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What is Most Important to You?
“What is most important to you, Erik?” The question came at the end of a session on 
social skills building, the culmination of a month’s work on family and peer interac-

and friends” from Erik. She smiled, prepared to tick off one or both responses on her 
social skills evaluation sheet. But Erik’s mind was well outside of the social realm. 
From Erik she received an immediate and decisive reply, “Self-regulation.” Her smile 
faltered. Not exactly the sought-after answer but an insightful one. 

Erik is aware that carefully tailored and deliberate self-regulation is both his an-
chor and his life ring. It’s what gets him through the day. To him the answer was 
obvious: self-regulation. If you can’t bring your body and mind to the task and en-
vironment at hand, nothing else matters. Self-regulation is hugely important. You 
don’t cure autism; you learn how to become an expert self-regulator. In fact, we all 
do.

I Have Autism and I Need Your Help:
Learning to Self-Regulate
AUDIO BOOKS, SWINGS, THE LAUGHING BOX, MUMMY 
ROLL-UPS, MER-BOY, SNUG VEST, iPAD, iMOVIE...AND MORE

by Teresa and Erik Hedley

I Have Autism and I Need Your Help: 
Learning to Self-Regulate is the sixth article 
in the mother/son series by Teresa and Erik. 
The series aims to draw out the voice of 
autism – Erik’s perspective – and to interpret 
and teach – Teresa’s voice. The articles move 
from general to specific and offer strategies 
for building resilience and supporting autism. 
Up Next:  I Have Autism and I Need Your 
Help: Building My Learning Team.

Note: Teresa’s voice is the main body of the 
article. Erik’s voice is indicated in script font.

Illustration: Warhol Hands by Erik Hedley

Gravity
YOU REMEMBER IT. Sandra Bullock and George Clooney untethered, float-
ing aimlessly in outer space, fighting to control their breath, their emotions, their 
thoughts... “take a breath, slow down, take a breath, breathe, bre-eeathe...”

Autism, I thought. Untethered, without direction, no anchor, feeling faint... 
too hot, too dizzy, too scattered, too scared, too immobilized to carry on. Sensory 
overload. 

I turned to Erik after the movie, “Is this how you feel sometimes when expecta-
tions are vague and too many sensory things are going on?” 

His face both clouded over and lit up. “Yes! That’s it! I feel like I’m floating. I feel 
like nothing is right and that I want to be in control but I’m not in control. It’s like my 
tether has come free from home base. I know I need to do something.” 

“Like self-regulation?”
“Yes, like self-regulation.”

! Dysregulated to Regulated: Untethered and Floating to Tethered to Home Base



               SUMMER 2014              AutismMATTERS   11

feature LIVING WITH AUTISM

Self-Regulation is Not Exclusive to 
Autism
Self-regulation is not exclusive to au-
tism. We all do it all day long – some-
times many times in a matter of seconds. 
Think about it, look around you, and 
you’ll understand that it is a huge part of 
your day: a coffee, a yawn, a brisk walk, 
a run, a stretch, crossing and uncross-
ing your legs, a power bar, family photos 
on your desk, a comfortable sweater for 
warmth or deep pressure, inspirational 
quotations tacked up above your desk – 
all critical tools to keep your mind and 
body where they need to be to meet the 
demands of the task at hand.

But what happens when you aren’t 
aware of the signals – thirst, fatigue, leth-
argy, or excess energy, temperature fluc-
tuations, sadness, negative thoughts, the 
need for movement and deep pressure 
and so forth? What happens when you 
start to fall off the track and you aren’t 
sure how to get back on? What happens 
when you don’t have the tools you need 
to anticipate, evaluate and adjust? This is 
how our children with autism feel much 
of the time. Seen in this light, Erik’s 
answer to the question, “What is most 
important to you?” makes perfect sense. 
Self-regulation. Of course.

From There to Here
-

tion, but it wasn’t always this way. Erik at 
seven had not acquired the skills he need-
ed to navigate through his day and keep 
himself afloat. Erik at seven spent a good 
deal of time with his hands cupped over 
his ears, incessantly pacing, twirling his 
hair, sucking his shirt sleeves and wound 

up in a state of high anxiety. This was all 
before self-regulation became a hot topic 
in our house. So the question is, how did 
Erik learn to self-regulate so well and so 
seemingly effortlessly? How did he move 
from frenetic to calm, from unaware to 
composed and purposeful? How did he 
learn to breathe without reminders? It is 
with this in mind that we move forward.

 
How Does Your Engine Run?
My son has been diagnosed with autism. 
What do I do? Where do I start? I turned 
to the psychologist who diagnosed Erik 
on Vancouver Island. “What do you rec-
ommend I do first?” He leaned in and 
stated, matter-of-factly, “How does your 
engine run?” I have to admit that I was 
taken aback, even humoured a bit. If this 
had not been about autism, it might have 
been interpreted differently. “Sorry?” I 
said, “How does my engine do what?” 

And that was the start of yet another 
in a series of very steep learning curves. 
This one was all about tuning into one-
self and understanding one’s general 
state of alertness: does my mind and body 
run fast or run slow? It was also about 
learning how activities affect the body. 
Example, reading, doing puzzles, mold-
ing playdough calmed Erik. Jumping on 
the trampoline, spinning in an Ikea spin-
ning chair and swinging and spinning on 
a rotational swing revved Erik up. There 
were also “medium activities” that fed 
him an intermediate amount of energy. 
The point, I wondered?

Interestingly and not surprisingly, 
activities could be used as tools to bring 
one’s body to the speed of the task at 
hand. If a child’s engine tended to run 

slowly – and Erik’s did – he would need 
to know what to do to boost his energy 
before P.E. class, for example. If he had 
to sit and read, he would be “good to go.” 
Conversely, if a child’s engine tended to 
run fast, that child would need to know 
how to gear down to attend to seatwork, 
reading, and fine motor skills. Knowing 
how your engine runs and how to gear up 
and gear down is a tremendously impor-
tant skill, and it was one of our starting 
points. 

A Toolkit Upgrade 
So why do we need to teach self-regula-
tion when kids with autism already seem 
to have a vague sense – as evidenced by 
stims – of what their bodies need? Short 
answer? They need a more fine-tuned 
and varied toolkit with strategies that 
complement the environment and the 
social scene, especially as they grow and 
mature and the need to fit in is increas-
ingly important. We are just helping 
them to restock and shift into more ef-
ficient, appropriate and accepted forms 
of behaviour.

We also need to teach them two 
key things about the use of their tools: 

my body? i.e., How do I know when to 
open the kit? This is the reactive use of 
self-regulatory tools. We are replacing 
a derailed train. 2. What are situations 
that might make me go off-track? This 
is the anticipatory or proactive use of the 
tool kit. We want to prevent the train 
from derailing. Both types of awareness 
are critical to the effective use of the 
kit. Self-regulation is all about adjusting 
body and mind to meet the demands of 
the task at hand. Our kids need to learn 
what tools work best for them.

The Noise, The Noise
Let’s return to seven-year-old Erik. He 
is running the length of the family room 
high on his toes, hands firmly over his 
ears. His face is pinched and his mouth 
is pursed. He is doing his best to “come 
down” after a busy day at school, but the 

" Alert Program: How Does Your Engine Run?
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lawn mower outside is not helping, nor 
is the hum of the vacuum cleaner in the 
basement. The washing machine is on 
spin mode and is mounting a charge. 
The garage door has just opened: Daddy 
is home. To Erik the cacophony of 
sounds is unbearable. Looking back, I 
liken his reaction to that of the Grinch 
on Christmas day. Recall the clamour in 
the Grinch’s head and the visual of his 
face, eyeballs rolling with images of toys 
banging and clanging within his pupils. 
I’m sure Erik felt about the same. He was 
trying to cope but his methods clearly 
weren’t effective or efficient enough to 
overcome the layers of noise erupting 
from all corners: the noise, the noise.

But the happy news is that Erik 
learned how to calm that storm. Once we 
added more tools to the kit and taught 
him to anticipate those after-school 

Erik’s Top 10 Under 10 
Around the age of 6-10, this is how I would self-
regulate. I think it’s important to tell you that I did 
these things before something hard was coming up. 
For example, I would jump on the trampoline be-
fore I could sit for a long time in a movie theatre. I 
also self-regulated when I wanted to get away from 

people for a while after a busy day at school. For me, a lot of these 
strategies were fun and relaxing. Many of my favourites are sensory, 
but they also fall under other categories, like hobbies, interests, physical 
activities, relaxation techniques, and thinking strategies. Here are my 
top 10 under 10:

1.  3D Adventure Projector 
I used to have a projector that I could shine on my ceiling or walls. To 
use it, I had to make my room dark and wear 3D glasses. I really en-
joyed doing this because of the calm, comforting voice on the CD and 
because it talked about my special interests. Also, my bedroom was 
dark and it felt like I was in another world. 

sounds, he was good to go. 
Fast forward a year, bring on the 

racket again, and let’s look at the adapted 
reaction. Erik is nowhere to be seen. He 
is in his room, and on any given day, we 
might hear the calming voice of a book 
on tape or the narrative that accompa-
nies the Planetarium in My Room kit. On 
those days the blinds are drawn and the 
bedroom is dark and quiet aside from the 
comforting storyline. Erik is feeding his 
body solitude, diminished light, proprio-
ceptive input through a weighted blanket 
or a beanbag cushion, and subject matter 
that interests him. He has removed him-
self from the clatter and has fed his body 
and mind with positive strokes. 

Interestingly, on other days, he 
dishes it up full force. On those days if 
you stood outside of his bedroom, you’d 
hear the dreaded garage door opening, 

the hum of the dryer, the washer on spin 
mode and the drone of the vacuum clean-
er. But how and why? On those days he 
was self-regulating by normalizing the 
din. Think back to Shock and Awe in the 
’90s. When we first glimpsed war live 
and up close on CNN, we recoiled, hud-
dled, arms over our chests. After a while 
– sadly – bombing became ordinary, and 
our responses flattened out. Erik was ex-
periencing the same thing, and he was 
doling it out to himself in measured 
amounts through a game we created to-
gether, Around the House Soundtracks. He 
will tell you more about this in his Top 
Ten at Ten list. The point is, most ir-
ritants can be tamed once their effect has 
been acknowledged and a suitable form 
of therapy has been crafted.

Now, over to Erik. 

# “Top Ten Under Ten Strategies: Fidget 
Toys, Audio Books, 3D Projector/Audio Track, 
Trampoline

! Erik’s “Around the House Soundtracks” 
game board helped him to normalize sounds 
he heard every day.
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2.  Books on Tape – Magic Tree 
House
I used to spend a lot of time in 
my room listening to Magic Tree 
House books on tape. I liked this 
because it was soothing having 
a story read to me, and I liked 
following along in the books. The 
topics were interesting because 
they would go back in time and 
forward in time. This was like 
time travel to me, and it was like 
going to a different world in a 
way.
3.  Around the House 
Soundtracks 
We recorded sounds from our 
house on a tape – good sounds 
and also sounds I found startling. 
For each sound, we took a picture 
and we made this into a bingo-
like game board. I used to play 
the sounds over and over and I 
would put a fidget toy eraser on 
the picture of the object that cor-
responded to the sound. While I 
was doing this, I got used to the 
sounds and they sounded com-
pletely normal.
4.  Trampoline 
When I am bouncing on the 
trampoline, I feel like I am flying 
with freedom. I use it when I need 
to exercise and release my energy 

when I know that I’m going to be 
sitting for a long time. I still use 
this one.
5.  Fidget Toys and Moon Sand 
Having things in my hand kept 
me busy and occupied and it was 
easier to think that way. I still use 
this one, too.
6.  Rocking Chair + Weighted 
Blanket
I used to come home and sit in 
a rocking chair and cover myself 
with a heavy blanket, like one you 
would have on you at the dentist 
for an x-ray. Rocking and feeling 
that weight made me feel stress-
free and secure. 
7.  Mer Boy, Mummy Roll-up and 
Squeeze Machine 
Mer-Boy was when my mom 
would roll me up tightly in a 
comforter and I would lie there 
for 10 minutes in the snug wrap. 
It was very calming. Mummy 
Roll-up was when my sister would 
wrap elastic bandages around my 
arms and legs like a mummy. 
This was also relaxing because of 
the deep pressure. The Squeeze 
Machine was something that we 
bought that you could roll yourself 
through. The deep pressure helped 
me to release my stress.

8.  Swing System – Superhero, 
Linear, Rotational, etc. 
We have swings in our basement 
that hang from a rotational clip. 
This means that I can swing in 
complete 360 circles without the 
swing getting tangled up. This 
kind of swinging helped to bring 
up my energy levels. The back and 
forth swinging was calming. There 
was also one called Superhero that 
lets you put your two legs and 
two arms through loops so that 
you can stretch out and glide over 
the floor. This was a great feeling 
of freedom because it felt as if I 
was soaring through the air (like a 
superhero!).
9.  Spinning Chair and Disco Light
Sometimes I felt like I had to spin 
and get lots of stimulation from 
lights. This is when I would go in 
the spinning chair from Ikea and 
pull down the cover and spin. We 
used to put a disco light on. All of 
this made me feel energized.
10.  Puzzles, Dot-to-Dot and Spot 
the Difference
When I wanted quiet time, I 
would do these activities. They 
made me feel peaceful and quiet. 
It was like time slowed down to a 
more comfortable speed.

Erik’s Top 10 Teen Strategies

1.  iPad
I use the iPad in many differ-
ent ways. For example, on school 
mornings, I transition out of bed 
with peaceful music from India. 
As I am waiting for the morn-
ing school bus, I play games on 
the iPad. Often after school before 
I start my homework, I use the 
iPad to scroll through pictures and 
videos from the past. I sometimes 
use it again as an end-of-the-day 
reward sitting up reading in bed. 
Using the iPad as a transition tool 

! Top Ten Teen Strategies: iPad (Apps, Games, Videos, Photos and Music), Snug Vest with 
Pump, Video Camera, Check Lists

makes me feel more balanced and ready to do what I have to do.
2.  Video Camera and Picture Camera 
I often sit in a comfortable chair in our family room and watch videos 
from the past directly from the video camera. I do this to feel like I 
am transported back into those fun times. This makes me feel that 
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I have escaped from reality and 
that I can return to those places 
whenever I want. I do the same 
with our photo books. It is a nice 
feeling to step back into the fam-
ily adventures whenever I want to 
make myself feel cheerful and at 
ease.
3.  Outdoor Activities 
When I am feeling overwhelmed 
by my busy day and by school 
assignments, the best thing for 
me to do to release the stress is 
to go outside, especially into the 
forest. When I am in the forest 
I like to feed the animals, and 
then sit quietly and watch them 
gather around the feeding area. 
The scenery makes me feel more 
positive and energized. I also ski 
and snowshoe in the woods, and I 
like it in there because it is quiet 
and restful, especially after a new 
snow.
4.  Checklists 
Each day when I come home from 
school I write down what I have to 
do for homework. I also write my 
self-regulation activities right into 
this list. Then I decide when I am 
going to do these things. By writ-
ing it all down, I feel more or-
ganized and focused. Then I don’t 
worry anymore.

5.  Deep Pressure 
I have an inflatable vest called a 
Snug Vest that I sometimes wear 
when I am doing my homework. 
I put it on and then I pump it 
up with air and there is pressure 
against my upper back body. This 
feels relaxing and it releases the 
stress and helps me to concen-
trate. I also use a weighted blan-
ket when I am sitting with the 
iPad after school. At the cottage, 
I wrap myself in the hammock for 
deep pressure and some time to 
myself.
6.  The Laughing Box 
This is literally a box that contains 
pages that have a title, a picture 
and a story description of many 
humorous moments in my life. 
I open the box and flip through 
these hilarious times when I need 
to cheer up. Now sometimes I don’t 
even need to use the box because 
I can visualize these moments in 
my mind, and these memories 
make me smile. The Laughing Box 
has moved from something I hold 
in my hands to something I hold 
in my mind. As my mom says, it 
has shifted from a concrete tool to 
a cognitive one.
7.  Yard Work
I enjoy doing outdoor chores that 
don’t involve a lot of thought be-
cause I can do them and see the 
positive results but I can think 

about other things at the same 
time. Examples are raking, weed-
ing, sweeping, shovelling. I find 
the repetitive motions soothing. 
8.  Making iMovies 
My sister and I enjoy making 
iMovies and then watching them 
afterwards. I find these projects 
really creative because we get to 
focus on crazy subject matter and 
film from unusual perspectives. 
And then we can edit and be very 
imaginative, too. We laugh a lot 
in the whole process and I end up 
feeling a lot lighter and happier.
9.  Sports 
I like shooting hoops in the drive-
way because my body is focusing 
on where the ball is and what I 
need to do to get it into the hoop. 
It’s kind of like math in motion. I 
also use bike riding and swimming 
as other outdoor forms of social 
self-regulation.
10.  DVD Movies 
I have set up a movie centre in 
my room, and when I have time 
after my homework I reward 
myself by watching either a mov-
ie or a homemade movie from 
when I was younger. I like making 
my bedroom into a combination 
movie centre and dark cave. This 
is my way of escaping reality and 
going into a self-regulation ex-
travaganza mode!

# Two of Erik’s Self-Regu-
lation Strategies: Left: Ikea 
Spinning Chair, to organize the 
brain; 
Right: Fidget toys – busy 
hands, calm mind

Photo credit: Teresa Hedley
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From Sensory to Cognitive 
In building self-regulation strategies into 
his daily routine, Erik was also crafting a 
sensory diet that felt just right for him. 
You will note that most strategies in the 

Erik matured, his self-regulation strate-
gies shifted from sensory to physical and 
cognitive. These tools are his tether, and 
help him to feel grounded and better able 
to navigate his world. 

Maintaining Gravity
Erik and I first thought of self-regulation 
as a means, not an end. Now we see that 
it can be both. Either way, it is the way 
we align ourselves with our environment. 
Once we are in tune, we can achieve. 
This is why I was not at all surprised by 
Erik’s reply to “What is most important 
to you?” If you are feeling untethered and 
out of control, as Erik declared, “nothing 
else matters.” In order to become expert 
self-regulators, our children with autism 
need our help. Self-regulation is all about 
feeling anchored and maintaining grav-
ity...and that is all-important. 
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Your thoughts? If you would like to offer your thoughts, suggestions, or ideas, please connect 
with us via son_mom@live.com. While we do not promise to return e-mails, we welcome your 
feedback. !

Feel alone and confused about your child in school?
Need to know how to advocate for your child, or need someone knowledgeable to talk to?
 

call me... ED MAHONY mahony advocacy 

ed.mahony.advocacy@gmail.com 905-906-6021


