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A NEWSLETTER FOR PARENTS, EDUCATORS

AND OTHER PROFESSIONALS
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As an employee of this company and representing my current position (CPA
Autism Field Coordinator), one of my main goals was to eventually get YAP
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money. | started with my team last year, the Windsor Cardinals, mainly to raise awareness for all special athletes.
My teammates and 50+ fans pledged $1 for every home run our team hit. Last year we hit 24 and raised $1,200

From all this support, | was appointed head coach for the York County Special Olympic Softball team.
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Eagle-eyed readers of Youth Advocate Pro-
grams' autism newsletter will have noticed a
difference in the newsletter's title between
the first two issues and the copy you hold
now. The first issue was called Autism and
Developmental Disabilities Today but subse-
quent issues are titled Autism and Develop-
mental Differences Today. Seem like a trivial
exercise in semantics? Not if you're the per-
son being labeled—not only as “disabled” but
as a “disordered, stricken and afflicted suf-
ferer.” It appears so often that those who are
normal or “neuro-typical” use the epitome of
an optimal quality of life as the measuring
stick of a successful existence; anyone falling
short of that measurement is potentially de-
humanized or pitied, or both.

Why does language matter and what
makes it an important point of contention?
Language matters because it shapes others’
perceptions and makes a statement about
the user of insensitive and disrespectful lan-
guage. Within the last year alone, witness
those high-profile celebrities who have ex-
perienced significant backlash for their offen-
sive language; discussion via all media out-
lets has been buzzing over certain personas’
very public use of the “N-word,” the “F-word,”
or similar cultural and faith-based slurs. The
backlash that prompted the ensuing “rehab”
stints and public apologies was spurned by
minority and advocacy groups vocalizing their
extreme disdain for the egregious indignities
violated upon them...because of language.
Yet when discussing individuals with autism,
there is a liberty taken in defining those very
persons in terms of their labels, limitations,
and perceived deficits. Remember, too, that
such individuals oftentimes cannot talk, or
speak reliably; as such, there is at present no
autism self-advocacy group that commands
enough attention and respect to hold others
publicly accountable for their misuse of lan-
guage or their stereotypical portrayals of
autism.

Youth Advocate Programs has made a
commitment to refer to individuals with the
ASD label (if necessary at all) in terms of an

Autism Spectrum Difference instead of Au-
tism Spectrum Disorder. This is progress, but
it is only a beginning. Demonstrating true
respect for individuals with autism requires
one to be conscious and aware of not only
the language being used, but the manner in
which one interacts within the context of rela-
tionships. It is gracious to employ person-first
language as a thoughtful demonstration of
respect by verbally valuing the individual
before describing them by their diagnosis

or difference. For example, instead of calling
someone “an autistic” or saying “autistic
child,” you would value the person first by
rightfully stating “child with autism.” In making
this point about person-first language, advo-
cate and mom Kathie Snow asks if you would
rather be described as a person with cancer,
or as cancerous? It is the difference between
being sensitive or insensitive, between telling
about who not what.

As you learn more about autism and part-
ner with self-advocates, you may understand
that persons on the autism spectrum, them-
selves, are not particular about
person-first language; they may, in fact, refer
to one another using slang terms such as
autistics, auties, and Aspies. Additionally, you
will frequently hear the same individuals refer
to stims, stimmies, and stimming to connote
the self-soothing or self-regulating techniques
they employ to calm, quell and maintain
(such as twirling a piece of string, or rocking
or spinning in place). This does not mean
that you should follow suit and abandon us-
ing person-first language. Persons on the
autism spectrum enjoy a cultural privilege, a
camaraderie that permits them to employ
“insider” slang if they choose to, in the same
manner that other cultural groups use certain
labels in jest or affectionately among them-
selves but consider it offensive if an
“outsider” uses the same terms.

Why is it respectful to use person-first
terminology even though self-advocates refer
to one another as auties, Aspies, and call
self-soothing actions as stimming? Respond-
ing respectfully with person-first language
compels you to be conscious of your words
and aware of how you use them. It also
means you are far less likely to be unpresum-
ing of someone’s intellect by talking about
them in front of them in ways that are hurtful,
embarrassing and humiliating without a way
to defend themselves—just as prominent
advocacy groups have in recent times.
Unless you have been specifically told differ-
ently by an individual with autism, continue to
preserve the most respectful approach. You
will, in no time, cringe or correct others when
you don't hear them using person-first lan-
guage, and that's a good habit to have.

William Stillman is an adult with Asperger's
Syndrome and author of special needs
parenting books. His Web site s
www.williamstillman.com.
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YAP is teaming with Blue Mountain School
District's transition program for young adults
with autism. We are preparing individuals to go
into the workforce.  YAP will be providing an
autism behavior support consultant who will
work with traditional job coaching agencies. We
will be teaching our relationship-based model to
them and giving behavioral support. Direct care
staff will work with job coaches in identifying
obstacles that could impede a person from
succeeding. They will assess job environments
for any necessary adaptations, teach social
skills and assess sensory inhibitors.

Case Study:

Matt is like many young people in Pennsylvania
with an Asperger's diagnosis who are going
through the transition of school to adulthood.
He attends York County School of Technology
in the commercial arts program. His goal is to
attend college to become a video programmer.
For Matt the difficult part of the transition is
relating to others. He has difficulty in doing
organizational and scheduling tasks. It is a
problem for him to read facial cues. He feels
that people do not understand him.

However, what makes his experience differ-
ent from others? Matt and his mom agree that
it's Justin. Justin is Matt's support staff through
the mental retardation waiver program. To-
gether, they work on social skills, transitioning
problems, creating systems for scheduling and
organizational needs. Matt has gained self-
esteem through this relationship. He feels that
Justin understands him. Matt and his mom
describe Justin as “phenomenal, caring and
willing to learn.”

How did YAP prepare Justin? Justin at-
tended the YAP autism training. He is receiving
recommendations from the autism field coordi-
nator and the developmental disability coordina-
tor. An example of a recommendation is a PDA
for organizational and scheduling needs.
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When | stop to think about it, | am startled by
the personal and professional transformation |
have undergone in the past several years.
Working with the wonderfully incredible,
sensitive, and loving young people on the
autism spectrum has taught me a wealth of
knowledge about being of service to others,
while also giving greater insight into my own
life. None of this may have been possible if |
was not able to reconstruct and rehabilitate
what | thought it meant to work with these
children and young adults.

Starting out in a behavioral health field is
an intimidating and sometimes overwhelming
experience. Because of this, | looked to the
professionals in the autism field for help in
understanding the kids that | so greatly adored
but was unable to yet fully grasp. While these
experiences were beneficial in many ways, |
also came across many unpleasant and
compromlsed methods, at least to my own

= .
xaxaxaﬂx

xaxaxax

new
e
%“

-
e
e

Eh e e

. ;
WOrK g%ﬁﬁﬁ%%i%& Eﬁﬁ

L
-
-
-
e
o
- .
ﬁ .
L
o
R

These comments were all said to me with
the utmost sincerity and by those who
thought they were doing everything
possible to help children on the autism
spectrum. Fortunately, | was able to find the
true experts in the field to guide me and help
me understand autism: those living with it.

My preconceived notions first started to
fade away as | met the person who would help
me put into motion a real transformation in my
work and personal journey: William Stillman.
Bill helps others understand autism from a first
person account through his work as a
consultant, author, and as someone living with
Asperger's Syndome. He began working with
my agency, as a consultant, in conjunction
with  Temple University, to develop a
curriculum for wraparound services serving
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individual first. He was able to articulate the
experience of autism from the inside-out.
was finally able to understand many things
such as the fact that self-soothing
behaviors serve not only a purpose, but
are actually a very important form of
coping with a world that many times seems
to be at war with one’s senses. He helped
me to start looking past labels to the true
intellect and person that lies beneath a body
that does not always respond in a manner that
is reliable. But this was only the beginning.

Bill introduced me to a group of individuals
who have completely changed the way | look
at the world and | believe would do so for
anyone who spent time in their company.
These individuals meet to discuss advocacy,
education, and in general opening the minds
of everyone around them. While there are
probably many autism support groups with
similar missions, this group is different in that
all its members communicate through the use
of Alternative and Augmentative
Communication (AAC) systems. Spending
time with these individuals has been both
educational and inspirational. They have
fought hard to overcome prejudice and
stereotypes, while constantly showing love
and understanding to the world which has not
yet learned to understand them.

| am fortunate enough to have the
opportunity to train new staff who begin at our
agency by giving a three day inside-out
perspective of the autism experience. As |
speak to new staff, many of whom have never
worked with an individual on the spectrum, |
am assisted by Will Turnbull, a nonverbal adult
with autism, who communicates through
facilitated communication. Therefore, where
people may have once looked upon him as
mentally retarded simply because of his
appearance and/or diagnosis, he is now able
to educate and break down stereotypes of
those who listen to him. This seems to be the
best way for others to learn about what autism
really is about, from someone living the
experience.

These are just a few of the wonderful
people that have assisted me in my journey of
a more pure understanding of those with
different ways of being. Hopefully we all
continue to examine our perceptions of others
and learn from those who have much to offer,
but oftentimes no voice. Learning to listen in
ways other than with just one’s ears is an
essential step to understanding the

James Buchanan Middle School.

communication of those who have d|ff|cult|es in
this area. Perhaps we should all start listening
more with our hearts and minds to truly be of
service to others.

© Matthew Gromis, 2007

Matthew works in the behavioral health field
helping those with different ways of being find
their voice and the right to advocate for
themselves while teaching staff to understand
these individuals from a person first
perspective. He may be contacted at::
matthewgromis@hotmail.com

My name s Ryland . 1 am 12 years old. |
will be starting 7th grade in August. |
have two brothers and one sister. [ go to
[ like to
play video games on the Xbox. My favorite
Xbox game is Halo. Right now, I just got
rid of my Ps2 and got an Xbox like my
friends. 1 like Yu-gi-Oh cords  and
Manga. | like Jack Russell Tevviers and get
upset when any antmal s hurt. | Like to
play baseball and go fishing. 1 see the
world in pictures and [ am a visual Learner.
However, | am a Literal thinker.

( was so freaked out whew | found out
about autism. | didn't know what it was
and [ just found out that [ was autistic. |
was six or seven years old at the thme. (am
comfortable with autism now because |
lnow that it is not a disease. | am golng to
let people think what they think about it
because It just doesw't matter to me. | know
that it Is nothing bad.
My  friends dont Llook at we any
different. 1 am glad that my brother looks
at me the same way that my friends do, a
normal person bn thelr eyes. Belng autistic
doesn't make me un-normal. [ hope that
you can find the same about any autistic
person that you meet.

Contdp. 4



Sensory Issues
[ have severnl sensory lssues: cevtain

nolses espectally sounds Like the
seratehing  of fingernails on  the
challkboarel or swapping of fingers that
glve me the chills; the feel of wet slimy
things Like jelly; crunchy things Like
nuts; loud nolses such as sereaming; the
feelings of numbness in my hands and
feet whew | am tired; hot or cold things
in my mouth; toothbrushes feel Like they
are scratching wy teeth; and the sun
beating down on my eyes makes my
eyes feel dry.

[ o very sensitive to strong simells
like tobacco, trash, odog droppings,
pollen, fresh-cut grass, sauerkraut, anol
broccoll, those strong swmeells gag wme. |
con smell the change of the weather in
the alr. | don't Like the texture of canned
fruit and it gags me whew 1 eat it. [ can
feel sleepy dust forming on my eyes
and exiting when | o drinking an
e n e v 9y d v i n k

( also have wmotor  tics. My eyelids
feel Like they are stuck and they pop
back tnto place. The feeling of someone’s
rough skin on my skin gives me the
chills. [ am  very sensitive to
individuals body scents, a girl once
touched my hand in gym class and Left
h e v A
on wme. | Like to be aware of how my
hands smell by frequently smelling
my hands. 1 don't Like for flies to walk
on wme because Lt wmakes because it
makes we feel Like | am  being
tickled. Occasionally 1 Let flies walk on
my hand because it makes wme feel as if
[ am belng tickled. Occaslonally | Let
flies walk on my hand because 1 like to
wateh thelr motions.

In the shower the water feels Like
needles on vy skin. [ don't Like for my
flngernalls to be clipped because [ was
cut one time andl bled. | don't Like
disposable vazors. Dog hair and dog paw
feels rough on my skin but [ still like to
pet my dog Norah. The tops of bottles
feel like they ave seratehing my skin
whew [ try to open them. My mouth feels
dry after  drink homemade tea. [ ean
sweell saliva on cups whew people drink
from my cup. | smell like my cousins
because | am starting puberty. | don't
Like the feel of combs anol brushes
because it feels like my sealp Ls being
scratehed. (don't Like tags tn my
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Clothing because they are seratehy on my
skin.

Self Soothing

I have several self-soothing behaviors that

make e feel better whew t am anxious. I Like
to spin in cireles tn my chaly, petting Norah
(ny dog), hanging upside down, laying
my head down in my arms and sitting up
when | am ready, sitting in Delilah's dog
crate makes me feels safe, and playing video
oanmes.

[ also feel better when | vead, sit Locked in
the bathroom (in the shower [ Likke to vead or
play video games in there), Listening to
musie, and deep breathing. (Llike to Leave the
T.V. on by room so that there's activity
in the room. When [ am playing with my
brother and get upset [ will Leave for awhile
and cool off, but | do like hanging out with
my brother. 1 Like to hang out with my
mone's dog Mo (Malaki). When | am upset |
Likee to tallke to momt. (I call my mom and
grandmother mom.)

Also when 1 ame upset | will tell an adult
about my problems that are occurring. 1 will
take breaks at school and go for a walk or sit
tn the back of the classroom. | Like to go to
Mrs. Wright's classroom or the library to
calm down. | take thme for myself, hum
songs, or repeat my dog’s name to help calm
me dowwn.

Anxieties

[ become anxious when | think about
mathematics, langunge arts, art class, and
cursive writlng. | get upset whem | am
working and have to switeh subjects without
warning. People pleking on my friends
upsets e, Belng  under pressure, time
Limits, any kind of changes or transitions,
counting, and 1,2,3, Magie. When my mom
is gone for a long time, for example when she
goes to the store, | get anxious. Belng asked
to do something like start my homework
when | am talking my dog Norah. When |
o askeod to do something that i against
school vules, (1 become anxious. Dad wot
glving me enough thme to do something that
he has asked wee to do, and belng rushed.

Differences between Autism and Anxieties
The difference between autism and anxieties

ls that you can have anxieties even though
You are wot autistic. If your anxieties are
not as highly I your anxieties are not as
highly increased as the autistic person’s
anxieties You will Rnow You are not autistic.
The vemson that the anxiety is highly
increased tn autistic people s because they
are highly sensitive. | am sensitive to a Lot of
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things that don't bother other peopLe.
Depression

(n depression, my feelings tnerease a Lot.
[ sometimes get feelings of sulelde due to
my feelings inereasing by the amount
that they do.  don't know what caused
my  depression, but | do know that
changes increase my depression. | don't
enjoy things that [ used to such as soceer,
kickball, basketball and drawing. | don't
like playing PsS2 anymore; it's not fun
anymore. The depression got worse when
my TSS, Miss Ashley, left.  Luckily,
autisme Ls not connected to depression and
You might not find some autistic kids or
teens that ave depressed.

TSS Requirements

[ would like for wmy TSS to have
wunderstanding of autism, my sensory
lssues and my depression.  He or she
shoulodl understano how to calm wee down
and wot to vush me. [ need my TSS to
like dogs and wot be afraid of dogs. |
neeol someone to believe wme when [ am
telling the truth, have a sense of humor
and be working to help a child and is wot
there for the paycheck.  Someone who
wants to take me into the community to
places | want to go and wot where he or she
wants to go. Someone that is interested
n the same things that ( like such as
video games and bilkes, someone who will
nssist me only when help Ls needed, able to
reacl my body language, able to wateh for
cues and give me a break when | need it
and will ask wme if | need a breake. Lastly,
someone who WILL wake  suggestions
tnstead of telling me how to do things.

Things Not Wanted in a TSS
[ don't want a TSS to judge wme or touch

me unless [ say it's ok. | don't Like for a
TSS to starve at wae or hover or watch over
my shoulder (it wmakes e
wuncomfortable). ( don't want to be told to
look, at you (because sometimes my) eyes
Will lock on that person or thing and it
will look Llike | am staring at 50%).
tastly, wot being too serious (1 like to
have fun, but t do lntend to get things
done).

How | Show the TSS That | Need Help
[ Wil go to the TSS or give them cues such

as covering wmy head with my arms,
throwing my arms down, looking like |
am throwing a fit but | am wnot, laying
my head down, polnting to the paper,
wmotloning the TSS towards me with my
hand and Looking towards the TSS.

when working with people with autism,
remember to treat them as individuals!



