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Disclaimer:
Autism Parenting Magazine tries our best to deliver honest, unbiased reviews, resources, and advice but please note 
that due to the variety of capabilities of people on the spectrum that these are recommendations and are not guar-
anteed by Autism Parenting Magazine or its writers.

Dear readers,
I helped start this magazine because when my children were 
diagnosed, I was scared and overwhelmed but as time went 
on I learned that I didn’t have to be.  There are a ton of re-
sources and help out there and I wanted to help parents sort 
through all the information to decide what is best for their 
child.  I want you to know that you don’t have to see “autism” 
as a burden just perhaps a different journey that may require 
an alternate roadmap.

With this in mind, I would like to discuss an issue that has 
been of great concern to the autism community recently – 
Autism Speaks.  A lot has happened in the past month or so 
and the most prominent of them being a boycott of Autism 
Speaks and its Sponsors.  Now as a mom with two children 
on the spectrum, and an American, I have heard of Autism 
Speaks.  In the beginning, the three mentions I would hear 
about were that people raised money doing an Autism 
Speaks walk and in April people “Light It Up Blue” for autism 
and at every major retailer I get asked at the register if I want 
to donate money to help an autism family.  So when I could I 
gave money and I thought I was helping families.  However, I 
started to rethink this when people I know needed help and 
reached out to the organization and after hours of compil-
ing paperwork and filling out more paperwork and fulfilling 
all the requirements they were all denied.  So I started to do 
some research into how much actually goes to these “autism 
families” that customers are told need the financial help and 
I was appalled.  I didn’t realize that non-profits could spend 
that much money on salaries and so little (by comparison) on 
the very families that they claim to be helping. 

Charity Navigator, (a reputable site that researches and rates 
non-profit organizations), states on their site that, “The ma-
jority of charities listed on our site - seven out of ten non-
profits - spend at least 75%of their expenses directly on 
their programs. That means the organization should spend 
no more than 25% of their total expenses on administrative 
overhead and fundraising costs combined.” Autism Speaks 
financial rating on their site is only one star because they do 
not meet Charity Navigator’s standards.

As the editor of an autism magazine, I try to respect both 
sides of every discussion and I believe everyone is entitled to 
their own opinion but I also believe that we have the right to 
know what is being done in our own community.  I have had 
the worries of not being able to afford special measures to 
keep my door locked to prevent my child from wandering.  I 
was one of those families that could’ve used help, but I didn’t 
realize what was behind Autism Speaks and the masses of 
money they collect by using our “autism families” as their 
lure.  I have read countless articles and blog posts about 
Autism Speaks.  However, I really didn’t take the time to re-
search it further because I figured people can choose who 
they want to support; that is the beauty of America – choice! 
Besides, the mission statement seems so positive and they 
even claim to bring “hope,” “raise awareness,” and are dedi-
cated to finding “treatments,” but what is meant by and what 
will come of the biomedical research?  How exactly is a neu-

rology going to be “prevented” or “cured?”  Neurology isn’t an 
illness.  Will any of this science result in harming people/ba-
bies/embryos/etc.? I have many questions to which I couldn’t 
find answers.

When Suzanne Wright posted her “Call to Action” speech, 
which started a whirlwind of controversy it made me realize 
that in America we also have free speech and I wanted to 
let people know what is going on besides Light It Up Blue.  
Awareness is needed but so is a positive approach; so peo-
ple don’t fear or pity ASD people.  Knowing the word “au-
tism” isn’t enough.  I believe people fear the unknown and 
for many they don’t know what autism is – it is unknown.  
So why don’t we educate people and show the public that 
people with autism are awesome and loving?  I believe with 
knowledge will come understanding and with understand-
ing will come acceptance, which will hopefully put an end to 
bullying and hostility.  

For many people in the Autism Community the Call to Action 
was the last straw and instead of remaining silent, the boy-
cott was formed. Since I wasn’t following this, I asked Renee 
Salas why she was part of The Boycott against Autism Speaks 
and you can read her article after reading Inner Aspie’s article 
Changing Perspectives: This is Autism.  Ultimately, I was asked 
where I stand and I started to research.  The bottom line is 
this – I and therefore Autism Parenting Magazine as a whole 
will not support an organization that uses their press releas-
es to create pity for autism families instead of knowledge of 
ASD, that claims to offer hope (hope of what?) that has no 
constituents and that gives more to their employees then 
they do to the families that they are supposed to be helping. 

A major flaw that Autism Speaks has been harangued for in 
the past is that they have no constituent voice.  This means 
that Autism Speaks has no one with autism on their board. 
Just to put this into perspective, just think about having a 
Women’s Rights Organization without women having a say 
by being board member.  Eventually, Autism Speaks added 
John Elder Robison, who is publicly known for his books on 
having Asperger’s and he publicly resigned after the “Call to 
Action,” explaining to Autism Speaks,

https://www.youtube.com/watch?v=tBeQyK949ig
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“If you want to talk about making meaningful changes with-
in the organization, giving people with autism a substantial 
voice in your governance, and shifting your focus to one 
that would truly deliver on the promise of the funds raised, I 
would be open to the discussion.” He also states in his resig-
nation letter, “The absence of people with autism in govern-
ing or oversight roles has crippled Autism Speaks in its ef-
forts to connect with the community.  Any group that hopes 
to be accepted in service to autistic people must make au-
tistic people its #1 priority, with no exceptions.  The priority 
cannot be autism parents, or autism grandparents.  It’s got to 
be actual people with autism.  No one says the Cancer Soci-
ety does not speak for them.  No one describes the Cystic Fi-
brosis Foundation as an evil organization.  All that and more 
is said of Autism Speaks every day.  I’ve tried to be a voice 
of moderation but it hasn’t worked. Too many of the views 
expressed by the organization are not my own…” http://je-
robison.blogspot.com/2013/11/i-resign-my-roles-at-autism-
speaks.html

As far as their finances go, I would never expect any of you 
to just believe anything you read, I encourage you to go to 
Autism Speaks website to see the Audited Annual Reports, 
there are many categories but let me show you the top sev-
en areas in which money was spent in 2012 (since 2013 isn’t 
available yet): 
1.  Salaries $18,484,028 

2.  Science Grants $15,790,797

3.  Supplies and Equipment $3,332,651

4.  Benefits $2,989,492

5.  Professional Services $2,877,697

6.  Advertising $2,212,520

7.  Family Services $2,048,552

 The turning point for me was when people kept telling me, 
“I would’ve never known your children have autism. You all 
seem so happy.” WHAT?! I would look at them with my jaw 
dropped or better yet people would quizzically say the clas-
sic line, “But your children don’t “look” autistic?!” I am not mad 
at people that say these things because they don’t know 
that you can live with autism because Autism Speaks is the 
loudest voice out there and it continues to show autism as a 
deadly illness, refusing to listen to people with autism.  Like 
when, Suzanne Wright the Co-Founder of Autism Speaks 
publicly announced in her Call to Action that “These families 
are not living.  They are existing.  Breathing – yes.  Eating – 
yes.  Sleeping – maybe.  Working – most definitely – 24/7.  
This is autism.  Life is lived moment-to-moment.  In anticipa-
tion of the child’s next move.  In despair.  In fear of the future.  
This is autism.”  

This is not hopeful or helpful.  Part of Autism Speaks’ mis-
sion statement clearly states that Autism Speaks “…works to 
bring hope to all who deal with the hardships of this disorder.” 
Do not claim that every autistic family is struggling because 
every family is different and every person handles things in 
their own way. I am not going to say that parenthood is bliss-
ful all the time but who went into parenthood thinking par-
enting was easy?  Also, by making a public announcement 
that people with autism are burdens and because of them 
their families aren’t living you are creating hatred towards 
autistics.  How can you claim that you want acceptance when 
you clearly don’t treat people with autism as equals?  

The other day I read a blog post from Tricia of http://critter-
sandcrayons.com/ entitled Parenting is Like Sledding. Sled Op-
tional. and in it she writes how while trying to answer her 
daughter’s question of “Is it easy having kids?”  Tricia honestly 
explains to her daughter that “…something can be TOTALLY 
NOT EASY  while still being  simultaneously TOTALLY AWE-
SOME.”  To which her insightful first grade daughter equates 
parenting to be like sledding because although you have to 
trudge through the snow uphill it is totally worth it for the 
awesome ride down.  This is how I view parenting. However, 
just because I admit that it isn’t always “easy” does not mean 
in any way I would ever say that children are a “burden.”  If 
you need help to get your child services, or to find a better 
therapy, or to plan for their future then let’s help you.  Let’s 
join together and help each other.

In the past, I often used to tutor children that were adopted 
from other countries and sometimes those children would 
have a learning disability or neurological disorder that the 
parents didn’t anticipate.  I remember one mom that told me, 
“She wasn’t prepared. She had read all the parenting books 
and none of this was in there.” She was scared and I took her 
hand and told her, “Then it is time to get some new parenting 
books and together we will figure it out.”  This is me taking 
your hand and telling you this is not a death sentence and 
together we can make a positive difference while still being 
respectful.

So as of today, Autism Parenting Magazine publicly an-
nounces that they Boycott Autism Speaks and hopes that 
others investigate the charities that they support to make 
sure that their mission is one that you fully support and that 
their money is going to issues that they believe will make a 
difference.

Leslie A. Burby
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http://www.autismspeaks.org/sites/default/files/docu-
ments/2012_audit_autism_speaks_and_subs_financials.pdf 

I am tired of all the gloom and doom in the media about 
autism, which is why I was happy to help start a magazine 
that focuses on the strengths of ASD people while finding 
resources for areas in which they need help.  

When my children were diagnosed I was pointed towards 
Autism Speaks and their First 100 Days Kit.  I found the sug-
gestions were depressing and pointed me towards ABA ther-
apy (and its variants) as my only options, which may work for 
some children but what about other options?
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Autism

Changing Perspectives: 
This is AuTism
Inner Aspie (Shawna)

I must admit, I did not 
fully read Suzanne 
Wright’s Call To Action 
until this morning. 
I am familiar with 
Autism Speaks, and 
their agenda, so I had 
a pretty good idea 
what it would contain. 
I wish I could say I was 
shocked, dismayed, 
or even surprised at 
what I read when I 
took the time to fully 
consider the entire 
letter, and what it 
meant, but I wasn’t.
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Autism

i 
would like to counter Autism Speaks’ ideas that 
autism is somehow new, and somehow only af-
fecting children. I would like to somehow under-
stand how an organization could have so much 
access to autistic advocates, yet deny those peo-
ple a say in advocating, and speaking on behalf of 
a “disorder” they’re diagnosed with. I would like 

to ask them why they alienate us. Why they scream 
for support from the government, but offer not a 
dime to adults on the spectrum needing support to-
day and only 4% of what they do earn goes to help 
families.

But, I won’t.

I think those ideas have been expressed enough by 
others. They are certainly valid points that deserve 
answers, but today I want to speak from another 
point of view.  You see, I hear the critics of those that 
oppose Autism Speaks. Those people want to divide 
us into camps of functioning labels, and speaking 
categories.  Those parents don’t care what I have to 
say as a person with Asperger’s, because I am not like 
their child, they say. Okay, fair enough. I don’t neces-
sarily agree that there is a line that we can arbitrarily 
draw in the sand about who is too low, or high func-
tioning for respect, love, and equality, but I digress 
from speaking as an autistic person self-advocating 
for this piece. I don’t agree with functioning labels, 
nor do I keep company with autistic people claim-
ing to be superior to Neurotypicals. I see no distinc-
tion in better or worse when it comes to neurology.  
There are differences, but there is no right, wrong, 
better or worse brain type.

I want to speak today about my son Beans. He is the 
youngest out of all three of my children. He has an 
older brother diagnosed with mild autism. Beans is 
what anyone would consider profoundly autistic, 
and cognitively delayed. There is no way around the 
severity of his autism, or the fact that he will need as-
sistance for the rest of his life. He is going to turn ten 
years old this Thursday. I could go on, and on about 
all the things he can’t do, but it will suffice to say he 
functions at about the level of a 12-18 month old. 
Given his age that is quite a disparity between the 
size of his physical body, and what he is able to do.

When Beans was two years old it was brought to my 
attention that he wasn’t meeting his milestones. I 
had not worried. Neither of my boys were meeting 
their milestones but that was okay. They would do 

things in their own time. I have always been pretty 
accepting of individuality among my children.  He 
was evaluated, and diagnosed at the age of two-
and-a-half with moderate to severe autism with a 
global developmental delay-including a cognitive 
delay. Yes, that whole long spiel was written out as 
the whole diagnosis. Still, I was not terribly worried. 
I viewed this as just a piece of information that will 
help me understand my son better. Maybe life might 
not be the way I expected it to be, but that’s okay. 
I now knew how to adapt things for my son, and 
knowing meant being able to take action.

So, I did what most moms do when their child is di-
agnosed with ASD. I went for Google. As I researched 
I came across Autism Speaks- Autism Everyday vid-
eo.  I watched it, and re-watched it.  I soaked in these 
people, these families, and the reality they set out 
before me.

The money they didn’t have, because of autism.
The freedom they didn’t have because of autism.
The love they didn’t have, because of autism.
The marriage they didn’t have because of autism.
The other children they didn’t have, because of au-
tism.
The life they didn’t have because of autism.
The home, roof, time, they didn’t have, because of 
autism.

They spoke of it in front of their children. They called 
them burdens, and one spoke openly about wanting 
to kill herself, and her autistic daughter, but could 
never, because she had to live for her typical daugh-
ter.  
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I cried. I sobbed for days after watching this. I lay in 
bed at night wondering if my son would grow up to 
be a soulless monster. I was certain that even though 
my life was not as devoid of light, and love as those 
on the video it would soon be.  

Autism Speaks convinced me that my son was a hor-
rible burden. Autism would soon drain my family of 
any joy that we have ever had.

That was for about two weeks, then, thankfully.... 
ever so thankfully, I came across a website of autistic 
advocates. It was a crudely put together site full of 
stories written by the first generation of autistic ad-
vocates. Eight years ago this was not the norm. It was 
like a little gem I found hidden under the doomsday 
autism resources online. This site changed my life, 
my perspective, and my boys’ lives. 

On that site, autistics spoke of the discrimination the 
Autism Society of America doled out. The ASA used 
to not be autistic friendly, but thanks to the work of 
autistic advocates years ago that isn’t the case today. 
They laid the groundwork for acceptance. They were 
not supported by many parents.  They did this on 
their own. They spoke up, and changed one of the 
most influential autism organizations that was there 
at the time. For their efforts, I will be forever grate-
ful, because without them who knows what I would 
still be thinking about autism. The degree in which 
their words changed my way of thinking is nothing 
short of life changing. It has made my life as an autis-
tic person better, and has done the same for both of 
my sons.

When I think back to that time of diagnosis, and the 
fear mongering video I saw at that time I know that I 
can’t let other parents feel that way. I know that it is 
my turn to give back to the world, 
and make it better the way oth-
ers before me who taught me 
to see my children, and my-
self as valuable members 
of society did. I can’t sit 
here in silence as Autism 
Speaks puts out another 
statement that degrades the 
value of autistic people every-
where. Do we need more sup-
port, more funding, and more 
resources? Yes. You bet we do. We 
need to advocate for these things 

as a matter of giving to our fellow human beings, 
and not fund-raise like autistic people were a tsuna-
mi that swept the world.  Tragic is labeling your own 
grandson as a burden of tomorrow’s generation. As 
a society we tend to not treat burdens very well. Us 
autism parents know this every time we read a story 
about another autistic child abused at school, or in a 
residential home. That is the treatment burdens get. 
That is what society does with groups of people that 
we see as less than us. When we spread the word 
of how much of a drain autism is on our resources, 
and how broken autistic people are we are setting 
a whole entire group of people up to live with that 
stigma.

I cannot let my son pay that cost just so Autism 
Speaks can obtain more funding.

Autism lives here. It bares only the burden of stig-
ma that has been thrust upon us from unscrupulous 
people. I wish others would not use the way mine, 
and my boy’s brains work as a means to extort mon-
ey from others. Please, Autism Speaks- stop speaking 
for us, about us, and around us. 

Bio: Shawna (Inner Aspie) is a stay at home mom 
with Asperger Syndrome. I have 3 kids, CJ 15, 
(Dyslexic) Bubby 12 (mild autism), Beans 10 (se-
vere Autism). I love being a mom and blog about 
my adventures in parenting in an atypical house-
hold! She can be found on Twitter https://twitter.
com/Soundless2 and you can read more from her 
on her blog http://inneraspie.blogspot.co.uk/p/
aboutfaq.html.

Autism
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Current HAppenings

And I’m on board.

Personally, I have never been a fan of the organiza-
tion, due to their lack of respect for Autistic people 
and their use of fear and pity to garner support – not 
to mention a mission hinting at eradication. Because 
of these things, I have ignored its existence since I 
first stumbled upon them. However, in November 
2013 Autism Speaks created its own advocacy de-
bacle, which put an end to my silence. Something so 
unsettling, so reprehensible, my status as an advo-
cate was changed almost overnight, to…

Activist!

You see there is a steadily growing movement that 
I am both honored and excited to be a part of, and 
that is the… 

Boycott of Autism Speaks!

Oh, how I love the sound of that! It’s quite a tall or-
der, I’m well aware of that, but even Rome eventu-
ally fell. We (advocates, activists, allies, disability rights 
organizations, families and friends) are calling upon 
corporate sponsors to boycott Autism Speaks. Why 
on earth would Autistic people and their allies want 
to boycott the world’s largest autism advocacy orga-
nization? 

I’m glad you asked…

The BoyCoTT 

of Autism speaks
By Renee Salas

Being Autistic and the parent of Autistic children, the boycott of Autism 
Speaks is an important topic that hits very close to home...

twitter Bomb: Social Media as an Ally

On Monday, December 9, 2013, I joined many in what 
was known as the “Boycott Autism Speaks Twitter 
Bomb.” The idea was to spend the entire day contact-
ing corporate sponsors that support Autism Speaks 
and, using Twitter, provide information about the 
boycott (http://boycottautismspeaks.com/) and ask 
them to reconsider their support of the organiza-
tion. The Twitter Bomb was only the beginning. We 
are building momentum from supporters all over 
the world each day with people and organizations 
that are openly voicing their disapproval of Autism 
Speaks. 

Why would Autistic people and our supporters want 
the world’s most famous autism advocacy organiza-
tion to be boycotted? Simple, we don’t agree with 
the way in which Autism Speaks depicts us as a pop-
ulation. And we don’t agree that they (or any other 
organization for that matter) have the right to decide 
whether or not Autistic people should be allowed to 
exist because of a disability. How can you claim ad-
vocacy of a people you are trying to eradicate? That’s 
not advocacy, in fact it’s just the opposite. The fol-
lowing is from the Autism Speaks “About Us” link on 
their site

10

http://boycottautismspeaks.com/


Current HAppenings

“… Autism Speaks has grown into the world’s lead-
ing autism science and advocacy organization, 
dedicated to funding research into the causes, pre-
ventions, treatments and a cure for autism;”

The words I find most disturbing, the ones that 
scream “warning!” are preventions and cure. If you 
follow my blog (http://srsalas.com/), you know I love 
to define words, so let’s define these two and see 
what Autism Speaks is talking about:

prevent - to stop (something) from happening or 
existing

cure - something that ends a problem or improves a 
bad situation

Using the definitions above from Merriam-Webster’s 
online dictionary, it appears that Autism Speaks is 
looking to end a problem or possibly, stop that prob-
lem from happening altogether. Is this support of a 
people? Is it advocacy?

Absolutely not.

wake-up Call

As parents, we have to pay closer attention to the 
conversation, the one being held without Autistic 
people (without our children). Autism Speaks’ mes-
sage is laden with fear-mongering tactics. At what 
point was it decided that it would be okay for this 
organization to speak so reprehensibly about the 
very people it is supposed to be supporting? 

“These families are not living. They are existing (…) 
Life is lived moment-to-moment. In anticipation of 
the child’s next move. In despair. In fear of the future 
(…) And, what about their parents (…) How long 
will it be before exhaustion makes them ill? How 
long before they break?”   -  Suzanne Wright, co-founder, 
Autism Speaks

By portraying our children as burdensome and trag-
ic, Autism Speaks provides the illusion that they are 
doing the world a favor by ending our misery. These 

are our children they are talking about! Through a 
cure, it seems the goal is to rid the world of autism, 
but it is not the illness they imply, it is a differing neu-
rology. When they say they want to prevent autism, 
what they are in essence working toward is erasure 
of a people. This is hate, pure and simple! And why is 
this organization allowed to speak openly about it? 

Money talks, of course!

And it’s wrong. Unfortunately, they have lots of mon-
ey and freely say whatever they like about disabled 
people, and they do so with little or no ramifications.

This is a dangerous monologue that needs to stop.

Close Encounters

The first time I encountered Autism Speaks was 
about 5 years ago. My son, Sebastian, had been in-
formally diagnosed with autism - his formal diagnosis 
would come 2 years later followed by mine, and then 
my daughter’s. Back in 2008 their website was my first 
stop, mainly because I had heard of them. My visit, 
however, was short-lived and after about 20 minutes 
I had had enough. How sad I was after what I had 
read! Devastated! And not about autism, but about 
the hateful, ignorant things this organization had to 
say about my child! This was support? Advocacy?

Not even close.

Over the years Autism Speaks has referred to us in 
many demeaning ways, it’s their angle. They have 
called us diseased, referred to our children as kidnap 
victims and implied that we are gravely ill, to fuel 
their mission of prevention and cure. ‘Boycott Au-
tism Speaks’ is an advocacy effort created by Autistic 
people and their allies who are tired of the organiza-
tion’s hateful rhetoric, lack of Autistic leadership and 
most recently, the November 2013 debacle I men-
tioned above: “Autism Speaks to Washington - A Call 
for Action”
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“we’ve let families split up, go broke and strug-
gle through their days and years.”                                                                                                      
(You cannot separate autism from our children, it’s a 
part of who they are. Blaming children with disabili-
ties for ruining their families is damaging and dan-
gerous language).

Autism Speaks tells us that “This is autism.’”

Something interesting I’d like to point out is that this 
“Call for Action“ speaks only of Autistic children. That’s 
strange… Is the implication that we’ve gone miss-
ing as children never to return? Because I for one am 
sitting at my laptop typing this, my Autistic kids in 
the next room. Several of my Autistic friends are on 
Twitter and Facebook at the moment, and some are 
home with their families having dinner. So in case 
you were adding any weight to the idea that Autistic 
children go missing, I’d like to assure you that we are 
not now, nor have we ever been missing. So why call 
our children ‘missing’ when they’re right here with 
us?

Because it’s scary and it ignores their beauty and 
goodness; it takes away their humanity by describing 

them as no longer with us.

Frightening parents with the threat of missing chil-
dren is bad enough, however the “Call for Action” fur-
ther patronizes by claiming that our families are not 
living, but merely existing; that we live our lives in 
despair, fearing the future. 

Interesting… I was never polled.

No one from Autism Speaks interviewed our family 
and inquired into our wellbeing. As a matter of fact, 
being an avid supporter and participant in boycot-
ting Autism Speaks, I am in daily contact with many, 
many families whose lives are nothing like what the 
“Call for Action” claims. So how are they able to make 
these blanket statements about all of us?  And since 
it’s not true for all of us, then who are they speaking 

Current HAppenings

http://www.autismspeaks.org/news/news-item/au-
tism-speaks-washington-call-action penned by Co-
Founder, Suzanne Wright. Personally, I found it to be 
one of the most disrespectful, hate-filled advocacy 
pieces I’ve ever seen. Autism Speaks, the very orga-
nization that claims to advocate for Autistic people 
describes our children as missing, burdens to our 
families, and account-draining home wreckers. “This 
is autism,” they say. 

No, this is fear-mongering.

watch your lAnGuAGE!

Autism Speaks uses fear and pity to wrangle finan-
cial support, and we all know what powerful moti-
vators fear and pity are. Honestly though, how can 
one in good conscience dehumanize a population 
of people one purports to help, and have an ounce 
of credibility? Unfortunately that question was an-
swered with a $25 million donation in 2005 http://
www.autismspeaks.org/about-us and went downhill 
(for Autistic people) from there. Below are quotes from 
the “Call for Action” that really hit a lot of us where it 
hurts - our hearts. 

“if three million children in America one day 
went missing…”                  
(But our children haven’t gone missing, they’re right 
here)!

“if three million children in America one morn-
ing fell gravely ill…”          
(But our children aren’t sick with autism, because it 
isn’t an illness)!

“yet we’ve for the most part lost touch with 
three million children…”    (Who is this collective 
“we” Autism Speaks’ claims has lost touch? The par-
ents? Because we most certainly have not)!
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for? Hmm… Good question because I can honestly 
say:

Autism Speaks does NOT Speak for my children, my 
friends or me.

why is Autism Speaks Continually talk-
ing About us without us?

I find it disturbing that there are no openly Autis-
tic people in senior leadership roles within Autism 
Speaks. How can an organization run by non-Autistic 
people claim to speak for us? As I mentioned earli-
er, many Autistic people, and I’m one of them, very 
openly disagree with the organization’s mission, its 
lack of Autistic leadership, and its damaging lan-
guage. The motto of the disability rights movement 
has long been

Nothing About Us Without Us!

And I couldn’t agree more! It only makes sense that if 
you want to truly support people you must listen to 
and work with them. Interestingly enough, the one 
openly Autistic person in a notable position with Au-
tism Speaks, John Elder Robison, resigned in protest 
of Ms. Wright’s “Call for Action.”  You can read about 
Mr. Robison’s resignation here: http://jerobison.
blogspot.com/2013/11/i-resign-my-roles-at-autism-
speaks.html

I wanted this to be a personal piece, a conversation 
between us. I don’t want to inundate you with statis-
tics, however I urge you to read the highly respected 
Autistic Self Advocacy Network’s “2013 Joint Letter to 
the Corporate Sponsors of Autism Speaks” http://au-
tisticadvocacy.org/2013/11/2013-joint-letter-to-the-
sponsors-of-autism-speaks/ This letter, co-signed by 
a notable list of disability rights organizations, offers 
a clearer picture of the harm Autism Speaks is caus-
ing the Autism community.

what’s in A word?

Missing. Burden. Tragic. Embarrassment. Illness. Fear. 
Despair.

These are not words that make me feel good. Words 
carry a lot of weight and Autism Speaks wields them 
too effectively. They artfully blend a message of ad-
vocacy and erasure as they depict us as pitiable indi-
viduals existing only as burdens to society. With their 
mission to prevent and cure, they talk about us as 
if we shouldn’t be allowed to exist. This is not advo-
cacy nor is it awareness, and it most definitely is not 
acceptance. This is no longer only an autism issue, it 
is a disability rights issue, and a human rights issue.

The following is a quote from Peter Berns, CEO, the 
Arc, from his “Open Letter to Suzanne Wright…” con-
demning her language against disabled people 
http://blog.thearc.org/2013/11/16/open-letter-su-
zanne-wright-co-founder-autism-speaks/

“Unfortunately, your description of children with 
autism and their families is polarizing and divisive 
(…) Characterizing people with autism and their 
families as victims suffering from dreaded affliction 
ignores the diversity of the community of people 
with autism, as well as their creativity, persever-
ance, adaptability, resilience, and overall beauty of 
their human spirit.” - Peter Berns, CEO The Arc

Autistic people are valuable human beings, no less 
than our non-Autistic peers. The Autistic people and 
the families that I connect with daily are not inter-
ested in cures, my kids and myself included. We do 
not hate what we are because we are loved and ac-
cepted by those around us. They do not speak to us 
of how we need to be fixed, or how we might have 
been better, or how they dream of a cure. Our sup-
porters speak to us of how we enrich their lives just 
as we are.

Current HAppenings
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Accommodation. Inclusion. Acceptance

I like the sound of these words much better. Autism 
is a disability, no doubt, and we need supports and 
accommodations in varying degrees. And this is why 
we advocate: For better education, more services, in-
clusion and acceptance, and for the supports and ac-
commodations that are necessary so our children (all 
Autistic people) can live successfully in society along-
side their non-disabled peers. Also, we advocate for 
the families whose love and belief in their children is 
essential, because families need support, too. 

Advocacy

One of the most important phrases I learned dur-
ing the Virginia Board for People with Disabilities, 
Partners in Policymaking program (http://srsalas.
com/?p=2177):

Disability is a natural part of life.

Advocacy is about working with and supporting 
people with disabilities. It is not about verbally de-
humanizing people, nor is it about erasing them be-
cause of their disability. 

No matter the extent of a person’s disability, it is not up 
to Autism Speaks or anyone else to decide whether or 

not a human being is worthy of existence.

The next time you see an advertisement or fund-
raiser raising money for a cure, I hope you will take 
a moment and think about what that cure might 
mean. These are our children they are speaking of; 
our brothers and sisters; our families and friends!

People we love and are grateful to have in our lives!

I hope my words have made a difference to you. I 
hope you will join us in support of our loved ones as 
we band together urging sponsors to Boycott Autism 
Speaks.

Current HAppenings

Boycott Autism Speaks information:

Boycott Autism Speaks http://boycottau-
tismspeaks.com/
Facebook Page https://www.facebook.com/
groups/boycottautismspeaks/
Follow on Twitter @Boycott_AS 
Sign the petition https://www.change.org/peti-
tions/corporate-partners-supporters-of-autism-
speaks-terminate-your-financial-support-of-
autism-speaks

Bio
Renée is a writer, public speaker and advocate; 
And a happily married mother of three. Renée 
and two of her children are diagnosed with Au-
tism Spectrum Disorders, and she is passionate 
about working towards Autism Acceptance. She 
educates others through writing, blogging and 
public speaking. Renée published her first book, 
Black and White: A Colorful Look at Life on the Au-
tism Spectrum, in December 2012. http://srsalas.
com/?page_id=391

She is a proud graduate of the Virginia Board for 
People with Disabilities (VBPD) 2013 Partners in 
Policymaking program where she prepared for a 
larger role in advocacy for people with disabilities. 
Much of her current work focuses on the educa-
tional needs of students on the autism spectrum. 
Renée is the Community Liaison for the College 
of William & Mary Neurodiversity Working Group, 
and actively supports the Williamsburg Montes-
sori School and the Peninsula School for Autism 
in Newport News, Virginia.

You can follow Renée on her Blog via srsalas.com 
on Twitter @srsalas13 and on facebook.com/re-
nee.salas.184
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TM
 - Patented travel blanket

 - Soft fleece to  touch

 - Bright colorful patterns for baby’s  
amusement

 - Child’s arms are free to play

 - Tuck sides firmly for a cozy baby

 - No fasteners to annoy

 - Follows federal guidelines for safety

find us on:

www.GoGoBlanket.com
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leslie: Today we are here with Dr. Frank Gaskill. 
Thank you for joining us. 
Dr. G:  Thank you.

leslie: Dr. Gaskill is a psychologist with Southeast 
Psych down in North Carolina and he is also the au-
thor of Max Gamer the comic, correct?
Dr. G:  Max Gamer Aspie Superhero

leslie: The comic is actually how I stumbled upon 
you at first because my Aspie husband and daughter 
love comics.
Dr. G:  Max Gamer II is set to be released Spring of 
2014. In it Max Gamer meets a little girl named Chris-
ty and she is an Aspergirl, too.

leslie: Oh great! My daughter was asking where the 
girls were with Asperger’s?
Dr. G:  That’s right. I have a little DSM public service 
announcement that I have and in the graphic there 
is a little girl on the front sitting with Temple Grandin 
and on her shirt it says Rev the Reptagon, that is like 
someone else I know that is really into lizards so it 
kind of worked.

leslie: That’s great. [She laughs] So you have a promi-
nent psych practice down in North Carolina, how did 
you get started as a psychologist?
Dr. G:  My business partner, Dave Rehagen and I 
were in another practice and it closed its doors. So 
he and I had lunch one day and said well maybe we 
should do this ourselves. We set a requirement that’s 
basically if we like talking to you and you are funny 
and we want to have you over to our house and play 
and joke around and you happen to have a degree 
well then that works because most psychologists 

Interview with 

Dr. Frank Gaskill
Psychologist /Author of Max Gamer Aspie Super Hero Comic Books

and psychiatrists make us crazy and are weird and 
I’m weird. I mean I am really weird. I want to work 
with my best friends and I do. It’s phenomenal.

leslie: I know you have many interns and you are 
known for your quirkiness and your videotaped 
pranks. So I wanted to know which is your favorite 
prank?
Dr. G:  Well it isn’t videotaped but I was convinced 
by Dr. Kelly Bolton here at the practice (she works 
with Aspergirls) that an individual within the prac-
tice was obsessed with drinking straws and would 
collect them wherever she went and so I believed it. 
So I started to go and buy straws and take them back 
to show her and say, “Hey look at this straw.” I would 
leave them for her and put the straws in her desk. 
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I can’t say how I found out about it but as it turns 
out, it was all a prank on me. When I found out about 
it I convinced her to do some research and find out 
where I can buy straws. Long story short, I bought ten 
thousand straws, stole the keys to her car and emp-
tied all ten thousand straws into her Honda Accord. 
In case you are wondering, ten thousand straws goes 
up to the head rest in a Honda Accord.

leslie: [Laughing]
Dr. G:  Me and my buddy, Andrew King, we just re-
turned the keys and went home. I got a call later that 
night of just laughter. That was pretty epic prank but 
I probably have a hundred of those.

leslie: That’s fantastic. My favorite one that I viewed 
online was the one where you are dressed up like 
Darth Vader and the intern was instructed to go 
stand by Darth Vader and have her picture taken and 
you jump at her. 
Dr. G:  Actually, the same woman in that video is the 
woman that I put the straws in her car.

leslie: I thought that was hysterical. It was priceless. 
Well, I wanted to ask you as a psychologist what you 
thoughts were about the changes to the DSM 5? Al-
though, I just saw that you recently did a video on 
that topic so I wasn’t sure if you wanted to explain 
your opinion or not in regards to how the autism di-
agnosis has changed.

Dr. G:  Well a few things and my opinion is evolving 
over time but I am pretty clear on where I fall. The is-
sue for me is really the big picture that the DSM and 
how we view people is such a negative viewpoint. 
The positives or strengths are not discussed. When 
I heard Asperger’s was being deleted it really threw 
me. Asperger’s itself before in the DSM-IV it was hard 
to do research on it because the description is so 
broad. So the research that I have read is fundamen-
tally flawed because how do you know who your 
subjects are and how do you make it a consistent 
sample size but then for me I am very much, well As-
perger’s is not a disorder and it is not a syndrome it’s 
a different kind of brain and in some ways I think it is 
a better kind of brain. When I read the description of 
autism spectrum disorder the word disorder drives 
me crazy. There are these words like “abnormal pat-
terns of socializing” and in the lowest level of care 
it says something like “fail” just all this negativity. 
So on one hand I am glad they got rid of the term 
because they shouldn’t be describing it anyway if it 
is that negative.  The problem now is that some of 
my clients if they want to get serviced we have to 
write down on a sheet of paper that you have Autism 
Spectrum Disorder and I am fundamentally against 
saying that a lot of my guys are “disordered.” When I 
look at the clients that I do have right now, if I look at 
the lowest level of care in the DSM 5, they wouldn’t 
meet that criteria. It is also context specific, it says 
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“difficulty or failure to socialize appropriately.”  Well if 
I put ten of my Aspie guys in a room they are having 
a blast.  They are socializing perfectly because they 
don’t have to deal with humans/neuro-typicals who 
believe you have to be a certain way to be accepted. 
You know just because everyone doesn’t socialize 
the same way neuro-typicals do doesn’t mean that 
they have a disorder. So for me it’s frustrating but 
the upside is maybe Aspie-nation will own that word 
and carry it forward that wouldn’t have been done 
previously.

leslie: I guess my frustration, especially now, scien-
tists have proven that there are distinct brain differ-
ences between someone that has Kanners verses 
someone that has Asperger’s and I just think that it 
was a horrible time to group everyone together. Es-
pecially now that they have the scientific proof and 
they have the neurological difference seen by an 
MRI. I personally think that it is going to cause more 
confusion for the general public.  When people ask 
me about my daughter and they see my daughter. 
They are often confused. People say, “What do 
you mean she is autistic? She doesn’t seem to 
act autistic?” So then I feel like I have to ex-
plain Asperger’s to them which I don’t 
mind because I am all about rais-
ing awareness and acceptance 
and that can’t be done without 
knowledge of the topic. My fear 
is that it will be more difficult 
for people to get a diagnosis 
and then get services that they 
may need. I just hope that it al-
lows people to get the help that 
they need if they do need help.
Dr. G:  I look at John Elder Robi-
son and I think - Really?! You are 
going to call that a disorder?

leslie: I know! I just read John’s 
book and was very honored to 
write a review for him. As a writer 
I have a huge amount of respect 
for him. He is such an amazing sto-
ryteller. For someone to stand there 
and say that he is disordered, I don’t 
believe that. He has an auto business 
and is a successful author.  I also don’t 
believe that my daughter is.  I do believe that she has 
some struggles but what person doesn’t?

Dr. G:  Yup, see the word “struggles” that’s fine. Ev-
erybody has some struggles. But you see that is 
where our system is so flawed. You have to speak of 
it as a this or this. That is why I use this thing called 
the Lemon Continuum it is on my show. It is a glass 
of water, a glass of water with lemon on the side, 
lemon flavored water, lemon, lemonade, lemon and 
a lemon farm.  It’s less or more. Not good or bad. So 
you have Thomas Jefferson over there is a lemon 
farm. He never combed his hair, walked around town 
with a bird on his shoulder, mumbled his speeches, 
founded UVA, an economist and architect, a lot like 
Einstein. But then over here you have lemon flavored 
water and there are a lot of people over there that 
needed some support when they were younger. It 
doesn’t mean that they have a disorder.

leslie: Well that’s an interesting analogical continu-
um. I had never heard anything like that before. Mov-
ing onto a more fun topic, I want to know all about 
Max Gamer Aspie Superhero. How did you come to 

create your comics and the char-
acter?

Dr. G:  Well, I have a 
co-author, his name 
is Ryan Kelly. He is fin-
ishing up his PhD to 
be a psychologist. I’ve 
always felt this way 
about my Aspie guys 
and what would be a 
better medium than 
Manga or Anime? Here 

is Max Gamer on the 
back of it I have this little 

thing about Asperger’s and 
what it is.  When Ryan Kelly and 

I were thinking about what the 
original character would like 

we had two different ver-
sions, both of which Kelly 
drew. One looked more 
like a regular cartoony 
character and the other 
was Anime. Hands down, 
all my Aspie guys and As-
pergirls loved the Anime 
version. They are drawn 
to Anime features be-
cause of the exaggerated 
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eyes leads them to read facial expressions better. 
My favorite part when it was done. It starts out Max 
knows all the dinosaurs, he fixes computers and he 
can list all the presidents. Then he talks about how 
he’s not invited to parties, he’s bullied, he feels alone 
and different and doesn’t know why. So his grand-
parents think let’s throw him a party, which is a bad 
idea because of all the sensory stuff and he freaks 
out and runs upstairs crying. His grandfather gives 
him a present and it’s a video game. He is looking at 
the video game. His sister, who hates him, comes in 
and grabs the game and presses the on button. She 
defrags and disappears onto the game board. He is 
like, “What?!”

His grandfather says, “You can save her. You can do 
it.” So he defrags himself and goes into the game to 
save her. Using his processing speed and his Dyno-
gon cards and his backpack he defeats this bad guy 
named Gadget and saves his sister and brings her 
back to the living room. Once in the living room she 
tells him, “You are my superhero. You are quirky and 
weird but I love you and you saved me.” It is all about 
empowerment and helping kids to say, “That’s me!”  
When I passed out the prototype to about ten of my 
Aspie guys (ages nine to twelve), the room was si-
lent. After a few moments one of the kids came up 
to me and asked, “Dr. G? Do you follow me around?” I 
was like, “Wow!” He [the kid] said, “This is me how did 

you know?” It is just empowering and exciting. In this 
next episode it’s called Max II Rise of the Bully and 
it’s about how Max learns to defeat bullies without 
resorting to violence. It’s going to be epic. Nobody 
knows this, you are the first to know but we have in-
corporated Steampunk artwork into this comic. You 
have to look it up it is very cool. Google Steampunk 
Star Wars. 

leslie: I will have to look it up. I love art!
Dr. G:  Google it and you will see the most ridicu-
lous. It’s almost like an industrial western type of 
art. Han Salo is like this cool cowboy guy but Chew-
bacca is this big boxer dog wearing a Derby hat and 
a cigar. Darth Vader has all this mechanical steam 
engine stuff with like a blow torch lightsaber. [See 
artwork of Bjorn Hurri here http://conceptartworld.
com/?p=15093]  It’s just very cool.

leslie: [Laughing] Okay, well, once you had your 
story how did you go about getting it published and 
reaching out to the community?
Dr. G:  Well at Southeast Pysch we are built on three 
platforms. Our mission is to get psychology into the 
hands of as many people as possible to enhance 
their lives. In order to do that we have the South-
east Pysch Studios, which is where all of our shows 
about psychology are - that’s where the Dr. G Aspie 
Show is http://www.southeastpsychstudios.com/
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shows.php.  Then we also have Hero house publish-
ing, which is a publishing division where we pub-
lish books and other things that promote resilience, 
strength, growth and who you can become despite 
the odds.  We also have Super Speakers Division 
where we [psychologists of the practice] give free 
talks in the Charlotte, NC area. So it’s been through 
these venues, and twitter. Then I met Temple Gran-
din and she endorsed the comic book, which was 
huge. I’ve also have some other cool endorsements 
lined up for this second comic.

leslie: That’s great. I was looking at Southeast Pysch’s 
website [http://southeastpsych.com/], you guys are 
huge. I don’t think you have left anything out. You 
have a picky eater section and then the tutors, which 
I love because I used to own a statewide Special Edu-
cation Tutoring Company so education is extremely 
important to me. 
Dr. G:  That is by Dr. Craig Pohlman. He is the head of 
that and the author of How to Help You Child Succeed 
in School http://www.amazon.com/Succeed-Parents-
Teachers-Learning-Problems/dp/0470383763. 

leslie: Well, I will have to check that out. I love that 
the practice is all about fun. How the main or the first 
core value of the acronym [FIRE] that the practice is 
based on is Fun. I’ve always said that when it came to 
teaching that has to be your first goal is to have fun 
because if you don’t then the kids are going to zone 
out and you are never going to get any knowledge 
into their brains.
Dr. G:  That’s right.

leslie: I love that it is entertaining and you make 
sure everyone is having fun.  To learn more about 
Max Gamer Super Hero and buy the comic please 
visit http://www.maxgameronline.com/.  To learn 
more about Dr. G’s practice visit http://www.South-
eastPsych.com. To learn more about the Dr.G Aspie 
show visit http://www.SoutheastPsychStudios.com, 
right?
Dr. G:  Yes or you can go to You Tube and type in 
“Gaskill Aspie.” I think I’m up to 33,000 viewers now. 
I’m pretty excited about that.

leslie: That is fantastic!
Dr. G:  Asperger’s and me being weird and just hav-
ing fun.

leslie: Having fun of course. [laughs] I just have one 
more question I wanted to ask you. What would you 

say to people that ask you: Do people with Asperg-
er’s need a psychologist? Or how would Aspies know 
if they needed one? And what could a psychologist 
do for them?
Dr. G:  I would say to them pretty much the same 
thing I say to any human being – you always need 
a Yoda.  Somebody that’s gonna give you some 
coaching or some life direction, encourage you, 
challenge you, tell you to “knock it off” (meaning 
stop it) when you are being ridiculous.  For my As-
pie Families it’s really about skill building. Number 
one, like Tony Attwood says is “self-acceptance, 
self-awareness.”  The biggest predictor for success 
for Aspie nation is you have one best friend, if you 
have that then you are good and that is true for 
all of us. That is what I tell all my families, make 
sure no matter where you go to see a psycholo-
gist or to a social skills group or wherever - that 
they walk away with a friend. That friend can move 
right along with them for the rest of their lives. If 
you got that, you are good. Loneliness is the killer 
for a lot of Aspies.

leslie: Right. Yes, I agree.
Dr. G:  You know what kills me with some families 
is when they say, “My kid can’t be Aspie because 
he’s not all introverted and quiet.” And I’m like, “No 
if you’ve met one Aspie, you have met one Aspie.” 
There are extroverted Aspies and introverted Aspies. 
They are like everybody except they have way better 
brains as far as I’m concerned.

leslie: Yes, I’m very jealous of my daughter and my 
husband.
Dr. G:  My Grandpa and my Dad were Aspies and 
when I have families come in they ask me, “So you 
are too?” I say, “No, I wish was, but I do admit that 
I have seen Star Wars over 430 times, so there is 
that. I can quote it from start to finish. It’s pretty 
sad.

leslie: Well we all have our interests. Though I don’t 
think I have ever watched the same movie more than 
five times (with the exception of A White Christmas 
that I watch once a year and have ever since I can re-
member). Anyway, I want to say, “Thank you so much 
for taking the time to be interviewed today I know 
you are a very busy man.”

Dr. G:  Thank you. You guys are awesome!

leslie: Thanks so much.

interview
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event reCAp

Bridge the Gap Gala 
Raises over $100,000

I had the pleasure of attending Fill-A-Need’s first fundraiser, Bridge the Gap 
Gala, on November 16th at the Trump National Golf Club in Bedminster, NJ 
for an evening of fun and fundraising. 

t
he venue was astounding but equally as-
tounding was one mother’s dedication to 
help plan for the future of children on the 
spectrum. Katie Cancro, the Founder of Fill-
A-Need Foundation, has the determination 
and heart the autism community needs to 
help build a better future for our children.  

Katie’s son has autism and when she realized how 
few supports are in place after high school for people 
on the spectrum, she set out on a mission to build a 
place where each individual can focus on their own 
strengths to find work they are passionate about in 

an effort to bridge the gap between high school and 
finding work. I was moved and amazed that a moth-
er with three children found time to start such a feat. 

The evening started with Paul Teutul Sr. unveiling the 
Autism Awareness custom-made motorcycle made 
by him and his team of men from the Orange County 
Choppers show on CMT, followed by a cocktail hour 
with hor d’oeuvres and a silent auction. To see the 
Gala check out the Orange County Chopper Episode 
http://www.cmt.com/videos/orange-county-chop-
pers-103-the-fill-a-need-bike/1718059/full-episode.
jhtml. 

http://www.cmt.com/videos/orange-county-choppers-103-the-fill-a-need-bike/1718059/full-episode.jhtml
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The word Hamlet is defined as “a small village,” which 
is what the Hamlet Campus will be, a village or com-
munity for adults with special needs.  The Hamlet 
campus will have several parts to this community. In 
an effort to help explain and show the areas of the 
campus, an augmented tour of the Hamlet was set 
up for guests of the gala in a walkway room.  A table 
was set up with a map of the campus and volunteers 
instructed guests to hold iPads over the map which 
created a 3D image of what the campus would look 
like once built.  It really brought the vision of the cam-
pus to life with a tour of the courtyard, restaurant, 
florist, bakery, Hamlet Academy, stables and the gift 
shop.  The Hamlet Academy, one part of the campus, 
is “designed to function like a community college, 
but is structured like a vocational training program.” 
The goal is that “between tuition, which can be par-
tially paid for by Medicaid funds and the sales of the 
shopping village, the Hamlet will be self-sustaining 
one day.” 

Layout of the Hamlet 
using iPads for a 3D view

Founder Katie Cancro 
and Mallory Zieger

Awarding the motorcycle
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Around 7:30 the guests were asked to find their table 
so they could be served dinner and Katie stood up 
and gave a wonderfully inspiring speech in which 
her son asked the audience through a pre-recorded 
video, “Don’t give up on me.” Followed by the Key-
note Speaker, Ty Pennington the host of Extreme 
Makeover – Home Edition show giving a memorable 
speech about how his mother believed in and took 
the time to figure out what his strengths were and 
encouraged him instead of harboring on his disabil-
ity of ADHD. 

After Ty’s speech was a live auction with items rang-
ing from a signed Yankees jersey to vacations at the 
end of which 6 separate individuals stood up and 
gave $5 thousand donations. The auction was fol-
lowed by Mallory Zieger, a female board member 
of the Fill-A-Need Foundation, drawing the winning 
raffle ticket for the Orange County Chopper Autism 
Awareness Motorcycle give-away. The night ended 
with desserts and dancing with music courtesy of 
The Zoo. 

The Fill-A-Need Foundation raised over one hundred 
thousand dollars to help build the Hamlet but more 
fundraising will be needed. It is estimated that the 
Hamlet will cost over $15 million dollars to build 
but will be a self-sustaining, educational communi-

event reCAp

Sharing a laugh 
with Ty Pennington

Mallory Zieger, Board 
Member with Aspergers, with 
mom Leslie Zieger
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ty. Katie’s vision is that the Hamlet will be “open to 
250 young adults of varying degrees of disabilities 
and skills. The campus could attract students who 
need continuing treatment like speech and occu-
pational therapy.  Computer labs and other instruc-
tional training centers would cluster around a retail 
community…”  The hope is that the school will help 
adults with special needs get a job or go to college. 
When speaking to Katie she said, “The Hamlet in 
New Jersey will be just the beginning.  My hope is to 
build a school in every state” so all adults with special 
needs graduate high school and have an optimistic 
future.  The night was a spectacular example of how 
determined people can join together when they see 
a need and make a better place for tomorrow. 

To learn more visit – http:///www.Fillaneedfounda-
tion.org 

Sources: 
Schiavi, MaryLynn. “Fill-A-Need Foundation raises $100G for 
Autism.”  Home News Tribune. 28 Nov 2013, A Caring Com-
munity: B2. Print. http://www.mycentraljersey.com/apps/
pbcs.dll/article?AID=2013311270082&nclick_check=1 

Livio, Susan K. “Somerset County mom pitching reality 
show to help her son and other disabled children.” The Star-
Ledger 13 Nov 2013.

event reCAp

Motorcycle courteousy of 
Orange County Choppers

Katie Cancro with the 
Auctioneer for the Live 
Auction

Silent Auction Items
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t
he form doesn’t seem to matter to Zach how-
ever, as he seems content just to forge this 
linen building with craft glue and discretely 
adhere masking tape. He is simply happy to 
sit at our designated table with his mommy, 
and design his own.

I am thrilled to be here with him as well, as this is the 
first “Christmas house” we have built together, and 
the added bonus is it conjures up the requisite imag-

es of festive architecture from my childhood past, 
pleasant in their remembrance. As I sit with 
him and attempt to gain better purchase on 
the tiny chair I am well aware of the enormity 
of this gift, the ability to carry on a tradition 
with my child, one who is eager and willing 
to perform it with me, one who miraculously 
was able to request its creation.

We made a gingerbread house today, my youngest and me. Not the fancy 
version mind you, with its cinnamon-spiced cookie walls and sticky-sweet 
icing for snow, but the felt version, as I have yet to figure out how to create 
an edible construct that’s gluten and casein-free. 

Kimberlee Rutan McCafferty

New Year’s 
Evolution

everydAy pArenting
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It’s the last month of the year, and as always, just like 
the commencement of the school year, it’s a time of 
reflection for me. I consider where we’ve been and 
where we now reside as I help Zachary fabricate his 
house, watch him carefully separate out the pieces 
of his one-dimensional art form with such care, and 
manipulate the tiny forms with such ease. He desires 
to begin at the top of his home and work his way 
down, and as I’ve never been one to insist on color-
ing in the lines we alter our blueprint a little, an act 
we’ve committed time and time again in our tiny 
family of four.

He begins with the roof, which he tells me firmly we 
require because “it will keep everyone warm and 
cozy.” As I contemplate how he’s incorporated the 
latter adjective into his lexicon of words I am simul-
taneously reminded of the outpouring of care and 
compassion we’ve received over the years, the small 
and grand acts of largesse, and the kind words both 
spoken and written to encourage our clan in times of 
conflict. These acts have blanketed us, permitted this 
family to retain the heat, the fire necessary to forge 
through the most searingly difficult times. We could 
not have built our own home without them.

Once the roof is safely adhered Zach moves onto the 
windows, neatly punching through the cloth panes 
of glass to afford us a glimpse of the other side, al-
lowing us to widen our view. I recall how watching 
my youngest son’s language expand, and my oldest 
son’s increasing desire for social interaction, have 
both enabled me to envision a different world for my 
children this year. We now inhabit a home in which 
the future may hold more than just fleeting glimpses 
of a “normal” childhood, one in which both of them 
may actually one day possess a true friend. I am so 
grateful for that expanded vista, for the possibilities 
inherent in those translucent frames.

Finally, Zach addresses the foundation, shoring up 
the edges with his tiny fingers immersed in solvent, 
asking me if his careful ministrations are correct. I 
smile and tell him his house is lovely, as in its own 
way, is our own. Our foundation has also been con-
ceived in patience, moored in consistency, cement-
ed in love. It’s not seamless, and there will always be 
cracks. But it will continue to stand.

Bio: I’m the mom of two young sons on the autism 
spectrum, ages six and ten.   I’m a former educa-
tor, and presently a stay-at-home mom/therapist.  
I’ve been published in Exceptional Parent Maga-
zine, and my blog,  http://autismmommythera-
pist.wordpress.com/, is linked to multiple sites 
throughout the country onPatch, an online source 
for community-specific news.  Last year I produced 
and directed a play about mothers raising autistic 
children, with all proceeds going directly to POAC 
Autism Services, a non-profit located in Brick, NJ.  
All profits from my book, “Raising Autism” will go 
directly to Autism Speaks, Parents of Autistic Chil-
dren (POAC), Someone Special Needs You (SSNY), 
and my son’s school.   Connect with me on Face-
book at Autism Mommy-Therapist.

It will always stand.

And my wish for all of you in every year to come, is 
that your own house, no matter how it’s constructed 
or what form it takes, will continue to stand, wind and 
weather-battered, as magnificently strong as ours.

everydAy pArenting

Our foundation has also been conceived in patience, moored in 
consistency, cemented in love.

26

http://autismmommytherapist.wordpress.com/
http://autismmommytherapist.wordpress.com/


news/Future OptiOns

t
he Gersh Experience is a transitional pro-
gram and campus located in North Tonawa-
nda, New York. The program focuses on 
young adults with Aspergers Syndrome, and 
other autism and learning disabilities, who 
have graduated from High School and are 
attending one of the many nearby colleges. 

Instead of living on the college campus, or at home 
with parents, the students live on the Gersh Campus. 
There is both dormitory style, and individual fully in-
dependent apartment living options available to the 
students, based on their preferences and individual 

AsD options 
for Living independently
By Megan Kelly

needs. The students are able to live independently 
at Gersh as they attend college, but have the sup-
port of the Gersh staff available to them that they 
would not have on the college campus. The support 
includes assistance with social and life skills. There 
are structured group activities, and common areas 
on the Gersh campus where students can socialize 
and interact with each other, which also helps to de-
velop social and emotional skills.

A quote from the Gersh website (http://www.gersh-
experience.com) describes the Gersh Experience as:

Today there are more options 
than ever before for adults and 
young adults living indepen-
dently with autism. Programs 
and centers have opened in 
many different places across the 
United States, giving many peo-
ple access to their benefits, as-
sistance, and services. The pro-
grams focus on helping adults of 
all ages with autism acquire the 
necessary skills to live and enjoy 
an independent life.
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“...a transitional program created for high school 
graduates with Asperger’s Syndrome and other au-
tism spectrum and learning disorders. Whether a stu-
dent chooses to attend college or learn a vocational 
trade, they have a social support system that gets 
them through “the rough patches” without having 
to stay home and be dependent on family members. 
The Gersh Experience provides a balance of support-

ive services to students in a residential setting that 
will assist and guide your young adults through all 
phases of the typical college life, such as studying, 
living independently, job training, social interactions, 
and emotional well-being. We create self-sufficiency 
and purpose in the life of each person that attends 
The Gersh Experience.”

Another support program available is Extraordinary 
Ventures, located in North Carolina. Extraordinary 
Ventures runs a series of small businesses that fund 
their programs, and create jobs for the autistic in-
dividuals involved in them. Some of the businesses 
include laundry services, space rental, office work, 
maintaining and cleaning the town buses, and a 
website that sells items and gifts handmade by its 
employees, such as soaps and scented candles.

Extraordinary Ventures gives those living with dis-
abilities the chance to join the work force to become 
productive, contributing members of society. They 
are able to earn a wage to support an independent 
life style, as well as learn valuable social skills. Some 
of the adults that start at Extraordinary Ventures 
move on after to pursue careers, or part-time jobs 
with other companies.

news/Future OptiOns

Students learn to prepare food and cook meals at The 
Gersh Experience.

EV Laundry provides premium-quality wash, dry and fold 
service with free pick-ups and delivery.
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Sources

The Gersh Experience:  
http://www.gershexperience.com

Extraordinary Ventures:  
http://www.extraordinaryventures.org

Opportunity House:  
http://www.opportunityhousect.org

There is also the option of Group Home living for au-
tistic adults. Group Homes allow for semi-indepen-
dent living. Residents usually have a private room of 
their own, and access to common rooms to socialize 
with other residents. The supervision and support of 
staff and professionals is available at all times. Some 
Group Homes also provide “In Home Support” pro-
grams. With “In Home Support” an individual lives at 
home with family or friends, and receives visits and 
support from the center’s staff daily, or several times 
per week.

The residents’ families are a very important part of 
Opportunity House. Many family members serve or 
have served on their Board of Directors. Family mem-
bers also contribute to many of Opportunity Houses 
committees including planning, fundraising, and fi-
nancing.

Opportunity House has several Group Homes lo-
cated in the North Haven area of Connecticut. They 
provide instructional programs and support that are 
individually tailored to suit each of their residents. 
They also offer “In Home Support”, and provide nu-
tritional, medical, speech, and behavior programs. 
Their programs are designed to do the following, 

“Increase the resident’s independence with self- care 
activities.
Teach and improve skills with household mainte-
nance tasks.
Allow everyone to be a contributing member of the 
household.”
(http://www.opportunityhousect.org)

As time goes on, more and more programs that sup-
port independent living for those with autism and 
other disabilities have become available. Many com-
munities have realized the importance and benefits 
that these programs provide. The chance to go to 
college, have a job or career, and live independently 
is becoming a reality for many individuals with au-
tism. Hopefully the future will provide even more 
programs, in more states and countries, allowing 
anyone and everyone who would benefit from them 
access to their valuable services and assistance.

news/Future OptiOns

Opportunity House teach and improve skills with household 
maintenance tasks.

EV manages a contract with Chapel Hill Transit (CHT) 
to perform interior bus cleaning services
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sCHOOl AdviCe

t
eachers and students are busily getting adjust-
ed to school life for the current academic year. 
At home, however, parents may be curious as to 
how their child’s school year will progress.

teacher/Parent 
Communication 
and Students with Autism Spectrum Disorders
Mary A. Houser, Ed.D.

Winter is in the air. Neighborhood schools have been in session for a few weeks 
and students have settled into their routines. School supplies have been pur-
chased and are being put to good use.  

Most parents want to know how their child is doing 
in school. Questions that parents typically have are: 
How is he doing academically? Is he making friends? 
How is he behaving? Such questions are common. 
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After all, the parents are the child’s caregivers and 
are looking out for his well-being.

Parents of children with Autism Spectrum Disorders 
(ASDs) are no different than parents of typical chil-
dren when wanting to know how their child is per-
forming at school. In addition, many have additional 
concerns that are specific to their child’s disability. 
Depending on the child, parents may want to know 
things such as how their child is doing with transi-
tions from activity to activity or class to class, wheth-
er he is having tantrums, and how recess is going on 
the playground. To parents of a child with an ASD 
these behaviors can be as important as his academic 
progress. The question that arises is how do parents 
get answers to these questions if they are not there 
to observe their child?

importance of teacher/Parent Commu-
nication
One of the best ways for parents to have a clear 
picture of how their child is performing in school 
is through establishing communication with their 
child’s teacher. Effective communication between 
home and school is important for all students, but es-

sential for students with special needs. It is through 
this relationship, that teachers and parents can work 
together as a team to enhance and support the child’s 
development. Sure, teachers send home weekly 
newsletters about the happenings class. Parents may 
send in a note to let the teacher know that their child 
is not feeling well or may be late to school the next 
day. While these are necessary and often important 
issues to relay, children with ASDs typically require 
increased communication between those involved. 
Teachers may have specific questions about the stu-
dent such as how to engage him when working with 
other students or the type of reward he prefers for a 
job well done. Parents may want to know what they 
can do at home to support the teacher’s efforts at 
school such as being consistent with behavioral ex-
pectations or having similar consequences for inap-
propriate behavior.  

Generalization Matters
Studies in recent years have shown that children 
with ASDs have difficulties with generalization. What 
does this mean? It means being able to demonstrate 
an acquired skill in various settings. For example, 
imagine Justin a young boy with moderate autism. 

sCHOOl AdviCe
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He has successfully learned how to greet his behav-
ioral therapist who works with him at home after 
school by looking her in the eyes and saying “hello!” 
when she comes through the door. Justin’s parents 
are thrilled that he is demonstrating this appropriate 
social behavior and immediately assume that he is 
greeting his teachers and peers at school in a simi-
lar fashion. Not so fast! Just because Justin greets his 
therapist in his home setting does not mean that he 
is also greeting others at school. He is one of those 
children on the autism spectrum who has difficulty 
generalizing skills. In order for Justin to greet people 

Bio:

Dr. Houser is an Assistant Professor of Special Education at West 
Chester University (PA). She is a mother, aunt, and daughter to in-
dividuals on the autism spectrum. Her research agenda focuses on 
families of students with autism spectrum disorders and home/
school relationships. She can be reached at mhouser@wcupa.edu. 

sCHOOl AdviCe

in both locations he will have to spend time learning 
to generalize greetings in multiple settings.

The question that arises is: How will Justin’s parents 
know whether he is generalizing this or any other 
skill to school?  Knowing the answers to these types 
of questions is critical to Justin’s development. After 
all, if a child with an ASD has a skill and is not able 
to use it in multiple settings, he is not maximizing 
the benefits of this skill acquisition. Effective com-
munication between parents and teachers can help 
fill this gap.

what Can Be Done to improve teacher/Parent Communication  
for Students with ASDs?

tEACHErS

•	 Select a communication method (communica-
tion notebook, e-mails or phone calls) that you 
can use with relative ease.

•	 Communicate on a consistent basis with par-
ents. Checking-in with them inconsistently does 
not provide parents with an accurate picture of 
how their child is performing at school.

•	 Remember to communicate the child’s success-
es as well as his difficulties.

•	 Be specific about how the child is doing at 
school. Avoid statements such as “Justin had a 
good day.” Instead, make statements such as 
“Justin completed his classwork and made an 
attempt to talk to classmates. I was pleased with 
his work today.”

•	 Do not be afraid to ask for parent input and ad-
vice about their child regarding academic per-
formance or behavior.  

•	 Be compassionate. Realize that many parents 
of students with ASDs are stressed during the 
school day wondering how their child’s school 
day is going.  

PArEntS

•	Consistently communicate with your 
child’s teacher through the selected com-
munication method.

•	 Be patient. Realize that teachers have 
many daily demands and will get back 
to your e-mails or phone calls as soon as 
they are able to.

•	 Support your child’s teacher by being 
consistent with academic and behavioral 
expectations in the home environment.   

•	 Keep your child’s teacher aware of any 
changes in your child’s behavior or medi-
cation, if applicable.

•	 Get involved. When possible, volunteer to 
help in your child’s classroom.  

Communication between teach-
ers and parents is paramount to 
an ASD child’s success. working 
together can produce meaning-
ful results for the child’s educa-
tional experience and overall 
quality of life.
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BOOk seCtiOn

W
ritten by Lee A. Wilkinson, PhD, a 
practicing school psychologist, this 
authoritative, yet accessible award-
winning text provides step-by-step 
guidance for screening, assessing, and 
educating children at-risk for autism 
spectrum disorders (ASD). Grounded in 

the latest research, special features include illustrative 
case examples, FAQs, quick reference boxes, glossary, 
and an index to 50 evidence-based best practice 
recommendations. It is an essential guide and 
valuable resource for practitioners in psychology, 
general and special education, counseling, social 
work, and for graduate and pre-service students. 

Parents, advocates, administrators, and attorneys will 
also find the content informative and helpful. This 
text is a welcome addition to the reference libraries 
of all who want to further their understanding of the 
identification and treatment of school-age children 
with ASD. Highly readable and comprehensive, this 
book sets the standard for those working with stu-
dents with ASD. This book makes also an ideal text or 
guide for graduate-level training courses in psychol-
ogy and special education, and has become a widely 
used resource.

A Best Practice Guide… consists of seven chapters. 
Chapter 1 begins with two case vignettes and a dis-
cussion of the challenges facing educators. The read-
er is then provided with an overview of Asperger 
syndrome and the autism spectrum disorders (ASD). 
Chapter 2 focuses on the screening and identifica-

tion of children in need of further assessment. Instru-
ments are reviewed and a multi-step screening pro-
cess described. Chapter 3 addresses evidence-based 
assessment practices, including individual instru-
ments and a developmentally-based procedure. In 
Chapter 4, the case examples are presented to illus-
trate best practice in the assessment of ASD. Chap-
ter 5 focuses on intervention practices and describes 
current scientifically-based interventions and treat-
ments for ASD. Chapter 6 provides information on 
the identification of special educational needs and 
specialized services. Chapter 7 concludes with a dis-
cussion of the current status of the field and future 
directions for research.

PrAiSE AnD rEviEwS
Parent Coaching for Autism states, “All 208 pages 
of this book are filled with research-based informa-
tion about the best practices schools should adhere 
to when assessing and intervening with children in 
schools. The author does a wonderful job presenting 
all of the data, facts, figures and statistics in a very 

Book 
recommendation

A Best Practice Guide to Assessment 
and Intervention for Autism and As-
perger Syndrome in Schools continues 
to be a gold standard autism resource for 
parents and practitioners. 
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BOOk seCtiOn

structured layout that is straightforward, practical 
and convenient to access. With the rising incidence 
of children being diagnosed on the Autism spec-
trum, this guide should be required reading for all di-
rect service providers who work with children in the 
school setting. On behalf of the Autism community I 
extend a sincere thank you to Lee Wilkinson for this 
impressive and most valuable resource.”

Dan Harris, JD comments, “As a parent-advocate, 
Dr. Wilkinson’s book is both comprehensive and 
easy to digest. It’s comprehensive because it pro-
vides readers with a 10,000 foot view of the land-
scape. It’s easy to digest because it is written in 
language that non-professionals can understand. 
Dr. Wilkinson and his book treat parent-advocates 
with respect, compassion, and actionable insight. 
If you read only one book, this is the one.”

Autism Spectrum Quarterly  calls the book “a 
landmark contribution destined to become a classic 
in the field of autism spectrum disorders” and 
comments, “Dr. Wilkinson has made an enormous 
contribution to the field by comprehensively and 
systematically illuminating not only what needs to 
be done, but also how to go about doing it. The book 
is exquisitely and meticulously organized, making 
it an easy-to-access reference guide as well as a 
comprehensive text book and training manual.»

According to the  Journal of Autism andDevelop-
mental Disorders  «This book provides a complete 
source for parents, educators, researchers and 
clinicians seeking information related to assessment 
and interventions available for individuals (mostly 
children) diagnosed with Autism Spectrum Disorders 
(ASD). Dr. Wilkinson presents a detail and person-
centered approach to the stages and issues that needs 
to be addressed while conducting an assessment and 
planning interventions for individuals diagnosed 
with ASD.” 

Ally4autism  comments, “Dr. Wilkinson has created 
an outstanding blend of academic research and 
practical application in a text that is so clearly written 
it is a pleasure to read for professionals and parents 
alike. His book concisely illustrates best practices in 
screening, assessment, treatment and special edu-
cation services. Through case examples of two chil-
dren, he demonstrates how these best practices can 
be put into action. This book fills an important need 
that has existed for years. Dr. Wilkinson has created 

an indispensable resource that should definitely be 
in each school’s professional library.”

A Best Practice Guide...  was named the Winner in 
the Education/Academic category of the 2011 Next 
Generation Indie Book Awards and honored as an 
Award-Winning Finalist in the Education/Academic 
category of the “Best Books 2010 Awards” sponsored 
by USA Book News.

A BestPractice Guide to Assessment and Inter-
vention for Autism and Asperger Syndrome in 
Schools is available from Jessica Kingsley Publishers, 
ISBN: 978-1-84905-811-7 and all major booksellers, 
including  amazon.com and barnesandnoble.com. 
The book is available in both print and eBook formats.

recommended Bio:

Lee A. Wilkinson, PhD, CCBT, NCSP is an applied 
researcher and practitioner. He is a licensed 
and nationally certified school psychologist, 
chartered psychologist, and certified cognitive-
behavioral therapist. Dr. Wilkinson currently 
practices in South Florida where he provides 
diagnostic and consultation services for chil-
dren with autism spectrum disorders and their 
families. He is also a university educator and 
serves on the school psychology faculty at Nova 
Southeastern University and Capella Univer-
sity. His research and professional writing has 
focused primarily on behavioral consultation 
and therapy, and children and adults with As-
perger syndrome and high-functioning autism 
spectrum disorders. He has published numer-
ous journal articles on these topics both in the 
United States and internationally. Dr. Wilkinson 
is the author of the award-winning book, A Best 
Practice Guide to Assessment and Intervention 
for Autism and Asperger Syndrome in Schools, 
published by Jessica Kingsley Publishers. He 
is the editor of a new volume in the APA Divi-
sion 16 (School Psychology) Book Series, Autism 
Spectrum Disorders in Children and Adolescents: 
Evidence-Based Assessment and Intervention in 
Schools, published in conjunction with Ameri-
can Psychological Association Press.

Links:

http://works.bepress.com/lee_wilkinson/
http://bestpracticeautism.com
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reach out
We encourage you to send in your questions, comments, suggestions and 
concerns to AutismParenting@gmail.com. We will do our best to find you 
answers, resources, and improve the magazine to help all families with 
children on the autism spectrum. Please note that we may post your ques-
tions and edit them if needed.  Please include a phone number in case we 
need clarification.  We thank you for reaching out to us.  We will do our 
best to provide helpful resources and the most current information.

Q&A

My answer is this:

Schools and organizations that:

•	 treat autistics with the same equality and 
respect that they would any other person

•	 may see people on the spectrum as “differ-
ent but not less” 

•	 raise money and openly tell me where my 
money will be going

•	 do not harm ASD individuals by words or 
actions

•	 include ASD individuals on their boards 
and/or allow for their opinions to be heard

•	 do not use science as a means to eradicate 
a certain people, harm people (including 
the unborn), cause eugenics, or lead to 
targeted abortions of particular groups of 
people

•	 use more than 65% of the funds raised to 
directly help the people they are raising 
money for 

Should I do paper schedules or iPad activity schedules?Someone asked me, “If the Autism Speaks Organization isn’t something you support then what 
organizations or schools do you support?”QQ

A

As of January 2013, I have found no evidence of disrespect to the autism community from the following 
organizations and schools and thereby support their efforts with the autism community and believe that 
the majority of the money raised is in fact being used to better the lives of autistic persons:

AANE http://www.aane.org/ 

ADAPT http://www.adapt.org/

Autistic Self Advocacy Network  
http://autisticadvocacy.org/

Autism National Committee  
http://www.autcom.org/

Autism Network International  
http://www.autreat.com/

Autism Society  
http://www.autism-society.org/

Autism Women’s Network  
http://autismwomensnetwork.org/

Fill-A-Need Foundation  
http://www.fillaneedfoundation.org/ 

FOCUS Center for Autism  
http://www.focuscenterforautism.org/ 

Golden Hat Foundation  
http://www.goldenhatfoundation.org/ 

National Autistic Society  
http://www.autism.org.uk/news-and-events/
about-the-nas/how-we-spend-your-money.aspx 

National Council on Independent Living  
http://www.ncil.org/

Ollibean  
https://ollibean.com/we-believe/about-the-
movement/

OAR  
http://www.researchautism.org/ 
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We asked our readers on Facebook who they support and these were their choices:

Coleen  Westlea is a good school for autism my son goes there and he has autism it’s a sen school they are 
brilliant

nicola  Us mums and autism aware uk 

lorinda  I support The Autism Society of America...they allow funds raised to be used locally, unlike oth-
ers. I also support Milestones Academy, a private autism school in Kansas City, MO.

Dana  Kent autistic trust in Kent uk really supportive, drop ins emails etc local support from someone who 
understands

Beth https://www.facebook.com/surfersforautism?ref=ts&fref=ts SurFErS For AutiSM

nick Malcuit Westchester Exceptional Children›s School in NY. Remarkable place and staff.

Ariadne  The walnuts school

Eleanor  Rowan school Sheffield. Fabulous school

rebecca  Autism West Midlands UK and the National Autistic Society UK

Michele  The Palm Beach School for Autism. Lantana Florida. My 7 year old attends and has made a huge 
difference in his life and ours. Also the JCC special needs programs in Boca Raton.

Deana  Canucks Autism Network is who we support, they give us swimming, skating, soccer, basketball, 
family outings, camps and more

kerry  Little Miracles in Peterborough has helped me enormously run by volunteers of parents They are 
amazing

Amanda Autism Society of Maine.

Amy  Strengthening Outcomes with Autism Resources! Local Louisiana organization founded by parents 
of children on the spectrum!

Alison  Bexley NAS part of National Autistic Society. Bexley Voice is also very good x

Q&A seCtiOn 

Please note that we are not affiliated with any brands nor do we receive payment or compensation from compa-
nies. The Q&A section is based on research and parent opinions.
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visuAl stimulAtiOn

Snow Much Fun

t
his time of year everyone seems to be talk-
ing about snow -either the presence of it or 
the lack thereof. So we decided to make our 
own snow.  I read many blog posts and Pinter-
est boards to see a variety of manmade snow 
recipes and tried the best two. 

On one blog a mom wrote about how she used corn-
starch and shaving cream and had a great time. On 
another blog a mom claimed to have great success 
with baking soda and shaving cream. So I tried both 
and the baking soda wins. 

Cornstarch vs Baking Soda

Cornstarch mixture was too crumbly to mold into balls.

Baking Soda mixture was damper so you could pat it 
down flat or form into snowballs.

by Leslie Burby
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visuAl stimulAtiOn

   It was easier to clean 
off the hands, easier to 
mold into snow balls, and 
even had a cool feeling. 
The cornstarch was neat 
but had a more powdery 
feel to it, which made it 
difficult to form balls. So 
if you want a fun experi-
ence you can use corn-
starch and shaving cream 
but you won’t be able to 
shape snowballs. 

You can use two 16 oz boxes of baking soda and one 
can of Barbasol shaving cream.

We created a bulk batch with six 16oz boxes of bak-
ing soda and 3 cans of Barbasol shaving cream.

You can put it in a plastic container and use a lid to 
reuse it for about thirty days. I recommend using a 
container with a high side. If you don’t have a con-
tainer with a lid you can leave it and when it dries out 
just add a little bit of water and massage through the 
hardened snow. We left ours in the water table for a 
week and then added a half cup of water and mixed 
and kneaded the snow to add moisture to it. 

As you can see in the pictures we started by using 
cardboard gift boxes and the mixture went over the 
sides of the box, which created quite a mess. 

So when we made a big batch we used a container 
with tall sides and then I poured the mixture into 
the water table.  My kids played with it all day on 
our front porch. They made mini snowmen, made a 
pretend snowy hill for their dolls to go sledding and 
buried items and went digging for them.

To decorate their snowmen, I gave the children pipe 
cleaners and yarn to make scarves. They used but-
tons for pretend coal.  Toothpicks were broken and 
colored orange with a Sharpie marker to be used for 
carrot noses and serious smiles. The hats were the 
caps from the shaving cream cans. Q-tips and tooth 
picks were used for snow-
men arms. A red paper 
clip was cut into three for 
smiles using wire cutters. 
For eyes we used small 
beads from a beading kit 
or popcorn seeds. Please 
feel free to share your 
snowman creations with 
us on Facebook  https://
www.facebook.com/Au-
tismParentingMagazine

Sources: http://www.modernparentsmessykids.
com/2013/01/making-snowmen-inside.
html#more-5988  and http://www.growingajew-
eledrose.com/2013/01/erupting-snow-recipe.html
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i
t is important to remember that these are not 
mandatory stages.  Some people may skip certain 
stages or go through them in a different order.  
For instance, a typically grieving daughter may 
skip denial after a parent who was ill for a very 
long time passes away.  The death was expected 
and grieving may have already begun prior to 

the actual loss.  That same daughter may stay in the 
denial stage for a very long time if the parent instead 
passed away suddenly from a heart attack without 
warning.  Additionally, some people may become 
depressed and sad over a death before feelings of an-
ger set in over the loss, perhaps due to the discovery 

Death, Grief, and Autism
By Jaclyn Hunt

Everyone experiences loss. The death of a close friend, spouse, or family member 
is one of the greatest losses we can endure in our lifetimes.  Each person deals 
with loss in his own unique ways, but many follow roughly through the stages of 
grief outlined by Elisabeth Kübler-Ross: denial and isolation, anger, bargaining, 
depression, and acceptance. 

of new information surrounding the death or about 
the deceased person.  In each case, the grieving pro-
cess is still valid and normal.  The individual person 
and the situation surrounding the death each play a 
part in what is considered proper mourning. No two 
situations or people are alike therefore there is much 
variability when it comes to how someone is dealing 
with death.

Despite this vast variability, society still outlines what 
the majority of people experience during the griev-
ing process. Sadness, depression, crying, seeking 
out others or isolating, feelings of anger and despair 
are all normal and acceptable feelings and behav-

grieF
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iors during this time. These feelings and behaviors 
are not necessarily acceptable during other times 
in a person’s life.  For example, if you are depressed 
outside of the realm of grief you could be diagnosed 
with a mental disorder.  Similarly, if you express ex-
cessive anger outside of the context of dealing with 
a death you may be required to seek out anger man-
agement.  Likewise, isolating yourself may be a sign 
that something is seriously wrong, if it cannot be 
explained by a recent traumatic event such as the 
death of a loved one.  Therefore, death and grieving 
create an acceptable forum for these feelings and 
behaviors to be displayed in our society.  Society ef-
fectively dictates what is and isn’t acceptable for us 
to think, feel and behave in any given situation.

Now, what happens then when grief takes on an al-
ternate form, one being experienced by a person on 
the Autism Spectrum? As with many aspects of au-
tism, the grieving process of the autistic individual 
gets misinterpreted by others.  This is a sad conse-
quence to an already constrained view of grieving 
for typical people in our culture today.  A person 
with autism who is grieving may not display many of 
the qualities a typical person might during the griev-
ing process, and on the other end of the spectrum 
they may even display more extreme symptoms.  
For instance, after the sudden death of his father, an 
adult son may not cry, continue to go to work with-
out taking time off to recover, and may freely laugh 
and attempt to joke with family members while they 
themselves are deep into the sadness and depres-
sion phase of their own grieving.  Another example, 
on the opposite end of the spectrum, shows an adult 
daughter who lost her mother displaying intense 
bouts of anger towards anyone who slightly disturbs 

her daily routine.  Her meltdowns cause her to get 
fired from her job, lose several friendships in close 
succession, and get asked to leave a restaurant due 
to her outbursts without any consideration given to 
the fact that her sudden change in behavior may be 
due to the fact that she recently lost her mother.

The purpose of raising autism awareness is not to 
simply make people aware that autism exists.  It is 

meant to teach people what autism truly is, that nor-
mal is relative to the person and situation.  Simply 
because the majority of people follow the stages of 
grief outlined above does not necessarily make that 
normal behavior.  In various other cultures grief can 
be experienced in a multitude of ways ranging from 
showing little to no emotion in public to wailing and 
violently harming oneself in a public place of mourn-
ing.  Similarly, some cultures take a very logical view 
of death whereas others may begin to hallucinate 
and see the ghost of the deceased following his/her 

death.  All of these behaviors are nor-
mal for the specific cultures that prac-
tice these methods of mourning.  For a 
person on the spectrum, a person with 
a culture all his own, what normal is 
to them is natural and there are times 
when we need to allow nature to run its 

course while at the same time making sure that the 
individual, as well as those around that individual, 
are safe and healthy.

It may be very difficult for parents, family mem-
bers, and spouses of those on the autism spectrum 
to watch them grieve.  In many cases these family 
members are grieving as well, and when it doesn’t 
coincide with how the autistic adult is mourning 

No two situAtioNs or PeoPle Are Alike 
therefore there is Much vAriAbility 
wheN it coMes to how soMeoNe is 
DeAliNg with DeAth.

41



there is increased tension, anxiety, and pressure to 
conform.  A person on the spectrum suffers with 
these pressures on a daily basis, and to face these 
pressures while mourning intensifies the potential 
reactions or lack of reactions to a death.  As always, 
communication, patience, and acceptance are the 
best approaches to getting through a period of grief 
as a family.  The question then is: what can a typical 
person do to support an autistic family member who 
is mourning?

The first step is to recognize that the autistic person 
is indeed grieving whether they are laughing, crying, 
or neutral.  It is not easy to believe someone is griev-
ing if they are laughing over something irrelevant 
during an emotional moment where others may be 
crying, but this reaction could be due to many fac-
tors that are unseen to the typical person’s eyes.  
Next, you need to actively convince yourself that this 
person is grieving in his own way and to step back 

and allow that process to occur, despite your own 
feelings and expectations during this difficult time.  
If the person on the spectrum is being disruptive it is 
perfectly all right to point it out calmly and rationally 
as you would in a non-grieving situation, but refrain 
from relying on anger and frustration that will only 
worsen an already awkward situation and potentially 
lead to a meltdown.  Finally, unless the person on the 
spectrum is having difficulties that were not present 
before the loss such as an inability to work, a loss of 

previous skills, or an extreme emotional 
change, allow yourself to be capable of 
accepting that the grieving process may 
indeed be over and no further interven-
tion is required.  Some people on the 
spectrum may grieve for moments, while 
others hang on to the grief for years.  
Both may be considered normal, it all de-

pends on the individual’s level of functioning pres-
ently compared to how he was functioning before 
the loss.

All in all, grief is a very complicated process. It may or 
may not be as complicated for a person on the spec-
trum, however it can also seem extremely compli-
cated if not properly understood.  No matter how an 
autistic person grieves, it does not necessarily mean 
that they did not love, or were not close with a par-
ticular person.  There is much more to closeness and 
love than how we react during a loss, and that goes 
for Neuro-typicals and Aspies alike. We need to ac-
cept how a person truly displays emotion as separate 
from how they may feel or experience that emotion 
on the inside.  A wailing wife in one culture may be a 
quiet teary-eyed wife if placed in another.  We need 
not condemn those on the spectrum for displaying 
how they truly feel, as opposed to displaying what 
society expects of them.  In fact, everyone’s grieving 
process deserves our respect.

Jaclyn Hunt is a Life Coach specializing in the Au-
tism and Special Needs Population. She works with 
adults on the spectrum, parents of autistic children 
and adults, spouses of adults on the spectrum, and 
anyone affected by autism or other related special 
needs.  Visit her website to learn more:

www.asnlifecoach.com
asnlifecoach@gmail.com
Twitter: @asnlifecoach
Facebook: https://www.facebook.com/Autis-
mAndSpecialNeedsLifeCoach

the PurPose of rAisiNg AutisM AwAreNess 
is Not to siMPly MAke PeoPle AwAre thAt 
AutisM exists.  it is MeANt to teAch PeoPle 
whAt AutisM truly is, thAt NorMAl is 
relAtive to the PersoN AND situAtioN.  
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D
o you have a story to share? Perhaps you have in-
formation that would be helpful to other parents 
with ASD kids and want to share the info. Why not 
share your story/info with us? Autism Parenting 
Magazine wants parents and caregivers to unite 

to help each other. Our writing guidelines are simple.

Ideally, the topic needs to be relevant to the magazine. 
Any topic that is related to parenting a child with au-
tism or being a person on the spectrum that is parent-
ing would be a relevant topic. Released on a monthly 
basis, the magazine features the latest news, tips and 
advice for parents of children with autism. With helpful 
advice that covers subjects like: behavioral tips, sensory 
processing issues, mitigating meltdowns, special edu-
cation needs and getting access to services, we are con-
fident that the magazine will become a must read for 
parents of autistic children.

We do ask that you submit a topic, title or idea of the ar-
ticle to make sure that someone hasn’t already covered 
the same thing by emailing the editor. You may use a 
blog post that you have posted on your blog already.

THE ARTICLE SHOULD BE A MINIMUM OF 300 WORDS. 
FONT DOES NOT MATTER. WE DO ASK THAT IF YOU 
USE SOURCES TO PLEASE SITE YOUR SOURCES AT THE 
END OF YOUR ARTICLE TO AVOID PLAGIARISM.

At the end of your article please include a few sentences 
about yourself and your writing or autism related back-
ground with links to your site or products.

Please note that we cannot post your article with-
out a small bio. So please do not forget to send a few 
sentences about yourself with your article.

If you have something interesting or informative to 
share please email
Leslie@autismparentingmagazine.com.
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