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Mike Hoover presenting

LIVING A HEALTHY LIFE WITH
AUTISM

BY MIKE HOOVER
Presented at the 2008 AutCom Conference

INEED TO TELL YOU I AM MIKE HOOVER
FROM BOULDER, COLORADO. T AM 36 YEARS
OLD. I HAVE BEEN USING FACILITATED
COMMUNICATION SINCE I WAS 20. I
BEGAN HELPING WITH IMPORTANT LIFE
DECISIONS RIGHT AWAY. I HAD BAD
HEADACHES. I COULD TELL THE DOCTORS
HOW I FELT AND THEY DECIDED I HAD
MIGRAINE HEADACHES. MY MEDS WERE
CHANGED, I GOT RID OF FOODS THAT CAN
GIVE YOU A MIGRAINE AND I GOT BETTER.
I ALSO CHOSE OTHER IMPORTANT THINGS
LIKE WHERE I LIVED AND WHO I LIVED
WITH.

I HAD A VERY SERIOUS THING HAPPEN
INMAY,2007. THAD A FULL HEART ATTACK.
MY HEART STOPPED AND I COULD NOT
BREATHE. I HAD SURGERY RIGHT AWAY
TO CLEAR MY ARTERY AND PUT IN A STENT
TO REPLACE MY DAMAGED ARTERY. I WAS
SEDATED FOR TWO DAYS WHILEI WAS ON
A HEART PUMP AND RESPIRATOR. AS SOON
ASTIWOKEUPISTARTED TOCOMMUNICATE
WITH PEOPLE. I LISTENED TO WHAT
THEY TOLD ME. THEY WOULD TALK TO

ME BECAUSE THEY KNEW I UNDERSTOOD
THEM. I GAVE THEM MY CHOICES ABOUT
EVERYTHING. THEY ALL KNEW TO WAIT
WHILE I TYPED.

A LOT OF FRIENDS VISITED. THOSE
WHO CAME WHILE I WAS SEDATED
TALKED TO ME AND TOUCHED ME. I GOT
TO TELL THEM LATER THAT I HEARD THEM.
I THINK MY RECOVERY WAS PRETTY QUICK
BECAUSE I 6OT TO MAKE CHOICES ABOUT
FOOD AND EXERCISE AND WHERE TO LIVE.
I NEED TO TELL YOU FIRST ABOUT FOOD.
I DO NOT LIKE SOME FOODS SO MENUS
WERE MADE USING THE FOODS T LIKE.I
EVEN GET THINGS LIKE PIZZA AND FRIED
RICE AND KRAFT MACARONI AND CHEESE.
BUT I CHOOSE LOW FAT AND I MEASURE
THINGS.

I NEED TO TELL YOU ABOUT EXERCISE.
I WENT TO CARDIAC REHAB FOR 36
SESSIONS. THAT HELPED ME GET STRONG.
I WAS ALREADY WALKING EVERY DAY
BEFORE I WENT THERE. SINCE THEN I
WORK WITH A PERSONAL TRAINER. T HAVE
FUN WITH WALKS AND DANCING AND KEEP
ACTIVE. MY DOCTORS ARE VERY HAPPY
NOW.

WAYS TO KEEP HEALTHY

LOOK AT YOUR LIFE

DO YOU HAVE FRIENDS OR FAMILY?

DO YOU HAVE THE THINGS YOU NEED
LIKE HOME, FOOD, CLOTHES?

DO YOU HAVE THINGS TO KEEP YOU
BUSY?

DO YOU HAVE THINGS TO G6IVE
OTHERS?

DO YOU HAVE THINGS TO KEEP YOU
FROM GETTING BORED?

DO YOU KNOW HOW MUCH YOU
WEIGH?

DO YOU KNOW TO LET OTHERS KNOW
IF THINGS BOTHER YOU?

DO YOU KNOW THINGS TO DO TO KEEP



Summer 2009

The Communicator

Page 11

HEALTHY?

DO YOU KNOW THAT YOU NEED TO DO
THINGS TO KEEP HEALTHY.; NO ONE CAN
DO IT FOR YOU.

WHAT MAKES A 600D LIFE?

DO YOU HAVE FRIENDS WHO LIKE YOU?

DO YOU HAVE FAMILY OR ADVOCATES?

DO YOU HAVE HOBBIES AND ACCESS TO
THEM?

DO YOU LIVE IN A PLACE YOU CHOOSE?

DO YOU LOVE TO HAVE FUN GOING
PLACES WHERE YOU FEEL HAPPY?

DO YOU LOVE HAVING WORK OR
VOLUNTEER JOBS?

DOYOUKEEPHEALTHY BYEATINGRIGHT,
SLEEPING ENOUGH, GETTING EXERCISE?

WAYS TO KEEP WELL

DO YOU LOOK OUT FOR THINGS YOU
MIGHT GET SICK FROM?

OTHERS WHO ARE SICK

OTHERS WHO WORRY YOU

THINGS OTHER FAMILY MEMBERS HAVE
LIKE DIABETES,HEART CONDITIONS, HIGH
BLOOD PRESSURE

DO YOU HAVE A DOCTOR AND GET AN
ANNUAL PHYSICAL?

DO YOU 60 TO THE DOCTOR WHEN YOU
ARE SICK?

DO YOU TAKE THE MEDICINE THAT IS
PRESCRIBED?

DO YOU KEEP YOUR WEIGHT RIGHT FOR
YOUR HEIGHT?

DO YOU KNOW THE THINGS TO DO TO
LOSE WEIGHT?

FIND HOW MUCH YOU HAVE TO LOSE

PLAN HOW MANY CALORIES TO HAVE

THEN MAKE MENUS TO FOLLOW TO HELP
YOU KEEP TRACK OF EATING

HEALTHY EATING

KEEP FOODS HEALTHY CHOICES OR YOU
NEED MORE FOOD THAN IS GOOD FOR
LOSING WEIGHT

KEEP ON IT EXCEPT FOR A SPECIAL DAY
ONCE IN A WHILE

HEALTHY EXERCISE

PLAN EXERCISE.

DO IT AT LEAST 4 TIMES A WEEK BUT
EACH DAY IS BEST.

DO THINGS TO KEEP YOUR BODY BUSY.

HAVE YOUR DOCTOR KNOW IFITISNOT
WORKING.

THEN GET HEALTHY!

WHAT IF I GET SICK?

TELL FAMILY, STAFF, OTHERS WHO HELP
YOU

GO TO EMERGENCY ROOM IF YOU NEED
HELP IMMEDIATELY. DOCTOR'S OFFICE IF
YOU CAN WAIT A DAY OR MORE

DOCTOR’S VISITS

TAKE TO THE DOCTOR YOUR MEDICINE
LIST, LIST OF OTHER DOCTORS YOU SEE,
HISTORY, RECENT TESTS, THINGS THE
DOCTOR NEEDS TO KNOW FROM HELPERS
OR FAMILY

PLAN AHEAD THINGS YOU NEED TO ASK
THE DOCTOR

GET INSTRUCTIONS IN WRITING

GET THE NEW MEDICINE RIGHT AWAY
AND KNOW SIDE EFFECTS

DECISIONS TO MAKE

MEDICAL POWER OF ATTORNEY AND
LIVING WILL

GET FORMS FROM YOUR DOCTOR, CASE
MANAGER, ATTORNEY

LET PEOPLE KNOW YOUR WISHES FOR
RESUSCITATION OR OTHER SURGERY

HOW TO PLAN FOR END OF LIFE:

TELL PEOPLE WHERE YOU WANT TO LIVE
IF YOU NEED EXTRA HELP

TELL PEOPLE HOW AND WHERE YOU
WANT TO BE BURIED

THESE ARE THINGS TO DECIDE NOW SO
YOU CAN FORGET ABOUT THEM.
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PRINCIPLES OF THE AUTISM NATIONAL COMMITTEE

As a member of the Autism National Committee | endorse for all people with autism, pervasive developmental
disorders, and related disabilities the development of high-quality community services, including education,
residences, jobs/job training programs, and of individualized support services in all locations for both individuals
and their family members; of state-of-the-art communication options for all individuals with unique communicative
and social needs; of adequate supports to every family to assist them in maintaining their family member with
a disability in their home at least throughout the childhood and adolescent years; and the dissemination of
available knowledge of those aspects of the disability requiring special support and understanding; the promotion
of research to provide parents and professionals with greater insight into the unique needs of individuals with
autism and related disabilities; and the use, development, and promotion of positive, respectful approaches for
teaching every aspect of life.

Moreover, | oppose the use of institutions to separate people from their communities, and deprive them
of dignity, freedom and the level of independence they can achieve in supportive community living; the use
of procedures involving pain, humiliation, deprivation, and dangerous drugs as a means to alter and control
individual’s behavior; the increasing use of bizarre technology to control self-injurious and aggressive behavior;
the widespread ignorance of the basic social and communicative needs of people with autism; and the widespread
disregard for the individual’s unique, basic and human needs. | object to programs which disregard the skills,
preferences and basic human needs of the people they serve, and | believe that there is no longer need or any
justification for using painful and abusive procedures.

- ~  AUTCOM - MEMBERSHIP FORM

Name:

Street Address:

City: State: Zip Code:

Telephone and/or fax (optional)

Email
Iwantto: __ Renewmymembership ___ Become a member

lam a: Person with autism Parent Friend

Professional (field)

Enclosed is my membership fee of:
____$10.00 (person with autism) _____$30.00 (regular membership fee)
_____$75.00 (facilitating membership) _____$500.00 (lifetime membership)
| am enclosing an additional $ to speed up the good work!
| am enclosing an additional $ to help people on the spectrum attend our conferences

Send the above information and a check in the appropriate amount to

Anne Bakeman, AutCom Treasurer
3 Bedford Green
South Burlington, VT 05403
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Is Autism Something For

Cure?
by Michael Hricko

I belong to a forum composed mostly of asperger
individuals, just individuals is what I'd really like
to be able to say, because that is the real truth
of it, but it is not how society lives. Until you love
an autism spectrum individual, I don't think you can
appreciate the value of individualism. I think the
Aspies get a poor deal of it, being associated with
me, a low functioning autist. The curebies direct
their beliefs toward me, but those with asperger do
not see the distinction. Their differences sensitize
them to the greater question. Division is a slippery
slope—once me as severely disabled, why not you
as differently abled? What becomes the variation
and measure? How much is foo much difference?
Societal norms dictate the measures used. Hitler
created his own societal norm and the masses
followed. The curebie mentality is not limited to
autism. It is potentially aimed at each of us. Let
us cure the world of autists, or gays, or Blacks or
Whites for that matter, whoever is the odd man out
at the fime.

You do it now. Not with a cure, but with an
attitude of superiority. Attitude is all it takes to
destroy a soul. You can kill something just as easily
one way as the other. How many autists have already
been robbed of their personhood through therapies
designed to teach normalcy? It is genocide already.
To teach diversity appreciation places the victim in
position of responsibility. I am not sure I like that.
It is the responsibility of the non-victims o speak.
Where are our families and friends? I think they
need to be the ones to speak.

The issue of cure is a difficult question. The
parents, I am sure, would say yes please. It is only
natural not o want to see a loved one suffer. I can
not blame them for that. Making a good argument
for autism is difficult unless you are of my belief
that we are all with a purpose beyond ourselves,
typical people as well. Even normal is not normal.
Each has his own strengths and weaknesses. Nothing
is without purpose to my mind, whether it be to
develop self or others. Even seeking a cure happens
with purpose.

But for those who already exist, the question
changes. It becomes personal—a question of
whether you are worthy just as you are. Political
niceties aside, it goes to the heart of humanity. How
we care for others is the true measure of self.

Meta-Analysis of ABI

An article in Journal of Pediatrics, March, 2009,
pp. 338 - 344, “Efficacy of Applied Behavioral
Intervention in Preschool Children with Autism
for Improving Cognitive, Language, and Adaptive
Behavior: A Systematic Review and Meta-analysis”
by Spreckley and Boyd, came to this conclusion:

"Currently there is inadequate evidence that
ABI [Early Intensive Behavioral Intervention] has
better outcomes than standard care for children
with autism. Appropriately powered clinical trials
with broader outcomes are required.”

Early Intensive Behavioral Intervention (EIBI),
or ABI as these authors refer to it, are behavioral
interventions based primarily on Lovaas-style
discrete trial programs. While there are other
forms of behavioral (ABA) approaches used with
young children with autism, almost all of the group
research examining the effectiveness of ABA has
looked at children in programs based on Lovass'
discrete trial approach.

Other recent comprehensive reviews have
reached similar conclusions. For example, Rogers
and Vismara, in a 2008 review in the Journal of
Clinical Child & Adolescent Psychology, stated:
"Lack of comparative studies prevents us from
answering questions concerningwhich comprehensive
treatment approach is best for young children with
autism, a question that requires a comparative RCT
[randomized controlled trial] design with long-term
follow-up data to answer” (p.30). They further
stated that there is research supporting a variety of
approaches including those based on a developmental
model.

Two comprehensive reviews published in
2009 reached almost identical conclusions about
the failure of researchers to demonstrate the
superiority of EIBI: Howlin, Magiati & Charman
(2009) in American Journal of Intellectual and
Developmental Disabilities and Reichow and Wolery
in Journal of Developental Disorders.

Autism National Committee agrees that research
shows that early intervention is effective, but we
continue to question whether only one type, EIBI, is
the most effective. None of these articles question
early intervention but rather point out that there is
currently no convincing evidence demonstrating that
one approach is more effective than all others.
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2009 Conference
A"TGOM Opening Doors
Y : with Voices and Choices
Autism National Commit fee September 25-26, 2009 | Crowne Plaza Nashua

Featuring keynote presentations by:

o Sharisa Kochmeister — “Voices and Choices: Words from the Board President”

» Matthew Goodwin - “New Assistive Technology and Community Participation in Research”
o Jessica Butler — “Restraint and Seclusion — Lifting the Veil”

+ Larry Bissonette and Tracy Thresher — “World Tour - the making of the film”

« DJ Savarese - “Plotting Hope” (a film)

« Margaret Bauman, M.D.

o Beth Dixon, Janet and Jeff Williamson - “Self-Directed Lives in a Bureaucratic World”

o Alan Kurtz - “Autism Science — The Good, the Bad, and the Ugly”

And breakout sessions by:

« Amanda Baggs « Rob Cutler « AlanKurtz « Jenn Seybert

« Kathy Berger « Barbara Delsack « Harvey Lavoy « Stephen Shore
« Larry Bissonette « Amy Frechette « AriNe’eman o« Tracy Thresher
« Hope Block « Mike Hoover «  Nick Pentzell « Thalia Vitikos

« Pascal Cheng «  Cheryl Jorgensen « Jacob Pratt « Jeft Williamson
« Janine Collins «  Sharisa Kochmeister

Social Work CEUs have been requested. Please call 603.228.2084 for more information.

Location: Crowne Plaza Nashua, 2 Somerset Way, Nashua, NH 03063 | Phone: 603.866.1200

Overnight rooms have been blocked at the Crowne Plaza Nashua for the evenings of September 24, 25,
and 26, 2009 and are available at a rate of $129 per room per night for single or double occupancy. Please
mention the AutCom Conference to guarantee rate. Rate available until August 21, 2009.

Free shuttle service will be available to the hotel from the Manchester-Boston Regional Airport (MHT).

Dollars for Voices: The Autism National Committee seeks to assist people on the spectrum to
attend the AutCom Conference in order to learn and share firsthand knowledge about ASD. During the
registration process, please consider making a donation to support the attendance of individuals on the
spectrum.

Registration & Cancellation Policies: Advance registration is required and accepted in the order
received. Registration is not complete and confirmed until full payment or purchase order is received.

To receive a full refund, cancellations must be made in writing at least seven (7) days prior to the event.
Cancellations received within six (6) days of the event are not eligible for a refund.

The Autism National Committee (www.autcom.org) is an association of individuals on the autism spectrum,
their parents and caregivers, and members of the professional community who believe in and work for social
justice and self determination for all people with autism, pervasive developmental disorders, and related
disabilities.
Presented in collaboration with the Institute on Disability at the University of New Hampshire
phone: 603.228.2084 | www.iod.unh.edu
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September 25-26, 2009 | Crowne Plaza Nashua eencerpaNEINGE S0l

fax

3 g8 603.228.3270

Please select your fee:

Individual with Autism Family, Support, Students Professionals
Entire Conference
(includes breakfast and lunch L] $100 [ $180 [ $260
on both days, dinner on Friday)
Friday Session Only [ $50 [ $90 [ $140
Friday Dinner & Film with DJ
Savarese (in addition to single- L] $35 L] $35 L] $35
day sessions)
Saturday Session Only [ $s0 [ $90 L] $140

Donation to support the attendance of individuals on the spectrum: $

Name:

Employer/Organization:

Title /Position:

Address:

City: State: ZIP:
This address is my: [] Home [ ] Work

Daytime Phone:

E-mail Address:

*An e-mail confirmation will be sent prior to the event.
Select method of payment:

[ ] Check #: [] Purchase Order #:
*Checks can be made payable to the University of NH

[] Visa/MC #: Exp. Date:

Total Amount Enclosed: $

Signature:

Please note any dietary/accessibility accommodations here:

*Gluten-free and casein-free options will be provided for all meals.

*Payment must be received prior to participation.

Questions? phone: 603.228.2084 | e-mail: contact.iod@unh.edu
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THE COMMUNICATOR is a publication of the
Autism National Committee, Inc., a 501 (c)

(3) charitable organization founded in 1990 to
protect and advance the civil rights of people with
Autism/Pervasive Developmental Disorder and
related disorders of communication and behavior.
Contributions of articles, information and letters
are welcomed. The Communicator does not carry
advertising or fund raising announcements, and
we reserve the right to edit all submissions. Your
comments are actively sought. Send them to:

Doug McClennen
619 N. Sheldon Rd.
Plymouth, Ml 48170

or email him at: dmc@umich.edu

THE COMMUNICATOR may be copied in its
entirety or individual articles reprinted without
permission except when otherwise noted. Please
credit them to the Autism National Committee.

Autism National Committee
Information and Referral

Carolyn Nuyens

P.O. Box 429

Forest Knowles, CA 94933
www.autcom.org

Time to Renew or Join Today!
Annual membership begins in January

Officers and Chairpersons
Sharisa Joy Kochmeister, B.A.,
President
Sandra McClennen, Ph.D.,
Vice-President
Pascal Cheng, Secretary
Anne Bakeman, Treasurer
Anne Donnellan, Ph.D.,
International Representative
Anne Carpenter, M.S., Past-President
Carolyn Nuyens,
Information and Referral
The COMMUNICATOR Committee
Barbara Cutler, Ph.D.
Rob Cutler
Doug & Sandra McClennen

Membership form on page 12



