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LETTER FROM THE EDITOR

T

he other day I saw the school’s dreaded
number on my caller ID and was greeted by the frantic voice of the school
nurse when I answered. “Mrs. Fuentes,
I need you to come get Jay right away. He
tripped and hit his head on his locker and now
is complaining about a bad headache, and to
be honest … I don’t like the way he is behaving. I think you should take him to the ER and
have him checked out!” Thankfully, the CAT
scan showed that nothing major had occurred,
and we left the hospital with a diagnosis of a
mild concussion and doctor’s orders to rest
and cuddle on the couch with Mom. Okay, I
made the doc add the extra cuddle with Mom
part, but he’s 14 now, so I have to get them
when I can!
Like many parents, I would put my kids in a
plastic bubble and protect them from all harm
if I could. I know that as much as I would like
to do that, finding a bubble big enough is just
not reasonable. So instead, I need to make sure
that we all are aware of potentially harmful
situations and that my kids are armed with the
right tools to deal with them. That is what this
summer issue is all about! With features such
as “10 Water Safety Tips” and “Cyber Safe,
NOT Cyber Sorry,” we demonstrate how you
can develop your own prevention plans. We
included many first-hand essays from autistic
adults that will help you to understand what
it may feel like to get lost or be put into an
emergency situation where someone’s health
and wellbeing depends on you. We make you

aware; then we provide you with tools and
resources so that you can keep your loved one
safer and not have to invest in so much bubble
wrap in the future. Although, I may personally be investing in a helmet for Jay, but that’s
beside the point!
While safety is the main theme of this issue,
it is summer, and we know that means that
many of you may be toying with the idea of
traveling. Flying can be daunting for many
families, which is why we put together the article “Flying the Autism-Friendly Skies.” Zoom
had the incredible opportunity to attend one
of the programs we feature in the piece. The
pictures that accompany the story were taken
by Conner Cummings, our staff photographer,
during the Wings for All event at Dulles International Airport. If you are nervous about
flying with your loved one, we highly recommend trying to attend one of these programs.
They are wonderful!
Speaking of wonderful … do we have a
ZOOM exclusive cover story interview for
you! A mute who hosts a radio show? Yes,
you read right! Barb Rentenbach is the MUSE
behind the whole project, and her co-host,
Lois Prislovsky, (somebody has to speak – it’s
radio) is an educational psychologist and the
MULE. But don’t worry as Barb is quick to
point out she doesn’t smell like one! This interview will make you laugh and rethink all you
thought you knew about communication, disabilities, friendships and, well, life in general!

A MUST READ FOR SURE!
Before we send you on your merry way to read the rest of this
incredible issue, I want to take a second to point out some changes
you may have noticed. We are excited to announce that the brilliant Suzanne Chanesman has joined our ZOOM team. Suzanne is
a gifted graphic designer and artist, and she has graciously offered
her time and talent to our magazine. Jodi Murphy, our co-founder,
will now be acting as an advisor, allowing Suzanne the space to
do her thing. We hope you love the new changes as much as we
do! We also are thrilled to tell you that we have two new feature
columnists starting this issue. Make sure to check out RETAKE by
David Finch and CANDID by Maripat Robison. You won’t regret
doing so … we promise!

My family, helping me celebrate my
summertime birthday! We may be silly,
but we certainly know how to have fun,
even if some members don’t like taking
pictures.

So what are you waiting for? Put the bubble wrap down and your
reading glasses on, and dig into this Summer issue! We can’t wait
to hear your thoughts!
Until next issue,

Sharon
Editorial Director
zoomautism@gmail.com

In an effort to try and make my boy laugh, I said,
“Hey, Jay, let’s take a selfie!” As you can see, he was
not thrilled with the idea!
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CLOSE-UP

The NOTE by my Bed
BY SHARON CUMMINGS

My biggest fixation,
“which
never leaves me,

T

his is the header that I have written on a pad of paper
that I leave next to my bed every night. As a now-single
mother, I worry about so many things. My biggest fixation, which never leaves me, is “What happens if I don’t wake
up?” It could be a day or two before anyone would know, and I
can imagine my dear sweet autistic son Conner just sitting with
me at my bed, never leaving my side. I knew I had to do something … in Conner’s way, and I knew I had to do it immediately.

is what happens
if I don’t wake up?

My biggest fixation,
“which
never leaves me,

”

If you read Conner’s essay (see ZOOM IN essay on page 22),
you will know our plan works. I can honestly say that I am
thrilled that a wall fell on
me, causing me to black out
and break my thumb, as I
now know that Conner literally kicked into gear with the
emergency plan. Oh, we had
practiced dozens of times with
911 and calls to family, but to
actually have an emergency
where, in Conner’s own words, “my heart was beating; my eyes
were watered” is different. But HE DID IT.

is what happens
“Develop your own plan,
your own note that
if I don’t wake up?

”

”

you can leave by your bed.

So it is with this knowledge that our PLAN actually works that
I share with you the remainder of the words on the note that I
place next to my bed every night. This is a subject no one likes to
think about, but one I had no choice but to plan for. I encourage
you to develop your own plan, your own note that you can leave
by your bed.

Mommy will
“
always be with you

Develop your ownin your
plan,
heart
Leaving out the most personal part, here is how our note reads:
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your own note thatand soul.
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I will be a part of you,

My biggest fixation,
“which
never leaves me,
is what happens
if I don’t wake up?

”
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Conner,
If Mommy does not wake up and you cannot wake me up, do
not panic. You will be fine. Call 911 like we practiced so many
times ... you know how you can do this. Remember to tell them
your name and that you need help because your Mommy is not
waking up. Give them your address (our home address listed).
Tell them that you are autistic and that you are following your
emergency plan.
You are doing a good job, Conner. Keep going. You can do this.
The 911 people will help you. They will stay on the phone and
tell you when the ambulance is at the door. Open the door. You
can leave me alone to open the door. It is okay. You can ride
with them. They will help you. Call the names and numbers listed here (numbers of family listed). They are programed on your
phone too. We have practiced this, and you did such a good job.
If it is too hard, ask the ambulance people to help you. It is okay.
You will be fine just like we talked about.
Mommy will always be with you in your heart and soul. I will
be a part of you, guiding and protecting you.
You did a good job. I am proud of you. Now read my next instructions and the message I left for you. Ask our family to help.
Each one of them knows about your message.
Most important … Mommy loves you. You will have a great
magical life just like we talked about. I love you beyond the rainbow, past the stars and to the moon and back. You are the best
thing that ever happened to me.
I am so very proud of you. Good job, Conner.

Mommy will always be
“
with you in your heart and soul.

I will be a part of you, guiding
and protecting you.

”

Sharon Cummings is co-Founder, Publisher and Executive
Editor of ZOOM .

10

ZOOM Autism through Many Lenses

ZOOM Autism through Many Lenses

11

Flying the

Autism
Friendly Skies
A ZOOM EDITORIAL
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O

n a brisk Saturday
morning in April, the
Isaac family drove two
and a half hours to attend a
special “rehearsal” program
sponsored by The Arc of
Northern Virginia, in partnership with United Airlines and
the Metropolitan Washington
Airport Authority. The “Wings
for All” program would afford
11-year-old Sam Isaac, along
with 65 other participants and
their families, the opportunity
to practice entering the airport, obtain boarding passes,
go through security, board a
real plane and even claim their
checked bags at baggage claim.

her while preparing this article,
“There is a huge difference
between what we perceive
will be a problem and what
will actually be a problem.
Sometimes you just don’t
know until you try!”

Robert Isaac and his boys practicing what it is like to board a plane and prepare for
takeoff.

WINGS FOR AUTISM

the most experienced traveler, but for those
While the Issacs waited to
on the spectrum, it can be that much
board the mock United
more daunting. Unfamiliar settings,
flight to “nowhere,”
bright lights, loud noises, crowds,
the family glanced
moving sidewalks, tight spaces
at pictures of a Punta
… it is easy to see why someCana resort on their
one could become overiPad. Sam actually
Flying can be
whelmed. Thankfully, many
looked up from his
for even the most
airlines, airports, TSA and
phone and smiled
several other organizations
when his mother
experienced traveler,
are working together to
mentioned that
but
for
those
on
the
spectrum,
make the skies more
the hotel has 12
autism-friendly so that
different outdoor
it can be that much
families like the Issacs have
pools. “He loves
the opportunity to explore
swimming,” his
the
world and Sam can have
father Robert added.
a chance to try out all those
“If we can just get him
pools!
there, I know he will
have fun!” While nervous
The following is a sample of some of the
about doing so, the Isaacs
programs that are available to autistic travelers and their families.
had just booked their first-ever
Most share the same characteristics of exposing the autistic pasfamily vacation, which they
senger to the experience of flying ahead of time. While these types
plan to take in August. That is
of rehearsals can’t guarantee that your flight will be turbulenceIF they can get their son Sam
free, it is a great way to figure out what areas may pose greater
on the flight to the Dominican
challenges so that you can seek further accommodations or make
Republic.
better plans. As Karen Wolf-Branigin, Senior Executive Officer of
National Initiatives for The Arc, reminded us when we spoke with
Flying can be stressful for even

“

stressful

more daunng.”
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Our hope is that by reading
this article, more families will
be able to spread their wings!
As I am sure the Isaac family
will tell you, seeing your
child test out the water in
12 different pools is worth
the extra effort!
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(National – See website for airport
locations)
Wings for Autism® (also known
in some places as Wings for All)
is one of The Arc’s national
initiatives programs specially
designed for individuals with
autism spectrum disorders
(or other intellectual or
developmental disabilities)
and their families. The goal
of the program is to alleviate
some of the stress of traveling
by air.
The Wings for Autism program
began in 2011 in Boston and
has continued to grow, offering
between 12 and 15 events each
year at different airports across
the country. The video on page
17 provides a glimpse into the
program and why it is so effective and rewarding for both
Photos taken by Conner Cummings during the Wings for All ARC of Northern
Virginia event.
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“While rehearsals can’t
guarantee that your
flight will be turbulence
free, they are a great way to
figure out what areas may
pose greater challenges so
that you can seek further
accommodations or make
better plans.”

families and airport employees.
A lot goes into making these
events happen. In fact, Karen
Wolf-Branigin from The Arc
told ZOOM that each event requires about 6 months of planning. But the feedback they get
from the families, some like the
Isaacs who never thought that
flying would be an option until
they attended the program,
makes it worthwhile. For more
information on Wings for Autism and upcoming events, visit
their website.

AIRPORT AUTISM
ACCESS PROGRAM
(Philadelphia International
Airport)

This program provides
opportunities for children
with autism and their families
to become familiar with traveling and includes Social Stories
by Carol Gray as well as a
simulated airport experience.
Family members with children
with autism and airlines
interested in participating
in this program may contact
accessibility@phl.org or
visit their website for more
information.

AUTISM TAKES FLIGHT
AT ILM

(Wilmington International Airport)
This is a special event in Wilmington, North Carolina that
During the Wings for All event, passengers with physical challenges are even
able to practice being transferred to an
airplane aisle friendly wheelchair so they
can board the plane.

16
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Click ABOVE to view a short Video of what a rehearsal program is really like.

takes place once a year to allow autistic people and their
families to rehearse air travel
with the goal of reducing the
stress involved. Not only does
the event provide the opportunity for families to rehearse for
air travel, but also, it provides
invaluable experience and training for TSA, airport and airline
personnel. For more information or to find out how to attend
next year’s event, visit their
website or email
autismtakesflight@gmail.com.

BUFFALO/NIAGARA
FALLS INTERNATIONAL
AIRPORT
(Buffalo, New York)
This airport offers special acclimation sessions for anyone
diagnosed with autism who will
be traveling in the near future
through the airport. The goal of
these sessions is to help familiarize the individual with the
surroundings of the airport and
to serve as an introduction to

the security and boarding process. For more information or
to schedule your walk-through,
call (716) 630-6072.

ON BOARD WITH
AUTISM
(Detroit Metro Airport)

The Autism Alliance of Michigan (AAoM) collaborated with
the Wayne County Airport
Authority (WCAA) and Delta
Airlines to create this program,
which offers autism safety training to airport and Delta Airlines
staff, airport simulation experiences to families, and social narratives for preparing families to
fly. Check out their website for
more information.

OPEN SKY FOR AUTISM
(Air Hollywood Studios in
Pacoima, CA)

What better way to rehearse
than in a real motion picture
studio that specializes in aviation-themed sets where thou-

ZOOM Autism through Many Lenses

17

TSA CARES

(National – across the United States)
Approximately 1.8 million passengers pass
through the Unites States’ airports every
day, and every one of these travelers must go
through a Transportation Security Administration (TSA) checkpoint. For many autistic individuals, this can be the most challenging part
of the flying experience. Crowds of people all
pushing to get their bags on the conveyer belt,
having to take off a jacket, shoes or put a favorite stuffed animal through a scary looking
machine, strangers belting out commands and
not giving you time to process what they are
saying – these things have meltdown written all
over them.
TSA is committed to ensuring that all passengers, regardless of their personal situations and
needs, are treated equally and with the dignity,
respect, and courtesy they deserve. With this
in mind, they created their TSA CARES HELP
LINE!
Joshua J. waits eagerly as his helper Tara gives their Wings for All boarding passes to the TSA agent so they can go through security.

sands of feature films, television shows, and
commercials have been filmed over the past
15 years? Open to the public with limited seating and a small fee, Open Sky for Autism offers
a two-hour simulation program that assists
families with autism in gaining the confidence,
comfort, and enjoyment of air travel. For more
information, visit their website.

THE NAVIGATING
AUTISM PROGRAM

(Minneapolis – St. Paul International Airport)
The Metropolitan Airports Commission (MAC),
Fraser and the Autism Society of Minnesota
(AuSM) have teamed up to create this program,
which includes monthly events designed specifically for individuals with autism, to guide
families through the steps of an airport visit,

18
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from walking in the door to finding their seats
on a plane. For more information and to register
your family, click HERE.

VIRGIN ATLANTIC
AIRWAYS
(Gatwick Airport)

Our friends at AuKids magazine have told us
that this airline is really working to become autism-friendly. For example, families are invited
to schedule a visit to their state-of-the-art training facilities near Gatwick Airport, which offers
life-sized mock airplanes and check-in desks
to make air travel easier, or in some cases even
possible, for your autistic child or any nervous
passenger for that matter. For more information,
contact PassengerHealth@fly.virgin.com.

When you call the TSA Cares toll-free help line
at 1-855-787-2227, the person who answers will
do his best to answer questions about screening policies, procedures
and what to expect at the
security checkpoint so
that you can prepare your
special needs passenger.
The hours of operation for
the TSA Cares help line
are Monday through Friday, 8 a.m. – 11 p.m. EST
and weekends and Holidays 9 a.m. – 8 p.m. EST.
Travelers who are deaf or
hard of hearing can use a
relay service to contact TSA Cares or can e-mail
TSA-ContactCenter@tsa.dhs.gov. If you feel that
you or your autistic loved one may require extra
support getting through the security process,
this is also the number you would call to request
a TSA Passenger Support Specialist.

TSA has more than 2,600 Passenger Support
Specialists who receive specialized disability
training at airports across the country to assist
passengers who require additional assistance
with security checkpoint screening. All passengers, even those with disabilities, are required
to be screened, and specialized support people
are available to make the experience easier by
listening to what it is the person with disabilities
may need and then making accommodations
when necessary. A possible accommodation
may include meeting families and escorting
them through the entire screening process.
(NOTE: TSA encourages passengers needing this extra support
to call TSA CARES 72 hours to a week prior to your travel
date. While TSA will do everything they can to help and while
they do offer this service free of charge, passenger support specialists may not be available at every airport. )

“TSA has more than 2,600 Passenger
Support Specialists who receive

specialized disability training at airports
across the country to assist passengers who
require additional assistance
with security checkpoint screening.

”
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Growing Confident
RETAKE BY DAVID FINCH
my ambition will forever exceed my skill. That
is how we grow after all.

L

ast year, at the invitation and encouragement of a good friend, I took up mountain
biking. It’s not something a lot of thirtyseven-year-olds get into – at least, not the thirtyseven-year-olds that I know. Almost everyone
I’ve met since my first ride – a powerfully addictive jaunt through the hilly woods near my
house – has been cycling for at least half their
lives. Negotiating difficult terrain has become,
for them, somewhat instinctual. Jagged rocks,
steep descents, tangled roots – it’s all in a day’s
work for them.

Part of learning is discovering one’s limits, and
yet we tend to feel as though there is danger
associated with that. We fear what may result
from our ambition exceeding our experience.
In an effort to protect us, to keep us safe, our
brains imagine any number of reasons why we
shouldn’t do things. I may discover that I’m not
as good at making friends as I’d hoped I would
be. I may be mocked if I don’t know the answer.
I may crash my very expensive bike into a tree.
If we are not willing to be vulnerable – to feel just a little
bit unsafe – we will
never bump into
our boundaries
hard enough to
n
o
s
shatter them.
ocu

Because I’m still learning, the guys
take it easy on me. No one expects me to launch myself
off a boulder or rocket
f
through a narrow
switchback at stupidly
That’s not to
h
c
high speeds. And yet,
say that we
a
pro
p
a
on occasion, that’s exshould ignore
n my
ce
e
n
i
e
s
b
s
actly what I do, though
our instincts.
ha
n
r
o
it’s rarely on purpose.
When I
b
re
e
w
o
Eager to grow, to do
speak to
t
better, to keep up with
families
the guys, I push myself to
who face the
discover new terrains and
daily reality that their nonexperience higher speeds.
verbal or self-injurious autistic child or
I don’t exactly seek out the
loved one may just leave the house and wander
giant rocks or hairpin turns, but what can I say?
off alone, I am reminded how fortunate I am
Obstacles have a way of sneaking up on you
that my instincts would prevent me from dowhen your ambition is greater than your skill.
ing that. As much as our brains love to torment
And though I sometimes find myself soaring
us with worst-case scenarios, occasionally they
unexpectedly through the air like the cartoon
make pretty good points, and we need to listen
coyote realizing too late that he’s run off a cliff
to them in those moments. However, we risk
or tumbling over my handlebars into the waitmissing out on the great lives we could be living
ing branches of thorny bushes, my hope is that
if our desire to be safe results in self-limiting

"
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thoughts. Worse, we risk passing those limiting
beliefs along to our children and unwittingly
shrinking their lives as a result.
Relentless focus on worry and dread has been
my approach to parenting since my children
were born. From the time they could lift their
own heads, I’ve been deliberate and thorough in
pointing out every possible harm that may befall them. “We can’t go on a walk today because
it’s kind of windy,” I once explained to my fouryear-old daughter. “You never know if a rock
is going to pick up and slice into your eyeball.”
My wife thought I was being unreasonable, but
that very thing has happened to me. “I had to
wear a patch on my eye for weeks,” I continued,
my daughter practically in tears. “To this day, I
can’t keep my left eye open in bright sunlight.”
Never one to share cups or straws with my
children, I’ve shown them love by sharing my
fear of less-than-optimal consequences. “Never
reach blindly into your backpack; you could
get a paper cut or jab your finger with a hidden pencil tip.” “Do not eat crackers or pretzels
without first sipping some water; you can’t rely
on peristalsis.” “Please, let me chop up that
popsicle; I once choked for, like, a full second on
a popsicle tip that broke free unexpectedly.”
In preparing my children to expect the absolute
worst and avoid those circumstances at all costs,
I’ve instilled in them not resilience, not intelli-

gence, not a sense of self-reliance, but utter fear.
My daughter apologizes for reaching into her
backpack without looking; my son eats his popsicles with the hesitation and concern of a dog
stealing food from the counter; neither one of
them accepts so much as a Cheez-It without first
inquiring as to whether or not there is water
nearby. Clearly, the time to push myself out of
my comfort zone and allow my children to experience reality for themselves is long overdue.
In an effort to be a better parent, to parent from
a place of love and optimism rather than fear,
and to expose them to awesome things, I recently bought both of my children mountain bikes.
This, I think, has confused them. More confusing still is my encouragement: “Now, when
the ground gets really bumpy and you think
you might wipe out,” I tell them, adjusting the
straps on their helmets, “just stand up on the
pedals and let the bike roll right over those
bumps” – this from the same man who for years
prohibited talking while climbing steps.
Maybe it’s an Asperger’s thing. Because mountain biking is important to me, I assume it must
be important to everyone else in my life. Whatever the reason, watching my children laugh
their way down single-track trails – admittedly,
the safest ones I can find – reminds me that my
job as a parent is to prepare them for life, not to
shelter them from it.

David Finch is a humorist, inspirational speaker and author
of the acclaimed New York Times best-selling memoir, The
Journal of Best Practices. David’s essays have been published
in the New York Times, Huffington Post, and Slate, and
he contributes to Psychology Today. To book David for your
next event or to contact him in person, please visit his website.
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ZOOM IN

I was Brave! We Had a Plan
BY CONNER CUMMINGS

I

t’s me, Conner. The other night I was scared,
really scared, but I put my fear in the back of
me, and I told myself that I can do this. I said
to myself, “Mom needs me, mom believes in
me and mom taught me what to do.” I did what
was in the
plan. Here
is what happened.

“

her a few ice cubes in my hand that she held on
her thumb.
I knew if the neighbors were not home to call
911. I have a script, and I know what to say as
we have practiced with them. I did good
in practice, but this was not the same.
This time my heart hurt and my eyes
were watered. It was real. Our friends
stayed with us and brought crackers
and Sprite ice in a bag and a towel that
I got and medicine until Mommy could
see again. Then Mom and I stayed in
the basement to watch a Disney movie
because nothing can make us feel better
than a Disney movie. Mom said for me
to choose, and I chose Dumbo. Dumbo
is about a mom and her son who together make
a difference.

“

I did good in practice,
but this was not the same.
This time my heart hurt and
my eyes were watered.

It was real.

”

I put my fear
in the back of me,
and I told myself that

Mom and I
went to the
basement to
put blow-up
beds away
and get my
stuff back
out. Mom went to move a wood table that was
at a wall, and the wall with a big wood phone
on it fell on my mom. Mom pushed me away
and put her hand up, and we heard a noise that
came from her thumb. She was saying, “Okay.
My thumb really hurts. I cannot see,” and then
she fell to the ground. She told me, “I am okay,
Conner. You are doing good. You need to go
into our emergency plan. You can do this. You
know it, and Mom is so proud of you.”

I can do this.

I ran upstairs and got my phone. I called our
two neighbors. One I left a good message and
one answered. I used words. That was hard because my heart was pounding and where were
my words? Then I thought about the plan, and I
used the script. I ran and left the door open and
came back to my mom. We got her in a chair,
and she still could not see, but she kept telling
me she loved me and how proud she was of me
and even if she cannot say it I will feel it and
that I should keep following the plan. I brought
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”

Well, the movie worked as I felt better and Mom
said she felt better too. I helped Mom upstairs to
her bed. I sat by my mom until it was my bedtime.
I was brave! Mom says I was her hero. We had
an emergency plan that I followed. Do you have
one? Because you should.

Conner Cummings is a 22 year old autistic advocate who most recently passed a bill in the state
of Virginia where a law was named after him…
Conner’s Law. In addition, Conner has a passion
for Disney, photography, ice skating, writing and piano. Conner writes in his popular Facebook page Conquer for Conner.
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“Autism is my Prism not my Prison!”
AN EXCLUSIVE ZOOM INTERVIEW WITH LOIS AND BARB OF LOUD MUTE RADIO
26
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ZOOM: To begin, in 10 words or less, how
would you describe one another?
Barb: (Lois is) Straightforward, loyal, perseverant, playful, hardworking, well-loved, funny,
and stupidly honest
Lois: (Barb is) Complicated, imaginative, dedicated, spiritual, wise, honorable, grateful, witty,
and PATIENT
----Conner: Barb, what was your childhood like?

I

f you visit the Loud Mute Radio website (and
we highly recommend you do), you will find
the following introduction:

“A radio show hosted by an autistic mute? Why
not?! The creators of Mule and Muse Productions,
Barb Rentenbach and Lois Prislovsky, PhD, welcome
you to “Loud Mute Radio.” Here is how this works.
Barb is mute, but she types one letter at a time and
loves being heard as she is a contemplative, which
means she spends most of her time thinking about
things that are not present and observing that which
is. She says being a muse is a tidy job, but somebody
has to do it. Her advanced autistic degrees make
her more equipped than most for this calling. Barb
says, “I am disguised as a poor thinker.” But with
two books full of hilarious stories and fascinating
truths about her life with autism and everyone else,
that is changing. Her co-host, Lois (somebody has to
speak – its radio), is an educational psychologist with
real-world stamina and training. (So, yeah, Lois is
the Mule in this relationship, but she actually smells
pretty good.) Their Mule and Muse world views are
different, but together their work illuminates the
value of paying much more attention to individuals
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with fresh perspectives. We invite you to laugh and
lighten up as we promote finding purpose, connection, equality, and joy. Join us in minding thy heart
to mine thy mind.”
With an intro like that, we knew we were in
for quite a treat when we sent over our ZOOM
questions (and our staff photographer/reporter
Conner Cummings asked a few of his own too)
for this dynamic duo to answer. We were certainly not prepared for just how witty the responses that we got back would be. Our editor
Sharon snorted! Seriously, she laughed so hard
that she literally snorted. And to be honest, we
think you will too when you read them.
We are so honored that Barb and SS (the moniker Barb gave Lois, which stands for Smiling
Shrink or Smiling Sadist depending on the
day—see, told you she was cheeky) shared their
hearts, their experiences, their insight and, yes,
their humor with our ZOOM readers. We know
reading their answers will change the way you
think about disabilities, about communication
and well … about life.

Barb: Jam-packed. Now that I schedule my
own life, I thrive in a more enjoyable pace.
Smother (the name Barb has for her mother) ran
my childhood, and it was a marathon sprint.
At 70, she still chooses that pace. My childhood
was a whirlwind of every kind of therapy you
can imagine and some you can’t. Smother had
me try everything as long as it had little probability of lasting harm. My Barbara Ruth body
showed up for it all. My Barb mind was more
selective. Smother put the hell in “helicopter
parent.” It was a lot to process. In addition to
educational and therapeutic requirements, lil’
Barbara Ruth was expected to participate in
family gatherings, travel, church and countless
sports to the best of her ability. This kid snowskied, ice-skated, rode horses, tandem bicycled,
and zoomed on dirt bikes. Where there is a will,
there is a way. Smother made sure I had a will.
Did all that stimulation help? Absolutely! I had
to practice doing and being more every single
day. Today, dividends from Smother and DD’s
(Darling Dad) Barbra Ruth investments of love
are my greatest wealth. I don’t know why I was
allotted such a life bounty, but I intend to make
the major efforts to give back. I’ll probably let
tandem biking go; I never pedaled anyway.

Barb: Nope. I think in senses not sentences. For
example, I can hardly imagine having enough
strength in this typing finger to explain how I
process color – each and every shade and hue
has a distinct taste, smell, sound, texture and
feeling. My physical eyes carry a “legally blind”
sentence, but light shines through, and the party
begins. It took me decades to translate sensations into words. Language is not efficient communication for me, but alas, it is the only socially
acceptable channel at this time. Like my typing,
human evolution is slow. Lucky for me, I am
PATIENT as advertised.
Thinking and typing in language are the hardest
things I do, and I do them every day.
I use typing to understand my own mind and
that which seems external to it. My knowing is
sensory-based. My sensory flames burn naturally. Language is not natural for me. Typing
language is several energy transformations away
from my core. Typing is gas on my fire of knowing. Like a good forest ranger, through lots of
smutty trial and error, I learned to use this accelerant to control burns. Writing is very hard to
do, especially when sensations are blazing. Daily
scheduled typing allows one sensory fire to be
processed at time. One fire is warm and illuminating. Multiple fires are chaotic and dangerous.
I know being disguised as a poor thinker makes

----Conner: Barb, are there always words in your
head ready to come out?

Barb’s annual lake house birthday bash!
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is not efficient
“Language
communication for me,

but alas, it is
the only socially acceptable channel
at this time. Like my typing,

human evolution is slow.

”

Lucky for me, I am PATIENT ~ Barb

people curious about my abilities. “Can you
read?” is a common question. I am not offended
– OK, maybe a little, but here is the deal:
I read well one word at a time if the font is at
least size 18. However, I prefer to take a mental picture of the page and file it so that I may
consider it and recall it at my leisure. The most
efficient way for me to take in written information is to hear it. When I listen to audiobooks,
my prized Great Teaching Courses, or someone
reading aloud to me, I go into my half-shell. I
pull my shirt over my head or, if feeling unusually puritanical, I lower my head in my hands or
a lap pillow so that my vision processes only internal stimuli. I would simply close my eyes, but
they do not reliably stay shut as “simply” is as
uncommon in my design as fatal bowling injuries. I use all my energy to process heard words
into visual representations and file accordingly.
If I have to read the words first, it requires a
double translation from the 26 visual symbols to
word chunks and then again to visual scenes of
meaning.
Once you understand how you think best, I recommend taking charge of your own enrichment
and environment. I was at school but never in
school. The mind is a beautiful place to be.
----ZOOM: When did you start using Facilitated
Communication?
Barb: 1992. I was nineteen years old and had
just returned from Syracuse, New York, where
my parents met my mind for the first time in
seventeen years. I’d had an early debut, but then,
just before I turned two, my humanity went
into hibernation. Thinking ceased to build upon
itself. That is when Barbara Ruth filled in for
me and went into survival mode. Each moment
was a confusing ambush, and she sought only
to gulp the next breath of fleeting clarity. Words
changed all that, and my parents bought those
in upstate New York. It was a sweet purchase
– a two for one: words and a daughter with a

30

ZOOM Autism through Many Lenses

The Rentenbachs: Niece Augusta, Smother, Beautiful me, DD, Nephew John, and Big Bro Tim.

mind fitted for external communication. Some
purchases change the world. I often write that
I study history to know what is probable. I also
study history to know what is possible. Consider the Louisiana Purchase and the consequent
Lewis and Clark’s boundary mission “Corp of
Discovery.” They were able to circumnavigate
great falls by the Shoshone Chief Cameahwait
connecting with his
sister, Sacagawea,
in Shoshone, who
is a tidy job,
then spoke to her
French Canadian
but
husband, Charbonneau, in Mandan,
who then talked in
French to Jusseaume (another interpreter), who communicated
to Lewis and Clark in English. Gifts were exchanged, and everybody got what they needed.

“Being a muse

somebody
has to do it.”

You will discover that you can find a way to
communicate. Then you too will exchange gifts
and may achieve your destiny.

Conner: How did you meet?
Barb: DD hired headhunters. Next thing I
knew, we had a family interview with a “highly
recommended specialist.” Turns out that it was
just baby doc SS in a flashy new sports car. I
decided to keep her.
----ZOOM: Did you both click right away, or did it
take some time?
Barb: When typing takes so much time and
energy, it is wise to recycle. Please allow this
excerpt from I Might Be You to set the stage.
Next, I was to get to know the smiling shrink. The
following Monday, we went on a solo mission to
Wendy’s fast-food restaurant, where I conducted
many experiments on the eager young shrink. First,
repulsion—would she be able to withstand the
public embarrassment of dining with a growling Neanderthal who devoured both portions of cow? She
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myself enjoying her lively company so much.
A week into our work, our sessions were as welcome
and revitalizing as that first gulp of air finally sucked
in after pushing through perfectly chlorinated water
just prior to my lungs exploding from toying with
living submerged permanently. I considered postponing my fancy institutional quest a while longer while
I explored the depths of this new worker. This might
amuse me for some time. The thing simply got out of
hand.
-----

“I intend to do my fair share,
making the appreciation of neurodiversity more common than juice
stains in minivans.” ~ Barb

ZOOM: What made you decide to write your
incredible book I Might Be You: An Exploration of
Autism and Connection, and what lessons do you
hope people take away from it?
Barb: SS keeps meticulous daily session notes
from everyone who works with me. After filling
a few binders of my “amazing transformations,”
we figured we should share what worked and
what did not.
did so with a genuine smile. Next, fear—would she
run from the unpredictable grabs by a larger, more
menacing creature? No, the optimistically warped
doctor misinterpreted my offish assails as a friendly
yet awkward closeness gesture. The most substantial
test would take significantly more patience on my
part. I will outlast her momentary interest by evading progress. I have outlasted the best of them. This
well-intentioned do-gooder will soon retreat from my
world, and I can resume my comfortable solitude.
With any luck and decent manipulative creativity on
my part, I will be safely tucked away in a posh home
for institutionalized types by summer. That way,
everybody wins. Mom and Dad are guilt-free and can
get some rest and golf a bit. The smiling shrink (SS)
gains some well-needed experience with incorrigibles
and gets paid for her troubles. And me—well, I can
survive. No need to thrive. My mind is not a bad
place to live. Who knows, I might even find another
pot-smoking friend to help me pass the time.Well, you
could have knocked me over with a worm of floating
light (like the ones seen drifting across one’s visual
field while staring into an overcast sky) when I felt
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There is hope for all is the takeaway. We are all
teachers. For best results teach from the heart to
the heart.
----ZOOM: We love this quote of yours: “Autism is
my Prism, not my Prison.” Can you elaborate on
that?
Barb: Yep. I plan on having t-shirts and mugs
made with that lil’ ditty. I am not alone in that
truth and intend to do my fair share, making the
appreciation of neurodiversity more common
than juice stains in minivans.
Conner: How did the radio show idea come
about? And who came up with the name Loud
Mute Radio?
Barb: I put the idea in SS’s mind about 10 years
ago. Thoughts often take time to germinate, especially in ADHD heads.
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wrote, “The worst mistake anyone can make is
to perceive anyone else as lesser.”

ZOOM: What advice to you give to parents and
other autistic individuals?

Lois: I too find authentic and driven people fascinating and attractive. We highlight folks who
are excited about what they do. Barb is the pattern connoisseur, but even I notice – across the
board, these people are internally motivated and
have optimistic mindsets.
That is not to
say that they
don’t feel pain,
fear or depression, but they
make the best
out of situations and drive
on. Perhaps
what inspires
me the most is how generous these great people
are with what they have learned.

Barb: Getting my book is a good start. If you
can’t afford a book, my court will provide one
for you.
Lois: I am learning that “Experts Become Experts by Listening.”
(I stole that line from
Jess Wilson’s Diary of a
Mom blog.) Listen for
strengths, and then build
on those. For example, I
learned that Barb has a
powerful imagination.
That is a gift. Imagination is the first step in
solving every problem.
So, Barb makes a terrific business partner. I am more likely to get bit,
but I am also more likely to receive thoroughly
considered possibilities and her brutally honest
opinion.

“Listen for
strengths, and then
build on those.” ~ Lois
-----

Lois: That is funny. And Barb just told me that.
I do remember when I was still at the University and working with Barb in my extra time
that I started a “radio show ideas” file. Then
last August, I was pulling out of the neighborhood, driving Eli to school, and seemingly out
of nowhere, I said, “I am going to have a radio
show.” Eli and I both laughed at the apparent
delusion of grandeur. A couple of weeks later,
XXX Radio contacted my office to see if I was
interested in having a radio show. (I know that
sounds pornographic, but I am really just trying
to redact their name. However, if I were going
to do porno, radio would probably be the best
format for me.) I ran the not-porno opportunity
by Barb, and she was enthusiastic. We thought
about what to call it and laughed crazily right
away. Simultaneously, Barb typed and I said,
“LOUD MUTE RADIO!” The radio production
company liked our ideas and sent us a contract
proposal. When we saw that the lion’s share of
the ad revenue would go to XXX, we figured
we better get a second opinion, so we asked our
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publicists, Jennifer Ho Dougatz, who co-owns
Hangar Studios in NYC with her husband. Jen
lit up and exclaimed that her hubby, Chad
Dougatz, was JUST starting a podcast and radio
production service. We knew and adored Chad
from recording the audiobook. Chad sent us a
counter proposal, and now Mule and Muse Productions owns LOUD MUTE RADIO, produced
by Hangar Studios.
ZOOM: You have done quite a few radio shows,
covering a wide variety of topics –depression,
sexuality, financial planning, finding your purpose and everything in between. What have you
learned about yourselves, or autism, or life in
general from interviewing all these great people?
Barb: I learned that SS’s voice gets shaky when
talking to famous people. I thought about firing
her on the Andrew Solomon show, but he was
so gracious and warm, she eventually got it together. I admire authenticity and perseverance.
Famous for a reason, Dr. Andrew Solomon

Conner: What or who is your biggest influence
in life?
Barb: My parents. Smother and DD are my set.
One could not ask for a more sagacious or supportive board of trustees.
Lois: My strong, strong wife. Ty’s unwavering
support frees me to be as bold as I dare. I can’t
imagine a more fun, passionate, and supportive
marriage. And I dreamed all my life of being
a mom. My son, Eli (now 15), balances me (his
prefrontal cortex works better than mine). Eli
consistently motivates me to give my best. I
try never to take these unprecedented loves for
granted. Barb and I clearly enjoy working with
each other and our families.
Barb: Plus, nepotism is cost-effective.

Lois, her wife Ty and her 15-year-old son Eli.

Lois: Yes, you will hear Smother, Jerry, Eli, and
Ty on many shows. A show featuring Barb’s dad
is in the works.
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ZOOM: What’s next for Mule and Muse Productions?
Barb: SS, it’s time to advertise.
Lois: This summer we will release another book.
Barb: Only four years this time. The last one took ten
years. We may have to update my IEP.
Lois: The title is Neurodiversity: A Humorous and Practical Guide to Living with ADHD, Anxiety, Autism, Dyslexia,
Homosexuality, and Everyone Else
Barb’s roommate, her cat Jane Eyre.

Barb: SS has more of those conditions than I do, so I will
play the “normal” this round like she is playing the mostly non-verbal in this interview.
Lois: Also, we just launched LOUD MUTE VIDEO. Here
is a sample:

Just for Fun...
Zoom: Coffee or Tea?
Barb: Tea, sweet.
Lois: Coffee with a comical amount of cream
and sugar, but it’s hard to watch, rather like
Robin Williams during his cocaine phase but
maybe with a little less body hair.
Barb: Not much less. I can’t see well. I know
I’m at work each morning when I hear her heart
race.
Zoom: Dog or cat?
Barb: My lovely roommate, Jane Eyre, marked
“cat” on her application. Does that count?
Lois: Love dogs! We have two: a Papillon named
Britain and Beagle – his given name is Matthew,
but everybody just calls him Beagle.
Barb: That is not what I call him when he bays
at 6 am.
Lois: Yes, Beagle is adjusting to city life. I would
call them rescue dogs, but that makes us sound
like we heroically fought bad guys and fires,
dramatically whisking them from the jaws of
death. Really, we just looked at cute dogs on-line
and went to the shelter with a check.
Zoom: Cake or ice cream?

Barb and her boyfriend Jerry along with Lois’ mom, Rachael.

Barb: I cherish both. One view is not better than
the other – just different.
Lois: Barb typed that she is an observer and I
am a participant. I choose both also. Many of
the perfect moments in my life were swimming
in mountain streams, snowboarding and skiing,
or surfing. For me, the bliss comes from sharing
the wave or moment with those I adore. Lucky
for me Ty, Eli, and my dear friends are happy to
join in the fun.
Zoom: Movies or reading?
Barb: Since I am not yet in the movie business, I
recommend reading.
Lois: Audiobooks at double speed.
Zoom: And last but not least, if you could have
any super power, what would it be and why?

Barb: Yes, please. Carb lover.

Barb: Telepathy… (I am mentally telling you
why now.)

Lois: Sweets do not interest me much except
during a certain time of the month.

Lois: Teleportation because it is efficient and
even more cost-effective than nepotism.

Barb: See? Stupidly honest.
Zoom: Mountains or beach?
Click above to View Loud Mute Video featuring Temple Grandin.
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AUTISM IS MY PRISM NOT MY PRISON

AVAILABLE
in hardback,
e-book and
audio book at
Amazon.com

I Might Be You is a fresh and funny look at living with autism and
everyone else. Barb is “disguised as a poor thinker” and does not speak
but types one letter at a time. Lois is a psychologist who learns with Barb
that human excellence comes in all forms. They collaborate to rethink
roles, expectations, treatment strategies, education, meaning and the
healing truth about connection. It is a must-read for overwhelmed
parents, teachers and practitioners needing inspiration, and those with
ASD seeking purpose as hope is found.
As you enjoy this highly entertaining, thought provoking, and deeply emotional
account of life with autism, we invite you to discover who you might be and the
unique contributions that may be yours to make.

CYBER SAFE

NOT Cyber Sorry
B Y STUART DUNCAN
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I

saying this: Make sure that you get a router with
really want to start by saying that I don’t
parental controls. They’re easy to use now and
mean to frighten you, but that would be just
can even be managed from
as honest as
your mobile device. Ask at
a person who
“When
you
let
your
child
sign
any store that sells computer
says “I don’t
mean to be
on to the Internet, it’s easy to parts. They can help. I suggest
NetGear. Second, get yourself
rude” and then
forget
that
you
are
basically
monitoring software that can
goes ahead and
help limit online time and
says something
giving
them
access
to
the
keep track of what your child
rude. The truth
is that a part
world while also giving the is doing. Again, this is super
simple to use and allows you
of me wants to
world
access
to
your
child.”
to set additional limits. I sugscare you just a
gest Net Nanny.
little bit because
I need for you to take this seriously as does your
That wasn’t so bad. However, this is the part
child. If you’re thinking of granting your child
where I need to frighten you a little bit.
Internet time in the near future, there are numerous things of which you must be aware.
When you let your child sign on to the Internet,
it’s easy to forget that you are basically giving
him access to the world while also giving the
world access to your child. It’s not like the television or classic video games that our parents
used to complain about when we were kids,
when children just stared at a device and the
only real fear was how it might damage their
eye sight or deaden their minds. Things are very
different these days, and in order to keep your
child Cyber SAFE and NOT Cyber SORRY, you
need to be informed.
I have been on the Internet ever since there’s
been an Internet to be on. I’ve run websites and
servers that host thousands of children who
talk and play games together. In order to keep
children safe, I’ve developed a set of guidelines,
and there are a few key points that I would like
to share with you.

BEFORE I BEGIN ...
If you are the type that professes to be computer
illiterate and doesn’t even bother with it since
it’s something that you’ll never learn, I implore
you to continue reading anyway. I promise not
to say anything that you won’t understand. I’ll
even keep the technical jargon to a minimum by
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BEING THE TARGET OF
CYBER-BULLYING
When children – especially children who have
autism – are online, there is a very real danger
of cyber-bullying. This is much like bullying

that a child might experience at school except
that, instead of physical harm, there can be great
emotional harm. These bullies have heard the
worst of the worst during their time online as
they feed off of literally millions of other bullies. They learn the most vile and hurtful things
to say to children, and they’ll say them just to
make a kid cry. It becomes a game for them.

a child is autistic, then it only becomes much,
much worse.

WHEN THE VICTIM BECOMES
THE BULLY

Bullying can leave long-lasting impressions on
a child. I have had children join my server with
severe anger management deficits and extreme
bouts of rage, and in many cases, they are super
All it takes is a spark of difference, a hint of bedefensive. They see bullies
ing “weird,” and
even where
that’s enough to
“When children – especially everywhere,
there are none. If another perbecome a shining beacon of a
children who have autism – son doesn’t want to play with
them, that person is a bully.
target for bullies.
are
online,
there
is
a
very
real
Another child saying “no”
This can happen
trigger a rage-induced
to any child who
danger of cyber-bullying.” can
meltdown.
stands out as being unique, but as
you and I both know, being different is pretty
I’ve also had some children come to my server
much the defining characteristic for a person
and tell me how grateful they are and how
with autism. This means that bullies don’t need
happy they are that they’ve finally found a safe
to know that a child has autism for that child to
place to play. They express relief that they don’t
become a target, but if those bullies learn that
have to be afraid anymore. That’s great, but
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once those children become comfortable and
relaxed, they
often turn
into the bullies that they
once feared
and hated.
They begin to
bully the other children
and even say
some truly
hurtful things
to people
who have
been nothing
but kind to them.

themselves, no matter how much they try, they
inevitably grow up to
be just like their parents.
If you allow your child
to spend time with a
video game, or social
media or anything else
on the Internet and
walk away, you have to
face the fact that someone else, anyone else,
is teaching your child
how to behave online,
and that behavior can
be totally separate from
their behavior offline. For example, when communicating in person, a child may continue to
say “please” and “thank you,” but once he is
back on the keyboard, the swear words fly and
he starts tearing other people down.

computers and learning the Internet can
be hugely beneficial as technology keeps
evolving at an exponential rate, but it has
to be done safely.

BE INVOLVED

Above all else, just be there with your child
to explain what is acceptable and what
is not. Be there to tell your child that the
things that a bully says aren’t true and that
it is okay to find a better place to play.

“If you allow your child to
spend time with a video game,
or social media or anything
else on the Internet and walk
away, you have to face the
fact that someone else, anyone else, is teaching your child
how to behave online.”

This is known as “learned behaviors” and is
often associated with children who grow up in
an abusive home. Even though those children
hate it and promise to never be abusive parents

You need to be there. All of the technology in
the world won’t matter unless you are by your
child’s side. You may have done a terrific job of
raising your child and instilling proper values
and morals, but once your child signs on to the
Internet, if it’s not you showing them how to
behave there, it will be someone else.
If you are the type of person that is inclined
to say “I don’t get this stuff” or “I’ll never understand how that works,” then for the sake of
your child, please try anyway. Take the time, do
the research and make the effort. No one else
will do that for you, and there is no program
that will make the Internet safe either. Don’t
listen to the articles or advertisements that tell
you that a few simple steps will make everything better because it won’t. Your presence and
involvement is the best course of action.
Keeping your children away from the Internet is
also not a good alternative as this will only hinder their ability to be prepared for the future.
Every moment that can be put towards learning
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FIND A SAFE PLACE
The Internet doesn’t have to be a scary
place, not for you and not for your child
either. Seek out safe places to visit via
word of mouth, whether it is from autism
support groups, your child’s therapists or
other parents. Ask them if they know of
any good places to get started online. Find
closed groups, “whitelisted” video games
and forums where only approved people
can gain access. Leave any place that has
bad language or allows questionable behaviors. No matter how unlikely it may
seem, there are always alternative, and better, places to go.

You don’t have the luxury of being at your
child’s side all day at school or on the bus
or at the playground, but you can be present at the computer. Don’t take that for
granted.

Autcraft, which was created by Stuart Duncan, is
a whitelisted Minecraft server for children (and
adults) who have autism and their families. What
this means is that if you or a family member has
autism and you own the computer version of
Minecraft, you can register and apply to be put
on the whitelist and play with other people just
like you. A few features of Autcraft:
Bullying, killing, stealing, griefing, etc. is not
tolerated.
			
Swearing is not tolerated.
An in-game ticket/support system is in effect.
If you need an admin to do something, stand
where you need the help and use /modreq 		
<message>.
Players’ builds are protected using World		
Guard. Ask an admin for protection.
All kills, blocks placed, blocks broken, items
dropped, picked up and more are tracked so
that administrators can see exactly what
happens anywhere.
A few mini-games such as hide and seek, mob
arena, and spleef are included.

Stuart Duncan is the father of two boys,
one with autism and one without. Stuart
himself has Asperger’s Syndrome and has
been writing blogs and articles for various autism charities since early 2010. He is the founder
of Autcraft, the first Minecraft server for children with
autism and their families.

Community Wither fights and other events are
promoted.

For more information or to apply to be put on the whitelist,
visit the Autcraft website. (NOTE: Due to recent increased
interest, wait time for assessment of applications is approximately two weeks.)
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What does
self advocacy
look like to
you?
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BALANCE

STAY–CATION

The Perfect Alternative for Special Needs Families

W

hen the money situation is as short
as your child’s attention span, a
summer vacation may be out of the
question. Even if money wasn’t a problem, the
reality is that, for many special needs families,
the stress of going someplace different is just
way too much. Every trip requires careful planning, every new outing a social story, and on
and on and on. But a STAYCATION may be just
the BALANCE you need!

What is a STAYCATION? Exactly what

the name suggests—a vacation at home. A
STAYCATION allows you to put yourself into
a relaxed state of mind and enjoy some quality
family time without having to drag the weighted blanket and car full of faithful stuffed animals with you. But in order to get the most out
of your STAYCATION, there are a few things
we suggest you do. At first they may seem a bit
radical and expensive, but remember, you are
on vacation!

CANCEL COMMITMENTS- Yes, you are

home, but you need to take the time off for your
vacation as if you were not. That means taking
the days off of work and telling the therapist
you will be away. This seems to be the hardest
part for many moms. After all if hubby is home,
it is a perfect time to sneak away and take care
of all those items on the to-do list. But would
you really have your teeth cleaned if you were
at DISNEY? Hopefully not!

HIRE A CLEANING LADY- This is the
radical and expensive part that most people
raise their eyebrows at, but, for a lot of us, the
46
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best parts of being on vacation are not making
the beds or having to wash the dishes. So go
ahead and splurge and hire someone to clean
up after you.

PACK- This sounds really crazy, but hear us

out. How much time do you waste each morning trying to figure out what to wear or finding
a clean pair of socks? On the other hand, before
every vacation, you usually do all the laundry
and pack only the necessary items. While you
don’t need to bring out a suitcase, although the
kids may enjoy that, go ahead and pull out 3
days’ worth of outfits ahead of time. That way
you can skip the drama and get right to the fun
every day.

GET INTO IT- Why not let the kids check into
your HOME HOTEL? Have them sign a ledger
and fill out a room service card of what they
will have for breakfast the next morning. Then
the next day pretend to be room service and
bring them breakfast in bed.

HOME SWEET HOME- The best part
about a STAYCATION is that at the end of a
long day, you get to come home and sleep in
your own beds. Change is hard for some of our
loved ones, but with a STAYCATION, you get
all the benefits of a regular vacation with minimal change. We can’t think of a better way to
keep BALANCE in your life than that!

Have you ever done a STAYCATION? Send us some pictures
that we can share in our next issue to zoomautism@gmail.com.
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opographical disorientation, spatial problems, directionally
challenged … whatever you want to call it, these words can
describe me. Being aware of one’s own space in the world
and understanding the relationship of objects to me and each
other is a complex process and one my mind has trouble with. It
always has been difficult too. When I was a little kid, I realized
pretty quickly that I had a poor sense of direction. I noticed that
most people seemed to go places with a sense of purpose. They
would walk as if they knew exactly where they were going. I
couldn’t figure out how they were doing it.
When I walked around, I had a hard time locating an intended
destination. My mind wouldn’t organize spaces so that I could
move from one point to
another. I’d get lost in the
grocery store or in school
hallways. The trend barely
improved over time. Today, as an adult, I use GPS
devices to drive almost everywhere, and I still have
to call friends, tell them I’m
lost, and ask for directions
home.

BY M. KELTER
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Photo by Conner Cummings

My sense of direction
became even more of a
factor recently when, for
family reasons, I traveled
to Spain and the city of Seville. Seville is known for
its exuberant atmosphere,
flamenco dancing, bullfighting and Christopher Columbus’ tomb. It is ancient, sprawling,
a dense network of haphazardly arranged streets. It took less than
a few hours for me to get lost.
The experience – not knowing where you are in Seville – is like
getting lost in a dream, especially at night, drifting by people and
stone, steeped in the verbal footfall of echoing voices, restaurants
folded into impossibly small spaces, yet expelling into the passageways, a wave of sensory clatter: meal-scents, more voices and
the ceaseless clinking of glass.
I got lost for a bit but eventually made it back. Here is the journal
entry I wrote the next day; it’s a kind of overview of how my mind
processes direction.
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November, 2014
9 p.m.
I need food.
I leave the hotel ... cobblestone
roads curl off in multiple directions. (Technically, it’s not
cobblestone; it’s some other
kind of pieced-together, stonemaking thing.) I turn around
... stare at the hotel entrance,
try to burn the memory of how
it looks into my brain ... then
choose a path and start walking.
The stone paths are narrow,
people-filled. I look up: a strip
of sky sits high atop the endless patchwork buildings. I
walk past bakeries, cafes, restaurants, clothing shops, more
bakeries.
Every now and then the paths
empty out into big, rectangular
plazas filled with outdoor restaurants and towering statues
... sometimes cathedrals, sometimes fountains.
I walk, alternating between the
paths and plazas, keeping an
eye out for a suitable place to
eat.
In one plaza, I stumble across
a large, seasonal book fair: two
long rows of stalls filled with
a huge variety of books – antique printings, rare editions,
old maps, popular novels, retro
kids’ books, etc. I’m moth-tofire drawn to it and spend a
stretch of time looking around.
I slowly circle the entire thing
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three times, people watching,
periodically picking up books,
hefting them, squeezing them,
and putting them back.
Before leaving, I purchase a
pile of tattered comic books.
Then it’s back to snaking
around between the buildings
of Seville. I make an effort to
head back the way I think I
came, but things are already
looking unfamiliar.
New plaza ... I sit at an outdoor
restaurant ... I
choose something from the
menu that I
don’t recognize.
Fingers crossed
for something
strange to
come out, but it
ends up being
comfort food:
pork, potatoes.
It’s nice, but I
was hoping to
see something
uncomfortably
weird on the
plate.

and make games out of noise
and frenetic movement. It’s just
high-volume, high-energy kid
time in the plazas. Running,
jumping, glee-screaming.
When I’m ready to leave, I try
to choose the right way to go,
but my brain never gives me
that kind of information.
This is the relationship between my brain and directions:
to me (at all times), everything
just looks “straight ahead,” like
a permanent, one-way line that

Two hours later, I’m still wandering through new, unfamiliar, not-my-hotel places. Lost.
It’s infuriating and embarrassing, but not scary. Some places,
getting lost is scary – woods or
driving on unfamiliar roads.
Some places will swallow you
whole for getting lost. But
Seville is a world of people
and stone, all inscribed with
warmth.

I page through
comic books
while I eat.
I look around a
lot and people
watch. Plazas
are fun at night
because they’re filled with
dozens of screaming, freerange kids. Parents hang out
on the sidelines, chatting. The
kids stick candy into their faces
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spatial sequences, the world
refuses to organize itself into
map spaces; instead, it just
floats incoherently around the
fixed point of my eyes.
Most people are able to see the
difference between “here” and
“there.” I just see stuff revolving in a never-ending kaleidoscope (only instead of glitter or
gems, the kaleidoscope of my
perception is filled with reality). So, in the plaza, I slowly
look around. Cobblestone
paths kaleidoscope away in all
directions. I randomly choose a
path and start walking.

reality is constantly fitting itself
into. Because of this “straight
ahead” thing, visually, I can’t
see direction. No matter how
much I look around, memorize

Eventually, I just take the hotel
key card out of my pocket
(which has the name of the hotel on it), flag down a taxi and
show it to the driver. (This is a
trick Girlfriend taught me after
she noticed my tendency to get
lost anywhere and everywhere.
Before traveling, she usually
devises tricks for getting me
unlost.)
I show the taxi driver the hotel
card ... he speaks in Spanish for
a bit. I don’t understand. He
points at the card and holds up
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three fingers. Apparently, there
are three of these hotels in the
city. He needs more information. I don’t have it. He points
this way, that. I stare at my
feet. Eventually, we both shrug,
I hop into the taxi, and he just
drives around to each of the
same-name hotels until we find
the right one. I’m relieved.
I go to my room, crash out. I
breathe heavy, sleep and sleep,
let the discomfort of struggling
with direction fade away.

Children with poor spatial awareness tend to have
visual perceptual difficulties as well. They may appear
clumsy and may bump into things frequently. They often stand too close or too far away from the people or
objects with which they are interacting. They may find
it hard to tell their left from right, and they can confuse
positional language, i.e., over, under, in or out, left or
right. Occupational therapists point out that while this
may always be a challenging area, parents can help
their children develop better directional senses by just
“playing” with their kids. Below are some fun ideas.

Play Simon Says but throw in directional
terms such as “Simon says turn to your
right” or “Simon says tap the person to
your left on the shoulder.”
Play Hot or Cold, where the parent hides an object and
the child has to follow verbal instructions to find it. If
the child makes a mistake and turns the wrong way,
the parent can simply say, “Oh no, you are getting cold.
Turn right, and you will be getting warmer.”
Play Follow the Leader, but the Leader
has to state which direction he is going.
Work on judging distance by
throwing beanbags into a bucket.
Shoot marbles to help the child to develop a judgement of space.

M. Kelter is a regular
contributor for ZOOM
Autism and writes about
life on the autism spectrum at his blog, Invisible Strings. You
can visit his Twitter and Facebook page,
where positive discussions with an active
parent community are ongoing. He has
been a guest contributor for Kate Winslet’s Golden Hat Foundation blog and
The Thinking Person’s Guide to Autism.
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Do jigsaw puzzles together and arrange
2D and 3D shapes.
Build models together or construct Lego
creations using a picture as a guide.
Turn on the music and get up and DANCE.
Music and movement helps with placement, co-ordination and helping children
to find their place in space.

Your most
important goals
aren’t just
financial ones
If you want to provide a lifetime of support for your child, we can help.
We’ll work with you to address a number of the concerns — financial,
social and legal — that come with caring for a loved one with special
needs. Call to learn more today.
Mark Friese, CRPC®
Senior Vice President – Wealth Management
Wealth Management Advisor
Portfolio Manager, PIA Program
Chase Phillips
Financial Advisor
Portfolio Advisor, PIA Program

Merrill Lynch
1152 15th Street, N.W.
Suite 6000
Washington, DC 20005
202.659.6138

Life’s better when we’re connected®
CRPC® is a registered service mark of the College for Financial Planning.
Neither Merrill Lynch nor its Financial Advisors provide tax, accounting or legal advice. Clients should review
any planned financial transactions or arrangements that may have tax, accounting or legal implications with
their personal professional advisors.
Merrill Lynch Wealth Management makes available products and services offered by Merrill Lynch,
Pierce, Fenner & Smith Incorporated (“MLPF&S”), a registered broker-dealer and member SIPC, and other
subsidiaries of Bank of America Corporation (“BofA”).
Investment products: Are Not FDIC Insured Are Not Bank Guaranteed May Lose Value
The Bull Symbol, Merrill Lynch Personal Investment Advisory, Merrill Lynch and Life’s better when we’re
connected are trademarks of Bank of America Corporation.
© 2014 Bank of America Corporation. All rights reserved.
ARHTGBNH | AD-08-14-0832 | 470966PM-0714 | 09/2014
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s we all look forward to the arrival of summer and the anticipation of warm days,
family BBQs and vacations, it is also a great time to take the opportunity to
review your family’s water safety and drowning prevention measures. The sad
fact is that drowning is the number one cause of1death of autistic children and adults.
Autism-related wandering is not uncommon, and
1 many of these children go straight
to nearby bodies of water. It is imperative that families take steps to prevent such tragedies. With this in mind, we put together 10 Water Safety Tips and a Drowning Preven1
tion Plan to help provide you and your family with a fun and safe summer.

10 Water Safety Tips
Teach your child to swim. If children
participate in formal swimming lessons
by the age of four, the drowning rate is reduced
by188%, according to one study conducted by
Dr. Ruth Brenner of the Eunice Kennedy Shriver National Institute of Child Health and Hu2 Development.
man

1

1
1
2

Barriers around pools such as fences
and automatic pool covers should be
maintained at all times when the swimming
1 is not in use, but be aware that children
pool
3 clever and may figure out ways of climbing
are
2
over fences and opening automatic pool covers.
2
3 gates should be self-closing and self-latchAll
ing.

2
4 Print flyers and educate your neighbors,
3 especially those who live near the water
or3have pools without protective barriers. Let
4
by Tammy
hotos provided

P

them know that your child may wander and, if
so, how to contact you quickly if your child is
3
discovered.

.
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Adult supervision should be in place
at all times while swimming in a pool.
Never leave to answer a phone or front door.
Designate
a “Water Watcher” to supervise the
4
6
pool or water during family gatherings and
5
functions.
Never use floatation devices as a substitution
for direct supervision.
5

6

Never leave toys in a pool, especially

5 those that may be floating. These toys
7
may
6 entice a child to get into the pool in an attempt to retrieve them.
67
6
8
7

2
2
2
3
3

3
4
4
4
5
5
5
Parents and caregivers should be trained
6 in CPR and basic lifesaving skills. Classes6are routinely available through the American
Red Cross and the American Heart Association as well as many other community service
6
providers.

7
7

Realize that drowning is silent. Most
people assume that a drowning victim
will be noticed with visible signs of distress
such
7 as screaming, arms waving, etc. The truth
is that many simply slip under the water un8
noticed, even by those who may be within an
arm’s
8 reach.
should be installed on all doors,
8 Alarms
windows and gates to notify the family
if 9
a child has left the house.
9

9
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Wristband safety alarms such as a Safety
Turtle, which has a stationary base in
your house, and My Buddy Tag, which is Bluetooth enabled, will alert a parent or caretaker
if a child has entered the water. They have a
limited range of 40
to
9100 feet, so re10
of childhood
search which one
water
may best fit your
situation.

89

“90%
accidental

injuries are

preventable.

Make
”
learning
water safety fun.
There are numerous books, videos and interactive websites geared toward children of all ages
to learn water safety. These include Danger
Rangers and Watch Know Learn.

10

DROWNING PREVENTION PLAN
Be aware that most wandering events occur
• During warmer months and summer
holidays such as Memorial Day, Fourth of 		
July and Labor Day.
• During family gatherings, events and BBQs.
• When engaged in outside activities such as 		
camping or hiking.
• During visits to relatives or friends, on
vacation or when in any non-home setting.
• When windows, screens and doors have 		
been adjusted during the warmer months.
• During times of an escalation of behaviors 		
that may cause a child to flee.

If a child goes missing…
Know the location of all bodies of water,
including pools, ponds, lakes, creeks, fountains, and streams in at least a one-mile radius
from your location. In recent years, drowning
incidents have occurred in places such as golf

course water hazards, farming retention ponds,
rivers, creeks and unattended swimming pools.
Immediately search nearby waters first. It
is critical to reach a drowning victim in seconds
rather than minutes for the best possible outcome.
Never assume that your child will not be
attracted to bodies of water just because
he or she haven’t been so in the past.
There are several reasons as to why an autistic
child may be drawn toward the water. It could
be that the water looks inviting as it glistens,
shimmers and sparkles from the sun. Another
reason may be sensory stimulation as the water
is known to have calming effects once one is
submerged. It may also be that the child is fleeing a situation and has become curious about
the water.
GPS tracking devices may be helpful in reducing search times.
Make sure that your child has an identifier such as a medical alert bracelet, wristband,
shoe tag, QR code or temporary tattoo that provides contact information if the child is found.
Tammy has generously donated several copies of her
book Swimming with Autism
for us to give away to our
ZOOM readers. Make sure
to follow us on Facebook to
learn how to win.

WHEN A LOVED ONE
WANDERS AWAY,
THERE’S A WAY TO HELP
BRING THEM BACK SAFE
AND SOUND.

INTRODUCING
SAFETYNET™ BY LOJACK

®

SafetyNet Bracelet
TM

Nothing could be more frightening than the thought of a loved
one with autism or another condition wandering away. That’s
why LoJack SafetyNet now offers SafetyNet, a simple and
convenient service that uses proven technology for finding and
rescuing people at risk who wander and become lost.

To learn more about SafetyNet TM by LoJack ® call
1·877·4·FIND·THEM (1·877·434·6384) or visit
SafetyNetByLoJack.com.

Tammy Anderson-Lee established the Aquatic Professionals
Swim School (Aqua Pros) in 1997. In 2001 she collaborated
with the Autism Society of San Diego to produce the pool
PALS program (Persons with Autism Learning how to Swim).
Tammy is also the co-author of the book Swimming with
Autism 1st edition 2011 and 2nd edition 2014.
© 2010 LoJack SafetyNet Inc. All rights reserved. 40 Pequot Way, Canton, MA 02021, 1·877·434·6384
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CANDID BY MARIPAT ROBISON

Autism SHORE
to Shore
An interview with Dr. Stephen Shore

J

ohn and I are always traveling, but our schedule pales in
comparison to that of Dr. Stephen Shore, the most-traveled
self-advocate I know. From his home in Boston, Stephen
travels around the world raising autism awareness. He has presented in forty-six of the United States and thirty-nine countries
on six of the seven continents. Whew!
If you’ve read Understanding Autism for Dummies,
which he co-authored in 2006, you’re already
familiar with some of Dr. Shore’s work. Dr. Shore
is also a professor of special education at Adelphi
University.
I candidly asked Dr. Shore some questions about his life, growing
up autistic, his travels and differences he sees in the way autism
is viewed around the world. His answers were nothing short of
amazing. (To learn more about Dr. Shore and his work, visit his
website AutismAsperger.net.)
ROBISON: How did your parents give you such a good start
even though you were nonverbal and it was suggested that you be
institutionalized?
DR. SHORE: At that time, institutionalization was standard for
someone severely affected by autism. My parents advocated for
me and convinced the James Jackson Putnam Children’s Center in
Boston to take me about a year later.
ROBISON: What are some approaches your family used that
worked well?
When my parent’s attempts to get me to imitate them failed, they
began imitating me, making me aware of them in my environment. This aspect of developing trust with someone on the spectrum is foundational to Daily Life Therapy as practiced by the
Boston Higashi School.
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We also sang and moved to music, similar to
music therapy. Activities on swing sets and a
climbing structure in our yard closely mirrored
today’s techniques used in occupational therapy
for sensory integration.
ROBISON: Have you adopted those approaches in your own work with children?
DR. SHORE: Giving music lessons to children with autism, I use an approach adapted
from the Miller Method, where practitioners
try to comprehend how the child with autism
perceives the world. All behaviors, no matter
how disordered, are assumed to be the child’s
attempt to make sense of a confusing world.
Finally, the idea of the disrupted systems of this
approach is the same as when a parent leaves
the last word off the end of a song and waits for
the child to fill it in.
ROBISON: What’s the most important thing
you can tell parents about helping their children
reach a full and happy potential?
DR. SHORE: Like everyone else, a child on
the spectrum has unlimited potential. We have
to access that potential. An important key involves identifying and using their interests and
strengths. What do they do with most of their
time or what would they do if they were allowed to choose? That activity is an interest to
them, and people tend to be good at things they
are interested in. Sometimes interests are directly translated to a career, and sometimes they
need shaping to a related area.

ty communicating, it is also clear that he likes
things related to fire engines and fighting fires.
While being a fireman is attractive to this person, challenges in verbal communication make
it difficult for him to actually become a fireman,
but perhaps he could find employment or even
volunteer at a local fire station and spray water
at high pressure to help wash fire trucks.
ROBISON: You’ve done presentations across
six continents. That’s a tremendous accomplishment. What do you enjoy and find difficult
about that level of travel?
DR. SHORE: Meeting and collaborating with
people who are dedicated to improving the lives
of people on the autism spectrum is extremely
rewarding.
Most of my difficulties in traveling are sensory
in nature, like noisy airports and trains. Accom-

Stephen Shore playing piano in Moscow.

For example, a child with limited verbal ability
likes putting his finger over the end of a hose to
spray water at high pressure. He will do this for
hours if permitted. Even though he has difficul-
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plus. Budapest is a great Eastern European city
with excellent food and architecture.
ROBISON: What similarities and differences do
you see in parenting AS kids across the world?
DR. SHORE: I find that people on the autism
spectrum, their parents and teachers are the
same wherever I go. The differences come from
levels of awareness, acceptance and appreciation of people with autism combined with the
resources of knowledge, methods and materials
to support them.

Dr. Shore on peak in Hong Kong

modating for noise means wearing noise cancelling headphones, waiting in airline lounges
whenever possible, and making sure I wear
comfortable clothes.
Arriving in a foreign country when I don’t
know the language is difficult. When in another
country, I arrange for someone to meet me at
the airport or drive me to events.
ROBISON: How do you make travel, teaching
and marriage work? Can you tell us about your
wife? Do you travel together?
DR. SHORE: It’s all in the organization. Daily
contact with my wife, Yi Liu, helps greatly.
After 9 years as principal harpist of the Beijing
Symphony, my wife came to Boston University,
where we met as students. She now teaches
music in a public school, so we travel together
during summer vacations, usually around conferences where I’m speaking.
ROBISON: What are the most memorable cities
you’ve visited and why?

ROBISON: How is autism perceived in the
countries you are familiar with, and how do cultural conditions affect this?
DR. SHORE: In cultures where there is great
shame in having or being associated with people who have disabilities, I find the most difficulty in recognizing and providing supports to
people on the spectrum.
The recent United Nations Convention on
People with Disabilities established education
as a human right, causing several countries to
enact laws and regulations in special education,
often modeled from the United States.
Executing new procedures can be challenging
due to lack of experience in teaching students
Dr. Shore at the Taj Mahal with Fazil Azeem

with disabilities. I find it very encouraging that
educators are seeking support across the globe
from people with experience in the implementation of special education.
ROBISON: What is your life vision and purpose? How and when did it become apparent to
you?
DR. SHORE: To empower
people on the autism spectrum to achieve as fulfilling and productive a life
as possible – as defined by
them. My mission is to offer back to the community
what my parents, wife,
friends, and some key professionals gave to me. This
idea of serving occurred to
me during my mid-30s as I became aware that
even though I was in my doctoral studies, being
on the spectrum affected my studies and made
me the person I am today.

DR. SHORE: My heroes are the children and
adults with autism who, despite significant
struggles to sometimes even just communicate,
still find ways to reach out and interact with
others.

“My heroes are the children
and adults with autism who,
despite struggles to even
communicate, reach out and
interact with others.”

ROBISON: Who’s your hero?

Maripat Robison is an international speaker and writer, leading
workshops on loving someone with autism. A retired television
executive and magazine publisher, Maripat has raised two neurodiverse kids and is married to John Elder Robison. Maripat is
the author of the popular blog and forthcoming book, I Married
a Geek.

COLLECT PEZ?
KNOW SOMEONE

WHO DOES?

LOOKING FOR THAT PERFECT GIFT?

SEARCH NO FURTHER.

DR. SHORE: Jerusalem is at the top because
there’s such a rich confluence of history there.
Shanghai also has an abundant history, and Yi
and her family are from there, which is a big

WWW.BEANEDESIGN.COM/ETSY
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Now Available on Amazon,
Barnes & Noble.com and at
any book seller upon request
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or individuals on the autism spectrum and with other disabilities, safety is a huge concern. Sometimes we are more
naïve or unaware of our surroundings. Maybe we won’t
notice that it is getting dark outside and that it is time to go home
– walking home alone at night isn’t the best idea. Some of us wander, and whether it is unintentional or a desire to explore our surroundings, it can lead to dangerous situations. Furthermore, there
are always people out there who misinterpret our actions and may
not understand that we may have trouble communicating. What
do all of these concerns have in common? They all boil down to
issues of safety and personal comfort.
As an autistic person, I know just how easy it is easy to get confused with all of the different signs in this world. Trying to understand how others
may see you and
having a sense
of self-awareness
isn’t always easy.
Safety especially
becomes so much
more important,
at least to me,
when I am on
my own. I am an
adult woman on the autism spectrum. I’ve lived away at college,
gone to and from places on my own, and participate in the independent adult experience. While I don’t have all the answers on
how to keep safe, I do have some suggestions that I have found to
be helpful.

“Trying to understand
how others may see
you and having a sense
of self-awareness isn’t
always easy.”

Safety
Awareness
and the
Wallet Card
BY HALEY MOSS
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Dealing with Law Enforcement
Chances are that at some point in your life you have interacted
with law enforcement in some capacity. Maybe it was in elementary school when your class received drug and gang lectures.
Maybe you or someone in your family got pulled over when driving. Maybe you were a victim of a crime or someone you know
was under investigation. Try to think how it made you feel. Were
you scared because the officer had a gun? Were you afraid of the
official badge and uniform or the seriousness of their voices? I’m
willing to bet that at the end of the day you felt kind of nervous.
Law enforcement can make people on the autism spectrum nervous for a variety of reasons: they may think they are in trouble,
they may not be sure what to do, they may not know why they
were stopped, or they may immediately jump to conclusions
regarding something they may or may not have done. All of these
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are valid reasons to be nervous, and sometimes
it is hard or inappropriate in a situation to articulate precisely why an interaction or perceived
interaction with a law enforcement officer is
scary to you.
When it comes to authority confronting me, my
first instinct is to think I must have done something wrong. I’m a people pleaser. I don’t like to
cause a fuss, be in trouble or have people mad
at me. I try to always follow the rules. Rules
are very literal, black and white; therefore, they
make sense to me. I also always try to obey
authority figures, even if they strike serious fear
inside of me. I was that way in school if a teacher or higher-up wanted to see me, and I think I
would instinctively feel that way if an on-duty
law enforcement officer wanted to talk to me.
In my opinion, one of the big reasons that people like me who are on the autism spectrum are
nervous is because sometimes it seems that law
enforcement officers don’t understand or empathize with everybody they interact with. Autism
comes in many varieties; after all, it is a spec-

trum disorder, and no two people are exactly
alike. A lot of our actions and traits come across
and are perceived in ways we might not expect.
Maybe a police officer thinks the autistic person
who is pacing back and forth is hiding something dangerous and confronts him in a way
that the autistic person perceives as threatening.
Maybe the person is nonverbal and the officer
starts getting impatient or angry or considers
the lack of typical communication as a form of
resistance. I can imagine it being scary if you’re
trying to regulate your anxiety in an unfamiliar
environment or waiting on a ride home when
a police officer confronts you about something
that is normal or calming to you but makes
somebody else deeply uncomfortable.
I admit that I don’t often think about how my
behaviors will be interpreted or viewed to the
outside world. I am trying to interact with the
world in a way that makes me feel safe, confident, and happy, and in the moment, it might
be too nerve-wracking to say “I have autism” or
“I’m scared.” What I’ve learned is that it is okay
and there are different methods to communicate

Click above to view a video on the Wallet Card.

those feelings so that both parties will understand and feel comfortable with one another.

“Being able to effectively
bridge the communication
gap between people with
autism and law enforcement
is important and will lead to
less stress on both sides
of the equation.”

Combining Safety and Interaction
with Law Enforcement
I am so thrilled and excited to say that I am a
part of one of the most effective ways to combine two of the biggest concerns with autism:
safety and interacting with law enforcement.
After teaming up with the Coral Gables Police Department, The Disability Independence
Group, and the University of Miami’s Center
for Autism and Related Disabilities, we’re able
to bring to you The Wallet Card and its corresponding initiatives.
The wallet card is an easy way to answer questions and convey the sentiments of “Hey, I have
autism. I might act differently than expected”
and give an officer more information about autism and your emergency contacts such as par-

66

ZOOM Autism through Many Lenses

ents or other caregivers so that they can answer
questions for you. It also allows law enforcement to have the training to interact with a person on the spectrum and be aware of different
behaviors, their meanings and understanding.
On each wallet card is the person’s name, phone
number, address, disability, emergency information and anything else a first responder or
police officer should know. I recommend including if you are easily anxious, sensitive to
touch, nonverbal or use alternative methods of
communication to make it easier for everyone.
There’s also a little dot on the card where you
can place your finger to measure your stress
level, and it will tell you if you’re tense! It’s
enough information to communicate your disability and some emotion on a biological level. It
is also enough to start a conversation and have
necessary accommodations to ease the process.
I have one in my wallet, and it definitely will
make things easier when I interact with on-duty
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officers and don’t immediately jump to “what
did I do wrong?” and its corresponding body
and mind stress.
We are also working on trying to train and ease
the process by showing individuals how to act
in common scenarios that an autistic person
may encounter, such as getting pulled over
while driving, witnessing an accident or traumatic event or engaging in behavior that might
make another person feel suspicious. Being able
to effectively bridge the communication gap between people with autism and law enforcement
is so important, and I am confident that it will
lead to less stress on both sides of the equation.
Watch this video embedded in this article that
shows how to safely interact with law enforce-

ment and first responders and then click HERE
to order a free Wallet Card through Disability
Independence Group.

WANTED

Haley Moss is a 20-year old University of
Florida senior who was diagnosed with High
Functioning Autism at age three. She is an artist
and the author of Middle School: The Stuff
Nobody Tells You About and A Freshman Survival Guide
for College Students with Autism Spectrum Disorders:
The Stuff Nobody Tells You About.

SUZANNE “BEANE” CHANESMAN
At BB&T, we understand the importance of encouragement, having people who
believe in you and are working to help you reach your goals. It’s what we do every
day as we bring a can-do attitude to every relationship, sharing knowledge to help
clients and communities move in a brighter direction. That’s why we’re proud to
support organizations like the Autism Society of Northern VA that focus on young
people and help build strong futures. BBT.com

FOR CREATIVE &
DETAIL-ORIENTED
DESIGN
TM

Douglas French, Private Advisor, CFP®
703-331-1257
DFrench@BBandT.com

B A N K I N G
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Autism

R

with a Cherry on Top!

(and sprinkles, and whipped cream and, ooh, some gooey hot fudge sauce, too!)

emember the old children’s rhyme,
“I scream, you scream, we all scream
for ice cream?” I’m willing to bet that,
when you were chasing down the ice
cream truck, not once did you ever stop
to think about how much autism is like a
sundae! Okay, to be honest, none of us at
ZOOM thought about it either until our
new friends at AuKids shared an article
they ran in their magazine. Once we read
it, we knew we needed to share an edited
version of this sweet (pun intended) knew
way of thinking. So say goodbye to rainbow spectrum comparisons, graphs under
an umbrella and puzzle pieces and hello to
this new way of explaining ASD, aka ©Autism Sundae Dessert. *Warning: Reading
this article may make you hungry!

have just a dollop of each. And the amount
a person has of each flavor today could be
different tomorrow. The point is that, as
long as the bowl contains all three flavors,
you have the basic ingredients for ASD,
Autism Sundae Dessert.

How to make an Autism Sundae

Autism sundaes can have all sorts of extras
that we have not included here, but a
must-have is sprinkles. You see, every person on the spectrum has unique characteristics, and what better way to refer to those
characteristics than as colorful sprinkles!
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Graphics courtesy Jo Perry at Periscope Studios Ltd, UK.

Step 1: Gather your ingredients.

While autism certainly comes in many
different flavors, there are three key ingredients to make this recipe: Chocolate
- difficulties with communication, Vanilla
- difficulties with social interactions and
Strawberry - repetitive behaviors and
restricted and/or hyper-focused special
interests.

Step 3: Add sauce.

In this recipe the sauce represents sensory
issues. It’s hard to learn social rules when
you’re defending your nervous system
from sensory overload. This is what makes
defining a person’s autism so hard. Is it a
large scoop of vanilla in the bowl or maybe just a regular size scoop with a lot of
hot fudge dribbled on top?

Step 4: Add Sprinkles

So, the next time you meet an autistic person, think of this recipe and remember: No
two sundaes are alike, and the person you
just met is so much more than just a bowl
of ice cream!

Step 2: Scoop all three ice cream flavors into one bowl.

But remember that not everyone receives
equal scoops of ice cream. Some bowls
may have a lot of chocolate and just a little
vanilla and strawberry. Another bowl may

The above article was edited from the original piece
©The Autism Sundae Dessert, which appeared in
AuKids magazine Summer 2013 issue.
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Q&A
	
  

MORNING &
AFTERNOON
SCHEDULING
OPTIONS
	
  

MONDAY-FRIDAY
$450/WEEK
	
  

MON/WED/FRI
$300/WEEK

Little	
  Leaps	
  Autism	
  Preschool	
  Program	
  is	
  dedicated	
  to	
  
establishing	
  and	
  providing	
  a	
  safe,	
  caring	
  and	
  structured	
  
	
  
environment	
  for	
  your	
  child.	
  	
  Our	
  program	
  focuses	
  on	
  teaching	
  
language	
  and	
  academic	
  skills	
  to	
  children	
  with	
  autism	
  and	
  
related	
  disorders,	
  ages	
  two	
  to	
  five.	
  	
  The	
  classroom	
  is	
  based	
  on	
  
an	
  integrated	
  approach,	
  which	
  incorporates	
  typically	
  
developing	
  peer	
  models	
  and	
  research-‐based	
  interventions.	
  

	
  

TUES/THURS
$200/WEEK

	
  
Children	
  experience	
  learning	
  in	
  both	
  group	
  and	
  individual	
  
settings.	
  	
  Our	
  preschool	
  program	
  offers	
  group	
  yoga	
  and	
  speech	
  
sessions,	
  as	
  a	
  part	
  of	
  our	
  curriculum.	
  	
  Our	
  preschool	
  teacher	
  
has	
  been	
  providing	
  behavioral	
  services	
  for	
  thirteen	
  years	
  and	
  
is	
  a	
  Registered	
  Behavior	
  Technician.	
  	
  Our	
  Program	
  has	
  two	
  
Board	
  Certified	
  Behavior	
  Analysts,	
  a	
  Speech	
  and	
  Language	
  
Pathologist	
  and	
  an	
  Occupational	
  Therapist	
  on	
  site.	
  	
  
	
  

How can parents keep their
kids safe?

	
  

HOURS OF
OPERATION
9:00-12:00
OR
12:00-3:00

How can parents help their
kids FEEL safe?

	
  
	
  

Since	
  all	
  children	
  develop	
  at	
  different	
  rates	
  and	
  have	
  different	
  
needs,	
  the	
  director	
  will	
  meet	
  with	
  your	
  family	
  to	
  establish	
  
your	
  child’s	
  unique	
  and	
  individual	
  needs.	
  Our	
  goal	
  is	
  to	
  help	
  
your	
  child	
  reach	
  his/her	
  fullest	
  potential	
  in	
  all	
  critical	
  areas	
  of	
  
development.	
  

LEAP AHEAD, INC.
10686	
  Crestwood	
  Drive	
  
Manassas,	
  VA	
  20109	
  
www.leapahead.org	
  
info@leapahead.org	
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~ M. Kelter

“I feel unsafe when I am overwhelmed or overstimulated and even worse when I feel stuck
there. I know I’m not in mortal danger, but try
convincing my brain of that when it can’t keep
up and process everything. My mom understands that I need breaks sometimes, whether
that means going to another room or sitting outside or taking a break with my iPad. I can trust
her and don’t ever have to explain myself or
worry about being made to feel bad. I feel safe
just knowing I have a way out, even if I don’t
need it every time.” ~ Lydia Wayman
“Love and respect and accept them for who they
are. Be patient. Let them know you love them
just the way they are. Show them you are proud
of them and their accomplishments no matter
how small they may be. Remind them that they
are never on the journey alone.”

~ Chloe Rothschild

“Feeling safe is quite difficult to accomplish
for a person with autism, at least from my own
point of view. I always find the world around
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me scary, unpredictable and very chaotic. To
make an autistic person feel safe, it’s best to really listen to him/her. To show that you understand his/her fears, you can tell him/her that you
also used to be scared for example. Don’t just
wave fears away. But you don’t have to confirm
the fear either because then you give him/her a
reason to be afraid. What’s best to do is to help
him/her look at things differently.
The answer to the question to how to keep your
autistic loved-one safe is somewhat different
than how to make your autistic loved-one feel
safe. I, for example, feel very safe if I listen to
my music on my MP3 player whenever I go
somewhere. But even though it feels safe to me,
it is not really safe for me at all. I might get hit
by a car, which I don’t hear coming. And besides that, in a big city you can also be an easy
victim if you wear earplugs since you don’t hear
anything. The best way is to find a balance. A
balance in between being safe and feeling safe.”

~ Heidi Vormer

“For me, and I think for a lot of autistic people,
a big part of feeling safe is knowing what to
expect in a given situation. What may seem like
an unreasonable amount of detail to others is
just my way of planning coping strategies. This
can mean getting details about potential sensory
threats, gathering information on navigating an
unfamiliar environment or scripting essential
bits of conversation.
One way parents can help their autistic kids feel
safer with trying new things is to share lots of
details in advance. Look at photos of the place
or activity. Draw maps or pictures. Make visual
schedules. Have a “practice run” if possible.
Talk about who will be there and what kinds
of conversations will take place. Let your child
know their options for food, quiet time and
what kinds of comforting things they can bring
with them.
Knowing what to expect in advance helps re-

duce my anxiety around new things. But, more
importantly, it helps me go into unfamiliar situations with my coping strategies set to maximum, making it less likely that I’ll quickly get
overloaded and shut down. ~ Cynthia Kim
“First thing I had to do to keep my children safe
was to reduce if not eradicate my own fears.
This is still a work in progress! Meditation,
prayer, and research help me with this progression. Then I had to deeply observe my autistic
children. I looked for triggers, for word comprehension, for those rare expressive moments,
and for the manners in which they did learn
about themselves and the environment. I made
lists and charts of times, triggers, foods, activities…the intensive work so many of us undertake trying to understand. Then I used different
education strategies such as short phrases with
photographs to define what a safe haven is and
to help evolve a sense of safety.
I videotaped the entire process, with me speaking and demonstrating safe behaviors, then my
husband. It was repeat, repeat, repeat, in order
to create the rules our autistic children need.
Rules become habits. A prominent feature of
our safety technique is the family code. The rule,
repeated and photographed and videotaped,
was ‘you go with no one, not a police officer, not
a neighbor, not a nurse unless they can tell you
our family code.’ I did not explain this, why it
is needed, how people are mean sometimes or
criminal. Keeping it simple means success; running “tests” in many settings helps to establish
the rule.
The upshot is to discern the learning patterns of
the children and associate strong images, familiar images, to establish the safety rules. Using
photographs produces more immediate effects,
and using video role modeling cements the
rule.” ~ CarolAnn Edscorn

Photos by Conner Cummings

“I would say being safe involves a lot of constant detective work: identifying risk zones,
then puzzling out why they happen and how
best to respond. For example, self-injurious
behaviors happen for a reason (sensory discomfort, anxiety, etc.), so finding solutions means
figuring out why the behavior is happening
and then coming up with a game plan for those
triggers as well as preventative strategies. With
autism, any safety issue gets down to this sort
of creative detective work and problem solving.
As for feeling safe, I think that happens when
people feel a bond of trust with the loved ones
in their lives. If they know they can have open,
honest communication with you (be that verbal
or non-verbal communication) and feel that you
are on their side, looking out for their best interest, that bond of trust can be a crucial foundation for feeling safe and protected in life.”
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SPOTLIGHT ON SUCESS

Griffin and his brothers Henry and Leo

I

n the spring of 2012, my friend Tina Perriello and I, both mothers of autistic boys, were looking for sensory-friendly activities
for our kids during the winter months. We attended a sensory
gym clinic at a local therapy center with our boys and watched our
children play so freely and easily on the equipment – equipment
that was familiar to them from their school OT sessions. For the
first time ever, we were able to talk with one another while they
played. It was fantastic that our local Autism Alliance provided
this sensory gym time during the winter months, but we knew our
community needed a place like this all year long. We are between
Boston and Worcester, Massachusetts, and there was no place like
this anywhere in our area.

Creating a SAFE Place
for the Whole Family
to PLAY! SenseAbility Gym
BY ALYSIA & G RI F F IN BUTLER
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An idea was born, and once we
had it in our heads, we couldn’t
let it go.
In February 2013, we opened
SenseAbility Gym as a nonprofit indoor sensory gym in our
hometown of Hopedale, MA. We are a “parent-led” play space,
meaning that parents or caregivers stay and play with their children. Since our opening, we’ve welcomed over 450 families from
all over Massachusetts, Rhode Island, New Hampshire and Connecticut, and by families, we do mean the whole family: mothers,
fathers, siblings, cousins, grandparents, caregivers, therapists and
friends.
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This has been the most incredible part of the
whole experience for us – watching the entire
family have a safe and judgment-free place to
play together. While every family is different
and every child’s needs are different, the common thread is that these families are looking
for a place where they can be welcomed as
themselves and as part of a community. We see
siblings playing together for the first time when
previously they’ve had to stay home or sit in the
waiting room during therapy sessions. Many
times it’s the neurotypical siblings asking their
parents to come back to play because they’ve
had so much fun together.
I could go on and on about what I see from
behind my desk every day, but I thought it
would be better for you to read what my oldest
son sees when he comes to work with me as he
watches not only his own younger brothers play
but also sees other families play in their own
special way.
-----

SenseAbility Gym
Hi, my name is Griffin Butler. I am 12 years old and
am in the 7th grade. My mom co-owns SenseAbility
Gym. I have two younger brothers named Henry and
Leo who are both on the autism spectrum. I love them
both, so I do everything I can to make sure that they
are happy and enjoying life. From a sibling’s point
of view, I know that brothers and sisters fight over
(often) trivial things, but since I started helping my
mom at the Gym, I notice brothers and sisters getting
along nicely and almost never fighting. In fact, when
my brothers and I have time to play there, we play
cooperatively and don’t argue. So I feel confident in
saying many siblings get along nicely here.
Also, from my seat in the office, I see parents talking together about raising their children while their
kids play. For them, it’s nice to have an environment
where their kids can play and don’t have to worry
about others being judgmental. After all, people come
from all walks of life, and raising their child is a common ground to talk and express ideas. I personally
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am friends with many of the kids and parents, and
more than few times a child (or parent) has walked
out with a new friend. Overall, I believe SenseAbility
Gym is a great place for kids and parents alike!
----And that’s exactly it. While Tina and I created
the space for our autistic children to play, it has
become a place where the whole family can be
together as part of a community who “gets it.”
We saw this from day one, and it continues to be
that way today – two years later. We are grateful
to everyone who has helped us make SenseAbility Gym a success, and we hope to be here in
our community for a long time to come.

If you and your spouse were to divorce tomorrow, would you be able to financially care
for your autistic child on your own—perhaps for your child’s lifetime?

CONNER’S LAW
They were told
‘They Can’t’

For more information on SenseAbility Gym, visit their website
or contact Tina Perriello at tina@senseabilitygym.com or Alysia
Butler at alysia@senseabilitygym.com. You can also read Alysia’s blog Try Defying Gravity.

‘They Won’t’
‘They Never Will’
And they said...
WATCH US!

WE NEED YOUR HELP!

SB923 Conner’s Law passed in VA. Join our advocacy movement while we
go state by state, changing laws as needed….

Because a disability doesn’t stop on a child’s 18th birthday.

Conquer for Conner
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Haley Moss just graduated with honors from the University of Florida
(in three years rather than four) with a B.S. in Psychology and a B.A. in
Criminology and is off to the University of Miami School of Law in the
fall as part of the Miami Scholars Program. Congrats, Haley!!!

This is Evan who is 5. Evan went
to his first carnival and rode on
the rides by himself. Looks like he
really enjoyed it!
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ZoomAutism.org
ZoomAutism.com
Facebook.com/ZoomAutism
@ZoomAutism
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