middle-aged person 
than of someone aged fifteen or twenty-five. It is agonizing 
to think of the potential for hurting others or bringing con-
tempt upon myself when operating within domains full of 
invisible booby traps that I will never learn to spot reliably. 
Even in speaking English, I am wary of dealing with strang-
ers, due to disastrous experiences of misunderstanding and 
mistreatment. Yet I remain happy with my music from all 
over the world, and the knowledge that my mind can access 
the keys to information I might wish to obtain in any lan-
guage. It remains a source of pride to have challenged myself 
in so many ways, to have reached out in so many languages 
in so many directions. Amid all the blunders, I have used my 
languages to help immigrants in medical emergencies, to 
gather information in private investigations, to earn money 
translating documents, and for other positive purposes. 
 
H. M. Knight is a researcher and writer living in Western 

Massachusetts. 
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bike and tell CarolAnn all about students who let balloons go and 
how much fun it is to discover my first balloon from one of these 
projects. 

I love biking so much. It is frightening, exciting, wind-filled, 

noise, overwhelming bliss. Total environmental engagement! I 

have never seen so much, heard so much, vibrated so much! I dis-

like riding two up, in back, not being in control of my sense of bal-

ance, trusting the driver to be poised and in control. One reason 

we became a couple is Christopher’s spontaneous and spirited 

behavior. I am enthralled and frightened by how vibrant he is. I am 

timorous, and hiding. I prefer my books and music, my collections 

and cat. I would prefer to be a hermit. He has changed that. 

We’re sitting on top of a cliff overlooking the Merrimack 
River outside Saint Louis. I wash CarolAnn’s feet to show her I am 
her servant. I’m willing to die for her. I suspect she is dying from 
embarrassment! She does not respond readily to touch. The spring 
evening is warm. It is Easter. The most sacred tradition of our 
Christian heritage draws us closer together. She is beautiful, her 
heart, her mind, her spirit. Sitting in the van we talked and talked 
and talked for hours—well, she mostly listened—but tonight we 
are filled with silence. She glows in silence, connected to her inner 
thoughts. How can someone be so still, so quiet, yet so alive? 

Christopher loves to talk. He tells me about events and infor-

mation and I laugh. Yet he is happy in silence, my realm. I never 

have to LOOK at him. I can see him clearly at my periphery. We 

are content sitting, looking at sky, clouds, and trees—listening to 

the song of the river and bird song. A few days later I am cleaning 

the closet. A hat falls out, bouncing off my nose. I recognize it. I 

worked in a store, and this cheerful guy comes in with a beat up 

flat-brimmed cowboy hat. I love hats. I wear hats and bandanas all 

the time. The feel on my head helps me stay calm and focused. “I 

love your hat.” He snatched the hat off his head and plunked it on 

mine. We made eye contact. His eyes had so many stars sparkling 

in them. That hat! I had met Chris and loved him long before the 

garden party and the talks in the old van. I fell in love with a hat 

and twinkling stars that reminded me of my favorite constellations, 

of the night sky and my longing for HOME. 

“I now am happy to present Mr. and Mrs. White Eagle.” The 
minister shouts this introduction with enthusiasm. The throne room 
theme from Star Wars begins. CarolAnn and I walk up the hill to a 
standing ovation. Two-hundred people have come to celebrate this 
special day. I am really, really, happy. CarolAnn looks fabulous, 
radiant. She sewed our wedding garments—mine is white buck-
skin, hers a white Middle Eastern costume. The two have become 
one. Christopher Mark Edscorn and CarolAnn Theresa Sordillo are 
a new being. A new name is needed. We choose White Eagle, to 
ascend into the future, healing and helping the world. 

Words are incredibly important. It is why I read dictionaries, 

and part of how I learned to converse. Words are central to rela-

tionships. Christopher understands this—not many people do. Our 

new name is about soaring above the mundane and embracing new 

flights of creation. It is not about renouncing our parents. It is 

about flying in so much love that wings eclipse feet. We keep this 

new name for 12 years, when legal activity requires returning to 

his family name. I am sad. Someday, we will be White Eagles 

again. Words are so incredibly important! 

I’m a Tigger, always hopeful, always bouncing through life. 
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Quirky. Weird. Rude. Arrogant. Stupid. 

These are words tossed at me by people 

who do not know me well—and sometimes 

by folk who think they know me. They are 

hurtful words and often inaccurate. Being 

diagnosed in 1995 at age 41 with Asper-

ger’s Syndrome sent me on a new adven-

ture of self-discovery and acceptance. I find it humbling that 

my partner, friend and lover has always accepted me, and 

always enjoyed the quirks. I needed that diagnosis. Christo-

pher did not. 

I finish reading the AANE Journal. There are groups for 

people living with persons with Asperger Syndrome. I look at 

my husband of 28 years. I ask “Do you want to go to a sup-

port group?  Are you ever sad or angry about our relation-

ship?” He looks at me with those eyes and smiles with that 

smile. “I love you just the way you are.” 
 

Christopher 

A garden party! I’ve never been to one of those. It’s a 
chance to find people to come to the Saint Louis New World’s 
Fair I am developing, a gathering of eastern religion and New 
Age enthusiasts working toward world peace. I recently stud-
ied the symbolism of colors and at this garden party was a 
young woman wearing turquoise and lavender. I ask, “Did you 
know that the colors you're wearing are symbolic?” She says 
yes, but I missed her acerbic tone. She clearly was not con-
nected with this group. CarolAnn did not engage in the chat-
ting, the schmoozing. She strolled the grounds, lingered near 
the garden. She scrutinized the lush banquet and methodically 
lined up food and colors on her plate. She had been trying to 
put together a New Age Art Festival. When I asked her to help 
with my project, she agreed. She was taken aback that I was 
already doing it. I was just happy she was interested in partici-
pating. 
 

CarolAnn 
I come to the garden party with an elder friend and be-

cause the food is free. I am dating a film producer and the 

excitable bearded man is annoying. He makes obvious com-

ments, naïve comments, and metaphorical comments. I agree 

to be a part of his New World’s Fair for two reasons: having 

a partner cuts my work in half, and maybe he would stop chat-

tering at me. There are just too many people, too many colors, 

and too many food choices. The flower garden is peaceful. I 

spend three hours wishing to go back to my studio apartment 

and cat. 

We are engaged and traveling to visit friends in Chicago, 
CarolAnn sitting behind me on the old Honda 350. She is both 
petrified and joyous to be with me on the motorcycle. Cruising 
on the interstate I spot a balloon in the middle of a mowed 
cornfield. I am very excited. Could it be a balloon let go by 
some grade school student, with a message attached, hoping 
someone would find it and write back to them? I signal to 
CarolAnn and pull over. I hop off the bike while CarolAnn 
watches, wondering what the heck I am doing. I jump the wire 
fence and run through the mowed corn field. I pick up the 
balloon—it is exactly what I hoped! I scamper back to the 

 
Married, to Asperger’s 

 

by Christopher Mark Edscorn and CarolAnn Edscorn 



 

 

CarolAnn is pregnant with our fifth child. We’re very happy. 
Three months now, but today she is not feeling very well. She 
comes out of the bathroom, tears on her face. “We’ve lost her,” 
she says: a miscarriage. We cry. I wonder: How can she deal 
with this loss, with these overwhelming feelings? A priest friend 
is down the street at a baseball game at the park. He comes to our 
home and comforts us. He reminds us that our child is in heaven, 
a prayer warrior, there to support us, our family. Is this a sad 
memory or a bittersweet one? I’m not sure. I want to touch her, 
hold her, but she has gone inside. Only her keening escapes. 

Growing up I never dreamed of marriage or of having chil-

dren. Christopher introduced me to a world of spelunking, div-

ing, hiking mountains and motorcycling—all activities I could 

not imagine doing. With Christopher I touch the world, interact 
with people and learn that stars and Nature are not the only 

wondrous inspirations about me. When our first child is born I 

cannot imagine loving anyone more, an overwhelming and over-

powering love. We eventually have a daughter, another three 

sons, and life is full. With this pregnancy I hoped for another 

daughter. She left me. I still cry. We named her Joy. 

My wife is one of the most wonderful people I’ve ever 
known. It is not easy to live with AS. It’s taken many years to 
learn to keep my mouth shut, to not finish her sentences, to sim-
ply wait. It’s been worth the effort. My wife can synthesize the 
fifteen books she’s read in the past week and provide a concise 
summary of the essential information on the selected topic that is 
insightful and geared perfectly to the person with whom she is 
sharing the information. She’s compassionate, helpful, and kind. 
Life for her is hard, but I’m so grateful to be a partner in sharing 
our gifts with our world. I would not have chosen differently. 

I lose words. He waits. I am physically overcome from sen-

sory overload, shying away from touch. He respects. He chatters 

about work, about maps, about life. I struggle to listen, to stay 

connected and focused. Emotions swamp me. He simplifies. He 

makes eye contact. I lose my fear. We are married, with Asper-

ger’s. 
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A History of Autism by Adam Feinstein 
 

Book Review by Lydia Marie XinZhen Brown 
 

What is autism? If you ask ten different people, you might receive 
five different explanations – and five “I don’t know” responses. 
Those of us intimately familiar with the autism spectrum often have 
more questions than answers. I have met many parents, spectrumites, 
and teachers who have absolutely no idea about the history of autism. 
A few decades ago, “autistic” meant a child who could not speak and 
who would live in an institution for the rest of his or her life. Before 
that? Does anyone even remember the days before autism entered our 
vocabulary? Or the myriad controversies since its addition hereto? 

A meticulously researched, comprehensive volume, Adam Fein-
stein’s A History of Autism is a must-read for professionals, research-
ers, and members of both the autism community and the general pub-
lic who want to better understand how we came to our present under-
standing and definition of autism. I first read this text when it was 
released early this summer, as background research for a yearlong 
research project on autistic characters in literature. Hoping to connect 
the changing literary representation of autistic characters with the 
socio-cultural aspects of autism’s history, Feinstein’s text offered the 
perfect introduction replete with all the details necessary to satisfy 
this Aspie’s intellectual curiosity.  

Feinstein offers one of the first truly comprehensive overviews of 
the history of autism research – from studies on so-called childhood 
schizophrenia through Leo Kanner and Hans Asperger’s work – cul-
minating with a discussion of the projected future of autism research. 
He interviewed dozens of researchers and prominent autistic people 
in several countries, in addition to consulting numerous primary 
sources to compile this authoritative text. Feinstein traces the condi-
tion from before it was known as autism through the present day, and 
in so doing, methodically dissects both the parental blame hysteria 
that gripped the 1980s and the explosion of autism awareness and 
controversy in the twenty-first century.  

In discussing the changing theories of causation and therapy over 
the course of several decades, Feinstein presents a well-balanced 
consideration of some fairly controversial issues, including shock 
aversive therapy (as espoused by Ivar Lovaas), the infamous 
“refrigerator mother” theory (as espoused by Bruno Bettelheim), the 
MMR vaccine causation hypothesis (as espoused by the since dis-
credited Andrew Wakefield), and the neurodiversity movement (as 
espoused by Ari Ne’eman and Jim Sinclair). He details the rise of 
parental organizations and autism associations as we know them to-
day as a response to Bettelheim’s scathing – and misguided – criti-
cism of parents.  

Feinstein explores the two most prevalent educational theories – 
Dr. Eric Schopler’s holistic TEACCH method, used in certain dedi-
cated schools today, and Ivar Lovaas’s behavioral approach, most 
noted for its use of aversive therapy. He discusses the various diag-
nostic tools and standardized assessments that are still used by to-
day’s clinicians, as well as detailing their development. And while 
Feinstein often quotes the opinions of individuals he has interviewed 
or read (per the subtitle of his work), he is careful to include the fac-
tual basis, or lack thereof, for all opinions presented throughout.  

I absolutely recommend this book to anyone with an interest in 
the autism spectrum. While careful not to espouse any particular ide-
ology, Feinstein’s work will afford readers a deeper understanding of 
the controversies surrounding the autism community today as well as 
of autism as a label itself – perhaps through understanding, readers 
will develop empathy rather than pity for their autistic peers.  

 
Lydia Marie XinZhen Brown is a senior at Lexington Christian 

Academy. She belongs to the Autistic Self-Advocacy Network and the 

Autism Women’s Network. She was diagnosed with Asperger       

Syndrome in 2006. 
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Hi all, I usually just read along and marvel at all the wisdom, strength 
and support found in your postings. On many tough days I found that 
after reading, I don't feel as sad or worried. So... I'm sharing my good 
news to spread more hope around to you. Yesterday, I watched my 14 
y.o. son with AS/ADHD walk across the stage to accept his 8th grade 
certificate. He made it through honors classes with a 504 getting all Bs 
and one A. Believe me, we contended with a few meltdowns, lost as-
signments, illegible handwriting, multiple projects due around the 
same time, and lots of peer drama. We also had great teachers who 
kept in email contact, actually followed the 504, and made some great 
suggestions to better transfer him to the high school next year. This 
year, he consented to buying and wearing jeans, walked barefoot in 
grass (but only once). He's trying more food and finding he likes a lot 
of it, and just got a different haircut for the first time since 3rd grade 
(but we are kinda still dealing with some stress this brought on). He 
told 5 friends (all girls) he has AS and all but one have been accepting 
of this and his “quirks.” X-Box live has opened up new friendships 
with boys who go to his school. He had some minor roles in 2 school 
plays and even got invited to a graduation party. How I worried we 
would have a repeat of the last day of elementary school when most of 
the class went to a classmate's house and we went home. Individual 
therapy, group therapy, social skills group...you all know the drill. So 
the next time I'm feeling down (and there will be a next time) I'll re-
member this. I am a good mother. I do enough, I have hope for my son 
today. J.L. 
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more time and with some inner-struggle (because changing 
your mind is very hard if you are Scott) accepted the offer. It 
turned out that this was the greatest, most wonderful outcome 
that could have happened.  Why?   

Factor 1:  Proximity.  Having Scott at school 10 minutes 
from home has been a huge help in transitioning him to col-
lege. There are two main reasons for this. First, it turns out 
being social and immersed with peers 24 hours a day is ex-
hausting if you have AS. He has to work really, really hard 
during his free time—harder really than in the structured time 
of classes and labs. The kid needs a break! When he calls us, 
we pick him up and take him home. He spends some time with 
our dog, maybe takes a nap in his own bed, and eats an enor-
mous home-cooked meal. Sometimes he sleeps over, some-
times not. He re-centers himself and is ready to return. 

Second, I function as Scott’s external executive function. 
We did not fully understand this when Scott was in high 
school—but he had not really learned to study. We thought he 
had. After all, he was getting A’s and his inclusion facilitator 
was working with him 4 periods a week. But, in reality, he was 
just really smart and had a great memory. He retained the mate-
rial enough to just sort of read through the chapters and then 
ace the exam. In college, as it turns out, surrounded by equally 
brilliant peers and much harder curriculum, he struggled for the 
first time academically. He had to learn to study for tests, get 
his homework and papers done and his lab results analyzed. 
There are people at school to help with this but he did not want 
to use them. For whatever reason, he did not like making ap-
pointments with the disability coordinator, who, by the way, 
was open and willing to work with him on this. I continue to 
work with him even more than I had in high school, helping 
him to organize his work, get his thoughts down on paper, 
schedule his studying and manage his time. He has been open 
to learning these skills and this has been a positive, if painstak-
ing, process that I could not have done if he were farther away. 
I still provide significant support, but he made huge improve-
ments in the first two years of college.  

Factor 2: Culture and environment. When we visited 
schools during the pre-application college road trips and again 
after acceptance, we were struck by the incredible differences 
between schools in similar locations with identical student aca-
demic profiles. My son realized he needed an intellectual envi-
ronment, where students discussed what they were learning in 
their classes or events in the news. He could not survive in a 
party school or in a school dominated by athletics and varsity 
clubs. He is not up on pop culture and certainly not athletics or 
being cool. So we made sure to eat lunch in the student dining 
hall, look at the kids, and eavesdrop on conversations. Were 
they talking about parties, drinking and clothes or about poli-
tics? We made sure to choose a school with little fraternity 
focus but lots of special interest clubs. Brandeis has something 
like 125 official clubs. For example, Scott has joined the swing 
dancing club (explaining to his incredulous parents that that’s 
where the girls are), and BORG club where members read and 
discuss works of science fiction and fantasy. He also joined the 
Hillel which has been welcoming and familiar and was invited 

Hello. I appreciate the opportunity to talk today and share 
some of my experience about the college transition process as 
well as some lessons learned along the way. I guess I should say 
here at the outset that I am not just an AANE employee but I am 
also a satisfied customer with a 20 year old son with AS. 

My son, Scott, is a junior at Brandeis University but is cur-
rently doing a semester abroad in Africa. This is his life’s dream; 
he wants to study animal behavior, which he calls ethology. He 
is living in a field station in northern Tanzania in a hut with no 
electricity or running water studying principles of wildlife man-
agement. So far, he is doing just fine. Well, I think he is doing 
fine. I get an occasional email that is a reply to one of the long, 
heartfelt, messages I write to him every night. His replies are one 
word answers inserted where I have asked a direct question like, 
“Have you been taking your malaria pills?” (“Yes”) or “Have 
you seen any wild animals close up?” (“Lions”). My husband 
reminds me every couple of days that the program would cer-
tainly call us if he was eaten by one of the lions or had fallen ill 
with malaria. And I am sure they would. However, I am equally 
sure they will not call if all the other kids exclude him, if he is 
stressed about keeping up with the workload, if he has lost all his 
stuff because he forgot to put it away, or if he hasn’t eaten any-
thing but rice because he is afraid of getting some parasite he 
read about on the internet. I just have to worry. But this is essen-
tial quandary for parents of college students: What is the parent’s 
responsibility and what is the adult child’s responsibility? I fer-
vently wish for an email or a Skype for reassurance but I can’t 
micro-manage or grill my son if I get an opening. He needs to be 
independent and I need to let that happen.  

So I am going to back up a little and work through with you 
how we got to him in Africa and me imagining dengue fever and 
tsetse flies. Scott was diagnosed at age 5 with AS. He was in an 
inclusion program in our public school system through elemen-
tary school, and then in an integrated program for middle school 
and high school. He was intellectually very strong but had some 
significant deficits in the areas of executive function, social 
skills and theory of mind. He also has dysgraphia and, oddly, has 
no sense of smell. He was successful in high school with good 
grades and high levels of involvement in the school community. 
He was, for example, elected to serve on the student council and 
participated in the science club.  e had nearly perfect SATs. 
However, he never really had a friend or was invited to a party 
or even a movie by another child. His cell phone never rang and 
weekends loomed long and lonely. 

Scott applied to nine colleges: three reach, three ballpark, 
and three safe. We chose these schools from a list narrowed by 
size, location, grades, scores and whether they had support ser-
vices for students with disabilities. We also visited many schools 
and rejected some outright based on the feeling we got during 
the visit. Unscientific, but this was really important. His essay 
was about animal behavior, Temple Grandin, and having autism. 
He got into most of his ballpark and all of his safe schools and 
was waitlisted at Brandeis.  He revisited three campuses with a 
clear focus on what he was looking for and chose a great school. 
He seemed satisfied. However, after all the acceptances were 
official, Brandeis called and offered him a spot. He visited one 

Michelle Alkon, AANE Coordinator of Adult Services 

gave this talk at our fall “Perspectives on College Life” panel presentation—an annual event. 
See and hear all the speakers on the video page at www.aane.org.  
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to participate in an interracial retreat to promote campus har-
mony. He contributed to the satirical newspaper and tried 
throwing pots in the pottery club.  My point is that none of 
these are varsity clubs; they are all newcomers looking to try 
something interesting and make informal connections. 

Another important part of the culture is to see how preva-
lent single rooms are. For my son and many other kids with 
AS, it is essential that he have a single. I know you think your 
kid is, but really, Scott is the world’s messiest human. Also, 
he can be pretty annoying. He talks and talks and talks until 
someone tells him “enough.” His study habits are unique: he 
needs the TV on and he does not like music playing. He 
sleeps at odd hours. He laughs out loud at the TV and at com-
ments on his internet forums. But beyond this, he needs a 
place where he can relax and not have to concentrate on being 
social. The potential downside of a single room is isolation. 
Without a roommate, there is no forced buddy to do things 
with, particularly as a freshman. However, if you are in a 
school where many of the rooms are singles or in suites, that 
odd man out thing ceases to be an issue. 

So what can I tell you to do that I did not do? There are a 
couple of important things that I would have done differently. 
For one thing, in high school, I would have made my son read 
every single word of his IEP. He did not really understand the 
breadth of his disability and the efforts that were being made 
to support him so that he could be successful. He knew he had 
AS and had trouble with some things, but did not understand 
the degree to which people were providing continuous support 
and accommodations to him. He thought he would be OK if 
he just got extra time on his tests. He now knows what accom-
modations are required for him to be successful and can sort-
of advocate for himself to professors and classmates. I should 
have made sure he could describe his strengths and weak-
nesses and articulate clearly how people around him could 
help him to be successful. For example, he can now tell peo-
ple, “If I talk too much and I am annoying you, you can just 
tell me to shut up. I won’t be offended if you do and I guaran-
tee I won’t know if you don’t.” Self awareness is imperative. 
Asking for help to the right person at the right time is a real 
skill. Instead of sweeping and smoothing the path before him, 
I should have been compulsive about making sure he could 
recognize clues and cues himself.  

Finally, the other lesson I have learned is the advice I 
started with- try to reach a balance that allows you to protect 
your child while letting the college student be an adult.  Be 
sure he knows you are there for support but let him come to 
you.  I do not mean that you should let the little bird fly free.  
After all, he has Asperger syndrome and is only 18 years old.  
But you need to let the rope out a little more than feels com-
fortable for you.  I spend a lot of time with my son.  Way 
more than my friends spend with their typical college sons.  
But this is the balance that feels right to my son, if not to me.  
I have discovered that he won’t learn to do something if I do it 
for him.  I want him to be competent and confident and capa-
ble and independent. It may take him extra time to get there 
but it did get him to Africa and, hopefully, will get him home. 
 

Addendum: After a series of emails from his worried mother, 
begging for some news, Scott sent this email.  It shows both 

the wonder of his experience as well as his theory of mind 

challenges as he clearly did not understand how to alleviate ma-

ternal concern! I have inserted translations for the Swahili since 

we had to look it up! We have advised Scott to wear socks to bed 

or use his sewing kit.  
 

This morning, the askaris [guards] found a black mamba in the 
bags the kitchen stores its food in. It's raining hard here as of two 
hours ago. When we got here, there were bats chilling in the 
chumba [dining/lecture hall] every night, but they haven't been 
seen for a few nights. My days of being Batman are over :( I saw 
zebras and twigas [giraffes] while on foot yesterday. My group 
walked toward them until they started moving away to keep dis-
tance constant. Oh yeah, the fence is back up. Did I tell you it 
was down? The staff had to chase an elephant out of camp the 
day before we got here. The day after we got here, baboons came 
through. Also, my mosquito net is full of holes, so I keep getting 
bites on my feet.  

Art by Alex Karnes, who won a Gold Key, the top prize in the Boston 

Globe Scholastic Art and Writing competition for the piece shown above 

“Airships in the Fog.”  At the national level he won the Silver Medal and 

was granted a full scholarship to attend the Mass Art Summer Intensive 

Program for 2010. Below, his piece “Save Our Steam.” 
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Focusing on Social Communicative Competency 

to Help Students with Asperger Syndrome Lead Independent Lives 
 

by Catherine Sullivan-DeCarlo, Vice President, Admissions and Marketing, Chapel Haven 

Many people with Asperger Syndrome 
(AS) who graduate from high school are not 
ready to face the challenges of college or 
the workplace.  
 

♦ They may not have received effective or sufficient social 
skills instruction and coaching to ensure that they will be 
able to get along and communicate effectively with other 
people in a college or workplace setting. 

♦ They may not have received substantial transition services 
in their high schools, leaving them unprepared to manage 
the practical responsibilities of adulthood, such as manag-
ing one’s own household, personal finances, or health care. 

♦ They may have poor executive functioning skills, making 
it hard for them to manage their lives independently. 

♦ They may feel anxious or fearful, or lack confidence in 
their ability to cope on their own. 

♦ They may have limited awareness of their own challenges, 
strengths, and preferences, making it hard to select suit-
able, realistic options for post-secondary education and 
employment.  

 

Such young adults have fallen through a gap in our educa-
tional and societal system, into a kind of limbo. They are not 
yet ready for college or employment. They need extra time to 
grow up and to learn more survival skills; yet they don’t want 
to continue to live with their parents. Where can they go, and 
what can they do? How can they take the next step forward 
with their lives? Where can they learn the skills they need, tak-
ing a giant step toward independence, and yet receiving care-
fully calibrated levels of instruction and support? 

Chapel Haven was founded in 1972 in New Haven, Con-
necticut, with a mission of teaching adults with cognitive dis-
abilities and social disabilities to live independent and produc-
tive lives. In 2005, we decided to create the Asperger’s Syn-
drome Adult Transition (ASAT) program, specifically in order 
to meet the unique needs of young adults with AS who might 
otherwise be stuck at home with no viable options. To ensure 
that ASAT would really meet the needs of young adults with 
AS, we created the program in conjunction with the Yale Child 
Study Center; Fred R. Volkmar M.D. and Ami Klin, Ph.D. re-
main active members of our advisory board. Dr. Ruth B. Eren, 
who chairs the special education department at Southern Con-
necticut State University, helped write the curriculum and is a 
key advisor, along with Michelle Garcia Winner, MA, CCC-
SLP. 

ASAT is a two-year residential program based in a self-
contained apartment building, housing each participant in a 
private bedroom. Weekly house meetings address domestic 
responsibilities, meal preparation, social engagements, shop-
ping for food, community involvement, personal appointments, 
work and school schedules, and planned free time. After com-
pleting the ASAT curriculum, some students move to their own 
apartments in the Greater New Haven Community, and may 
opt to receive assistance from the ASAT Community Support 
Program for a minimum period of one year. 

To measure a student’s progress, Chapel Haven uses an 
assessment tool created in-house that measures dozens of vari-
ables in the four domains of social communicative competency, 
self determination, independent living skills, and career and vo-
cational preparation. The assessment tool helps staff at Chapel 
Haven establish baseline data. We then continue to measure pro-
gress throughout the 24 month program in regular meetings with 
staff, student and parents, at intervals of 45 days, six months, 
one year, 18 months and two years. The assessment tool is 
highly detailed. In just the social communicative competency 
component alone, staffers use 50 different criteria to measure 
student growth, ranging from “States the main idea of presented 
explanations” to “Initiates conversation by using appropriate 
nonverbal and verbal communication.” For each criterion, stu-
dent progress is tracked in four settings: the social realm, the 
apartment, out in the community, and workplace or college. 
 

Fostering Social Communicative Competence 
 

In attempting to build independent lives, a major stum-
bling block for many young adults with AS is their poor social 
skills, including an inability to recognize nonverbal cues such as 
facial expressions and gestures, or to navigate the social norms 
of behavior and conversation. “Struggles with social communi-
cative competence (SCC) is the core of the disability for stu-
dents with Asperger’s,” notes Virginia Hodge, CCC-SLP, Direc-
tor of Chapel Haven’s ASAT program and a certified speech/
language pathologist. “A student who can’t cook dinner can still 
get take-out food. But a student who has difficulty interacting 
will see an effect in every part of his or her life.” Consequently, 
ASAT makes it a high priority to help students become compe-
tent in social communication. 

In the ASAT program, both certified speech/language 
pathologists and other staff trained in the complexities of AS 
work with students to improve their social skills. Students learn 
and practice interpreting facial expressions and gestures, engag-
ing in reciprocal conversations, and appreciating another per-
son’s point of view. The training ranges from practice in picking 
up the phone and making a social plan, to role playing, videotap-
ing, and reviewing practice job interviews. Students are coached 
in speech clarity, speed, phrasing, correct use of formal and in-
formal language, figurative language, and irony. Then, with the 
help of staff, students practice these skills in natural settings, 
learning, for example, how to speak up in a college-level class, 
or how to negotiate with a roommate. In the process, their confi-
dence grows. 

Chapel Haven advisor Dr. Fred Volkmar calls ASAT’s 
focus on teaching skills and supporting their practice in real life 
settings unique. “There are very few programs that focus on the 
needs of individuals with social disabilities. It is clear that lack 
of ‘real world’ or adaptive skills is a major obstacle for many 
individuals being able to successfully make it on their own. 
Chapel Haven has a strong developmental focus with realistic 
expectations to hone in on these needs.” 
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Self-Determination, Independence, and Work-readiness 

 

Although Social Communicative Competency is the 
keystone of the ASAT program, the curriculum has additional 
important areas. 

 

1. Self Determination includes a variety of personal and 
inter-personal coping skills. 
♦ We guide students to identify their own emotions, 

needs, interests, and values, and to cultivate the ability 
to assertively and respectfully communicate their own 
wants, needs, and rights to others. 

♦ We guide students to become more aware of their indi-
vidual strengths and weaknesses. They develop self-
respect and confidence by learning to set and achieve 
realistic, concrete, measurable personal goals. We also 
help them determine, pursue, utilize, and evaluate what 
supports they may need in their areas of challenge. 

1. Independent Living Skills are essential to deal with adult 
day-to-day demands and responsibilities. We want young 
adults to be capable of maintaining a structured, nurturing 
home environment while becoming involved in the com-
munity. We address: 
♦ Survival skills, e.g.: use of the telephone, financial 

management, grooming, preparing nutritionally appro-
priate meals, and traveling independently. 

♦ Leisure pursuits, e.g.: identifying and engaging in at-
home and community-based leisure activities, both 
alone and in groups. 

♦ Managing basic home responsibilities, e.g.: setting up 
personal living space, apartment cleaning, security 
measures, laundry, and home repairs. 

1. Vocational/College Preparation 
The emphasis in this part of the curriculum is on identify-
ing the life goals of the participant and then supporting the 
acquisition of skills necessary to be successful. These 
skills might be acquired in college, technical school, in the 
community, or at the worksite. “Students learn everything 
from how to cook, take the bus and pay their bills, to how 
to enter into daily conversations so they can make friends,” 
said Betsey Parlato, President of Chapel Haven. “We also 
focus on breaking students out of their daily habits so they 
can experience new and exciting things. When he first en-
tered the program, one student spent 22 hours a day on the 
computer—a safe, non-threatening environment. Today, he 
no longer feels the need to isolate and is out in the world, 
pursuing a happy life.” 

 

Three Success Stories 
 

“SCC groups have really helped me a lot,” said Ariana 
Habib. Ariana is originally from New York and is an ASAT 
graduate. She is now 22 and a sophomore at Southern Con-
necticut State University (SCSU). Although she no longer lives 
at Chapel Haven, she still receives support from the ASAT 
Community Support Program and through the autism pilot pro-
gram sponsored by the Connecticut Department of Develop-
mental Services (CT DDS). “My eye contact has improved. I 
show interest in other people. I am more empathetic toward 
friends. I have improved in my ability to terminate conversa-
tions appropriately and initiate questions in conversations. I 
have improved my level of understanding sarcasm and idioms 

to the point where I feel I don't need further comprehension 
from staff most of the time.” When she first started taking 
classes at SCSU, she recalls that “I did not know how to add or 
drop a course. I took the wrong classes and did not know how 
to ask for help from the Disability Resource Center. I did not 
know how to watch for cues, or which professor I should pick 
who would be appropriate to my needs. Now I am able to advo-
cate for accommodations. I’m able to talk to my professors and 
access resources like the campus writing center, the technology 
lab, and career services. As a result of taking courses and identi-
fying my needs and wants through the self-paced FOCUS Ca-
reer Assessment, I am now a Liberal Studies major with three 
minors: English Creative Writing, Wellness, and Sociology.” 

Zach Delman, 26, is another graduate of Chapel Haven’s 
ASAT program who now shares an apartment with a roommate 
and participates in Chapel Haven’s supported living program. 
For the past few years, he has worked as a pollster at Quinnip-
iac University’s Polling Institute. “We just see such a change in 
him,” said his mother, Danae Delman, of Alexandria, VA. 
“Ginny [Hodge] has taught him to listen and, even if he is not 
engaged, give facial expressions indicating that he is listening. 
Whereas before he would just walk away, he can sit at the table 
now at Thanksgiving and Christmas, where there are 20 people, 
and engage in conversation.” Increased confidence and self 
esteem has helped Zach live an independent life. “He goes to 
his doctor’s appointments by himself. He knows the New Ha-
ven transportation system better than some people who have 
lived there a long time. He can get anywhere he wants to,” his 
mother said. 

Fran Dolan is the mother of ASAT graduate John Dolan. 
Fran says the social training component of ASAT was espe-
cially helpful to her son. She recalls that when he first started 
the program he would attempt to enter conversations by asking 
over and over: “Do you like pizza?” “He would have zero tim-
ing on that. It would be disconnected from anything going on 
and he would interrupt,” she recalled. “As he has gained com-
petence through the program at Chapel Haven, he has become 
confident enough to go up to a group, listen, and comment on 
what is being said—and his timing has improved.” 

The biggest change Fran has seen in her son is his ability 
to initiate. “Taking responsibility is really difficult for a lot of 
these kids,” she said. “During John’s younger years there were 
so many issues to focus on that when it came to making social 
plans (which John really wasn’t interested in doing to begin 
with), I would handle all the arrangements. My goal at that time 
was to get John into social settings with peers so he would have 
role models. When John entered the ASAT program, the skill of 
making social plans and everything connected with that—
timely planning, making phone calls, compromising, budgeting 
and follow-through—had to be taught. We are thrilled with 
John’s progress in this area.” 
 

Catherine Sullivan-DeCarlo was formerly Director of Commu-

nications for the New Haven Public Schools. She has a master’s 

degree in communications management from the S.I. Newhouse 

of Public Communications at Syracuse University and teaches 

journalism part time at Southern Connecticut State University. 

For more information about Chapel Haven’s Asperger’s Syn-

drome Adult Transition (ASAT) Program, please call the Ad-

missions Office at (203) 397-1714, ext.113 or 148. Read more 

at www.chapelhaven.org.   
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REMEMBERING 
 

In memory of Ginger Damon 

Alex & Laurie Smith-Michaels 
 

In memory of Lisa Fredriksen 

beloved wife and mother 

Diane Sinclair & Anthony Cieri 
 

In memory of Marilyn Hulbert 

The Staff of the Agawam Public Library 
The Staff at the John Wallace Middle School 

Ray & Audrey Gough 
Jeanne M. Scott 

 

In memory of Peter Hurley 

Mr. & Mrs. Richard Hines 
 

In memory of James Kaye 

Anonymous 
Anonymous 

Trudy Dould, Staff of Heywood Hospital 
Georgia B. Canfield 
Paul & Claire Lajoie 

Maria L. Gilman, Staff of Heywood Hospital 
Lori B. Salema 

 

In memory of Barbara C. Samuels 

Marlene Samuels & Family 
 

In memory of Alice Parker 

Kathleen Flaherty 
 

CELEBRATING 
 

In honor of the 50th Wedding Anniversary of 

Roberta & Sheldon Krauss 

Janet & Fred Schutzman 
 

In honor of Clayton Jack Spencer 

upon the occasion of Beverly & Darrell 

Spencer's 

50th wedding anniversary 

Mr. & Mrs. Ben Gardiner 
Louise Kelly 

Mr. & Mrs. Robert Manning 
Mr. & Mrs. Ron Mochon 
Mr. & Mrs. Tony Penny 
Bill Polychronopolus 

Lourdes Roy 
Mr. & Mrs. Dale Spencer 

Mr. & Mrs. Mike Splitgerber 
Christine Siebert 

Mr. & Mrs. Larry Villandry 
 

In honor of the 60th wedding anniversary of 

Elaine & Arnold Trehub 
 

Barbara & Gordon Barker,  
in honor of Jean Stern 

 

Joseph Lange,  
in honor of Mary & Brian Fitzgerald 

 

Kim Ryan, in honor of my buddy Maleah. God 
gave me a special friend one Christmas Eve! 

 

Susie Kaim, in gratitude to Mr. Joe Green 
 

Robert & Susie Kaim, on behalf of Nomi 
 

Carol Loria, Education Resources, Inc., 
in honor of the attendees at our annual  

Therapy in the Schools conference 

Andrea P. McCullough, on behalf of  
all children with Asperger's 

 

Milton F. Shore, in honor of a wonderful  
listener and friend, Ms. Nasha Miller 

 

In celebration of  

Allison Ijams Sargent's birthday 
 

In honor of Meredith & Jason 
 

ORGANIZATIONS 
 

Patricia Antonellis, Children Making Strides 
 

Julie Coulter, Coulter Video 
 

Marc Landry &  
The NSME Community Care Team,  

National Semiconductor 
 

GoodSearch.com/GoodShop.com 
 

GiveBackAmerica.org 
 

Linda Harding, Power of Two Support Services 
 

Michael Jurinski,  
   Vinik Asset Management 

 

J. Place, South Shore Summertime Blues Bash 
 

Charles G. Wright Endowment for Humanity 
 

FAMILIES AND INDIVIDUALS 
 

Jody Acford 
J.J. & Deb Allaire 
Joseph Allaire 
Marjorie Andler-Moisan 
Lauren Andrews 
Anonymous 
Anonymous 
Robert Antia 
Allen Arbeau 
Susan Archambault 
Susan Ash 
Kathleen Aubrey 
James A. Baecker 
Adam Barvenik 
Lillian Baulding 
Natalie Belanga 
Hal Belodoff & Alissa Kuznick 
Daniel Berman 
David Bigley & Alix P. White 
Marby F. Blanchard 
Iris B.K. Bloom 
Dian Bohannon 
Borders, Inc. 
Cathey & Larry Boschen 
Lillian F. Braden 
Susan & Neil Burgess 
The Burgess Family of Braintree, MA 
Jayne Burke 
Catherine Callahan 
Christina Camacho & David Grinstein 
Theresa Carmody 
Lorraine Cavallaro 
Stella Chin 
Michelle Connelly 
J.M. Courtney 
Stewart Deck 
Kimberly Delgizzo 

Dorothy Desmarines 
Steve Donahue 
Kim Dunning 
Eve Edelstein Williams 
Dawn & Mark Egan 
Herbert & Janice Egli 
Rick & Carol Enman 
Suzanne Fenn 
Elizabeth I. Field 
A. Sue & Bill Filsinger 
Josh Fine 
Denise Fox-Barber 
Karen Gallagher-Dorval  
   & Michael Dorval 
Dr. Jan Goldstein 
David Goodman 
Martha Gordon 
Sondra Greene 
Anne Hadley & Tom Vawter 
Francis W. Harkins, Jr. 
Carol Harrell 
Karel R. Henry 
Carrie & Rene Hernandez 
Mary Hillyard 
Mark Howards 
Sam Hutton 
Donna Hyder 
Katherine Iacoviello 
Katherine Innis 
Nomi Kaim 
Judith Kass 
Paul Kelly & Katharine O'Dell 
Dot & Chris Keyworth 
Lee Ann Kissack 
Karen Kou 
Barbara Lamagna 
Diane Lapon 
Michela Larson 
Jennifer Lauro 
Jennifer Lester-Rubin 
Jason Levesque 
Minna Levine, Ph.D. 
Aura Levitas 
David & Laura Levoy 
Julie Lipsett 
Alice Litter 
Virginia Lockhardt 
David H. Long 
Patrick Ludwig 
Barry T. Madden 
Lavinia Magazzu 
Mary Ellen Maier 
Anne Manion 
Denise Markt 
Joanne Marqusee & Lawrence Mottley 
Laura Marston 
Sharon McCann 
David McCulley 
Florence McLaughlin 
Scott McLeod 
David Morf 
Anthony J. Morrongiello 
Connie Murphy & Joe Perna 
Anne Murray 
Dana Myskowski 

 

A HEARTFELT THANK YOU TO ALL OUR GENEROUS DONORS! 
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Jennifer Nash 
Holly Nelson 
Barbara Y. Norton 
Suzanne Norton 
Not Your Average Joe's, Inc. 
Adam Nussenbaum 
Scott O'Grady 
Paul D. O'Reilly 
Terese Pawletko 
Eric Pegnam 
Luciana Pennant 
Catherine Picciotto 
Peg Pietras 
Teresa Pitaro 
Mr. David M. Pollak &  
   Dr. Emelia J. Benjamin 
Janet Price 
Dr. Jim Purcell 
Katrinka Quirk 
Nixie Raymond 
Jennifer Risley 
Susan Roberts &  
   Andrew MacKinnon 
Deborah Rodgers 
Edward & Sheila Rogers 
Dr. Daniel W. Rosenn &  
   Dr. Barbara H. Rosenn 
Wayne Ross 
Rotary Club of Newton 
David Ruete 
Anna Ryan 
Karen Sargent 
Anna Sarno Ryan 
Tedd Saunders 
Lynn Scarborough 
Robert & Elaine Schenot 
Fred Schultz 
Gloria Schuster 
Ruth Sharpe & Roy Bellush 
Polly Slavet 
Stephen & Kate Sloss 
Dr. Ruth & Howard Smith 
Ruth & Howard Smith 
W. Kent Smith 
Steve Springer 
Reid Sprite 
Janice Staugas 
Dena Steiling 
Joseph & Cindy Sullivan 
Grace A. Tallarico 
Dot Tetreault 
Jason Tucker 
Yvonne Tylinski 
Veronique Valdettaro 
Wendy Valich 
Daphne Wales 
Frank Warren 
Robert M. Washburn 
Peter Webb 
Marti Weichman 
Lawrence Weiss 
Lauren West 
Thomas Winchell 
Debbie Winnick 
Patricia M. Wyckoff, Ph.D. 

 

A HEARTFELT THANK YOU TO ALL OUR GENEROUS DONORS! 

Elsa Abele 

Alexander Albert 

JJ Allaire 

Deb Allaire 

Matthew Arnold 

Margarita Ascencio 

Elizabeth Avery 

Jill Avery 

Veronica Bacon 

Alma Bair 

Gina Beaney 

Natalie Belanga 

Kym Bellush 

Mary Berman 

Nancy Bieringer 

Julie Betters 

Ruth Bork 

Carla Brigham 

Megan Burgay 

Jayne Burke 

Sean Burke 

Edith Burns 

Maria Carrasco 

Kelley Challen-Wittmer 

Carl Chan-Aldebol 

Natasha Chomas 

Kathryn Collins-Wooley 

Deb Connerty 

Fred Conrad 

Allan Cook 

Eileen Costello 

Stacey Cruwys 

Sara Diaz 

Alan Dickson 

Jonathan Dosick 

Daniel Dwyer 

CarolAnn Edscorn 

Cathy Falcione 

Lynn Flaherty 

William Flaherty 

Sam Frank 

Betzaida Fuentes 

DJ Gallagher 

Cindy Gallant 

Barbara Garfinkle 

Steve Garfinkle 

Rebecca Girard 

Michael Glenn 

Bonnie Glickman 

Erika Golub Drezner 

Maria Gomez 

Mary Goodman 

Cynthia Greene 

Shelley Greene 

Danny Gromet  

Dan Gross 

Elaine Harmon 

Deb Harrison 

Terry Henderson 

Ashleigh Hillier 

Su Hoyle 

Pat Hurzeler 

Abby Jaffe 

Connie Johnson 

Sibyl Johnston 

Carol Keating 

Amanda Kelly 

Kathy Kelly 

Cindy Kelson 

Ellen Korin 

Peggy Kriss 

Andy Kwong 

Robert Lagos 

Elizabeth Leonard 

Anna Lert 

Peter Lert 

Karen Levine 

Lesley Levine 

Aaron Levinger 

Toby Liebowitz 

Alexis Lincoln 

Alexander Link 

Larry Link 

Lisa Lokshin 

Dot Lucci 

James Magauran 

Diego Mansilla 

Adam Markell 

Martha Markowitz 

Diane McGrath 

Terri McLaughlin 

Jane Mildred 

Melinda Miller 

Nasha Miller 

Lynne Mitchell 

Joe Moldover 

Mary Ann Monheimer 

Chloe Morse Harding 

Monique Myers 

Jesse Myhill 

Allison Nevins 

Kevin Offer 

Murray Ostrov 

Grace Peng 

Suzanne Phillips 

Nataliya Poto 

Jill Purpura 

Doug Rainville 

Paul Ratner 

Korinne Ritchey 

Charlie Remy 

Chris Robbins 

Marcia Robinson 

Judy Robinson 

Vivian Rodriguez 

Allison Sargent 

Nancy Schwartz 

Judy Scola DeNault 

Marci Shaffer 

Susan Shamus 

Erik Skramstad 

Susan Skramstad 

Ruth Smith 

Nancy Sonnabend 

Eric Stern 

Elizabeth Stringer Keefe 

Ruth Stillman 

Sandy Storer 

Dave Stuart 

Marcy Stuart 

Helen Tager-Flusberg 

Dan Tatar 

Nyanna Susan Tobin 

Christian Tsetsos 

Shelley Viles 

Richard Villavicencio 

Bob Washburn 

Barbara Whalen 

Niki Wilson 

Susan Woods 

Janet Yedinak 

Hannah Yelin 

Gail Yeo 

Kim Zahlaway 

Lori Zegarelli 

THANK YOU TO OUR DEDICATED VOLUNTEERS & COMMITTEE MEMBERS! 



 

 

 

AANE  Board of Directors 
 

Nancy Schwartz, M.S.W., President 
Phil Schwarz, S.B., Vice President 
Ann Marie Gross, B.A., Secretary 

Jan Saglio, M.A., Treasurer 
Jody Acford, Esq. 
Lucy Berrington 

Sangeeta Dey, Psy.D. 
Steven Garfinkle, M.A. 
Judy Gooen MS, OTR/L 

David Harmon, MSW, MBA, CLU, ChFC 
Dot Lucci, M,Ed., C.A.G.S. 
Elizabeth McLaughlin, Esq. 

Scott McLeod, Ph.D. 
Melinda Miller 
Grace Peng, B.S. 
Janet Price, M.Ed. 

Barbara Rosenn, Psy.D. 
Daniel Rosenn, M.D. 

Susan Shamus 
Ken Shulman, Esq. 

Shannah Varon, MBA 
Michael Forbes Wilcox, M.A. 
Hank Miller, Past President 

Stephen M. Shore, Ed.D., Past President 

 

AANE THANKS THE FOLLOWING  

FOR THEIR SUPPORT 
 

An Anonymous Foundation 
 

Edwin Phillips Foundation 
 

J.E. & Z. B. Butler Foundation 
 

Combined Federated Campaign 
 

Doug Flutie, Jr. Foundation for Autism 
 

Gerald R. Jordan Foundation 
 

Nancy Lurie Marks Family Foundation 
 

Massachusetts Rehabilitation  
Commission 

 

New Hampshire Vocational  
Rehabilitation Commission 

 

Pzena Investment Management, LLC 
 

TJX Foundation 
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AANE Staff & Volunteers 
 

Dania Jekel, Executive Director 
 

Robin Lurie-Meyerkopf, Associate Director 
 

Diane Burke, Controller 
 

Kelly Genois, Director of Fundraising 
 

Michelle Sterling, Grants Associate 
 

Lisa Graffeo, Administrator 
 

Andrea Klausner, Administrative Assistant 
 

Brenda Dater, Director of Children’s Services 
 

MaryAnn McCabe 
Coordinator of Children’s Services 
 

Jean Stern, Training and Consultation 
 

Yolanda Kolinski,Directora de Programas  
para la Comunidad Latina 
 

Stephanie Loo, AANE Journal Editor, 
Director of Teen Services, Grant-writer 
 

Erika Drezner, Coordinator of Teen Services 
 

Catherine Mayes, Coordinator 
Plymouth County Teen Services 
 

Jamie Freed, Director of Adult Services 
 

Max Sederer, Adult Services Program Manager 
 

Michelle Alkon, Coordinator of Adult Services 
 

Grace Myhill, Director of Partner Services 
 

Nataliya Poto, LifeMAP Program Manager 
 

Nisha Narvekar, LifeMAP Administrator 
 

Mary Ann Medlar, Database Manager 
 

Matt Conrad, Web Master 

 

AANE BOARD AND STAFF 

34 

Consultants/Special Projects/Groups 
 

Elsa Abele, Joanne Andros, Kym Bellush, 
Nancy Bieringer, Carol Feldman-Bass,  
Kip Deese-Laurent, Erin Flaherty,  
Sally Fogel, Michael Glenn, Trish Huff, 
Eileen Johnson, Nomi Kaim, Gail Kastorf, 
Abram Kelly, Bekan Knox, Kelly Luethje, 
Eva Mendes, Lynne Mitchell, Mary Ann 
Monheimer, Steve Nadel, Marcia Robin-
son, Nancy Schwartz, Marci Shaffer, Carol 
Singer, Steve Snitzer, Miles Tarter, Jane 
Thierfeld Brown, Suzanne Tompkins, 
Lorraine Wolf 
 

Bonnie Chang and Izabela Skorska  
Graduate Social Work Interns 

Photo (left to right) front row: Nancy Schwartz, 
Kelly Genois, Erika Drezner, Robin Lurie-
Meyerkopf, Nataliya Poto, Nisha Narvekar, Stepha-
nie Loo, Michelle Alkon, Jamie Freed, Grace My-
hill, Dania Jekel, Diane Burke.  
Back row: Abram Kelly, Erin Flaherty, Marcia 
Robinson, MaryAnn McCabe, Brenda Dater, 
Yolanda Kolinski, Mary Ann Medlar, Max Sederer. 
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MESSAGE FROM KELLY M. GENOIS DIRECTOR OF FUNDRAISING  
 

As 2010 draws to a close, we see the end of one of our busiest fundraising years yet and a hopeful vision of the 
year to come! We kicked off 2010 with Neurodiversity in Harmony, a benefit concert featuring local college a 
cappella groups at Boston University. We wrapped up this fall with a musical celebration as well. Thanks to John 
Chan, and to AANE Board member and music lover Steve Garfinkle, the Blues Bash at Chan’s Restaurant in 
Woonsocket gave our Rhode Island community members a chance to get together for some great music, food 
and fun! Our Gala Committee is once again hard at work on the annual Laugh Out Loud Gala, under the strong 

leadership of Jill Purpura, Lynn Flaherty, and Natasha Chomas. At last year’s Gala, thanks to your support, we raised nearly 
40% of AANE’s annual budget in just one night! We’ve got another fabulous evening planned for April 30, 2011, filled with laugh-
ter and inspiration—please mark you calendars, and show your support for our community by participating in any way you can. We 
are looking for Gala sponsors, donations, and advertisers from our community. If your family or company is interested, I’d love to 
hear from you! We would like to thank all our dedicated volunteers and donors for helping AANE stay strong and grow. Let’s work 
together to make 2011 our best year yet! Happy New Year!                    kelly.genois@aane.org / 617-393-3824 x 20 

Above: View of the Grand Canyon taken by AANE member  

and dedicated hiker Murray Ostrov. 

Above, left to right, AANE RI Chapter Directors Barbara 

Whalen and Toby Liebowitz, John Chan, and Steve Garfinkle. 

Below, the Love Dogs in performance at the Blues Bash at 

Chan’s Restaurant in Woonsocket. 

Above: neuroDiversity in Harmony: The Northeastern Nor’easters 
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