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| used to be retarded
But now that's out of fashion,
So being a true genius
Is my only real passion!
SJK

Thought is the blossom;
language the bud;
action the fruit behind it.
- Emerson

the premiere issue of
anof CAot ¢c eo!

Welco me to
fnThe Voices

Right now, | am the editor -in -

chief, head writer and publisher a
few hats to be sure - with an assist
from Jay  Kochmeister, M.S.Ed.,
Stephen Shore Ed.D. and a very
esteemed and capable advi sory panel !

Our mission is to expa nd
understanding and acceptance of
aut ism, people on the spectrum, and
the idea that this is not a disease to
be cured; but rather a way of Iliving
and being  that should be unde rstood
and supported as needed; and then
only if the people being supported are
active participants in the support they
receive.

It is our goa | to give those on
the spectrum and those who care and
advocate for them an open and wid ely

in which to share, learn
in a positive,

read forum
and feel free to express
open and hopeful manner.
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Sharisa Joy at Work

This

is me,
keyboard, an often but not always

commu nicating via

effective  method for people
without verbal speech to
communicate their feelings and
thoughts to an otherwise

unknowing world.

member of the board of advisors

of Autism Perspective Magazine

(of which 1 am Editor -In -Chief)
and several other advisory panels.

16 ma future social psychologist

and/or educator studying autism
and other disabili ties and
continuing to advocate for

as well as the
people with and

children's rights
rights of all

without  so - called disabilities.
Oh, and by the way, | have
multiple  disabil ities, including

Cerebral Palsy, autism, epilepsy,
being non -verbal and requiring a
keyboard to communicate and a
trusted assistant to ease my way.

| 6ve been t o
House and met President Clinton;
received awards for advocacy and
community  service; written a
fairytale about autism to help
people understand,; and wri ting
my autobiography . "My Life As A

About Me Zero And My Life As A Hero."

(For those who know me &dondt) l 6ve Dbeen a hianh
| 6m Shari sa Joy K o c hGalleges lfegapy magazine writer
profession al author  of poetry and and edn_or. | have a list of other
essays; published and performed accompllshments too long t o
composer [ lyricist; graduate of The mention  that | 6d be more
University of Denver with a 3.6 glad to share with anyone
GPA and a dual degree Bachel or o #terested who chooses to e - mail

(with  honors) in Sociology and

Psych ology; profession al speaker,
consultant, award -winning trainer
and advocate in the areas of
disability rights, inclusion, and
augmentative and alternative
methods of communication;
President of AutCom (The Autism
National Committee); Executive
Committee member  for the
C.D.D.C. ( Colorado Developmental
Disabilities Counci [); member of
W.0O.W. (Watch  Our  Words)
Colorado; on the Panel  of
Spectrum  Advisors of A.S.A.

Autism Society of America and a

me at:

sharisajoy@yahoo.com

or sharisajoy@aol.com

Remember:
Even the stars we thi nk we see
are not what they appear to be!

Ring the bells that still can ring.
Forget your perfect offerings.
There is a crack in everything.
That is how the light gets in.

- Leonard Cohen
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All children are gifted ;
some just open their
packages later than
- Anonymous

others.

Dad, Me, My Sister Amy,
And ONE Wonderful Niece named
Lily! 11/2008

IF 1 HAD A VOICE Sharisa Joy
1994 Revised 2009

If I had a voice
| 6d shout somet.
So that everyone w ould hear:
People are people
Even ifthey seem strange,

| am not something to fear.
Other times
I might whisper so softly

| could hardly be heard,
But if you try to listen,
Y o ul@nderstand every word.

And know

If I could say
W hat | need to say
And get people to listen to me,
Theydd utamder s
That understanding
Helps make people free.

People need to listen and know
That all | say is true.
I dondot have a
To speak out loud,
So | share  thoughts with you.

VOoic

Read or hear my words

the way | feel within.
I &dm trying so
Tosayw hatl feel,

And this is how | begin.

har d

If I had a voice like others do,
You 6 dorobably listen to me;
Butit 6s hard to
Hear what | think
When my words

Something

make V

are just
you see.

If I had a voice

| 6d shout
So everyone would hear:
People a re people
Even if they seem strange,
| am not something to fear.

somet i mes

me s

Me, Amy AvND Aa'orablemLin!'
11/08




FUTURE DREAMS Sharisa Joy 8/2/97

Deep in my soul
There are songs to be sung;
Tunes of the ancient,
Rhymes of the young.

As | begin my sweet journey of love
My soul is inspired within from above;
And | can dream
My sweet dreams,

Future dreams;

Dreams never cease -

Dreams filled with peace.

All of my life | have waited and craved
For angels to come
So my soul would be saved;
Now | know angels all live deep within,
So far inside
Where my thoughts all begin
And | can dream my sweet dreams
Dreams filled with hope
Teach us to cope.

Now that my dreams have
All planted their seeds,
Into the future is where my path leads.
And | am finding
The dreams that are mine
Glow from within me
And make my eyes shine,
Each time | dream my future dreams -
Dreams where | soar,
Dreams where | fly higher than sky.

Though | may stumble
And fall on my way
I know | will get
To the place where | may
Be fully free and enabled to feel
That my sweet dreams and |
Are all finally real.

ODE TO ACCEPTANCE
Sharisa Joy 1997

See me as | am,
Not as | appear to be.
Read between the lines
And what youol l

Look past your prejudice
And open up your heart.
Accept me as awhole
Rather than just one part.

f

HEARTSINGS SHARISA JOY 8-1-94

My song is deep within my soul,
A song of peace that makes me whole.
Strands of joy, love and hope.
Songs to heal and help me cope.

Amy, Sharisa - Sisters

& Marnie

NNNNNNNNNNNNNNNNNNNNNN

Today, letyo  ur heart dance.
You will find no shortage  of
dance partners,
as your feet join in.
And your eyes. And your smile.
And every part of your body
and your feelings.
Let your heart dance all day long.

- Unknown

n d




Soci ety and ADiversityo
(A Brief Rant by a Frust rated Adult -Seeing fARedo0)
By Sharisa Joy

6-13 -09, Updated from 9 -08

In the larger scheme of things, | have now lived more than half my
life in the world of communicators and October 10, 2008 marked my re -
birthday, the day | began communicating via typin g at age 13 in 1991.
Thirteen years of tantrums having been my only real way to communicate
frustration had shaped me into a teenager that people feared. Did they
know that | also feared myself? My screaming hurt my own ears, my

wailing was so infantile , my inability to make my needs known was so

frustrating, and my behavior was extremely self -destructive as well as
socially  disruptive and destructive. | was a force to be reckoned with,

much stronger than | appeared at 69 pounds and 4 feet 9 inches . When
adrenaline flowed, | seemingly had the strength of the filncredible Hulk 0

without his ability to <choke> control his rage. While | had never truly
hurt anyone, their fear was palpable and it fueled my anger against my

plight.

These days, as a calm and rational <rolling eyes and looking
innocent> adult woman, | have managed not to have tantrums. While the
occasional rage (the psychiatrist prefers to atadks
| have now are far worse than any tantrum, | am learning to control them
and not allow them to control me.

| am, after all, expected (and expect myself) to act like a neuro -

typical adul t (note the word Afact o AND al

Usually, | manage to pull it off in a way that could win Oscars, Emmys and
Tonys. There are times, nevertheless, when my rage gets the better of
me, when my frustration and anxiety fuel my actions, when my dyspraxia
fails to stay under wraps, when | flail and wail and attack!

Afterwards, of course, | feel contrite; but during an attac k there are
feelings that defy description, emotions that defy definition, and anger that
defies explanation and/or understanding. | am a thermonuclear meltdown
personified. | have seen myself in mirrors when this happens and | look as
frightening and fr ightened as | feel.

What causes my rage (frustration) ? In general, as well as | am able
to pinpoint it itds mostly related to fee
me, put me down, deny the reality of who | am, the need | have for
understanding, the fear | have of losing the ability to type and once again

becoming non  -communicative, | quite clearly Al ose Whble I ca
t

exactly what this #Aito is hat | Al oseo, [
my humanity and my sanity and | stop being the me | h ave chosen to be
and revert/regress to something far less that | have trouble even
recognizing

t hem

Il i ng

— >
w o
~
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When | witness discrimination based on difference(s), | take
personal umbrage and there is no flight but plenty of fight within me.

When | hear people saying p eople with autism need to be ficured 0, | refuse

to feel like some kind of fiuntreated meat 0 and | react. I say elham,r

not people !0 I dondét hav e lhave d $esoédisabdities that cause

unease - especially for me! People may not like the way | react; heck, |

dondét even | ike the way I react ; but iitbdés part
essence of Sharisa is something that cannot, will not, should not be

changed 7T and certainly not s omet Tréeanwhat &il® mefilyur e 0!
all means; bfalme o/ damydng who | am!

So please, take your talk of curing and defeating autism and do not
foist it upon me or anyone who feels autism is not a disease. Additionally,
please accept and respect us for who and what we are, for what our autism
has he Iped us be, for the value members of society and teachers of the

neurotypicals we long to and deserve to be! Enough said for now T but
feel free to react and respond T | welcome healthy debate.
Mindburn

6-13 -09 by SharisaJoy Updated from 7-27-08

Lightn ingstreaks c¢r oss the skiesé
Burning fires in my eyes,
Brightly blazing liquid fire
Takes my senses ever higher
Than | 6v e eveekaowh y
Alltheyears that | had growneée
Aloof, withdrawn andsoalone 1

Silently screaming S0 no one could hear,
Tearlessly crying so none knew my fear,
Endlessly hoping that someday |1 6d see
The purpose of living t his life given me T
Fearlessly taking the deepest breath
While | laughed in the faces of danger and death T

Wondering always
If anything real
Truly existed
To make me feel,
And care to share,
And want to give
A damn about whether
|l 6d die or |ive.




Stephen Shore |, Ed.D.

Diagnosed with "Atypical
Development and strong
autistic tendencies” and "too
sick" for outpatient treatment,
Dr. Shore was recommended
for institutiona lization.

Nonverbal until four, and
with much support from his
parents, teachers, wife, and
others, Stephen is now a
professor at Adelphi University
where his research focuses on
matching best practice to the
needs of people with autism.

In addition to w
with children and talking about
life on the autism spectrum,

orking

Stephen lectures, presents and
consults  internationally  on
issues pertinent to education,
relationships, employment,
advocacy, and disclosure as
discussed in his books Beyond
the Wall: Per sonal Experiences
with  Autism and Asperger
Syndrome , Ask and Tell: Self -
advocacy and Disclosure for
People on the Autism
Spectrum , and the critically
acclaimed Understanding

Autism for Dummies

Dr. Shore serves on the
[.LA.C.C. ( Interagency Autism
Coordina ting Committee ),
Board of Directors for Autism
Society of America Unlocking

Autism, Board of AutCom (The
National Autism Committee)
and various other autism -

related organizations.

St ;é“p'h en & .I.Zbr“i"'e nd s
Rethinking Autism:
Moving from a Deficit M

Making Strengths Count

odel to

Whether a family member,
co-worker, or in an educational
situation, the thought of a person
with autism often results in the
consideration of the weaknesses
they may have. What this article
proposes is moving away from a
deficit model when considering
persons on the autism spectrum or
with other difference. Rather,
focus should be on finding ways to
employ the strengths T
with everyone else i towards
building a life of productivity and
fulfilment as a contributing
member to society.

éeWedr e
He will have difficulties making
friends, communicating in a way
t hat ot her s can
Maybe a sheltered workshop or
supported
some people with autism do go to

coll ege, b wdamething §ou
should expect é

A parent just finds out that
their child is diagnosed with

autism. An educator learns that a
student with Asperger Syndrome
is entering her classroom next

i Down

as done

sorry to tel

under

empl oyment é

not

Un

St

ev



week. A manager hears from her
supervisor that a person on the
autis m spectrum is joining her
workforce. After recovering from

the initial shock the parent gets a
verbal download from the
clinician of all the things their
child will not do or fac e significant
challenges accomplishing.

Educator s read the IEP and
in discus sions with the special

model stressing weaknesses.
However, the challeng
finding ways to use
characteristics  of  autism

positive meaningful ways.

the
in

Let us suppose a young
verbal man on the autism
spectrum has a deep interest for
train schedules. His passion runs
so deep that he has memorized the
entire tran sportation schedule for

e facing us is

education teacher learns the greater Aspergia, which is located
student 0 s we ak poi nt s on thalsleof Autism. One of this
challenges. M anager s wonder personos favorite act
what possibly expensive find out where a person lives and
accommodations will be needed then explain to them all the ways
and will the person be able to do they can get between their home
the job effectively? and various point of inter ests
using public transportation. In

Ummé Letds try t hi additiog aiton.memorizing the

He took apart and schedules, he also knows all the
reassembled watches as a junctures where one can connect
toddl eré éMight t hi s tonthee méxtebusiorctraih to continue
ability be useful | at & journeynt@ its déstingtiore 0 He
kinda quiet, but will spot a typo in clearly articulates the directions in
a page of text with barely a a no nonsense man ner. Talking
glanceé ¢élnterestingéabhmeat s efig nuss t the facts

to know everything about
earthquakes and how to keep
s a f e é@vonder if he could give a
presentation on this subject to his
classmates given that the school is
located in an area frequented by
earthquakes?

The previous paragraph
contrasts with the first by
emphasizing what the person on
the autism spectrum can
accomplish rather than focusing
on what she canot
important  barrier  preventing
people with differences from
achieving success is that the
diagnosis of autism and other
conditions is based on a deficit

between destinations puts him on
top of the world. Might this
passion and skill with navigating a
public transportation system be
useful somewhere? Might it be
that if he were to work in a train
station he could provide answers
to lost patrons even faster than his
coworkers who have to look up the
information in a manual?

Those of us on the autism
spectrum are characterized with
extremes in o skdl sets. While
the challenges may run very deep;
properly h arnessed, our strengths
can bring us productivity and
fulfilment as we reach for the
stars.

0



Autism and the spectrum. It may be broader than we think:

by Donna Williams

Dear Donna Williams

my name is Marco Del Bufalo, I'm an autistic boy preparing his gratuaton
thesis on autism: "communication in handicap”.

| attended the conference held in Rieti in 2000 and | was very impressed

by your division of autistic people in three categories.

- autistic;

- normal autistic,

- autistic -normal

Now | belong to the first category and, as | would ke to mention your
approach in my gratuation thesis, it would be vital to have from you more
information on the second category: who is really a normal -autistic?

Hi Marco,

| believe | spoke of

T Autie,
1 Autie -Aspie,
1 Aspie

meaning some people:

1 have only features of autism,
1 features of both autism and Asperger's
1 only features of Asperger's.

| also don't think there is one normality, so I'm a normal person
in my world butto ot  hers maybe not in their world.

But there could be
q Autie,

9 Autie -nonAutie,
T nonAutie




categories in which some people are

1 globally effected by their autism,

1 effected in many ways but not all (ie like the autistic
basketball player ... there's nothing autistic about playing
basket ball and this was w here he excelled)

1 those who have never been effected by autism.

So for example, | used to be mostly Autie because there was

little my autism did not effect | had severe meaning deafness,

was object blind, context blind, face blind , had social emotional
agnosia, | was quite Alexithymic. | also had gut, immune,
metabolic disorders , mood, anxiety (inc luding severe Exposure
Anxiety) , compulsive disorders, SO pretty much everything was
effected.

But by late childhood | had developed understanding of
categories and lists and by adulthood, | had developed an
Aspie's intellectualism so between age 11 -19 or so | moved from
Autie to Autie -Aspie (an 'Aspinaut’) and especially by my 30s,
some areas of my life were not overtly effected by my autism for
example, typing, expression through music and singing, ability

to paint, sculpt, gardening, eating. So those things are
relatively nonAutie but still influenced by my autism (ie its hard

for me to change task and go outside to garden, my diet is
altered because of health issues, | paint and sing about autisti C
experiences etc).

And my ability to converse and manage closeness and most self

help skills is now sort of Autie -nonAutie meaning it is still often
clearly effected by my autism but my autism doesn't dominate

my com munication extremely any more (it did until age 9 but

then only dominated these functions by about 70% by my teens

and about 50% by my 20s but only by about 30% -50% by my 30s
and maybe only by 20 -40% now in my 40s. If I were to come of
medication, drop di  et, skip things like Glutamine and omega 3s,
leave off my tinted glasses which allow me to see things as a

whole, and stopped using signing and objects to track thought

and speech, I'd struggle far more by the end of 3 -30 days, so my
ability to function be  yond just 'autism' depends on my ongoing




use of adaptations. And, my adaptations are specific to the
contents of my autism "fruit salad'.

I will never have a 'non autistic' personality and a lifetime with

autism has shaped how | learn, think, process info rmation, but
we all have differences, and mine will always be ‘autistic' but in

terms of functioning, | experience far less frustration and
disability directly resulting not from differences but from
incapacity and it was parts of my autism 'fruit salad' w hich had
caused those but in lesser doses, not too big a problem. So in
big doses my autism 'fruit salad' stuff caused incapacities but in

small er doses more like differences.

Remember that the means of one's progression and capacity to

move beyond one's  autism depends on the 'fruit salad' of each
individual's autism. By addressing all my pieces of 'fruit salad'

the degree of my autism is far less so doesn't dominate every
aspect of my functioning now. It really comes down to each
person's journey and | chose to use adaptations. Other people
may feel they are content with a greater degree of their ‘autism'
dominating their functioning but | wasn't. That doesn't mean |
hate autism. It doesn't mean | glorify non -Autism. It just means
| don't have carers and don't want them and although lots of
people help me learn things or assist me in new things or in
patterning or getting used to new adaptations, | have a
personality that lives for autonomy.

Warmly,

:-) Donna *)

Donna Williams, Dip Ed, BA Hons.
Author, artist, singer  -songwriter, screenwriter.
Autism consultant and public speaker

Ever the arty Autie.
http://www.donnawilliams.net
http://www __.aspinauts.com
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Brian R. King is a Licensed
Clinical Social Worker in private
practice in Naperville, IL in which

he brin'gs a unique threefold for him/ her and what
ARSI Y Athe e O.f : Any_ child ha]s strengths and
Aspergeros. Bri an I s Hﬁt on ¥1datht .
single father of three sons o n the cha e”ges a : a IS
Autism  Spectrum and has a something they will always
practice focusing exclusively on have in common with any other
working with Asperger clients and human being. Their challenges
their families. Brian is also will likely be in areas that othe r
blessed with Aspergers himself. people find easy and their
strengths may be in areas that

Brian has become known are unique and highly
worldwide ~ for  his  positive specialized. You can either
approach to Living the GAqPRirdhid®dout these
experienc e and is dedicating his things in terms of As p
time to serving as an Ambassador
between the  Asperger  and you can teach them as a way of
Neurotypical communities.  His helping them understand
goal is to help both communities themselves.
learn to better communicate, For example, whe n | tell
appreciate and cooperate with people about myself | want
each other in a spirit of mutual them to know all of me not just
respect. part of me and Aspe

_ . though a large part of who | am
_Through B rianoés b o o ks still only a part. So when

website and online dlscus.5|.on asked to describe myself |
group he has become a Positive X oy %ht reply A1 & m . f
Force for Asperger 0s. YO u an ~ .
learn more about Brian and his t rj I o.y S l6m a soci
e | 6 m An ieAd phave two

www.lmAnAspie.com

fiTeach Me About

by: Brian R. King
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When it comes
understanding
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in the context of everything

else | mentioned. It makes it
easier to present myself as
more than a label.

| can talk about my
interests,  the things that
bother me, my sensory
sensitivities, t he fact

like surprises or loud noises

etc. | can always come from
the perspective o
This is what | encourage

parents of spectrum children to

do as well. Educate your
children abo ut themselves in
their entirety. Do you want
your child to become as fully
functioning a member  of
society as possible using all of
their gifts or do you want them

to see themselves only through

the narrow lens of one aspect

of themselves?
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The Autism National Committee - www.autcom.org
The only autism advocacy organization dedicated to "Social Justice for All
Citizens with Autism" through a shared vision and a commitment to
positive approaches.

AUTISM NATIONAL COMMITTEE (AutCom) POLICY and PRINCIPLES
REGARDING FACILITATED COMMUNICATION POLICY: ltist he policy
of the Autism National Committee that everyone has something to
say and a right to say it. Facilitated Communication is one accepted
and valid way in which individuals with autism can exercise their

right to say what they have to say.

“Itis ha rd enough to live in silence without anybody or anything
making it harder or more uncomfortable."
- Sharisa Joy Kochmeister, Current AutCom President

PRINCIPLES:
A Everyone involved with people on the autils
consistently open to and r  eady for opportunities to listen and to the
obligation to explore any and all processes enhance genuine
communication and social connections between human beings.

A People with di sabigdthoseioe the autism spectrui) n
who do not  communicate me aningfully through speech must have an

available means of communication that allows their fullest

participation in the world.

A Al | peopl e have a right t o communi cat e
method(s) and their communication must be respected by others. To

comm unicate is a right, not a privilege.

A People who are denied access to whichever
and Alternative Communication (AAC) they require are denied their

basic rights because communication is the basis of all other rights

and the means by wh ich those rights can be realized.

A Facilitated communication (FC) i's one proc
whom this is already a viable form of AAC have an absolute right to
access.
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A  Those who are not vyet wusing Facilitated
are not speakin g fluently have a right to be exposed to, and to

receive, competent Facilitated Communication Training (FCT) in

addition to being exposed to and receiving training in other specific

processes and methods. These, as stated in the American Speech

and Hearing Association (ASHA) Guidelines, must be part of a total
communication approach that includes speech, signs or gestures,

and/or access to low or high technology communication devices.

A The benefit of FCT in leading to FC as an
of AAC has been established by: (1) the number of individuals on the

spectrum who are typing independently today; (2) the studies in
which at least some messages were passed correctly; and (3)
practical applications when individuals' messages about pain,

disc omfort, choices, and other personal information have been

successfully addressed.

A The pri mary goal o f FCT i s al ways for
independent typing. However, given the complexity of challenges

faced by individuals, total independence in typ ing and demonstrating

literacy may not be possible at all times and for every single person.

A Children whose or al | anguage is either a
reason must have access to any and all forms of communication

(including AAC and FC) that are ne cessary and appropriate to enable

them to communicate meaningfully in chronologically age -
appropriate ways.

A Literacy i s essenti al for an FC wuser t a
through FCT and to become an independent typist. Therefore,

literacy must be taugh t to all students regardless of the apparent

severity of their disability. This is particularly true for students with

autism spectrum disorders, whose complex movement, anxiety,

connectivity, and sensory differences may preclude their

demonstrating their abilities in conventional ways.

A At al |l ti mes, the "Il east dangerous assu
regarding anyone's potential to learn. This is particularly true for

people on the spectrum as well as those with other challenges

involving communication. To be precise, cognitive potential should

always be presumed to exist and a rigorous, systematic, and long -

term commitment is required in order to unlock the doors of
communication.

AL FCT can help enable a person to overcomg
communication, and sensory difficulties and to improve their

pointing skills for other forms of communication, e.g., pictures and

symbols, along with achieving literacy. However, literacy does not

have to be demonstrated initially in order to attempt other methods

of co mmunication; including, but not limited to, FC.
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A  Anyone attempting to introduce FC as
minimal  competencies articulated in the Facilitated Communication

Training Standards. Facilitators, as well as FC users, need to learn

the ra nge of technical skills essential to access and use FC reliably

and validly with current and potential users. Those who provide
training to facilitators, the facilitators themselves, and FC users
require and must be provided on -going training, supervision, and
support.

A Additionally, facilitators must adher
minimize facilitator influence (which AutCom acknowledges may

occur), and to assure that all communication is generated and

owned by the FC user. Intentionally guiding a n FC user to a target is
unacceptable under any and all circumstances.

AL Funding must be available for FCT, facil

and the AAC device(s) each individual requires to communicate
meaningfully.

A People with disabilites who use alter native forms of
communication should be active and proactive at the local, state,
national and global levels in shaping policies and practices of
government agencies, professional organizations, and other entities
that directly affect their lives. FC must be accepted in policy and
practice as an equal choice among AAC opportunities.

A Aut Com acknowledges that FC involves
provided by the facilitator, allows the FC user to communicate
messages that differ in complexity and usefulness , and is highly
individualized and based on the specific needs of the FC user. As
such, it does not necessarily look the same from person to person;
there is a wide diversity of supports and styles of pointing to targets
involved and there is no single rot e prescription of how to introduce

or use FC. Instead, FCT and FC involve dynamic, active and long

term processes of identifying, implementing, and evaluating
communication supports according to the Facilitated Communication
Training Standards.

A Aut Co mpporssu and endorses the TASH resolutions on
communication and facilitated communication, the fBreaking the
Barriers 0 project results, the work of the Facilitated Communication
Institute at Syracuse University, and the information on FC reported

in the Auti sm Society of America's journal in 2006 [ c. f .,
Advocateo, 32R]1), 14

A AutCom acknowledges t hat FC and
communication which may reveal competencies and feelings and
thoughts that were previously unassumed and/or unexpressed. We

al so affirm that all individuals possess unique gifts and strengths
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whether or not they need some type of support to assist them in
communicating those.

A Aut Com asserts unequi vocally t hat ther e
magical, miraculous or mythical about FCT or FC. Indeed, this is very

difficult and challenging work for both facilitator and communicator.

A AutCom criticizes attempts to dismiss FC
that are poorly designed and/or whose results are incorrectly

extrapolated to the entire po pulation of FC users. In particular, we

reject over -generalized claims that allege or imply that merely

because FC is not valid for some people under some circumstances,

FC is not valid for any person under any circumstances.

A Aut Com additi on alddey theaexidtimyobudy ef research

points to  essential cautions in using AAC (including FC) with anyone

who does not fluently and independently speak, sign, or write to

communicate. Both genuine, user -authored  communication as well

as influence by others c an occur in a given conversation involving

any communicators, even those using oral language fluently.

A Facilitator influence is not an insur mo
responsible and dependable use of FC. Message -passing (in which

the FC user communicates information that is not known to the

facilitator) is a straightforward way of verifying FC's validity and can

be assessed in everyday situations.

A  AutCom al ways welcomes responsible resear
a variety of acceptable, valid, reliable rese arch methodologies and

standards. AutCom supports and endorses research that is currently

underway as funded, for example, by the Nancy Lurie Marks

Foundation. AutCom also notes that the American Psychological

Association and other organizations have not p recluded continued

research into the use of FC.

A AutCom affirms t hat FC has already pro
beneficial in the lives of many people by opening the door to reliable,

trusted, and respected symbolic communication for the first time.

A As fFG,itis atool | use to get where | wish to go. Just as a voice
i's used to those TwemSe/pee ak. O

Selected resources/references:
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facilitated communicati ono. CommuiR8Jjcation, 26(3), pp|.
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Kochmeister, Sharisa Joy, B.A. (dual major in Psychology and Sociology), AutCom
President & FC user/ independent typist.
http://sharisa -
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Weiss, Micha el, Ph.D., behaviorist [c.f., Weiss, M., Wagner, S.H., & Bauman, M.L.

(1996) . fA validated case study of facilitated commu
34,220 -230; AEvidence Based Behavior Management,h 0
www.revolutionhealth.com/blogs/michaelweissphd

AutCom invites anyone with questions about this policy and its principles to contact the
Autism National Committee using the website at: http://www.autcom.org/contact.html or:
The Autism National Committee
P.O. Box 429
Forest Knolls, CA 94933
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Linda H. Rammler, M.Ed., Ph.D.

The Friendship Doctors column is
written by Linda H. Rammler, M.Ed.,
Ph.D., who is a consultant to several
organizations at present, including the
Autism Spectrum Differences Institute of
New England, Inc., and the University of
Connecticut Health Center's University
Center for Excellence in Developmental
Disabilities.

She has assisted in developing and
providing ongoing support of
friendships for children and adults of all
ages with autism spectrum differences
and has provided training to school staff
members in how to do the same. Linda
supports FC users and participated in
developing the  Autism National
Committee's Position Paper on
Facilitated Communication.

Although she does not have a diagnosis
of autism, many of her friends do,
including the co-author of this column,
Jacob Pratt, who is the Executive
Director of the Autism Spectrum
Differences Institute of New England,
Inc. Jacob uses FC and frequently gives
presentation to parents, staff groups,
and colleagues about numerous topics
including friendships.

Jacob F. Pratt

Jacob is the Executive Director,
founding member, and consultant-trainer
for the Autism Spectrum Differences
Institute of New England, a 501(c)(3)
organization that applies
comprehensive, innovative, evidence-
based approaches to celebrate strengths
and support movement, anxiety,
communication, and sensory differences
of individuals with autism spectrum
disorders of all ages at home, school,
and work, and in their communities.
Previously, he was a consultant-trainer
for Rammler & Wood, Consultants, LLC.
As a brilliant person with significant
movement, anxiety, communication, and
sensory challenges associated with
autism who also wuses alternative
communication, Jacob is firmly
committed to breaking down barriers so
that others have the same opportunities
he has had to participate in inclusive
education, meaningful employment, and
self-determined living in a real home in
his community.

Jacob receives rave reviews for his
poignancy, thoughtfulness, and humor
and has given numerous presentations
across the country, taught sections of
graduate level classes, and been invited
back by many participants in his
trainings.

If you have questions about friendships
(your own or others), please submit them to
asdi-ne@comcast.net and put "The
Friendship Doctors" in the subject line. We
regret that we are unable to respond
individually to your submissions but will do
our best to get to all eventually or by
clustering those with a common thread or
which seem of a more urgent or broadly
applicable nature.



mailto:asdi-ne@comcast.net

Dear Friendship Doctors:

I'd really like my autistic son, who uses facilitated communication and is "fully
included" at school, to have friends. He types at home about how lonely he is and how
left out he feels. His school is very focused on academics and, after his last PPT
meeting, the school psychologist (who has her Ph.D.) pulled me aside and said
something like, "I wouldn't worry too much about him wanting or needing friends. First
off, you need to be realistic: This is what autism is all about. Secondly, he's very popular
already. A lot of kids say 'hi' to him in the hallway at school and he participates in our
weekly 'Lunch Bunch.™

Is she right and are we dreaming? Or is there something | can do to help support
him in reaching out to other kids and have them reach out to him? | am afraid they will
stop allowing him to use FC if | push too hard on this other issue of him having friends.

Signed, Lonely Kid's Single Mom

Dear Single Mom:

AAARRRRGGGGGHHHH. Let's debunk some myths right away. Working
backwards, "Lunch Bunch," where the usual scenario is that nondisabled kids get to go
talk to a supervising adult and each other while a student with a disability chows down in
silence, is not the same as having friends!!!! Rarely, a genuine friendship may develop
but, given its very nature (YOU have a disability and the REST OF US are being nice
enough to join you and/or really like the supervising adult and/or really hate the caf
anyway), "lunch bunch" make meaningful and long-term connections exceedingly rare.
Plus, who only has friends every other Tuesday when "Lunch Bunch" meets?

Which leads to the second myth about the meaning of "hi": Since when is hearing
"hi" an indicator of popularity and since when is popularity equated with having genuine
friends? It more likely is merely an indicator that there are a lot of kids in the school who
are aware your son exists, know his name, and, at minimum, are polite enough to say
"hi." A place to start, for sure, but not by any means dealing with loneliness or feeling left
out. Besides, being "fully included" means "having a sense of belonging" (see works by
Kunc, Davern, Maslow, and others) which is clearly not your son's experience.
Unfortunately, many professionals (like your son's school psychologist, apparently)
subscribe to what we think is THE MOST DANGEROUS MYTH: That difficulty making and
keeping friends in traditional ways equates to a lack of desire for, and/or lack of ability to
have, the kinds of meaningful social connections we call "friendships."

Here are some facts as we know them:

You didn't say how old your son is which is good because people with autism of
ALL ages almost always want and need friends, regardless of "what kind of autism they
have" (i.e., classic, PDD-NOS, Asperger Syndrome, etc.).

People with autism, just like people without autism, can always learn more skills
related to "social-emotional intelligence" and they can do so without autism-specific
"social skills training!" What's important is that EVERYONE has chances to do this
because this intelligence, not academic prowess, is the single best predictor of adult
success across a variety of measures (see, for example, work by Daniel Goleman and
Peter Salovey, among others).




Further, as is the case for people without autism, children and adults who have an
autism label may define friendships in ways that work for them and not according to
someone else's definition. Just try to Google "friendships+definitions" to get a sense of
the lack of consensus in the world at large!

The short answer then is that YOU ARE ABSOLUTELY RIGHT ABOUT YOUR
SON'S NEEDS BASED ON WHAT HE HAS ALREADY TOLD YOU! The corollary is: Neither
you nor your son is dreaming. (As an aside, another short answer is that, if they are
allowing him to use FC for academics, school staff better not take it away from him
because you as his mom are asking for an individualized education program that
addresses meaningful social connections!!! If they try, we may need to have another
discussion about legal rights...)

So, back to your concern with alonger answer:

The reality is that you and other adults (and even kids) in his life may have to do
some extra work to support your son's friendships, particularly in what sounds like a
"not very socially supportive" school environment. This is because school environments
are where many children and youth develop the majority of their meaningful social
connections and typically offer the largest pool of potential friends.

Here are some ways to encourage friendships that we find work for FC - using
kids with autism as well as others who may use other forms of AAC, sign, or speech and,
as we said before, regardless of "what kind of autism they have":
1. Enroll your son in other supportive and inclusive activities outside of school that are
either based on his interests or are things in which you would have enrolled him if he did
not have autism/use FC. Even if you have to go with him at first, make sure you teach the
other neurotypical participants to address him directly and that they MUST wait to give
him time to communicate back to them. Once they discover his personality, the rest
usually takes care of itself! In the best of all possible worlds and depending on his age,
one or more of the kids may even volunteer to be his facilitator(s).
2. Encourage your son to tell school staff how he feels. Often, one of the jobs of school
psychologists is to work with socially neglected or rejected kids (including those with no
labels at all) who are sad because of their lack of friends. Then, this doesn't become an
autism issue but a "lonely kid" issue. The person in charge of helping kids "fit in better"
can use the same strategies for your son, but with continued use of his form of
communication. Sometimes this means sponsoring a project on which these kids can
work together, assigning them as mentors to younger kids, or making sure teachers
assign them valued jobs in the classroom. It will also give your son a chance to develop
some self-advocacy abilities with your support!
3. At the same time, we would make sure to give lots of information to the school
psychologist and others who embrace the myths we hope we shattered above. At least
then, they may be less inclined to be "gatekeepers" and either intentionally or
inadvertently prevent your son from having friends. There are many ways to keep
debunking those myths but here are some that have been successful with school staffs
(NOTE: be sure to honor any copyright conditions, of course!):

Show staff videos about friendships among people with autism. A good example

is Al nsi de AtldumeyHd dseng Speech through Typingo , which stars

Burke. In this, he talks about his goal of being a "cool kid" not just a smart kid. Although
there's alot of junk on YouTube, there are some short clips that also make the point like:
www.youtube.com/watch?v=pvBue08ohHO0, which is only 2 and a half minutes long! You can
also fast-forward to the really important part of Jamie's or others' videos and actually
show them at your next IEP meeting.
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Give staff readings, notably first person accounts by people with autism who quite
clearly articulate their desire and need for all kinds of relationships including friendships.
If staff says there is no time, use the index in such books or collections of first person
accounts (e.g., Autism and the Myth of the Person Alone) to find excerpts about
meaningful relationships that you can photocopy, highlight, and leave in staff mailboxes!

Bring them professional books/chapters on children with autism and social
connectedness. Again, if they say they don't have time to read them, photocopy a
relevant page or two and use a highlighter to prove they are wrong! You can find
books/chapters on developing circles of friends (q.v.,
http://www.inclusion.com/books.html) or meaningful social connections (q.v. Paul H.
Brookes Publishers) in many places. Always preview your selections to make sure they
convey the message you want and don't just reinforce the stereotype.

We know as a parent that you spend time on line! Find and printout any articles,
blog entries, etc., which again prove your case. You can leave these in the teacher's
lounge or coffee table (with or without your name/son's name and phone number) in the
main office, too.

Volunteer to read an age-appropriate book or chapter to your son's class or grade

about autism. Again, always read these first before making your choice. There are some
books with lovely titles that convey the wrong messages (e.g., about having to be in a
special class for autism).
4. If friendships don't happen naturally for your son, you must continue your MOM
advocacy! You got the school to use FC with your son. Now it's time to educate them
about addressing his social-emotional needs in his IEP. For example, tell them you want
a "Circle of Friends" in his IEP.

There are many ways to do this as follows:

Have a social-communication goal with objectives that have your son interact
socially with peers at natural times during the school day. Natural times include but are
not limited to cooperative learning opportunities in class, lunch, recess, "flex times," or
study halls. To meet this goal, the school district will have to provide supports and
instruction instead of leaving your son to his own devices while other kids are
socializing. These are not times for adults who facilitate with your son to be taking
breaks!

Educators working with your child are supposed to be "highly qualified" and
"trained" to meet his unique needs. Insist that there be a PPT recommendation that the
district either send staff to conferences/workshops where friendships are discussed
(AutCom and TASH often have strands related to this topic), bring someone into the
district who has the necessary experience (e.g., people with autism themselves like
Stephen Shore), or do a self-study using the types of reading we mentioned in #3 above.

Most IEP forms have a place for commitment of staff resources. Make sure the
time of the school psychologist, counselor, special educator, social worker, or other
support staff is dedicated in this place to forming and continuing to support a Circle.

"Support from friends" can be listed among instructional strategies as can
"participation in supported collaborative team projects/group work/study circles."

Children with IEPs have the same rights to participate in any extracurricular or co-
curricular activities as their classmates without IEPs. Make sure this valuable time is
used for your son to make social connections, not to get additional academic support
that he may not need anyway!

5. Be, as many parents of typical kids are, your son's personal social coordinator. Again,
some tried and true ways to do this well:




Ask the principal to send home a generic letter asking parents of ALL children for
permission to release the names of their children to parents of kids with disabilities
throughout the school who may not be able to communicate relevant information about
classmates to their parents. This way, when your son expresses an interest in
befriending "Jason" or "Patrick" or "Jamalia,” you can ask the principal how to contact
their parents (or, if older, the students themselves) to arrange an out-of-school play date
or get-together. If your principal is resistant, remind him/her that this is a 504/ADA
"leveling of the playing field" for kids who may not be able to ask for a friend's telephone
number, call the friend, and/or arrange an age-appropriate get-together himself.

"Hang out" and get to know other parents (either at school or at your community
activities) and invite them and their kids to do something with you and your son yourself.

Help your son write a "getting to know me" book or PowerPoint presentation and
ask his classroom teacher, if other kids don't do the same thing as part of the academic
program, if he can share this information with the rest of the class. Ask to be present
when he does this and make sure you distribute your name and phone number to
classmates in case they want to invite themselves over or invite your son themselves.

If you don't already know it, you need to learn what's age appropriate for
friendships so you have the right kind of expectations for your son. For example:
Preschoolers are friends simply by playing together when the adults know how to
engage the child with autism. Their friendships come and go. All you need are a bunch
of REALLY FUN AND ATTENTION-GETTING (but short) THINGS TO DO.

Elementary schoolers tend to have common bonds like enjoying kickball versus
the swings supplemented by living in the same neighborhood as/sitting next to/being in
the same cooperative learning group for much of a school year. Or they may attend out-
of-school activities together and share similar interests in school (like excitement over
science projects).

Children before and during puberty have complex relationships because the
factors governing friendships change so frequently as they mature. Be ready to explain
this to your son so his soul is not destroyed when someone he has as a friend moves on
and be ready to help him connect with someone else. Also be prepared either to be the
coolest parent on the planet or make yourself scarce: Having an adult around can be a
deal-breaker! Almost all parents (except those of the kids who set the governing factors
or who are flexible and good-natured enough to "go with the flow") spend a lot of time
during these years supporting their children's often tumultuous social lives.

High school student's relationships, like adults, tend to be highly interest-driven
and "marked" by defined group identity and/or intimacy (as in being each others' "go-to"
people when conflicts with other peers result). The biggest barrier at this age is
scheduling given other commitments and transportation.

We could go on and on but that's why we have this column. We hope many other
parents or individuals with autism themselves will submit questions about friendships
for future issues of this magazine. When we can't answer them personally based on our
own experiences, we will always check with other experts - people with autism
themselves, parents whose kids have friends, or other (para)professionals we know who
are way cool in this department - for ideas!

In friendship,

The Friendship Doctors




—— AN.G.E.L., Inc.

Autism Network through Guidance,

Education, & Life
WHO IS A.N.G.E.L., Inc.
Est. in 2000 by Jennifer & Jim
Larson, parents to a son diagnosed
with autism only a few years prior,
with a simple goal. To provide
support to local families who were
going through the same challenges
as they were. We saw firsthand the
great need for this type of network
due to the lack of resources and
information about autism in general,
and the treatment methods available.
As with any growing organization, we
have gone through several changes
over the years. At the end of 2006,
the organization had a name change
from ANGEL- A HELPING HAND, to
A.N.G.E.L., Inc. (Autism Network
through Guidance, Education & Life).
We are a registered 501 ¢ 3 non-profit
corporation governed by a board of
directors consisting of 10 members.

We have many AANGELS,

throughout the state, and have a
chapter in Racine.
Our mission is simple. Support
children with autism and their
families by providing:
1. Funding for needed
therapies
2. Education of autism
spectrum disorders and
related biomedical and
behavioral interventions
3. Create Networks of parent-
to-parent and parent-to-
community resources.
We also changed our focus from
school districts to individual
families in need. 100% of money
collected goes to the educational

and grant programs. Grants are
awarded on a quarterly basis to
Wis. families who have a child
under 18 with autism. Grant
applications are available on our
website. Direct funding to schools
is no longer available.
WHAT ANGEL OFFERS:
Angel, Inc. is a non-profit 501 C 3
organization started in 2000, which
offers financial and emotional
support to Wisconsin families who
have children diagnosed with Autism.
Angel is staffed completely by
volunteers. Angel offers
compassionate guidance to parents
of children with Autism, as well as
individual grants of up to $500 for
payment of treatment, which is not
covered by insurance companies or
Medicaid. We hope to inspire a
caring community partnership
providing early intervention for each
child and family touched by Autism.
SUPPORT GROUP MEETINGS and
CONFERENCE OF HOPE:
Where parents, teachers, caregivers
oranygne pfteeted by someone on
the autism spectrum can come and
share their stories and know they are
not alone. We have speakers and
many resources available.
Networking parents to parents and
sharing resources is essential to
families. Sharing is caring!
SOCIAL EVENTS:
We do Date Night or Day Out for
parents, where businesses donate
their facilities and watch our kids.
We also plan outings for the whole
family. It is important to get the
whole family involved because of the
high divorce rate in special needs
families. We create opportunities to
do things together as a family.




FUNDRAISERS:

2009 events:

January 17" Indoor Walk for
Autism i Changing Autism one step
at atime

Feb 28" Music- Wine-Charity.

April 17th ROCK for AUTISM Concert
Puzzle piece awareness sales

Bowl 4 Autism TBA

June 20 Bushys in Muskego Golf
Outing

June 20 Step up to the plate against
autism & treasure hunt in Fort
Atkinson

Sept. 12" Cruise for Autism (cars &
motorcycles) House of Harley, Mil.
Sept. 19" Metric Century Ride 4
Autism i Breaking the cycle
November Shop for Autism {TBA}
Nov & Dec ANGEL Calendars and
puzzle piece ornaments sale

Many other small fundraisers are
done throughout the year, and can be
found on our website.

GRANTS:

On a quarterly basis ANGEL gives
grants to WI families with children
affected by autism for needed
therapies and treatment. We feel
parents know their children best, so
we believe in
FOR EXAMPLE: You may have a non-
verbal child and want extra Speech
Therapy. Or a child may have
sensory issues and Occupational
Therapy would help. Some children
have a lot of issues with their
immune system or dietary problems
and you may ask for services at
Autism Recovery Comprehensive
Health (A.R.C.H.) Medical Center.

If approved for a grant, ANGEL sends
grants to the provider of your choice
and you are then notified. In 2007
ANGEL granted $56,859 to 130
families, with children affected by

autism. 2008 ANGEL has granted 143
families, $66,381. We hope in 2009
we can continue to beat our last
yeards record!
BIGGEST CHALLENGE:

Not having enough funds for the
entire grant requests ANGEL
receives. Donations can be given at
angelautismnetwork.org or you could
donate items for raffles done at
ANGEL events or volunteer your time
at an event. Ask your family, friends,
and co-workers to donate. Together
we can make a difference in the lives
of these children.

An ANGEL STORY:

ANGEL helps woman with nephews
who have autism

By Marci Laehr Tenuta

Journal Times

Monday, January 12, 2009 3:59 PM

CST

Burlington couple sees promise in
autism bill

RACINE COUNTY & When her
younger sister died sudden ly last
February, Patty
turned upside down.

Not only had she lost her sister,
she was also now responsible for

At reat MeehdapdehttoheithrdeC € O -

nephews & who all have autism.

il was over whel med
said Turner, 51, who up until then

had been a single woman with no
children of her own.

But with the help of ANGEL Inc. o}
a statewide autism organization

that offers education, support

groups, advocacy and grants for

therapy, which often
by insurance
0 Turner and her nephews a re

putting together a life that works
for all of them. They still struggle
sometimes, but they are adapting.

and
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Turner 6s
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http://www.journaltimes.com/articles/2009/01/11/local_news/doc496a882367b97268037656.txt
http://www.journaltimes.com/articles/2009/01/11/local_news/doc496a882367b97268037656.txt

Bnan 24; Michael, 12; and Kyle, 13,
are in the care of Patty Turner,
center, after Patty's sister died
suddenly. Turner, 51, Kansasville,
became a mom after assuming
responsibility for her sister's three
children - all diagnosed with autism
(Journal Times photo by Scott
Anderson/Buy this photo at
http://www.JTreprints.com )

Autism is a developmental disability

that affects language development

and social skills. There is a wide

range in the autism spectrum, from

mild to more severe.

Turner said her oldest nephew, 24-
year-old Brian Bailey, has severe

autism and is living in a group home.

The younger boys, Kyle Turner, 13,

and Michael Turner, 12, live with a

foster family in Racine during the

week and stay with their aunt on the
weekends.

The arrangement i snoét
admits, but it is the best solution they
could come up with currently. She
lives in the Town of Dover, and would
have to change the
they moved in full-time with her.
Also, Turner works second shift, so
Kyle and Michael would be with a
baby sitter five days a week if they

bo

l' ived with her. Al 6d
they are sl eeping, o
could drag them out
going to watch them?

the kids shoved off to the side and

i gnored. 0O

Instead, Turner is trying to make the
best of her time with
learning how to work on things with

them, has taken them fishing, to the
playground and to ANGEL group

events. Theyodve partici
Special Olympics, and this summer

she was able to send them to a

therapeutic riding camp through a

grant from ANGEL.Ain The ki ds wer
just thrilled, o6 Turner
first time they had ever been on a

horse. o

Throughout the past 11 months,

Turner has also been able to turn to

Cindy Schultz, who lives in Racine

and has a son with autism.

Schultz is the southeastern

Wisconsin advocate for ANGEL.

Anytime Turner has a question about
something or needs information on a
particular autism topic, Schultz has

been abletohelpher. iSheds been
just wonderful, 0 Turne
bl ess her. I didndot kn

Shebweal th of informat.
Because of the support ANGEL Inc.
has given to Turner and her
nephews, she will join hundreds of
other people Jan. 17 at an Indoor
Walk for Autism to benefit ANGEL. It
will be r\lﬁld from noo? to 4 Pn .m. at the
etih

AR St Wefireds ‘Cen
Burlington.
Al am very grateful fo
heIang me fill the yoid |n (Kyle and
ha 811 fe, 0 Turn

She believes her S|ster, Carol Bailey,
would be proud of her sons.

AThe boys were Carol 6s
i fe, o
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CHILDREN HELPED BY ANGEL:

Jennifer@angelautismnetwork.org

www.angelautismnetwork.org

Cindy@angelautismnetwork.org




