The Autism
Experience
Stories of Hope & Love

Edited and Complied By

KAREN SIMMONS

THE AUTISM EXPERIENCE

COMPILED AND EDITED BY
KAREN L. SIMMONS AND
MURRAY HOKE

THE AUTISM
EXPERIENCE
Stories of Hope and Love
AN ANTHOLOGY

Autism Today Corp.
To reorder, call:
Toll Free 1-888-417-5336
or email: info@autismtoday.com
www.autismtoday.com

Simmons, Karen L. and Hoke, Murrary;
Editors
The Autism Experience, Stories of Hope and Love
ISBN 978-0-9724682-4-4
1. Autism I Anthology II Title
Copyright© 2003 by Autism Today Corp
1426 Harvard Avenue, Seattle, WA
ISBN 978-0-9724682-4-4
All rights reserved. No part of this publication covered by the copyright hereon may be
reproduced in any form or by any means—graphic, electronic, or mechanical—without
prior written permission from the publisher, except for reviewers who may quote brief passages.
Any request for photocopying, recording, taping, or storage in an informational
retrieval system of any part of this book shall be directed in writing to the publisher.
Cover design by Karen Raimondi
Karen Raimondi is the winner of a cover design contest sponsored by the publisher
specifically for this anthology. She indicates that she has always enjoyed drawing and
painting since she was a child. Life's lessons and especially her two sons, Nicholas and
Peter, have opened up to her an unlimited supply of intense emotion in her heart. When
you add the elements of raising a child with autism, the well overflows. This intensity
is shown in her cover painting. Karen states, "My hope is that the image on this cover
reaches all who need to see it and that the wealth of experience; hope and joy of this book
touched the hearts of many.”

To the children and adults with the symptoms of autism,
The focus of this book

To the parents and caregivers who raise children with autism,
Their Love and Hope shines through

To the relatives, volunteers, aides, educators, professionals,
and organizations,
The people who support

To Karen L. Simmons
For her vision in creating this publication

To the many contributors of stories, poems, and articles,
Who give so much and reveal their humanity

FOREWORD

T

he stories, articles and poems compiled in this
anthology were received from contributors by e-mail
in March of 2003. All, including those with copyright,
are included with permission from the writers. Unless specifically
indicated otherwise, the identity of writers was withheld. Even the
addresses were generalized to city or country only.
To prepare the selections for publication, editing and some
adaptations were necessary. Most submissions did not have a title
so the editor created or adapted one for each that suggested the
theme or topic. In most cases, the quality of the writing was good
but minor errors did appear so minor revisions were required. An
attempt was made to communicate the stories in the tone that the
author intended. The editor tried to avoid making any changes to
the poetry because the lines, spacing, and uses of a variety of
grammatical devices often helps to evoke the response desired in
the reader.
References to actual products, copyrighted programs,
commercial therapies, company and business names, and the like
were removed and general references were used in their place.
Sometimes the name of a company was fictionalized. This was
necessary because of copyright and registration laws. Also, the full
names of people mentioned, outside of the immediate family of
the writer, were reduced to a single given name or omitted to
protect their identity.
The stories, articles, and poems have a universal appeal. The
object was to include only those that were messages of hope and
love.
There is one more disclaimer to note. The anthology is not

intended nor designed to be a medical reference. The
consultations, treatments, use of therapies and diets, and other
social and medical procedures reported by writers are simply a
record of their experiences. They are just stories. Their solutions
may have worked for their set of conditions but that does not
mean that they will work in another case. So be cautious. Check
concerns with professionals and obtain advice for your particular
set of circumstances.
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SETTING THE STAGE FOR THIS
ANTHOLOGY

INTRODUCTION
THE STRONGEST URGE OF ALL
by Karen Simmons Sicoli

I

n January 2003, Karen Simmons, the CEO of the
website, Autism Today wrote an article for the site in
which she invited others to send articles, poems, and
stories for publication in a book titled, The Autism Experience, the
Stories of Hope and Love. This anthology is a compilation of the
responses. Karen's article follows.
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THE STRONGEST URGE OF ALL
by Karen Simmons Sicoli

O

nce again, my three-year-old Jonathan refused to
walk and I was forced to drag him across a busy
street to keep an appointment with an autism
specialist. It was an appointment that I was sure would be a waste
of time as nothing was wrong with my son Jon. As usual, his
tantrum was getting unwanted attention from other people and I
was subjected to the stares that implied I couldn't control my
child. I was used to people reacting this way to Jonathan's moods.
Heaven knows even some members of my own family didn't
understand how special he really was and often gave me wellintentioned but useless advice.
Maternal love can often be a blinding emotion. My continued
reluctance to accept the fact that there might be something wrong
with Jonathan merely added fuel to my frustration. I was
confident that he was an exceptionally bright child, as he had
begun reading at the young age of two and his first word wasn't
the usual "Mommy" or "Daddy", but was "recycle."
For an hour, the doctor asked Jonathan a battery of
questions, and then said he might have Pervasive Developmental
Disorder (PDD): a fancy name for what would later be termed
"autism." Because of his young age, a definite diagnosis would not
be possible until he was older. He told us to go home and to come
back in a year.
A year! Wait for a year? I knew enough about PDD to know
that early diagnosis and treatment during the formative years was
crucial so I immediately sought a second opinion. The next doctor
gave Jon tests and also observed his actions. Jon would spin
5
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around in circles, couldn't sit still, wouldn't follow simple
instructions and hummed out loud. This doctor also suspected
autism and recommended us to another psychiatrist.
So off we went and thank God we did. The next doctor
recommended and found a placement for Jonathan in an Early
Intervention Program. But even so, I still needed reassurance of
the diagnosis and went to another specialist just to make sure. It
was when the last doctor confirmed the fact that I was finally able
to accept the reality of Jonathan's disorder.
It was winter 1993 when I placed him into a neighborhood
school Early Intervention Program which helps special needs
children during the first years of their life. The different therapies
focused on enhancing speech, communications interaction, fine
and gross motor movement, sensory stimulation and physical
therapy. A bonus of this program was that the ratio of teachers
was three for every eight students. Finally, Jonathan was going to
get everything he needed and I could expend some of my energies
on the other family members.
My husband Jim and I had five children and this made for a
busy household and a full life. Kimberly was eight, Matthew
seven, Christina six, Jonathan, and baby Stephen who was only
nineteen months old. And just when you think things have settled
down, God gives you another blessing. I became pregnant with
our sixth child.
I had never experienced difficulties with any of my previous
pregnancies so I continued on with my hectic schedule. In
addition to raising the children, I had started attending
conferences on autism, ever hopeful that somewhere would be a
cure and maybe this whole thing would go away. Again, this was
my maternal urge and a mother's unrealistic hope for a miracle.
Our son Alex was born on April 18, 1994 but wasn't even
named for three weeks, but was just known as "Baby Sicoli." That
was because I had not recovered well from the birth and spent
three weeks in a coma in intensive care, surviving five major
surgical procedures and care from twenty doctors. At times there
6
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was doubt that I would survive, and I had received last rites, but
the doctors' skill combined with the prayers of relatives, friends
and members of prayer groups that I had never met, saved my
life.
While it may sound funny, there was another event that gave
me that final boost of energy to recover. Jim came into my
hospital room and through a fog heard him say, "Don't worry,
honey, I'll take care of the kids." How could he do that and
manage the family business, not to mention all the things
Jonathan required? This time my maternal urge was a positive
emotion that drove me up out of that hospital bed. To this day,
many people refer to me as the Miracle Lady.
It was a joyous moment when I was able to hold Alex for the
first time. All the children came to visit and after their initial
awkwardness about all the tubes and the breathing machine, they
climbed aboard and I gave them wheelchair rides. They were eager
for me to come home and young Stephen even tore the "Sic" off
my Sicoli wristband in an effort to show that I was well and ready
to leave.
The homecoming was a nervous time for me. I couldn't walk
and stairs were out of the question. It was six months later before
the tube from my kidney was removed. At the same time as this
happened, another milestone event slammed into our lives.
My mother had noticed that baby Alex's eyes "jiggled" and
she was also worried that he couldn't support his weight on his
little legs. I really didn't think it was a big deal but I made an
appointment with our pediatrician so that it could be checked.
Once again, my maternal urges were protecting me against a
possible problem.
Our doctor did a thorough examination including a CT scan
and while we were still at the hospital we got the test results. The
good news was that it was not a brain tumor, the bad news was
Alex had cerebral palsy. I felt like vomiting. No brain tumor? I
hadn't even thought of that and had felt sure all the tests were
going to be negative. I was in shock about the cerebral palsy,
7
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though. Not one, but two children with special needs. Life just
wasn't fair.
I went home and cried my eyes out but after a while I realized
that for the sake of everyone, I had to get on with things. Even
though I couldn't see it, I kept telling myself there's always a good
side to everything.
Soon Alex and I began the same journey I had taken with
Jonathan: one doctor after another; one test after another. And
again, we had more sad news. I had picked up Alex's CT Scan
from one hospital and carried it with me to a brain specialist the
following day. After examining Alex he said, "I don't know why
you're here, there doesn't seem to be anything wrong with this
child". "Did you see the scan?" I asked. He hadn't. He and an
intern then viewed it in the examining room with me and I heard
him mumble. "See this groove here, and this one here, you could
drive a truck through it." I wondered what on Earth he was talking
about.
Finally he turned to us and said, "CP is the least of your
problems. You will have to watch Alex carefully and you won't be
able to be sure till he's five but he may have major delays. It
doesn't look good." I was devastated and his style didn't give me
any kind of reassurance. I still think some doctors should be
required to take a "Bedside Manners When Dealing with Patients
and Parents" course. It's a course I know many of us would love
to help instruct.
Without my really realizing it, my life had now become very
full. In addition to raising the children, I was helping with our
family business and attending numerous conferences relating to
autism, cerebral palsy and services for children. It was at one of
these conferences that a new focus entered my life. I heard a
twelve year autistic boy who was a speaker and what he said struck
a nerve in both my heart and my soul. "I wish I would've known
about my autism earlier, everyone else knew," he said.
I was filled with resolve that this wasn't going to happen to
Jonathan. It was his life and he deserved to know everything about
8
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it. I began to search for a book that would tell him what he needed
to know but I came up empty. No such book existed so with my
usual single-mindedness, I proceeded to write one. To my delight
a publisher accepted the story and "Little Rainman" was born. It
was a surprise announcement for Jim as I had kept that book a
secret. He was still having trouble accepting Jonathan's autism.
Every day he would come home and say, "Is Jonathan OK?" He
kept hoping Jon would just snap out of it one day.
"Little Rainman" took off and, aside from its originally
intended audience (children with autism), it is being read by
friends, relatives and teachers of autistic children. The publisher,
Future Horizons says, "'Little Rainman' gives a more simplistic,
yet comprehensive explanation of this strange disorder than any
other book we have seen." Those kind words mean the world to
me. They validated my labor of love for Jonathan.
As I write this, Jonathan is doing fine. Yes, he's still autistic.
He goes to a regular school and we certainly have our moments.
His latest "accomplishment" is that he has learned to lie. Most
children pick this talent up earlier in life. A recent example was
when he told his aide that he had a tummy ache and didn't want
to go play. Then he went to his teacher and said, "I told my aide I
had a tummy ache so I wouldn't have to go play." The teacher told
the aide what he had said. She said, "Jonathan, a little birdie told
me that you didn't want to go play, so you told me you had a
stomach ache. Is this true?" Jonathan said, "Teacher doesn't have
feathers!" With true mother's bias, I view this as an example of
wit and humor.
In a couple of months, Alex is going into the same Early
Intervention Program that Jonathan attended. At his orientation
day, the teacher was so impressed with his progress that she
suggested he might be able to start in the advanced class. This
made me very happy and made the time I have spent enriching his
program over the last two years very worthwhile. He is just
beginning to speak and we call him our little miracle baby. He
walks, runs, and even climbs all over everything. Not that I would
9
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ever complain about his high level of activity, I consider it a
blessing. He had his first seizure last winter and it scared the living
daylights out of us. I pray that it will not be repeated.
Alex's doctor says his brain scan shows the typical image of
someone who is severely crippled and most likely has been
confined to a wheelchair. Not that that life is always dreadful. I
have the good fortune of knowing a local newspaper writer who
has cerebral palsy and his life is very rich. I was thrilled when he
took the time to write a delightful article about "Little Rainman."
I never anticipated the overwhelming response to my book
and I have been told that it is changing the way autistic people are
viewed. It demonstrates that they too, want and need to be loved.
They do appear distant and uncaring at times at times because
autism is a sensory and communication disorder. The very thing
they have a hard time with, communication and their lack of
social skills, blocks the amount of love they receive. But love, once
given, is returned a hundredfold. It would be my hope that this
article will be the spark to ignite other mothers to write and share
their life experiences as they deal with their children and their own
strong maternal urges.
In July of 1996, before the book was printed, I started the
Key Enrichment of Exceptional Needs Foundation (KEEN), in
Sherwood Park, Alberta. The purpose was to assist people with
exceptional needs to become the best that they can be and to this
end we provide funds towards existing programs, equipment,
services, and therapies. An important intent of the foundation is
to help enrich the lives and minds of parents, siblings, educators
of special needs children and of course…special needs children.
In my own case, taking the knowledge I have gained from
Jonathan and Alex and applying it to others has certainly enriched
my life. I am now thrilled to be distributing all Future Horizon's
books on autism across Canada in the hope that this will raise
autism awareness and promote diagnosis at the earliest possible
age. This, along with many public speaking engagements to
different groups about autism and special needs, continues to
10
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keep my life full and meaningful.
I thank God daily for my life and for my loving and
compassionate husband, parents and friends. He has given me six
wonderful children, including the two who have special needs. My
own words are inadequate to describe all they have taught me
about love and acceptance. Who would have guessed, a single
gemologist jeweler, in ten short but full years, would become a
mother of six, almost die, write a book, and start a foundation.
My life, although chaotic at times, is really about living with what
God has given me. They say that view of life determines whether
your glass is half empty or half full…like my maternal urges and
love, my cup runneth over!
*(Editors Note: Karen Simmons is known for her loving
heart and for her empathy and responsiveness to people
struggling with autism. In addition to the book titled, "Little
Rainman," and a CD titled, "Peace of Mind for Autism." Karen
has now published a second emotional charged book, titled,
"Surrounded by Miracles."
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WE LIVE THE AUTISM
EXPERIENCE

INTRODUCTION

T

he stories and articles in this section focus on the hope
and love of all those concerned with the raising and
maintenance of a child with autism. There are
descriptions of the child's babyhood, often with the hint of
promising genius, then the doubt, and finally the diagnosis of
autism. But in spite of the shock to the families, love of the child
prevails. Intervention is sought. Changes occur. As the child
matures, hope is fostered.
In the selections that follow you will read of the awareness
that something is amiss, the shock of the diagnosis, the denial,
anger, and often depression following a diagnosis, the occasional
bargaining, and finally the acceptance of autism. But these are the
effects upon those who nurture and care. The child remains the
child: the child carries through.
There is no doubt that the child with autism is very special.
Everyone around him or her is changed forever. All those who are
touched by these angels will see life in a different way.
These perspectives will emerge in the stories that follow. At
first you may think that the stories are similar. There indeed are
common patterns found in autism, but each story is about a
unique person and each has something to offer.

15

AN ODYSSEY
by Marie O'Grady

I

was awakened from a well-needed sleep when building
pressure in my lower back woke me up. I wondered if it
could be contractions. I lay in bed for a few more hours
trying to decide if this is the real thing. They kept coming so I
woke up my husband, Terrence, and told him that I thought it was
time to have our baby. It became evident that things were
progressing, so we called Terrence's mom to come over to watch
our two and one-half year old son, Patrick. Patrick was very
excited about the arrival of his baby brother and I told him he
would see him very soon.
When we arrived at the hospital, I was going into active labor
so was quickly sent to triage and then to a delivery room. My
beautiful, blonde, blue-eyed son, Timothy, was born at 9:30 a.m.
on March 19, 1999. He weighed 8 lbs. 11oz. He was perfect and
we were so very happy. Later that day, Patrick met his brother for
the first time. He gave his new brother hugs and kisses.
The next day, our doctor came to do the physical exam of
Timothy. She noticed something and casually carted him out of
the room and then quickly returned. My husband and I were
nervous and anxious. What was wrong with the baby?
The doctor asked us to show her the palms of our hands and
we did. She then asked, "Which of you comes from Asian
decent?" I told her neither of us. She replied that at an earlier time
someone in the blood line was of Asian descent. I knew that it
was not true on my side and my husband's family is 100% Irish.
She explained that everything was fine with Timothy, but he has a
simian crease on his right palm.
17
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The simian crease is common among Down's syndrome
children. The new baby was thoroughly checked and he did not
have that condition. I was relieved, but not totally convinced that
our family had some Asian ancestor. Little did anyone among us
know that the simian crease was also found on the palms of
children with Fragile X syndrome. Children with that condition
share many similar behaviors with autistic children.
The next day, we brought Timothy home and raved about
what an amazing sleeper he was. His brother, Patrick, had suffered
from severe colic for the first three months after birth so Terrance
and I were thrilled to have a sleeper this time around. Soon
though, things would change for Timothy.
At six weeks, Tim had his first ear infection, the first of many
to follow. He was given oral antibiotics. He began to cry
insistently. Tim would arch his back when I picked him up and
tried to soothe him. It seemed that whatever I did just was not
what he needed. I was frustrated because I dreaded that he was
going to follow his brother in the never ending cycle of ear
infection, antibiotics and continuous crying. His new formula
didn't help him like it did his brother. Tim became an unhappy,
cranky baby.
Unfortunately, I had continued with his vaccination schedule.
Even though he was not healthy, the doctors said it would be fine
because vaccinations were for his benefit. Maybe because of this,
Tim was in an almost constant battle with diarrhea and soon
started to suffer from acid reflux from regurgitation from his
stomach. At three months, a nurse practitioner said to me that she
could smell the acid on his clothes. He was in a constant state of
inability to hold his food down, difficulties with digestion, and ear
infections. It was awful.
Tim was then prescribed drugs to help with the reflux. It did
help a lot. Tim still needed to sleep upright in a car seat. He never
could sleep lying down or everything would just come up. He
spent a good bit of his time in his car seat since any other position
would start the crying again.
18
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As time progressed, Tim was growing and meeting all
requirements at his well-baby check-ups. There was only one
question that a doctor asked me when Tim reached four months
of age, "Does he belly laugh?" My answer was no. Tim definitely
smiled and often seemed happy, but he never laughed out loud. I
was very sad about this and thought that I was not giving him
enough attention.
I decided that I would devote more time to engaging and
stimulating him. I made every effort to talk and play baby games
with him, but he did not respond like his brother Patrick had at
that age. Soon we noticed that when we would talk to him and try
to get his attention, he would stare in a completely different
direction such as the blank ceiling and then he would smile at it.
We would kid with each other, "Oh, he's just talking to his
guardian angel, again." We began to believe that he could hear and
see some thing that we could not, because he would look right
past us. It was strange and my gut was saying something was not
right.
By six months, Tim had experienced six ear infections and
one sinus infection. I worried about him and the amount of pain
he was always in. I would get nervous when the antibiotic was
finished because I knew that within a week, he would start fussing
all over again. The cycle continued. Finally at 11 months, we had
ear tubes placed in both ears. It did not help at all. The infectionantibiotic cycle continued.
Tim was a trooper and was happy when he was not in pain.
He had started saying some words, "ma ma ma, bye-bye, moo"
and others. One day we were videotaping the boys and I asked
Tim to say "bye-bye." He would not say anything. Patrick said, "I
don't think he can say bye-bye, anymore." It was true. Trying to
get him to talk was becoming difficult.
At 18 months I took him to the pediatrician and we talked
about his language. She thought he was fine, but to be sure she
referred me to a speech pathologist. After the consultation, it was
recommended that Tim receive therapy three times a week. Our
19

THE AUTISM EXPERIENCE, STORIES OF LOVE AND HOPE

initial goal was to get him to look at our faces so he could learn to
imitate our sounding of words. Soon, we were referred to an
occupational therapist to look for sensory integration problems. I
had never heard of this before and I became worried.
At the evaluation session, Tim was crawling over the tables,
looking out the windows, mouthing the furniture and not playing
with any of the toys. He was hyperactive and moving all about.
This was his typical behavior. He was always on the move,
spinning, jumping, bumping, moving on his own missions. I was
told he had severe sensory integration problems and that he
needed intervention services.
We began treatment right away. It was suggested that we
immediately give Tim a place of his own to calm down. Deep
pressure helped calm him also. We worked at simply calming him
down so that he would hopefully slow down enough to take in his
environment. Tim made progress, but on paper he was falling
farther behind other kids. The learning curve of young children is
steep. They learn so much in short amounts of time, whereas
Tim's rate was much slower.
In October, Tim was enrolled in a special education preschool. He screamed all of the time and fought his teachers. For
months he continued to behave this way until slowly he learned
the routine of things.
Routines became so very important to him. A change in
routine would agitate him. The change could as minor as altering
the direction we drove to the grocery store. If I took a different
route, the screaming would begin. Soon, I learned that sameness
was the key to calmness with Tim. Even the way he played had to
be the same. The ball had to be thrown the same way, the trucks
banged the same way, the bath toys had to be aligned the same
way—every time.
School was good for Tim, but even still, I was noticing more
and more odd behaviors. He flapped his hands, walked on his
toes, loved to watch the wheels of the trains, turned his tricycle
upside down and spun the tires. He was in his own world a lot. He
20
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words were also getting lost. He would start saying one word over
and over again. Then I would never hear it again. To this day, he
still does not say "dizzy" and he had earlier used it constantly for
one week.
I started looking for information on the internet. I typed in
"simian crease" and "Fragile X syndrome" came up. His behavior
was similar to children with Fragile X syndrome, but he did not
have their characteristic physical features. We took him to the
University Hospital and they ran genetic testing. It all came up
normal.
At 24 months, I contacted Autism Outreach. We met with a
wonderful person who evaluated Tim. She concluded that he had
some of the behaviors associated with autism, but not enough for
him to be classified as a child with autism. She said that some of
the missing behaviors may still appear up to age three. We were
told to continue what we were doing and watch him.
Over the next several months, I watched Tim and worked
with him a lot. I did everything the therapists suggested. I was
hoping that he would just turn around, that he was a "late talker,"
but progress was slow. He continued to have temper tantrums and
show non-typical behaviors. I was beginning to believe that he had
autism.
At three years, we brought Tim to a children's hospital where
he was diagnosed with autism. She told us that our goal was to not
allow the gaps of development fall any further behind. We needed
to close in on the gaps.
We immediately started 28 hours of ABA therapy. We set up
school in our basement and real progression started. Tim's
compliance was the first thing to change. Then he started learning
by imitating. Once he learned to imitate, his receptive and
expressive language increased. Tim became easier to be around.
We were able to understand what his wants were. He started
pointed out things in his environment and retaining it all.
Tim is now in a special education pre-school three days, and
a typical preschool two days, but accompanied closely by an aide
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(his shadow). The kids accept him and some of the girls have
taken a nurturing role with him. The children really want him to
fit in and be a part of the class.
Today, Timothy is a few days from his fourth birthday. I cried
this morning when talking to a good friend. I said, "He doesn't
have any friends to come to his party." She comforted me, but
then said, "Tim is so happy. He loves his family and his brother
and that's all he needs right now." This is so true.
Tim has made enormous gains and one day, I believe, he will
have a table full of kids eager to celebrate his birthday. He has a
personality that's contagious. Everyone that is able to get to know
him, loves him. Tim is a special person. I am lucky to be his
mother. His role in life is yet to be decided, but whatever he
becomes, I know that the angels will be talking to him.
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WE'LL DO WHAT WE HAVE TO DO
by Wendy Whipple

I

n December of 2000, our daughter was diagnosed with
autism, at the mild/moderate end of the spectrum. It was
what my family had feared, but none of us admitted it to
each other, afraid of the word. No one dared say it out loud, as if
uttering the word would make it come true.
The whole thing started in September, 2000, when three-yearold Diana had her annual checkup, and her pediatrician insisted
that we get her speech evaluated, because she still wasn't talking at
an age-appropriate level. We'd had her hearing evaluated the year
before for the same reason, and she tested normal. With that, we
decided that it was not necessary to have her tested further
because she was only two, and thought she'd catch up. We were
wrong. The results of the speech evaluation put her 12-18 months
behind what the average child should be able to do. That was
alarming enough. It was recommended that Diana be enrolled in
the school district, because the schools have programs for "special
needs kids" that could address her speech deficits. This really
scared me. My baby was going to be entering The System, and
receive a Label.
Her pediatrician then insisted on a psychological evaluation,
"just to make sure there's nothing else going on." (Never once did
she suggest that autism might be what she thought was the
problem.) I enrolled her in the school district, and had phone
conversations with the school psychologist, telling her that I was
also trying to get Diana seen by a child psychologist for an
evaluation. We decided that it would be in Diana's best interest to
wait until we had results from assessment before she started
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school, so that the school had all the information in front of
them.
I managed to get an appointment with a highly respected and
excellent child psychologist six weeks later. We were lucky; waiting
lists are usually months long. After I completed a written
survey/questionnaire and underwent a series of visits, the doctor
met with my husband and me in December to discuss his findings.
Before he gave us his diagnosis, he told us what he'd found. It was
not encouraging. Diana was delayed nearly two years in a number
of developmental areas: fine motor skills, speech, and social
interaction. Everything he said were things we had seen ourselves.
He led us very gently to his diagnosis.
Hearing your baby has autistic disorder is devastating. I had
decided earlier that afternoon that he was going to tell us that
diagnosis, and even though I had prepared myself to hear it, I was
shattered. Because my husband had come straight from work, we
were in two cars. That was awful, driving back alone with my fears.
I cried all the way to my brother's, who was watching Diana for
us. I tersely told him what the doctor had said, and asked that he
not make me talk about it. I took Diana and went home.
My husband sat me down before I called my parents and told
them the diagnosis and told me that we were not going to treat
Diana any differently. "She's the same child she was a month ago,"
he told me. "Now we know how to help her." My folks were quiet
as I told them, and they asked just one question, "What can we do
to help?" At that point, I didn't know much myself, so I asked
them to educate themselves about what we were dealing with.
While I was on the phone with them, my husband was in his
office, quietly ordering a stack of books on autism.
The next day, I searched the internet for information, and was
quickly overwhelmed by it all. I called the school psychologist and
told her what we'd learned, and she asked about the report. The
psychologist's report was being transcribed, and it would be a few
weeks before I received it, I told her. She said it would be better
to wait until the school had that before we put Diana in a class and
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made an IEP for her. After I finally got the report (in January) and
sent a copy to the school psychologist, I met with teachers and
school personnel to set up Diana in a classroom that best suited
her needs. At the end of January, she started school in an early
childhood class of about 10 kids. Her transition into the
classroom went really well, and she displayed no problems with
leaving me and staying with strangers. That made me both proud
and sad, knowing she was her own person enough to do that, and
knowing that she could leave me so easily. It also frightened me,
because she didn't understand that she should be afraid of
strangers.
In February, we tried to get Diana set up with speech and
occupational therapy. The clinic sent in all the information and we
waited for approval. Three weeks later, the insurance office called
the clinic and said that services were denied on the grounds that
they didn't cover speech delays. The speech therapist at the clinic
was outraged; I was outraged. I called the insurance company. I
was told that they didn't have the psychologist's report containing
the diagnosis of autism. I called the therapist back and told her
what I'd been told. "That's ridiculous! We sent everything in
together!" We decided we'd send it all in again, with a few extras.
I got a "letter of need" from Diana's doctor. The therapist sent in
the DSM-IV's definition and classification for autism and the
definition of autism from a respected medical dictionary, both of
which included "speech delay" as a symptom. In addition, I
drafted my own letter, pleading with them to grant the therapies
my daughter needed to function in the world.
A week later, we were told that Diana's services were granted,
with unlimited access to services, with the stipulation that she be
reevaluated in one year. Annual evaluations are recommended
anyway, to fine-tune therapies and track progress, so we certainly
didn't have an issue with that. Diana had already started
occupational therapy, since that service had not been denied, and
she began speech therapy in March 2001.
She's doing very well in school, and with her therapists. Since
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she started school, and started getting therapy, sometimes Diana
seems like a whole new kid. She's still autistic, and she still has
limits with what she can tolerate, but those limits are expanding
every day. Every January, we have a new IEP meeting. Every
spring, I have to fight with the insurance company, as they review
the policy and decide whether or not those services are needed
(since they're also supplied by the school, for a few hours a week,
in a classroom setting, with other kids). It's exhausting. It's
depressing. It has to be done.
I met with the school social worker before the Christmas
break this school year (2002-3). She had me answer more
questions so the school could identify strengths and weaknesses,
so they'd know where to focus. She apologized, saying that she
didn't write the questions. I told her bluntly that there was no
question she could ask that hadn't been asked already, and that
nothing she could do could upset me more than I already had
been. She looked stunned. I don't think a parent had ever told her
that this whole process was as devastating as it is.
I write a resource-oriented newsletter for the clinic where
Diana sees her speech and OT. I read whatever I can. I am as
involved with her education as much as I can be. There are days I
feel my entire existence is defined by the fact that I am the mother
of an autistic child. My mother-in-law tearfully told me in a phone
conversation in 2001, "You're so much stronger than I am." (She
was very upset over Diana's diagnosis.) I'm only as strong as I
have to be. I still cry when I'm alone, and realize some of the
things that will likely never be. Then I pick myself up; remind
myself of the immense progress she's made already, in just two
years. My own mother called me a hero. I'm not a hero! I'm not
even a runner-up! I have a daughter who needs me. And what she
needs she will have, come hell or high water.
When I was pregnant with my daughter, I had dreams of
playing dress-up, having tea parties, helping her grow into a strong
woman, and maybe I would one day become a grandmother. It
hurts to know that these daydreams have shifted to "I hope she
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can make it into inclusive classes. I hope she can live
independently. I hope someday she doesn't need me as much as
she does now."
We have good days and bad days, like any family. Good days
are amazing and gratifying. Bad days are hellish and discouraging.
But my husband was right: she is still the precious little baby we
brought home from the hospital.
Labeling is usually something I am opposed to, but with
autism it can be a tremendous help. Getting that diagnosis means
you usually have access to services within public schools. It means
you have a name for what is happening in your child's head. And
if you can name it, you can fight it. Not knowing what's wrong
gives you no place to start. It's a difficult word to hear, but if you
ignore the word, and focus on the love you have for your child and
what she needs, "autism" loses a little of its power to terrify.
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A RAY AT A TIME
by Carlota B. Manzano

T

he arrival of my little girl set me to dreaming of the
idyllic place called Camelot. My child would be the ray
of sunshine in that world we would create for her.
Our world would always have summer. "To a world young and
free we will fly. Come and hear, come and see." But alas, like the
world of Camelot, dark clouds were forming on the horizon.
Crinkle was a beautiful baby who was too good. We think she
spoke her first word early enough for us to believe she would
grow up to be like all kids, if not better. Guess what she uttered?
"Papa!" That is how she became Papa's girl.
The day I faced up to the diagnosis, clear and concrete mental
images of Camelot arose, a place where she and others like her
and families like ours could live and work, love and play-on
autism's terms.
I'd always been bullheaded so I thought I needn't pray for
strength; God built it in. I wished I had some extra millions,
planners with vision, land and infrastructure to make it happen.
Wasn't it also time we build the Philippine version of an ideal
treatment center, that is, the Camelot for autistic children and
their families? Of course it was wishing for the moon.
The first thing I did was to uproot her from the regular
nursery school where she wasn't doing badly at all. But early
intervention was what all the experts, books and seminars advised,
so she went to the best special education school that was
affordable. We followed the prescriptions and all the holistic
programs. We resolved not to be overwhelmed; we paced it so that
we could also relax and get a life. It didn't take long before the
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Camelot we dreamed for special kids was put aside. Before we
knew it, she was quite grown up.
Two summers ago, we went to a place with varied water
recreation. They had a wave pool too. Coming from a meeting
with colleagues, I joined our daughter at the pirates' ship. She
might have already tried making friends on her own when she
asked me to help her meet a girl in a pink swimsuit. Fine, I
thought. Crinkle and I had barely reached her when the
prospective acquaintance ran away. Up the ship's gangplank and
down the tunnel the pink girl plunged and skipped. I thought she
was just having fun and we tried to get near in order to befriend
her. When she saw our mom-and-daughter tandem trying to
approach her again, she made a hundred-meter dash for the giant
mountain slide.
Crinkle was crying. As we sat together in the wave pool, we
both wailed and let the splashing waters hide it. She kept on
saying, "I want her to be my friend." I rocked and soothed, telling
her that the girl doesn't like making friends. Crinkle kept sobbing,
"But Mama, I like her."
Back at our villa, I had to calm her with medication and she
quieted down. My own friend came with her two cute youngsters
tugging a stuffed dog toy for Crinkle. My heartbroken daughter
smiled through puffy lids and sluggishly hugged the toy. That is
how that dog became her comfort, best friend, imaginary
playmate, everything. Not many understand our gratitude and
allegiance to that dog!
She is now in a section in school with special classmates who
form a tightly knit bunch of buddies. They learn and have fun
together. The interaction of these kids is heartwarming to witness.
They see a movie, ride the metro rail train, visit museums and go
to the mall with their resourceful teacher. One day he brought
them to experience wall climbing, which happens to be his
passion. He has these unique kids count money, tell time, follow
recipes, sequence events, and answer test papers in multiplechoice format.
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The kids read and write and sing pop songs. They can follow
the words and timing on the videoke, never mind if some don't
have perfect pitch or if the words are not clearly audible. Even the
not-so-eloquent also sing full songs!
Our daughter's special friends have a life and are enjoying
being themselves. On another weekend, one of their classmates
invited them to his double party (his brother's birthday too).
These kids are not babies anymore and celebrating it in a piano
bar and grill turned out to be a swell idea. The invitation requested
the guests to come in costume.
When our daughter was younger, she dressed up for
Halloween as an ostrich, once as a dog complete with collar and
stage make-up. Last year she went as a fairy with wings. But she
hasn't given up dogs and cartoon characters; we thought she'd ask
to come as a bunny or kitten. We were wrong. At the age of ten,
she has begun to understand about growing up.
Initially, Crinkle wanted to be a princess or fairy, but was
reminded that wings and tiara would make joining party games
cumbersome. She dressed up as Sailorman. The costume party
was a huge success. But the best part of the story is that the
special kids bowled all of us over with their uninhibited zest.
It was just a ray of the Camelot I dreamed about many years
ago but it tempts me to dream again.
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WHAT I HAVE LEARNED SO FAR
FROM FOUR YEAR OLD DYLAN
by Kimberly Mulford
1. I've learned that no matter how afraid we were of the
final diagnosis that Dylan had autism, he was still the s a m e
littleboy when we left the doctor's office as the sweet little
guy we took in. Our world had changed but we walked out
with our same little boy, and our love hadn't changed.
2. After exposure to all the things written about autismgoodor bad-all the characteristics, traits and theories, you can
still look at that little angel face and think, "Yes, but he's also
mychild." There are times I look at him and see him doing
the same things that I've seen another child do on a video
tape about autism, and a part of me will think, with utter
acceptance, that it's something he's done for so long it's like
a part of him. It's just Dylan. I don't want him doing it, but
its something he does and he's not just "a boy with autism,"
he's my son.
3. Being saddened about his current limitations doesn't mean
I'm not grateful for what he can do. That it's okay to be sad,
and scared. It is scary! And being sad about him being
autistic doesn't mean we wouldn't want him anyhow, no
matter what. He makes life fun and funny, wonderful, and
challenging and we are lucky to have him.
4. The future is something to think about but not dwell
upon. Everything we do now is for his future; the here and
now is keeping us busy enough. When I get too scared about
the future, I remember that we just need to concentrate on
today and keep moving forward.
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5. The support and love we get from our families and friends
around us is worth more than gold. Its not something you
can buy in bulk at the discount store, you either are lucky
enough to get it or you don't. We were blessed with an
abundance of it.
6. It doesn't matter if your spouse doesn't deal with your
child's autism the same way you do. As long as you are both
dealing with it, and support each other, that's all that matters.
When I get neurotic, he calms me down and is optimistic.
When it's his turn to get really worried about things, I pull
out what I've found on the internet or in a book about what
we are doing and show him how well it can work for others.
I do the research and the paperwork, and he works
overtime to pay for therapy. (Sometimes that means double
shifts on his days off.) We both share making the phone calls.
He makes most of the trips by himself out to Wichita for
Dylan's therapy (almost 400 miles, round trip, for one sixhour day of therapy) on his days off and never complains
about it. His favorite catch phrase is "That's what daddies
do." (But I know there are some dads out there who don't.)
When I see them rough house or play together on the
floor, and I see Dylan's eyes just shinning, his entire face lit
up as he laughs at something Mark does, or when I see him
take his dad's finger and lead him somewhere, I am forever
grateful that they have that bond. I know Mark would (and
does) do anything to help Dylan to keep growing.
7. I've learned to find things to laugh at—every day.
8. I always have the attitude that the NEXT trip for a haircut
or to the post office or to the new store will be easier the
more we try it. Remember NOT to try these new outings on
days when I am in a rush or if the store does not have a
shopping cart available to help keep the child from
crumpling into a heap on the floor.
9. When I worry about him walking out of my embrace as I
tell him I love him, I remember that we can know we are
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loved without being told, that we can show love, without
being acknowledged for it. It shows in the little things. So he
doesn't speak right now, that's okay. His smile tells me he's
happy, that he knows he is loved.
10. My role as a mom changes. I'm the harried person who
sorts through the maze of paperwork, sets vitamin dosages,
and checks if a food be will be okay for his new diet. Then
there is therapy to go to, new things to try at home/at
school. I have to read this article or this book. I must return
this phone call.
I am always evaluating. I am told of a new therapy that
has worked for another child, so I ask, "Should we try it, do
you think? What will happen if it doesn't work?" I just want
Dylan to be able to speak/notice us more/notice the world
around him more/BE OKAY. Please God, we love him so
much, let him be okay.
We have more paperwork to fill out. When was the
appointment for this or that doctor he saw?? LORDY!!-----Come here, kiddo, mama needs a hug, and a bottle of pop!
Is our favorite TV show on yet??
11. I've learned to remember that my husband is sometimes
overwhelmed and is going through all this too. He's just as
worried about what we need to do next as I am. He gets sad
and worried and scared the same as I do. Sometimes when
we are both working so hard at all of this, and trying to
remember this or that that needs doing, we just don't have
time to take a breath for ourselves, let alone have time for
each other. We both know there are things to be done and we
just do it because it won't get done by itself.
We have managed to make this work really well somehow,
but it can put us both under a lot of stress individually and
as a couple. Then the other night Mark showed me his own
list like the one I'm making now of what all this means to
him as a dad. How, for him, it means that some of the things
he'd planned on doing with his son aren't possible to do yet,
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like going to ball games (the noise and crowds bother Dylan
now). At that point he became very choked up writing the
list. Then he listed all the good things that he gets: the
wonderful feeling watching Dylan slide down the slide
unassisted for the first time, and the first time Dylan walked
on the grass and it didn't freak him out. Mark comes home
from work and looks forward to going into Dylan's bedroom
to check on the boy and see him asleep. He is amused with
the way Dylan gets excited when he puts his favorite cartoon
video on. Mark enjoys playing "wild horsy ride" with him and
bucks him off his leg. He loves the way Dylan holds his hand
when they walk, how he wrestles around with him at night.
I know at times he misses not being able to do some of the
things he had planned on doing with his son, but he knows
it doesn't mean that they will never be able to do those
things, and he doesn't let that stop him from finding other
things for them to enjoy doing together. He has a wonderful
acceptance of Dylan and who he is, and I love to watch them
together.
12. I also have learned to try and remember the fun those
two have together on the occasions I've come home at lunch
after daddy and Dylan have had their morning romp
together and the place looks like two tornadoes have hit it!
13. I have learned to appreciate what all Dylan has to go
through in a day. I look at him so many times and think to
myself, it must be so frustrating for you, my little sunshine
child. I think about all that parents ask of little kids: all that
children are expected to learn. Then I compare those
expectations to those we have for children with
developmental delays, which makes all this 100 times harder
to learn. In addition, we pile so much more onto the
challenged children because time is crucial trying to get them
caught up with their normal peers. If they are taken out of
their familiar surroundings or just experience a change in
their routine, they can have a melt down. A noise in the
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classroom may bother them to the point that they don't work
as we l. Some noises actually hurt them, and so many
children with autism have sensory issues. Its amazing what
they can accomplish that we take for granted. We treasure
EVERY step forward Dylan takes, all his achievements are
cause for celebration around here. And we tell him and try
and show him how proud we are of him all the time.
14. I try to remember to share his accomplishments with our
family and friends and his therapists. They are all a part of
his life, and a part of his progress. We appreciate all they do
for us, and when he does something the phones start to ring.
One week he began feeding himself for the first time with a
spoon. This was HUGE, HUGE, HUGE news!!!
The day before when I went to go get him from the
preschool, I asked his teacher where he was, since I didn't see
him right away, and she said, "He's over there playing with
the kids." Let me repeat what she said, "… over there,
playing with the kids." And I stood there, and watched in
amazement at him right there in the middle of the floor at
one of the play centers, moving a giant block like a car on the
floor, NOT stimming, NOT pacing, NOT simply running
his hands along the furnace grates. It was absolutely the most
beautiful sight I have every seen. The teacher and assistants
were all smiling. She said, "Isn't it great?" I said, "Oh my
God, look at him!! Let me just watch him for awhile." And I
watched as he moved along to the next station, paying
attention to the toys, the kids around him. He wasn't handing
a toy to them yet or taking a toy from them or sticking with
one child, but in all other ways he was interacting right there
with them.
He had spent the first few weeks in preschool not really
paying close attention to the other kids or toys. I looked at
him and thought he looks like all the rest of the kids! If you
had sent a stranger in to pick out the kiddo with autism, right
now they couldn't have done it. What I saw was a content
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little boy and it filled my heart with such joy. To an average
onlooker it may have seemed like he'd just gotten used to
being with the other kids now. But it was so much more than
that. He had to fight against the very nature of his disorder.
His autism can stand like a wall or a fog around him, keeping
him isolated from the rest of the world. This isn't a child
being shy, shutting us out on purpose, suddenly able to tune
us back in at will. Autism is something real and frightening
like a beast with teeth and claws. And there he was, in the
middle of the kids playing happily, making a quiet stand
against the beast.
He saw me then and started to turn away. He stopped and
took a double take, grinned, and ran into my arms. What can
compare with that feeling? Would seeing him score a touch
down or win a spelling bee compare? I don't think so. I'd
love to see that, but he has worked harder for this moment.
15. I've learned the lyrics to many popular nursery songs. I've
learned also which video has which previews on it, and how
long to fast forward through the "scary" ones. I now know it
takes the same amount of time to rewind a certain video as
it does for me heat up a container of spaghetti and set out
his lunch.
16. I've come to accept that a three year old can feel perfectly
comfortable-occasionally prefer-sleeping with a two liter
bottle of pop, a bubble bath bottle, two video cases, three
books, a hairbrush, and a koosh ball, all beside him with a
shoe on his pillow.
17. My cooking spray apparently belongs in the toy box now.
18. The mustard and soap (along with the soap dish) belong
under his bed. It's amazing where we find things.
19. I've learned that my choices in toys I provide change. I
realize that he gains comfort in stimming and hitting his chin
with an object rhythmically. I don't want to let him indulge in
it too much but I know I shouldn't take it all away from him.
But I can find alternatives. I'm going to buy extra brushes
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and bubble bath bottles for him because he's a little
scavenger, and he loves to carry these objects around. I don't
debate with myself anymore when I buy these things. A
ketchup bottle with a picture of his favorite cartoon
character on it may not be the appropriate toy for most three
year olds but to my son it's a real treasure. You just empty out
the ketchup, wash out the bottle, and enjoy the look of
absolute happiness on his face when you hand it to him.
That's why our house has extra shampoo bottles laying
around, a four-foot slide in the living room and a storage
container filled with 20 lbs. of rice and sequins in the living
room that he can actually sit in and play in like a sandbox. It
may look different but that's okay. This is normal in our
house.
20. I now look at toys, objects, walls, material, everything
differently. I never noticed before the textures on objects the
way I do now. I look at a wall and think, Dylan would like to
run his hands across this, I bet. Or I see a toy and think, but
what does it feel like? We have bought more odd non-toy
items just for the texture for him than I ever thought we
would. The toys include pet (dog) toys, kitchen utensils, and
hardware items. I've kept a very rough textured plastic mud
carpet in the cart to occupy him in the store. Recently, my
mom found the ugliest, bright pink, odd-looking, mohairfuzzy, backrest-kind-of-chair to keep in the cart for him to
feel while we were shopping. While I was commenting on
how ugly it was, she was right on the money thinking that he
would love the feel of it. Our close friends and family do
that kind of thing now too, notice texture. We just shop odd
now. We go all over to find the right kind of canned spaghetti
or the exact kind of suckers!
21. I've learned to watch Dylan's body language, to pay
closer attention to him because he cannot tell us what he
needs right now. I know that he needs to learn to
communicate. I know that he needs to learn to be
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independent as well. But I think I speak for most moms of
children with communication problems when I say, "The
normal rules don't always apply here, get over it." I think I'd
do him a tremendous disservice if I wasn't as vigilant as I am
right now. I have to put myself in his shoes a lot and try to
read his body language as much as possible.
22. I feel so relieved that he can now tell me what items he
wants from around the house with his PECS cards. I love it,
even when it's 5:00 a.m. and he's climbing in bed with a
sucker card asking for a sucker!
I thought he did something so funny the other morning. I
was cooking biscuits and gravy for breakfast, and I over
cooked the biscuits. They smelled, and Dylan is standing on
tip toes inspecting my handiwork, making "phft" raspberrywith-his-lips-noises: his "NO" sound, his disapproval sound.
He looks at my gravy, and critiques it the same way, "phft!"
He comes up behind me with a PECS card in hand, and I
turn around and take it. I expected he had a sucker or a dry
cereal card. Instead, he handed me a card for a fast food
restaurant where we usually get his biscuits and gravy! He
was clearly saying, "Mom, I don't want your pathetic attempt
at breakfast, I want their breakfast!" I loved seeing that, and
got a good laugh out of it.
23. I've learned you definitely have to be flexible, that you
have to learn to try and see things the way he does, and learn
to adapt stuff. He learned to run the VCR over Christmas
break, but would freak out when it was time to go to bed and
turn it off. So I started a systematic routine of warning,
which let him know that it was almost time for bed. After
just a few days of repeating the routine, things went
smoothly.
Some time ago, we got a new TV/VCR that was different.
Dylan had a "melt down" trying to work the remote control.
When he fell asleep, his aunt Terry and I adapted the control
buttons by painting them with the only thing available at the
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time, fingernail polish, and covering the record button with
black electrical tape. When that VCR wore out and we had to
replace it with a new one, we got one where the remote was
exactly the same as the old one. Before we even had a chance
to adapt the control buttons on the new control, he showed
us he didn't need us to paint and tape it up because he used
it just fine the way it was.
I love to observe what he likes to watch on the VCR, too. He
still likes his cartoons, but he loves to look through our
movies and has the strangest (to me, for a little boy anyway)
choices. He prefers the pop commercial with the truck
drivers as models. He thinks this is hysterical. He likes the
preview for "As Good As It Gets" where Jack Nicholson
gives the speech to the neighbor ending with "… sell crazy
some place else, we're all stocked up here." He repeatedly
watches the previews for "Tombstone", "The Glimmer
Man" and "The Joy Luck Club". He likes the preview where
Barbara Striesand looks at herself in the mirror and says to
herself, "Hello gorgeous." He likes the opening song and
credits of "The Osbornes". Why he likes these things I don't
know, but I think it's great because it shows a different aspect
of his personality that I wouldn't be able to see if I was the
one putting movies on for him instead of him doing it
independently. The only draw back is now the floors of our
bedroom and his bedroom look like the place where tapes go
to die.
24. The other day when the teacher was doing a program of
numbers with him, she would say, "Dylan , give me the 1
card" and he gave her the correct card for the first three or
four times. Then, he gave her the 5 card and laughed! She
tried again, and he did the same thing and laughed again.
Then she tried again and he did it right, handing her the
number 1, and laid his head down on the desk and looked at
her and smiled, enjoying his own joke. What a wonderful
thing that was, he teased the teacher! He did it on purpose
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and had fun doing it! No prompting, nothing. He just wanted
to make a joke. The teacher asked, "Are you teasing me??"
and laughed with him. But what a wonderful thing!
25. People will often, well intentioned, tell us to "not get our
hopes up" We need to let them know that we NEED hope.
We all need hope. It's a good thing. We are in this for the long
haul, and if we had no hope … I can't imagine where we
would be.
26. It may take a village to raise a child, but it also takes the
combined income of the village to raise a child with a
disability. It also takes mountains of paperwork to get
financial assistance. Be sure to write your son's social security
number on the form in the correct boxes no fewer than two
dozen times. Attach to the form a lock of hair from your
dog, a DNA sample from your third cousin once removed
and the blessing from your church!
27. There are people in our life who repeat over and over
with exasperation in their voice, "There has GOT to be more
funding out there!" These are usually the persons (well
intentioned as they are) who think I am doing nothing but
should. I often think they need to try to take over the
responsibility of finding the funding for awhile. Never mind
the 20 places I've called, there is obviously financing out
there that I've missed! I fantasize that I should give them a
list of the places I've called and a pen and paper and the
phone book and thank them for volunteering to help me. I'll
tell them I'm swamped and truly appreciate the help. I would
try not to laugh until I'm out of ear shot.
28. I remember to include a blessing for our computer in my
prayers occasionally. Dear God, thank you for the internet
and for all the autism information I have found.
29. I've learned a new language, "autismish," with words like
ABA, gluten free/casein free, DMG, secretin,
nystatin/dyflucan, self-stim, IEP, PDD, sensory disorders,
and tactically defensive. All these terms are common in our
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vocabulary now.
30. Have you ever noticed that squirrels can seem autistic? I
was watching Dylan trampling back and forth perfectly
contented with following a repetitive pattern through a pile
of leaves. Nearby, a squirrel was following a similar repetitive
pattern as it gathered acorns. However, the squirrel's pace
was much more frantic. After I start reading too much and
thinking too much on the subject of autism, I start to notice
that squirrels have autistic tendencies. I could easily become
obsessed with overdosing on information.
31. There is gradual growth. Dylan was not feeding himself
two months ago, but he is now. At the beginning of last
summer he was not going up and down a slide by himself,
barely walked on the grass, and could not tolerate touching
rice or sand to play in it. By the end of the summer, he did
all those things. He may not talk regularly now but he HAS
said "mommy," "daddy" and "iglet" for Piglet. Just because
he isn't doing something now doesn't mean he never will.
32. I've learned we are going to have to really tick him off to
get him to say something. Almost every time a word has
slipped out, it's been when he is royally ticked-usually at me!
Last week the teacher was practicing him saying "mm" and
"mom." I was late coming to get him for lunch. He looked
out the window and saw me and screeched "MOM!!!" I had
rushed in feeling bad for being late, but at the same time it
was so amazingly cool to hear that he said that. I'm just sorry
that he has to get so distressed to speak.
33. I've learned to let people know I appreciate all they do for
us and for Dylan. There are many kind people including
therapists, his teachers and assistants, our family, our friends,
the person at the doctor's office who held the door open for
us. I thank the grocery store girl who walked out with us to
help us. It makes you want to try and be kinder to others.
I want to buy Dylan's speech therapist her dinner for taking
the extra time and care to be on the lookout for new things
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to try. I want to bake his O.T. therapist a cake when she tells
me that Dylan is a joy to work with because he works so
hard. The special education director gives approval for 30
hours of service over the summer and I want to send her
roses. I walked into the school classroom this week and saw
most of his class over in his therapy area with their hands up
in the air trying to get him to imitate them, actually helping
with his programs, and I wanted to take the whole class out
for pizza. Our friends listen, offer help in any way they can,
and support us emotionally. It means the world to me that I
can call them and pour my heart out when I need to relate
something funny he did and they will listen and be interested.
Our out-of-town friends give us places to stay when we go
to therapy and need to stay the night. I've found other moms
of kids with autism to be a wonderful source of information
and support. Our family helps us emotionally and financially.
Dylan has a grandmother and great-grandmother living on
either side of us who do anything and everything they can
for him. They just love him and want to help in anyway that
they can. Our family and friends have been there for us and
done more than I could even begin to mention. We could
never repay the people closest to us for all they do.
34. Even though I don't want our son to have autism, we get
some gifts from it anyway. We are closer as a family, and we
get to watch these wonderful little improvements he makes
every day. We get to see what seems like little miracles. How
many people can say that?
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SOMETHING ELSE I HAVE LEARNED
(BUT ALWAYS KNEW)
by Kim Mulford

W

e are normal. Sort of. I mean, anyone who knows
us knows that we aren't EXACTLY normal. Who
really is? I want to be the perfect mom, I'm far
from it. I yell, I get agitated, I try to be patient but its hard when
you are trying to go to the bathroom and your four year old has
come right in and has a melt down because he wants your help
with something. I've called my sister-in-law, Terry (or my mom or
grandma or one of my friends) and said, "Okay, don't laugh at me
but Dylan is really having a melt down and I can't take it anymore.
Can you come over and help, or just sit with us??" I cry and bury
my head under the covers of the newly and neatly made bed and
scream for a bit. Then I go out in the kitchen and find some
chocolate for comfort food.
I want to put Dylan fully on the GFCF diet. As a result, I have
to constantly beat myself up mentally to stick to the diet. I know
in my heart that right now I must be firm because he has food
intolerances, but I can't bear to keep his regular food from him. I
can't stand him being unable to understand why we are changing
things for him. (He seems to say, "Am I being punished?? Where
are my things I usually eat?) We are replacing those food items he's
worked so hard to ask us for by choosing the right card to show
us. I hate the thought of him being miserable and not being able
to understand. It is too much right now. And even though I know
it's okay for me to feel that way because there is so much stress
making sure we do everything else right, I still feel like the world's
worst mom for denying him his regular food.
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I've always known I'd never be able to do EVERYTHING
that sounds good to do with him. But I've also known that what
we do will be more than we ever thought possible. It doesn't end
when he gets home from school. There is not a lot of time to take
breaks, and we simply have to live a faster paced version of
normality. Our entire life style has changed. We keep going and
screwing up, and then go forward again, and accept that this will
be the norm around here. You learn that the new order of things
is really okay because once you get over the shock and really
accept the diagnosis of autism, you just dive right in and don't
think twice.
We have crappy days. Our son has lots of them. Look at all
we ask of him. He may be our sweet angel but he didn't come to
us with a halo. He gets mad, he kicks in frustration and if I or
another child is in the way, we get the brunt of it. I worry about
him kicking other kids at school. I hope his teachers don't think
that it doesn't worry me. Not because I think he does it for spite,
but because I don't want another child to be hurt and I don't want
to have this behavior that sprouts up affect how the other kids
respond to him. The little boy who was in front of him when he
got mad couldn't know that Dylan wasn't trying to hurt him. Even
when it's explained to him, it's hard for little kids to accept that.
It's hard for his dad and me when he's frustrated at night and
kicks us, too. He did it last night, got me right in the temple, and
then put his feet up in the air pushing against my arm—his signal
that he wants pressure. I gave him pressure on his body and let
him push his feet against my hands and a pillow. After a few
minutes, he pulled my arm around his body tightly and curled up
against me, ready to snuggle, and went right to sleep. It doesn't
mean we ignore it when he does things that aren't appropriate; we
just have to deal with it differently.
There are times when he will do something on purpose, like
the time he got mad at Kim, his teaching assistant. Whatever they
were working with, he put it back down on the table angrily and
turned away from her and ignored her the way we were taught to
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react when we were working with him and he would act up. Dylan
was copying us. Kim said it was all she could do not to laugh at
him, because he was doing it on purpose and being so stubborn
about it!
Dylan can be like a bull in a china store, he gets irritable and
loud. Then I have to remember, he's four. He's only four, and he's
going to do these things. We are over tired, never-get-to-spendtime-with-each-other parents and we are going to act negative
towards each other sometimes. But with Dylan's autism, our
disagreements are just magnified about 100 times. I read a quote
in a book saying life with an autistic child is "life magnified," and
it's true. But, we'll survive. This I learned but I knew it all along.
Trying to work out life's little quirks, taking a tiny break now
and then, crying and getting mad and being frustrated, all that is
still to be expected. It doesn't mean we stop our crazy pace or that
we have given up or given in. Everything will still turn out okay in
the end.
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NER, PLEASE
by D.M. Kivel

B

rian is now 23, and is low functioning. This is primarily because
he is functionally non verbal. He has always had speech,
echolalia, but often not useful for communication. We went to a
large discount store, and he insisted that he needed "Yellow." We went
around the store several times until he found "Yellow." It was yellow
wrapping paper.
When he was twelve, he started asking for "Ner."
"Ner, please."
"What's ner?" No use.
"Ner, please."
"Show me ner." No use. This went on for a year.
Sometimes Brian would have the conversation without me,
"Ner, please." "What's ner?" "Ner, please."
Eventually, I gave in.
"Ner, please."
"Yes, ner." No use.
One day, I was getting ready to take a shower. (I know, selfish
of me, but necessary. But before you call Child Protective
Services on me, he has survived to at least 23.) As I was preparing
to enter the bathroom, Brian said, "Ner, please." I said, "Yes, ner."
As if that ever did any good.
After the shower, I noticed that the kitchen sink was almost
full with all sorts of canned stuff, without any of it being in a can.
Of course, I handled it with grace and aplomb, saying gently, "My
child, can you explain the contents of the sink?" A casual glance
told me he had removed the tops and the bottoms off every can
I had in the cupboard.
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Okay, okay. I went nuts. "Brian Thomas, what in the hell were
you thinking. Whatever possessed you to empty all of my cans
and put them in the sink?"
Brian grinned, his eyes sparkled, and he said, "Can op NER."
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LEAVE HAMMERS ALONE
by D. M. Kivel

W

hen Brian was ten, my sister Theresa's kids
celebrated their first Communion in the church. It
was a big deal, and there was a party held
afterwards. We didn't go to the church because they had never
dealt with Brian and his autism.
It was also a major family event because Terri and her
husband, Gary, had just moved into a new house. We had never
been there before.
Brian had never played with toys, exactly. As a parent, you
have to make weird decisions about what you will accept and what
you will not. His current game was to pick up a hammer, and drop
it on its head on the linoleum, allow the handle to flop over on the
floor, and vibrate. After a while, it would drive me nuts, and I
would say, "Leave the hammer alone." It didn't help. But, it was
actually not his most aggravating activity, so I was willing to
tolerate it on occasion. Saying, "Leave the hammer alone" was not
a particularly important part of the game from my point of view.
After a while, it may have become the name of the game, because
Brian would say, "Leave hammer alone" as he was getting the
hammer out!
So we arrived at Terri and Gary's house for the ceremony. It
was a beautiful house. It had an attached garage. Gary planned to
cook for the crowd of us on a gas grill on the patio that had the
gas piped in from the natural gas line. Brian immediately found
the hammer. Within 15 minutes, he was driving Gary nuts by
dropping the hammer on the floor of the patio over and over.
"If you take Brian into the house for five minutes, I will
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'disappear' the hammer someplace where he will never find it,"
Gary said.
As I took Brian by the hand, leading him into the house, I
shot back, "Wanna bet?"
To which Gary responded, "Guaranteed."
We were in the house slightly more than five minutes. Brian
wanted no part of being there in the house. Eventually, he got
away from me and crawled under the table set up on the patio. I
not only had to go around the deck to get to him, I also had to
weave my way through the throng of adults who were involved in
appropriate party small talk. When I got up on the patio, Brian
was sitting in his previous location, dropping the hammer. Gary's
mouth was wide open.
"I didn't think it would work."
"You don't understand," Gary insisted. "Do you see the
shelves on the wall in the garage?"
I did. There were four shelves running the length of one wall.
"Notice the small hole in the wall under the bottom shelf ?" I had
to look, but, yes, I could see it.
"Put your hand through the hole."
"Is there anything back there?"
"Just do it," he insisted.
I reached my hand through the hole. The shelf extended
through the wall. Gary had put the hammer on the shelf, and
shoved it through the hole in the wall. Brian had retrieved the
hammer in less than thirty seconds!

52

IT WAS A MIRACULOUS CEREMONY
by Nancy Blackmon

N

ancy Blackmon is a columnist for The Andalusia
Star-News. She has kindly submitted this article
about a benchmark achievement by her daughter.
The heavy curtains opened slowly to reveal a huge American
flag in the center of the stage.
There were probably 300 people in the audience watching as
Girl Scout Troop 118 conducted the flag ceremony opening the
school's PTO meeting.
Backstage I held my breath as the ceremony began. The girls
representing the four freedoms stepped up one at time and said
the lines they had practiced so carefully. Then they moved to their
places, each shining a flashlight, decorated to look like a torch, on
a corner of the flag.
All day I tried not to think about this ceremony. Driving to
the school before the meeting, I swallowed a knot in my throat
and struggled to calm the butterflies in my stomach.
"It's just a flag ceremony," I said over and over in my head. "It
won't last but a few minutes; it will be fine."
Now standing out of sight behind the curtain, I pledged
alliance to the flag and sang "God Bless America" with the rest of
the crowd.
"Girl Scouts, retire the flag," said the scout directing the
ceremony.
Slowly and carefully, the flag was folded into a perfect triangle.
"Girl Scouts, dismissed."
The scouts, wearing their matching shirts and white gloves,
turned and walked off the stage. In the middle of the line was a
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red-haired child.
During the ceremony, she stood as close to perfectly still as
I've ever seen her. She needed a little prompting to follow the
others, but she did it.
Now she walked off the stage with a smile on her face.
Behind the curtain, she grabbed me around the waist and
squeezed hard. I squeezed back, struggling with tears instead of
butterflies.
"You did great," I said to my child. "You did so good."
She squeezed me again.
As we waited at the stage door to join the audience for the
rest of the program, I knew most of the people had no idea what
had just taken place.
It was a moving flag ceremony conducted with great dignity
by Troop 118, but for my child it was much more.
My daughter has autism, and for her something as simple as
standing still and quiet for even a short time is a huge challenge.
Taking part in a group activity that requires social interaction is
difficult, to say the least.
To help her understand a world that at times is alien to her,
she is participating in Girl Scouts. Three wonderful leaders and a
group of terrific girls opened their hearts and their troop to my
child.
I know they don't understand autism, and they aren't always
sure how to interact with my daughter, but they are making an
effort to understand. They are accepting her and giving her an
opportunity to be a part of something special.
Tuesday afternoon before the flag ceremony, I watched my
child walk up and down the driveway. Every so often she stopped,
put her feet together and stood at attention, her hands at her side.
"I think she is practicing for the flag ceremony," I told my
husband over the phone.
Tuesday night I saw the big smile on that child's face as she
walked off that stage. She knew she did it. She overcame the
challenges and stood almost still and quiet for what must have
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seemed like an eternity to her.
The audience Tuesday night saw a group of Girl Scouts
conducting a flag ceremony. Standing in the shadows on the edge
of the stage, I saw a miracle.
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A TOPLESS BIRTHDAY PARTY!
by Karen L. Simmons

P

arenting any child is a challenge even when they don't
have special needs. Kids don't come packaged with an
operations manual. After I got through the denial
phase when my fourth child, Jonathan, was diagnosed with
autism, I was deeply concerned about his life. Having come from
a positive minded, spiritually based background, I delved into my
"eternal optimist" mode to do whatever it would take to provide
the best possible outcome for my son.
One such step was to write a book called Little Rainman to
help Jonny understand his own autism at an early age so he would
never fear it. Just last month, my Little Rainman turned twelve, an
expectation that I couldn't have fathomed as I first began down
the autism road. Who'd have ever believed he'd be doing so well
after the years of early intervention and the resiliency skills he
built in a family with six kids. He has even had to deal with the
many different cultural factors, having an Italian Canadian father
and liberated mother from the United States.
Jonny's twelfth birthday party was different from all the other
ones he'd ever had. In the past, he didn't seem to care about
birthdays. This time he actually cared about having it and having
friends join him! It took nearly two weeks to organize the outing
and not because it was overly complicated; the plan was to take
him and his friends to a water park located in a mall, then out to
dinner. The delay was because I didn't know who Jonny
considered to be his "real" friends. He had just entered middle
school, which was the first time he'd been in a school without one
of his siblings. I always used to find out what was really going on
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from them.
To help facilitate the party, his aide was intuitive enough to
make a little booklet listing the names of the students in his class
with their pictures right next to their faces. This way he could
make the invitations for the party. When Jonny examined the
pictures of his classmates, he asked, "Where's Will?" Will is a
friend he'd made when he was in kindergarten that he considered
to be his best buddy. When they were both in grade two, Will
made other friends and drifted away to hang out with other peers.
Jonny never established a replacement for Will. No one could
come close to what they had, according to Jonny. It would really
hurt his feelings when little Will would come and play with
Stephen, Jonny's brother, right in front of him. Jonny would
become upset and say, "Will is MY friend!"
About ten invitations went out to the children he selected
from the booklet and we even managed to track down Will in
another class to invite him. I thought I might as well try to get him
to come and even invited his older brother JR to accompany my
other son Matt because the two of them are very good friends. My
other thought was that Matt and JR could also help me supervise
the boys.
Well, we patiently waited the week to get the reply to the
invitations. The first "no" came in and then the second. The
reason I was given was because there was a conflicting hockey
game being held at the same time. Then we received the third and
fourth and fifth refusal! Oh my God! I was really getting worried
that no one would show. Though Jonny may not seem to be
sensitive to others, I know in his heart that he is very sensitive. If
we were unable to have the party because no one showed up, he
would have been deeply hurt.
We went back to the book and picked another couple of
faces. Finally I got a "yes" response from the next door neighbor
we had asked initially. Whew, was I relieved! You know, as a
parent, this is all so personal. We feel each pain our children do as
if it were our own. Right afterwards, another boy, Scott,
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confirmed. We waited until the night before the party and the
good news came in that Will would come along with big brother
JR. This was the best news ever for Jonathan.
Off we went, all six boys to the mall in my white van with the
rock music cranked to the max. Boys like that, you know. The first
thing that happened after getting changed into bathing suits was
that we lost Scott. How could this happen? The mall has a huge
water park with a multitude of slides and a big wave pool. I
couldn't understand how we could lose a twelve-year-old boy in
just five short minutes. I told the boys to go ahead and jump in
the water while I continued the search for Scott. As Jonny ran up
the steps to the slide, I recalled how close to impossible it used to
be to get Jonny to even go down the slide and now he was running
up the steps: a huge milestone.
I spent easily over an hour looking for the so called
"neurotypical" kid, Scott, including having the Mall security guard
alert all the other security guards to try to find him. This was just
in case he decided to go to the arcade. At the same time, I
coincidentally bumped into Jonny's psychiatrist who happened to
be swimming with her own children. Sometimes outsiders can see
things much clearer than insiders. "Maybe this other kid has some
challenges too that maybe haven't been detected yet." Her words
of wisdom affirmed how well Jonny really is doing.
Scott was finally found standing in the outside part of the
locker room, scared and in a daze. From that point on, I paired
the boys up like they do in the buddy system in scuba diving so
that each partner is responsible for the other. It was impossible
for me to keep them in check; I would have to go into the men's
washroom. Not likely! This seemed to work for a while but when
it was time to leave, the five boys asked where Scott was. Once
again, as I began frantically combing the park, the pool, the slides
and everywhere else, I ran into Jonny's psychiatrist. She gave me
another ah-ha, "maybe you paired him up with the wrong kid!"
Duh, of course! It's funny how it's so easy to see other people's
challenges and not your own. We finally found him lying in the
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waves next to the beach right under our very noses!
At last we were all having a great time, especially after we
found Scott and put him on an emotional leash. The best was yet
to come. With Scott under control we could now focus on the
birthday boy.
Though Jonny is very verbal and always has been,
communication is still an issue. I find I usually need to bridge the
conversation between Jonny and anyone he encounters from
siblings, dad, and especially his peers because they aren't used to
his way of thinking. I will sometimes even use my favorite line
that Stephen so appropriately coined, "Earth to Jonny". If
necessary, I will even blatantly say to Jonny in front of his peers,
"Will asked you if you want to play the video game. Jonny, you
need to answer Will and let him know if you want to play the
video. Jonny! Jonny!" He will answer with something like, "Oh,
oh, oh, huh, um uh, okay, sure. By this time I may have lost the
peer's attention so I will say for Jonny, "Will, Jonny said he would
like to play the video game with you." Then they play.
We went through this process while deciding where the boys
wanted to have dinner. Everyone wanted to go to a restaurant
named "The Topless" but Jonny kept opting for a pizza restaurant
in spite of the boy's insistence that The Topless would be the best
place to go. My sixteen-year-old, Matt assured me that The
Topless was a family restaurant and I bought it! To avoid a scene,
I finally turned to Jonny and figured out he must be concerned
that he didn't know what was on the menu at The Topless. He did
know the pizza place had pizza. I showed him a menu in a
brochure from The Topless and pointed out the fish sandwiches.
He replied, "Great, that sounds good. Let's go there."
After entering the so-called "family restaurant," I realized that
it was filled with waitresses who were young women with a good
deal of their anatomy falling out of their tops and wearing very,
very short-shorts. Maybe it wasn't the best choice but how could
I act like a snooty mom at that point and make everyone walk out?
Though I felt a bit manipulated, The Topless was where they
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wanted to eat. There was no backing down now. Besides, though
I'm not for the "sexist" scene, I guess it really is socially acceptable
for teen boys to be interested in these places. Well, all the boys
stuffed themselves and had a great time. The ladies sang "Happy
Birthday" to Jonny and posed for a picture with him. Our waitress
even wrote on a poster for him, which was great for his selfesteem because it said, "Here, you're a star!" He now proudly
displays the poster on his bedroom wall.
I would imagine that a number of the kids that chose to go to
hockey instead of our birthday party wished they had joined us,
especially as we ate at The Topless. It was a fantastic time. Matt
and JR are trying to negotiate another trip back to that place,
jokingly saying, "The picture didn't turn out, mom." Maybe
someday we will go back, even for your birthday, Matt. Sometimes
just being ourselves and forgetting about appearances brings the
best, most positive reward of all. As the saying goes, boys will be
boys regardless of abilities.
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HOW THEY MAKE US GROW…
by Connie Marks

T

he following story about my son, Kyle, who has autism, was
written when he was eight. He is fourteen years old now. He is
attending our local high school and is in a full inclusion program.
He has great functional skills and his functional language allows him to meet
his needs and he wants for nothing. He reads and writes. Going to the grocery
store is his favorite thing to do. Rather, I should say buying avocados at the
store so he can make fresh salsa is his favorite thing to do. I taught him to
play a video game to keep his hands busy and I still tell him that his "noises"
are annoying.
I'm often asked to speak to parents, who have a child recently diagnosed
with autism, about what it is like to have a child with autism. I don't know
that it is any different than being a parent of a child who doesn't have autism.
I never saw any of my children differently. I gave each of them what they
needed to be functioning, productive and compassionate members of society. It
ALL came from my heart. I now have no doubts that it was a job well done.
The evidence of this was made clear to me just the other day by the words of
my sixteen year old daughter, Catherine. This semester she will be a teaching
assistant working within the inclusion program that her brother is attending.
When I told her she will be of great value to the staff because she has a
complete understanding of autism and all of its interventions because of her
brother, she looked at me in amazement. "Gosh mom", she said, "I don't
know autism at all, I only know my brother!"
I wanted his birthday to be August 18, 1988. I thought it
would be an excellent date to remember. As it turned out, August
19, 1988 is a day I'll never forget. Kyle Patrick, all eleven pounds,
two ounces of him, was laid across my chest. He was the only one
of my three children to have been placed there after their births.
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I thought for awhile, lying there, that this child was somehow
different. Maybe it's his dark, full head of hair. My first and
second babies were peach-fuzz blond. Maybe it was because his
skin tone was a little darker. My first and second babies were very
fair skinned. Maybe it was just because he was a boy. My first and
second babies were girls. I only thought I was prepared for what
was to come.
This baby cried constantly and never slept. If he slept four
hours in a day, we were lucky. He never cuddled and never made
eye contact as he grew older. Kyle and I went from doctor to
specialist, underwent a DNA test, Fragile "X" evaluation, formula
changes, MRIs and CAT scans. I experienced a lot of worry,
anxiousness, and determination and had no way to make it change
things. I felt unsure of myself. I felt I should be able to fix it. I
loved him. Why couldn't I fix it? But Kyle did have his moments!
His smile was absolutely infectious, his eyes twinkled green. His
sisters' eyes are blue.
Kyle was diagnosed as autistic. What followed were infant
programs, early intervention programs and hours upon hours of
behavior modification practiced at home. Kyle did have his
moments! He threw food and threw tantrums. Severe
hyperactivity caused him to race everywhere. There were broken
screen doors, chewed books, no words to tell us what he was
feeling. There were constant self-stims. He suffered from constant
random energy and no sleep.
Kyle is six years old now and takes the bus back and forth to
public school. He knows his alphabet and numbers (bless you,
Lynn Zanders). He sight reads some words, uses a computer as
part of a lesson plan and interacts with the children on the
playground. He takes his turn on the play equipment (bless you,
Steve Mitchell). With the help of drug therapy (thank you, Dr.
Johnson), he has been able to sit long enough to accomplish a
given task. He self-initiates all his toileting. He kisses and hugs.
And he sleeps ... eight beautiful hours a night, every night (thank
you, Lord). He does have his moments! On the other hand, the
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noises he makes, the tantrums he throws at times, and the selfstims are all battles we still fight. We still struggled with the
delayed language skills and the fixations to objects.
The other afternoon, Kyle, his seven-year-old sister, Katie,
and I were on our patio. When Kyle moved his chair up to get
closer to the table, the leg of the chair planted itself on top of
Katie's foot. She cried out. As I lifted the chair off her foot and
she was crying, Kyle got up and put his arms around her, patted
her back, and said, "It's alright, it's OK." He then kissed her. As I
fought back the tears, I thought, "Boy does Kyle have his
moments!"
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SHELBY
by Carrie Armstead

M

y son, Shelby is now six years old. I am constantly
amazed and mystified by him on a daily basis. He
brings so much life into our home that sometimes
we have trouble keeping up.
When Shelby was born, we did not have reason to suspect any
troubles outside of a long birth and the little matter of the
umbilical cord being wrapped around his neck. He appeared to
have a blue/purple pallor to his skin for some time, specifically on
his feet. Our physician told us it was nothing to worry about it so
we moved forward and really did not dwell on it.
It was about five days after birth that I realized I was having
difficulty in interacting with my son. He seemed impossible to
soothe. He would cry for extended amounts of time and it really
did not seem to matter what I did, nothing would calm him.
After two months of age, Shelby started experiencing chronic
ear infections. This went on for months. Finally we insisted that
our physician refer us to a specialist for consultation. Eleven
months after the problem began, he received tubes in his ears and
had his adenoids removed. We hoped that this would give him
some relief from pain and allow him to hear and experience life
normally. We went through the natural process of any child
inflicted with ear infections over the next year or two. He still
experienced infections but the tubes allowed for drainage.
Therefore, the pain was reduced and there was a lessening of
hearing loss. Much to our amazement and gratitude, his speech
developed normally.
For every worry that I discussed with all of the professionals
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involved in our journey, I was assured that he was fine and not to
worry so much about him. I always knew deep down though that
we were dealing with a special child with a multitude of talents but
with delays as well.
We were enlightened as to the extent of Shelby's delays when
he entered school and the teachers expressed concerns to us at
about midway through his kindergarten year. They informed us
his development in fine and gross motor activities were delayed.
She told us that he needed more practice in printing. He was
socially delayed as well; his behavior was becoming a huge issue
within the classroom. We decided to work with him every night at
home to help overcome his difficulties.
We were approached at this time to seek medical council but
decided against it partly due, I guess, because we were in denial.
We had a lack of confidence in our medical system as well.
In the latter part of his kindergarten year, we were asked to
consent to hold him back for another year. After much difficult
and heartbreaking thinking, we informed the school that we
wished for him to be advanced forward to Grade 1 and we would
watch his progress from there. I would say that through the whole
process, this would be one of our best decisions.
When Shelby entered Grade 1, his teacher acquainted us with
a condition called Sensory Integration Dysfunction (SID). She
told us that her grandson was dealing with this disorder and that
Shelby reminded her very much of him. At this time, we decided
to immerse ourselves in information regarding SID. We also
agreed to be referred to specialists to help us work with him. I
held out the belief that this was our answer and our son would
finally receive help for the troubles he experienced.
We were referred to a wonderful children's medical facility
just a one hour trip from our home in Saskatchewan. We attended
a full day of assessment. By the end of the day, working with a
wonderful group of people, Shelby was clinically diagnosed to
have Asperger's syndrome. To have a diagnosis was a great relief
but it concerned us as well. We are now working with a multitude
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of professionals to obtain the help our son needs. Through the
last few months we have felt a combination of emotions from
denial to anger to relief and all the things in between.
The one aspect that has always remained constant is how
blessed we are to have our wonderful son and how much joy he
brings to our lives. He has been "labeled" but it does not change
who he is, it only enhances the beauty and wonder of who he is.
For that, we are thankful.
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ANGEL WITHOUT WINGS
by Anne Marie Pernia

I

n 1989 I had asked God to give me another child. When
my prayers were answered, I wished that it would be a
girl. It was not to be.
Christopher, the second of my three sons, arrived three weeks
early by caesarian section. He was incubated and given antibiotics
due to amniotic fluid ingestion. When he was allowed to go home
with me four days later, we had to arrange for a nurse to
administer his remaining antibiotic injections at home. He
developed an allergy to cow's milk so we gave him soya milk
formula. It was sad that I could not feed him because my breast
milk stopped while he was incubated at the hospital. Then, we
discovered he was asthmatic and was allergic to a certain antibiotic
given for a respiratory infection. Every night he would have crying
spells which regularly started at around 10:00 p.m. and stopped at
2:00 a.m. when he fell asleep in my arms. He could not be put
down until he was in a deep sleep because the slightest movement
would wake him and the crying started all over again.
He was about five months old when I noticed that he was
very different from my older son who came four years ahead.
Chris did not seem to be interested at all in grabbing the toys I
hung over his crib. He was indifferent to play and preferred to lie
down even when encouraged to sit up. He was not sitting up at
the age that he was supposed to. It was a shock that one day; we
found him standing in his crib.
As a toddler, he was always climbing up on chairs, on the bed,
window grills, in the stairs and on the top of cabinets. He was
interested only in one particular toy airplane, which he kept
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putting into his mouth. He would not look at you at all when
spoken to but he was able to point at objects in a book when
asked. At two years old, I was realty worried that he was not
talking at all. He only said "Papa" a few times and I really longed
to hear him say 'Mama." I remembered that his brother was
already able to say three-word sentences at the same age. My
pediatrician assured me that Chris could catch up as long as there
was nothing wrong with his hearing.
My mother also kept reassuring me that his speech was only
delayed like my brother's and a cousin's daughter. But we were not
able to have his hearing tested because he resisted so much and
needed more than two people to restrain him. On some occasions,
however, a mere clapping of hands, the beep of a car or the bark
of a dog sent him cowering to cover his ears.
Deep inside, I knew then that something must be wrong.
Every day I saw him in his own world oblivious to anyone else,
unaffected by emotions, not showing any return of affection and
remaining mostly silent. I had hoped that Chris would one day
learn to talk like he learned to stand.
His nightly crying spells continued but were shorter and
fewer. At three years old, he had to undergo an operation for
hydrocele (removal of a sac of fluid). The operation traumatized
me more that it did my son. Together with three nurses, we fought
to keep him still for one minute for his intravenous insertion while
he was wriggling and crying at the top of his lungs. Finally we
gave up after several misses. He was terrified and struggled hard
to be free. I had to carry him into the operating room for the
scheduled operation with his arms and legs around me and both
of us strapped together.
Because of the operation, we had to postpone bringing him
to Manila for an MRI and a battery of tests with a developmental
psychiatrist/pediatrician. During this time, I decided to quit my
job. It was a difficult decision because it meant giving up a very
good-paying job at a time when my husband's business was just
starting.
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I kept saying to God, "Lord, when I prayed to you to give me
children and to make me a good mother, I did not ask for this.
What's going on? How can I handle this? Are you punishing us?
Help me please because I am really scared. This child that you
have entrusted to us is also your child!"
Somehow, by God's grace and with the support and
encouragement of family and friends, we managed to overcome
the most difficult times or our life. He gave us enough resources
for us to provide all means for Chris to develop. He moved people
so that we would team more about Chris' disability. He gave us
more time and opportunities to enjoy life with Chris and for Chris
to enjoy the sun, to watch sunsets and to play with his brother.
Most of all, God gave us another son who provided Chris better
awareness to life and loving than what we could ever teach him.
We celebrated every little accomplishment that Chris
achieved: the wearing of a slipper or the taking off of a shoe, the
holding of a spoon or drinking out of a glass without breaking it.
Those were things I took for granted with my other sons.
And growing on love, Chris learned to love in return. He
became very affectionate and grew very close to his Papa (for it
was only his Papa that can carry him even up to this time).
Though not speaking, he mumbles words of affection. He holds
your hand and never lets it go. He smiles close at your face and
pulls you to his side.
My eldest son aptly describes living with Chris as "living with
a tornado" because Chris at 11 is physically strong and relatively
big. From a show of affection with a clumsy embrace, he can
cause you to fall or lose your balance. You have to take care that
he doesn't crack your ribs when he jumps to greet you or strain a
muscle when he grabs your hand and jerks you to get what he
wants. Every one in the family lends his support to Chris. And the
more we know him, the more we love him. Chris has taught me
to be a better mother, to diminish my fears, to trust in the Lord
and to count my blessings.
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RISING ABOVE MULTIPLE HANDICAPS
by Lauren Agoratus

S

tephanie was born with kidney disease and initially
wasn't expected to survive. She is now 10 years old.
Infantile kidney disease has many negative effects upon
the development and natural growth of a young child. Back then,
she benefited from early intervention (speech, occupational, and
physical therapy). Physically, she was developmentally delayed due
to hypotonia (poor muscle tone) and the doctors kept waiting for
her to catch up. She was also non-verbal because she didn't have
the motor skills to produce speech, so initially we used sign
language.
By the time Stephanie was three, I had became an advocate
for other children with special needs, having struggled with both
the medical and educational systems that were supposed to be
helping our family.
By the time she was five, my intuition told me that we might
be dealing with more than a "delay" caused by kidney disease.
Because of my work, over the next two years, I had occasion
to become familiar with different disabilities that affect special
needs children. When seven year old Stephanie was in first grade,
the school system starting blaming her for "oppositional, defiant,
and purposeful behavior." I remember telling the teachers that
maybe the expected behavior wasn't something she WON'T do,
but something she CAN'T do.
I immediately took her to Children's Hospital in our State for
an evaluation. This was where we got the original diagnosis of
kidney disease. I recall saying to my husband on the drive to the
hospital that my gut was telling me it was an autistic spectrum
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disorder and probably they'd narrow it down to Asperger's
syndrome. I guess I got that from my research.
A world-renowned physician did all the standard testing. She
confirmed that our daughter had Pervasive Developmental Delay,
but really knew in the first five minutes that it was Asperger's
syndrome. She told us on that visit. Usually, parents have to wait
anxiously for diagnostic results so it was a relief to avoid that
stress. I started worrying about my daughter's quality of life. (For
example, would she need life-long care?)
Years ago, the diagnosis and the warning that Stephanie's
kidney disease was life-threatening was frightening. Now, the
autism diagnosis was actually more devastating to me. Upon
reflection, I was grateful that she received early intervention
because I think her autistic symptoms would have been much
more severe if she hadn't, even though we didn't know she was
autistic at the time.
Having researched kidney disease, I knew how to find
resources for autism but felt like I was starting from square one;
like I had a new child. I started by acquiring all of the autism
resources I could locate. Then we set to work.
In the three years since that time, we've done various
interventions with my daughter such as auditory integration
therapy, sensory integration therapy, working at developing social
skills, communication therapy, hippo-therapy, floor time, Applied
Behavioral Analysis/Discrete Trial training, music therapy, craniosacral therapy, etc. I think many parents take their typicallydeveloping children for granted, telling them to "go watch TV or
something" to get the child out of their hair. For a child with
autism, the parent has no such opportunities.
Maybe because of the kidney disease, I appreciate the time I
have with Stephanie more. But because of the autism, she has
another special quality about her. I've joked that life would be
pretty boring otherwise.
I remember when she first started to walk, she couldn't talk
and didn't use sign language yet but she put the rings from the
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multi-colored stacking toy on her arm and pointed to a ring, then
went over to objects in the room of the same color and pointed
to them. Now, that's communication!
She started playing her toy piano by ear at age three. When
she had two toy pianos side-by-side that were in different keys; she
could play a song back and forth between them without hitting a
wrong note. She started sight reading at age four. The first day the
music therapist came, she played a new song for Stephanie who
then walked over to the piano and played it back the first time.
The therapist taught her chords on the guitar and Stephanie
walked over to the piano, played and named the chord. Eventually
she also picked up my harmonica and was playing songs on it
within an hour. She now plays piano, guitar, recorder, and
harmonica.
Stephanie has won awards for a song that she wrote, which
includes the words and music; a short story and poem; and a
picture she painted. I don't know what the future holds, but we'll
help her reach her own best potential, whatever that may be.
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ARI BOY, MY CHILD OF GOOD LUCK
by Neva

I

was starting with my graduate studies when I conceived
my third son. Impressed by my exceptional performance
in class, my professors predicted that the baby in my
womb would grow to be smart as well. Ari Boy, however, turned
out to be different.
Two years after his birth, Ari Boy still couldn't speak, far from
the smart baby everyone had looked forward to. It was then that
he was diagnosed autistic. That day, seated in front of the doctor
who pronounced him with that behavioral malady, I was like
Jackie Kennedy with that fifty-yard stare when her husband Jack
died. My senses got numbed. I reached home not knowing how I
did it. When my senses finally got the better of me, I finally found
myself sobbing, for I thought I had lost my son. Despite the
assurances that there's hope, I couldn't help but weep at the
dreams I thought I had lost.
I buried myself in my work at school; I did not want to find
time, even a few minutes that would open an opportunity for me
to think of my son's condition, for every time it crossed my mind,
I would break down and cry. And yet, I accepted the fact that he
was special. I knew that accepting him for what he was would be
the only way we could help him.
My husband and I then put Ari Boy under the care of a
speech pathologist and enrolled him in a special school. The cost
of intervention took its toll on us. Every time our colleagues in
school would tell us that we were lucky to have a special child, a
child of good luck who would bring us good fortune, my quick
rejoinder was "Let that good fortune come now; I need all the
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money I can get to help my son."
After a few years of early intervention, my son learned to
speak, read, and write by himself. Now at twelve years old, he
always tops his class. He is a fast learner in anything. Because of
his photographic memory and near perfect hearing, he can recite
and discuss anything he has read, and imitate every sound he
hears, or even play on the organ musical pieces he has just heard
hours ago. And how he reads! He reads encyclopedias, atlases,
medical and professional books, etc., and uses technical terms like
a professional.
He is so adept with computers. He manipulates them better
than most college graduates who know only the basic software. In
fact, he has learned how to design simple computer programs
with no one teaching him, just like the way he learned to play the
piano and to speak English with no one teaching him.
As if these qualities are not enough, he is also a gifted artist
who can draw exceptionally well. (He had won awards in postermaking contests in our city.) He can sing very, very well.
My concern for my son has made me seek the company of
those who are in the same boat as I am. I joined the Autism
Society of the Philippines and for two years now, have been the
President of my city Chapter. Though busy with my teaching job
at the University, I have always put my job as mother and crusader
for special children like my son above other concerns. I do not
know what the future holds for him, but I know he won't be
dependent on us the way others like him are.
Ari Boy bathes and does things without any help and seems
to be totally independent. He has reached out from the world
where he used to withdraw himself and has brought us hope. Save
for some antics peculiar to those with his affliction, my son looks
normal. This and the wonders we discover in him each day makes
me believe he is truly a child of good luck.
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THE STORY OF ISAIAH
by Lena Bergen

M

y husband and I have an autistic seven year old son.
His name is Isaiah. He was diagnosed with autism
shortly after he turned five. Here is the story of
how this came about.
We noticed that during Isaiah's second birthday party with his
cousins, he would not play with them but sat either on Grandpa's
lap or in a corner with a book. He loved his music and would sing
along with it.
By the time Isaiah turned three, we noticed that his speech
was not like the speech of other three-year-old children. This is
when we started becoming concerned. Another worry was his
clumsiness. He would try to run across the yard, but not without
a few stumbles and falls. We lived out in the country so walking
out from our home to the main road took awhile for him to
accomplish.
That summer, we started taking him to a chiropractor. Not
only for his clumsiness, but he had bowel problems as well. Since
he turned two, he had problems with constipation. He received
chiropractor treatment three times a week but there was very slow
progress. After about nine months, we stopped because it wasn't
doing as much as it should for him and because it was expensive.
In the summer Isaiah was four, we finally had the pediatrician
do cerebral palsy testing. The CP testing was done in the hospital.
The CAT scans and blood tests all came back negative. Because
his speech was severely delayed for his age, the pediatrician
referred us to a speech therapist. He was treated by the speech
therapist at a school for 18 months, with little progress. During
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that time, our health nurse had paid us a couple of visits. During
one visit, she left us a CPRI (Child and Parent Resource Institute)
pamphlet. We discussed this and agreed to have the speech
therapist make a referral for Isaiah to be tested for autism. We also
had family members telling us that Isaiah could very well be
autistic. My sisters would tell me about the stories they had read
and sure enough, it sounded familiar.
So, after eight months of waiting to get into CPRI, we finally
had an assessment of his development level. At the age of five,
Isaiah had the mind of an 18 month old child. When the child
psychiatrist told us the diagnosis of autism, we were not surprised
because we had been discussing the possibility and we agreed that
yes, our son exhibited the behavior of an 18 month old child. The
determination was actually a big relief.
With the diagnosis, came our qualification for public support
services. We had a social worker come over and she helped us a
lot with financial situations. We thankfully received handicapped
children's benefits and cheques from a charitable organization to
purchase the pull-ups we are still using for Isaiah as he is not fully
potty-trained.
Our next question was, "What now?" Well, we had all summer
yet before Isaiah would start school, so we went to a public school
that is close to where we live that has a special needs section and
agreed that if Isaiah was going to have good treatment, we might
as well enroll him. We went to register only to find out that our
house was located 200 metres outside the school's district! So the
school automatically transferred the papers to another more
distant public school where he attends now. This school does not
have a special needs class, but Isaiah does have an education
assistant. He also has to share this person with another boy who
is autistic. During kindergarten, Isaiah did well. He had one-onone with his educational assistant at all times and did well for his
first year of school.
Now Isaiah is in grade one and he's doing OK, but there's
always room for improvement. He is now seven years old. He is
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still severely delayed with his speech and does not fully interact
with other children. We are starting the use of sign language along
with picture communication. This is working like a charm. He is
showing that he wants to use more words, so we can show him
the signs for those words. He will sign and use verbal
communication. We think his IQ level could be similar to a twoyear-old or a two-and one-half-year-old child. He is progressing
and so are we.
The more information we get about autism, the more we
understand how Isaiah is feeling. As for Isaiah's behaviour, I can't
say he is an angel. He has his good times and bad times like
everyone else. His favourite thing is to play with hair. I have long
hair and if I let him, he could tease it all up. Isaiah has a brother
and a sister: Luke, age five and Candace, age three. They play with
each other at the times Isaiah is in school or if he's busy with
something else that fascinates him. This is good, but they have a
hard time dealing with Isaiah and his aggressive behaviour when
all three of them are together. For example, Isaiah finds sharing is
tough. He will let Luke play on the computer for maybe two
minutes and then start hitting him to get him away again, insisting
it's his turn again.
So, yes we are a very busy family. The thing that really annoys
my husband and me is that strangers, (store clerks, for one) will
tell us how patient we are with our children. We tell them that
we're not all that patient, but they insist we are.
My husband does so much running around on chores in a
mall that one lady clerk told me to never let go of him. She has
four children she had to raise by herself and she says from
watching my husband, I should really count my blessings. And
that is what we do everyday. Count our blessings because there are
those out there much more unfortunate than we are. All in all, we
could not ask for a better life!
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CURTIS CONNECTS
by Carrie-Lee Durocher

E

ven when my son, Curtis, was about five, he had very
few verbal skills. At that age he could only use a
communication board or point for what he wanted or
needed. He enjoyed listening to music. Even though none of our
family members can carry a tune, we would take simple nursery
rhymes and children's songs and change the words to include
something about Curtis.
One such song was BINGO, I would sing to him, "Mommy,
Mommy, has a boy and Curtis is his name Oh. C-U-R-T-I-S,
C-U-R-T-I-S, C-U-R-T-I-S and CURTIS is his name Oh."
One afternoon, I noticed Curtis lying on the floor examining
his large alphabet blocks. His name was spelt out with them. I
called for his sister, Megan to come down to the playroom
because I wanted to thank her for spelling out his name with the
blocks for him. I told her it was a wonderful idea because he was
very interested. She informed me that she hadn't done it. We live
with my parents so I then asked them if they had arranged the
blocks. They told me it was not them.
With growing excitement, I went to where Curtis still lay on
the floor with his blocks. I mixed all the letters of the alphabet up
together. Then we all nervously waited to see what was going to
happen. Curtis carefully examined each letter of the ABCs and
then picked out each letter of his name and lined them up
perfectly as he mumbled what sounded like parts of the song
BINGO.
Well, if anyone had heard our cheers then, they would have
thought that we had just won the lotto. Curtis just looked at us as
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if to say, "Ya, so what's the big deal?"
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THE VALENTINE GIFT CAME WITH A VIRUS
by Nancy and Mikelyn Blackmon,
first printed in The Andalusia Star News

V

alentine's Day came early at our house. In fact, it
arrived on Tuesday along with a 24-hour stomach
virus.
Maybe I need to back up and do a bit of explaining. A virus
was sweeping through my daughter's school. The previous week,
it hit one second grade room so hard that by the end of the day
there were only five students left in class. Kids in my daughter's
class hadn't escaped either, and I hoped it would not visit our
house.
Now let me back up a little more. My daughter is an amazing
11-year-old beauty. Her smile lights up a room and her gorgeous
red hair gets comments wherever we go. She is our joy and center
of the world for her mother and father.
This angel also has autism, which presents her with many
challenges, among them a language delay. She has come a long way
from the days when it was difficult to understand anything she
said. When she couldn't make us understand, her frustration
brought on meltdowns that tried us all. We struggled to figure out
her wants and her needs. At times, I wanted to cry too because I
felt so helpless.
As I said, we have come a long way. While she hasn't mastered
language, she can pretty much let us know what she needs. We
aren't to the level of conversations yet, but I am hopeful that
someday that will happen.
Back to Tuesday and the virus. In the wee hours of Tuesday
morning, my daughter woke up about 3 a.m. This was something
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that isn't completely unusual because problems with sleep
patterns are also a part of autism for some people. She finally
settled back down to sleep a little before 4 a.m., but just before 7
a.m. she was up again. One look at her told me something was not
right.
Her flushed face and weak eyes were something every mother
knows are signs of a sick child. When I touched her forehead, I
knew that was the case.
"She is warm," I said to my husband. "No school for her
today."
Later when I offered her breakfast, something she is always
anxious to have, she refused and turned her face into the couch.
"You don't feel good, do you sweetie," I said stroking her
head. "I'll get your blanket."
I pulled it up over her shoulders and she snuggled down
under the cover.
"You rest," I said. "I know you feel bad."
And that is when it happened. My early Valentine's Day gift
arrived. As I walked away from the couch, I heard my daughter say
four of the most amazing words. Words she had never been able
to say. I stopped in my tracks and went back to her side.
"What sweetheart?" I said. "Tell Mommy again."
Again, she said the words. I reached over and hugged her,
fighting the urge to jump up and down in celebration. People give
and get candy, flowers and jewelry for Valentine's Day. That's nice,
but my gift was so much better; something more valuable than any
heart-shaped anything.
On Tuesday, my daughter for the first time in her life told me
how she felt.
"My stomach is hurting," she said.
That simple sentence was my Valentine's Day, birthday,
Christmas and every other holiday gift in the world all rolled into
one!
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JOSHWA: MY SPECIAL SON
by Leira Pagaspas

I

think it's a blessing that my son's birthday is so close to
Christmas Day. He's the best Christmas gift that I have
ever received. Having Joshwa taught us a lot of things like
how to survive on four hours' sleep, the best ways to navigate
through a tantrum, and how to make him eat vegetables. But I
don't think I came face to face with the true range of what
motherhood means to me until a surprising revelation came to me
a few months ago.
When Joshwa was 10 months old, he had measles so I
panicked and I took him to the pediatrician. While I was there, I
also asked the pediatrician if there was something wrong with my
son. The baby wouldn't look at me when I called his name even
when I spoke right into his face. He didn't seem to learn any of
the tricks that I tried to teach him. I always felt that something
wasn't right. She quickly dismissed my fears saying that it was just
normal, no need to worry. So I quickly rejected the thought of
going further with the concern because every time I talked to my
husband about it, he'll say that I was too paranoid. I just filled
myself with gratitude for the beautiful family that I have.
After five months, I went back to the same doctor for
Joshwa's check up. I asked her the same question but this time she
gave me a different answer. She advised me to take our son to
ENT to have his hearing checked and after that, try to consult
with a developmental pediatrician. Luckily I was able to find a
developmental pediatrician on a short notice. She gave me the
grim news that our son might have autism. She said that he clearly
had two symptoms and likely a third. She urged me not to look at
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what he has but focus on how we can help him.
I was in a daze! I knew I was prepared but nothing could
really prepare a parent for that diagnosis. My instinct right from
the start was to do everything that we could to help him. We even
got a second opinion but she told us the same thing. I knew
nothing about autism, but I had lots of frightening
preconceptions. My first thought was, "How can I help him?" My
other thought was, "How expensive will it be for us." I felt so
guilty for thinking about money at a time like that. But God works
in mysterious ways. My parents offered to help us with some of
the expenses.
Now there I was, holding my son who seemed so distant. It
felt like he was a different person. But other times, I'd reassure
myself that he was no different from his siblings, that everything
would be fine. I kept blaming myself. I felt such a failure. I had
dyscalulia (impairment of the ability to do mathematical problems
often caused by injury) and now I was worried that I had passed
something on to my son. I cried myself to sleep that night.
When the tears dried, I began the long learning process that
will continue, I imagine, for the rest of my life. Having resolved
to find out everything I could, I went online, I read books, and I
talked to people. I was surprised to discover that everyone in the
world, it seemed, knew or had an idea of what autism was.
Everyone but me. I discovered an Internet support group for
parents. Our spirits soared. Friends and family had been very
supportive, but, let's face it, they knew as little about autism as I
had. And they were all a little sad, too. But these other parents
weren't sad at all. They felt that their children were a great gift,
autism or no.
As I poured over the books and talked with the parents in the
support group, I found the factual side of autism fairly easy to
piece together. No one really knows where it came from or what
causes it. According to studies, autism is a neurological disability
most likely caused by immature development in the cerebellum
and limbic system of the brain.
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Of course, there was nothing in those reference books that
could fully explain the other side of the story-the ups and downs
of raising a child with autism in our society. That's what our
family has been learning from Joshwa himself, and it's been a
lesson filled with wonder. Joshwa's life so far has been more
complicated than the life of any of our other kids. There are
ongoing appointments-he has therapy five times a week.
There have been challenging days and frustrating moments as
we've all struggled to learn about each other. Joshwa is actually
more like other kids than he is different. He will learn to walk,
talk, read, sing, and dance, although he will have to work harder
than most kids to reach those milestones. And we will have to
slow down and allow him the extra time. Beyond that, he will have
skills, talents, and quirks all his own. He already does. He can
watch TV and not get distracted. He knows when I'm angry and
keeps quiet when I say no.
The future for people with autism is brighter than it has ever
been, which makes me hopeful for my son's adulthood. Early
intervention, medical advances, inclusive schools that educate all
kids together, and new therapies have meant that people with
autism can live longer, achieve more, and contribute to their
communities in meaningful ways. Most of them will graduate
from high school; many live independently, marry, and have jobs.
I dream about the possibilities. Will he love 80's music the way his
father does? Maybe he'll want to work as a Chef and run a
restaurant like my grandmother does. Perhaps he'll be wiser than
his parents and find work that actually makes money. It has been
only a short time since Joshwa came into our world; too early to
guess too much.
To a degree, we're still on an emotional roller coaster.
Sometimes we have days of unadulterated joy within our family
and what Joshwa brings to us. Many days I feel guilty and unsure
as to whether we're doing enough for Joshwa. Would he be better
off if we could afford this program, those vitamins, or that new
therapy? And sometime I get scared about what's down the road,
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especially when I think of the struggles he may face.
But as we head into year two of Joshwa's life, I've long since
realized that our luck did not run out. Not at all. In many ways,
our lives have been transformed. We have found loving support
from people who used to be strangers. We look at the world
differently and consider ourselves lucky to be able to. We have an
appreciation for a slower pace. We take greater delight in each
small step. And we have a new found understanding of the
preciousness of all people.
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IT AIN'T SO BAD
by Monica Mburu

“Y

ou ain't so bad” were the words of Rocky Balboa as he
got in the ring with his worst opponent in Rocky I. As I
get up each morning ready to go 16 hours against autism
I've finally come to the same conclusion: "It ain't so bad." If my beautiful son
had been spared this diagnosis, I'd have missed an incredible number of
opportunities that only autism could afford. I might never have realized what
true unconditional love is like, or what the term, "patience," really means. I
might not have recognized the gifts that both of my children possess and
appreciate their individualism. I would never have discovered the depth my
inner strength which is tested each and every day. My dream is that no other
family ever has to cope with this condition but if autism is my worst opponent,
I can honestly say (at least for today), "You ain't so bad." The story of Robin
and our growth together follows. It is my wish that it will give others hopes
that they can cope with autism and will be enriched as human beings because
of the experience.
Robin made his way into the world on a cold July night in a
Nairobi hospital. At birth he was healthy. At 4.1 kg, he was the
largest baby in the nursery. He seemed at peace with the world,
only crying when hungry, sleeping for long stretches. I remember
being the nervous mother. I used to check on him hourly as his
sleep was so deep and long. I would touch his hand, to make sure
he was still breathing. After seeing his hand move in response, I'd
go off.
At three months, I'd play with him on my knee and he would
gurgle at me, looking me in the eye. I bought him a musical apple,
which played the tune "Love Me Tender" when the string was
pulled. By the time he was six months old, I'd wake up in the teeny
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hours of the morning to the tune of "Love me Tender." He used
to operate it himself and I thought, "wow!" how clever he is!
As babyhood progressed he started his first words were
"mama" and "banana." As he grew to be a toddler, his first
phrases were "birds in the air" and "stars in the sky." After that,
he said nothing more for over a year. I knew that children have
their own rates of development so his lack of spontaneous speech
did not overly concern me.
He seemed to be more than aware in other areas. Whenever
the telephone rang, two-year-old Robin would run to answer it.
Once, when I got there before him, he ran straight to the
extension in the bedroom, so while talking on the phone, I could
hear baby gurgling sounds in the background! He was also
fascinated by television advertisements. If he was in another room
when an advertisement started, he would run to the sitting room,
screaming, "It's an ad! It's an ad!" I don't remember that he had a
particular favorite. I think it was just the general snappy sounds of
the music and the rhythm.
Once, at the age of two and one-half, he was watching a
documentary about elephants. The reporter kept referring to
"bulls and cows." Robin thought that was absolutely hilarious!
"Those aren't cows," he said. "They are elephants!" I found that
quite an amusing observation on his part, though at that stage, I
didn't know he had a problem. I just thought he was quite sharp!
By the age of three, Robin's speech delay was becoming more
obvious. When asked to do something, he would always do it, but
when asked a question, he would never respond. He was going to
nursery school and he seemed happy there. His teacher used to
tell me, though, that for his age, he didn't seem to be very aware
of potential dangers. He'd get into other people's cars, and if not
watched closely, he was quite capable of darting into the road. He
was also becoming quite hyperactive. He'd never sit still, always on
the move. At a younger age, a year earlier, he'd vanish into the
garden and would never respond when I called his name, yet I
knew he was not hearing-impaired. As time went on, his teachers
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in nursery school discussed his lack of progress with me. They
told me that whenever the other children were happily scribbling
or coloring, Robin would go and lie on the floor. At this time, his
speech was also stuck in a rut. Anything he said was merely a
repetition of what he'd heard before. He would also sing songs
he'd learnt at school, but his words were very unclear.
It was at this time that we first consulted a doctor about the
speech problem. He was given an EEG and a brain scan and both
came up as normal. I was told that most likely Robin had
inorganic brain damage. (What's that? you may well ask.) I was
also told that Robin was not very bright ("But he is! he is!" I told
myself.)
His hyperactivity and disruptive behavior from the brain
injury was also a problem. Robin was seen by a psychologist who
believed in "holding therapy." She showed me how to restrain him
by holding him whenever he was out of control. His screams
should subside after a while, leading eventually to a calmer
behavior. I can tell you now, it wasn't for us. And for a child that
age, he was quite strong. I also found that his screams and obvious
panic were very distressing.
There's nothing more devastating than being told that your
beautiful child is brain damaged. How will he make his way in this
world? What can one do to sweep the rocks from his path and to
raise this child to fit in with the world around him? I got the first
whiff of "autistic tendencies" at Robin's first special school. The
head teachers there, both well trained in special education, after
seeing Robin, assessed him and told me briefly about autism. I
asked what autism was and was given an article from a magazine
to read. But I couldn't connect Robin with the little girl in the
story. The little girl was non-verbal; Robin was verbal in a very
limited way. The girl seemed very withdrawn and seemed to hate
being hugged or touched but Robin was a very loving child and
loved nothing better than to hurl himself at adults to give and
receive bear hugs.
After embarking on a long voyage of discover, I have learned
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that autism comes in many forms and degrees and there is what is
known as the "Triad of Impairments," which must be present in
order to come to a diagnosis of autism. All these are present in
Robin. There is also a spectrum or continuum of this condition
which explains why Robin and this other little girl seemed
different yet were the same. Also, another variable is the
personality of the child. Special needs or not, each child is blessed
from birth with their own individual personality, and that's
something that nothing can take away, not even autism.
What has made things even more difficult is the fact that, in
Kenya, there are no services available for children with autism.
There are also very few medical professionals and teachers who
know much about it, so it is totally up to parents to find out what
is going on. It has been a very hard job to determine the
ramifications of autism and what to do about it.
Living with Robin has been a process of joy, confusion,
despair and finally acceptance. I still don't know how to get
through to him and this is very frustrating. There have been times
when I have felt that he would be better off in a residential school,
maybe coming home at the week-ends. There are times I have felt
that I cannot have him at home, as it is so exhausting to look after
his needs, and it is so easy to cave into his demands in order to
prevent him biting himself, or throwing a tantrum. I think he
knows this. Then, the thought comes that I could not put him in
a residential setting, even if such a thing existed in our society; the
tie of love is too strong. Mostly I cannot imagine Robin being
anyone else than who he is. I'm not sure if I want him to change.
But I want him to be able to manage himself in this world.
There have been many tension-filled evenings when he threw
a tantrum. I have had to send him to his room to calm him down
a bit. But even when I try this "time-out" technique, I can't really
call it a success, because he follows me back to where we
originated from. It is impossible to "leave" him behind as
punishment or as quieting-down time. When we get to his
bedroom, he keeps repeating, "Are you going to be nice?" This he
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does every time he is threatened with "time-out." The other
technique I use is to sit with him and try and make him look me
in the eye as I discuss his behavior. He is quiet for the few seconds
it takes, and then he is off again.
One night, when we had no electricity, he started blowing out
the candles we had lit. But he does not like to be left in his dark
room. He is afraid of the dark. He does not realize the connection
between blowing out candles and darkness!
Soon after he started at his new school, I got him into the
habit of participating in chores. He helps to set the table, he must
take his plate to the kitchen after meals, and if he makes a mess,
he cleans. One evening, he threw carrots on the floor throughout
the meal. It was hard to ignore, but I just did. After the meal, I got
the dust bin and made him get down and pick up all the pieces of
carrots he had been throwing. He thought it was hilarious! He was
falling about laughing his head off. But he did clean up the floor!
I have not seen him throw food on the floor again since, at least
not deliberately!
Robin's language skills have developed slowly. We went
through a stage when he would go around asking, "Where is it?"
It took a lot of guessing to discover what "it" was. I became more
than an ordinary mother at those times. I became more or less a
telepathic communicator with radar to home in on "it".
Sometimes, most times, I was successful. In those days, my hands
became his language tool, pointing "it" out. It's funny, but I was
just thinking about it the other day that that habit seems to have
disappeared. My hands have virtually resigned from their language
tool function, and I no longer have to be a telepathic
communicator with radar.
His language has improved over the last couple of years,
although it is not possible to have a conversation with him. If you
talk to him, or ask him a question, he merely repeats what you say.
When he is in a state of exasperation, he breaks into meaningless
mumbo jumbo. In spite of this, I know he understands most of
the things he is told. If you ask him to put plates on the table, no
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problem! But if you ask him his name, blank look!
There is nothing Robin loves as much as digging around in
the dirt. One evening I know I scrubbed his hands three times
within twenty minutes. He comes in with these muddy, muddy
hands hoping to be allowed to eat a snack, I lead him straight to
the bathroom to scrub his hands. Two minutes later, he's been out
again and has come in again with filthy hands. This went on until
I realized I was spending practically my whole evening in the
bathroom scrubbing a filthy pair of hands. Then I said, "Now
Robin, you are not allowed out. In you stay until tomorrow."
Robin has a close relationship with his sister, who is four
years old. I believe that she has helped in his language
development. There are times, especially when we are visiting the
grandparents at their farm, when the children disappear together
for some time, and then Robin re-appears using words he has
never used before. Once I heard Marie "reading" a story to him.
He has recently started a really, really annoying habit. He says
something, and then insists that I repeat it. He will go on and on
and on, until I repeat it. I find myself saying the most ridiculous
things, just to keep him happy. Things like "shark tooth," which is
his latest obsessive phrase, and "the roof is higher than the floor."
He settles down as soon as I do what he demands. Some of the
phrases he says are so ludicrous that I'll not put them down here.
Sometimes I'm forced to say, "Enough, no more, Robin," because
often he drones on and on when I am talking to someone else.
On a positive note, I managed to make Robin say "Tickle
ME" the other day. I've noticed that if I pretend not to
understand what he is getting at, he will use the right pronoun, i.e.,
ME or I instead of YOU. He has a problem in this area (pronoun
reversals) and it is SO hard to teach him the right pronoun to use,
and I'm always saying "you, you, you".
I should finish here by saying that these 10 years with Robin
have been a truly learning time for all of us. There's been a lot of
love, despair, and many times, anger at this thing called AUTISM,
which sometimes seems to darken our lives. We are all so afraid of
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the future. But I know that I am strong enough to carry on, as I
have for the last 10 years. Now I know I can face the next decade,
knowing that there will be a lot of frustration but I know there
will also be positive experiences.
Editor's note: The article was written four years ago. There have been
some changes. Robin is now fourteen years old. He is growing big and strong.
His eyes are not vacant. He now has a vastly expanded vocabulary, but still
cannot express his feelings. But his mother does know that whenever he does
something anti-social, such as smashing a water drinking glass, he knows
exactly what he is doing. They are living one day at a time and are still hoping
that there is a bright future for him out there.
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JAMIE FINDS HIS VOICE
by Karen Finney

M

y son was three and one-half when his pediatrician
phoned me and confirmed over the phone that
Jamie had PDD or autism. The labeling of my son
was announced in cold objective terms. I felt really low.
But there was an angel sitting on my shoulder that very day. I
recalled a conversation I had with my next door neighbor when I
had met her not more than a week earlier. She had told me about
the job she had just started as an aide at a small, one room school
for autistic children. She had talked on, excitedly explaining how
wonderful and complex these little people were.
I went to the school and applied for him to start in the fall.
They assessed his language skills. At the age of four, he had the
skills of an 18 month old baby. I told them of his desire to sing.
Jamie always had an affinity for music. Commercials would come
on the TV and he would try so desperately to sing but no words
would come out. Soon frustration would set in and the screaming
would commence.
Jamie started school in the fall. The caring and love he
received there were all we could wish for. He began to talk. One
day, when he came home from school, his face was just beaming.
He sang, "Wash the dishes, dry the dishes." I cried because he had
found his voice.
Unfortunately, Jamie is tone deaf but that doesn't stop him
from belting out all the commercials on TV that he has
memorized. Now he is six, talks non-stop, and I never tire of
hearing him. Everything going on in his complex little mind flows
out. A door opens for both of us every time he speaks.
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MIRACLE DAY
by Peggy Tipton

O

nce or twice a year, Matthew Tipton, my HFA son, currently
age seven, will have a "miracle day." This is the story about
one of those exceptional days.
January 20, 2002 was a miracle day for six year old Matt. I had
no one to watch him and I had to take his older sister, Kelly, to a
"play date" with her Brownie Troop at the local roller skating rink.
My husband, Jim, was working and my Mom was away visiting in
North Carolina. "What the heck," I thought. I asked Matthew if
he wanted to go. I was surprised when he agreed. Actually, I was
amazed.
Lately Matt hadn't wanted to go anywhere. "I want to stay
home" had been the standard answer. Just yesterday, I had called
Kelly's coach and asked her to pick up my daughter on their way
to the soccer game, because I KNEW Matthew wouldn't go
without a tantrum. So today, I didn't expect Matt's answer to be
any different. Soon there we were, all making the trip to the
skating rink.
Entering the building, the music was blaring, lights were
flashing. I had warned Matt that it would be loud. He cautiously
took it all in. He seemed to be dazed with all that was going on
around him. There were kids everywhere, some on roller skates,
some eating pizza. Noisy video games lined up along the back wall
of the off-rink area were being played. He and Kelly followed me
in. Kelly carried her skates with her. I rented double-rollers for
Matt and me. I put his on and waited for a reaction. Matt made no
fuss whatsoever. I donned mine.
Kelly was long gone with her friends. Matt held my hand with
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a "death-grip." We cautiously roller-skated across the carpeted
area to the rink. Once on the rink floor, it was slick. Matthew
grabbed for the low wall on the side. I expected pure panic, but
there was none. He was really trying to figure this out. He truly
wanted to know how to roller-skate. I was amazed.
We took one cautious trip around the rink, with Matt holding
the rail with one hand and my hand tightly with the other. Then
we returned to the off-rink area. But after a short time, I asked
him if he was ready to go back. He said yes and off we went. This
time everyone was moving the opposite way. That might have
disturbed him but it didn't seem to bother him. We rounded the
rink again, very cautiously, but successfully. He wanted to try
again. We must have circled the rink eight times this way.
He started to gain confidence. He let go of the wall and freed
up one hand. The music was blaring, almost too loud for me, but
it was music he had heard Kelly and her friends listening to
before. I looked at him and he was moving his free arm to dance.
"Matthew, you're dancing!" I said. He was grinning ear to ear. "I'm
roller-skating!" he said.
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OUR NIGHTMARE, CHRISTMAS PARTIES
by Patricia G. Flanagan

O

ver a year ago, we started our youngest son, Seth,
who has autism, on special diets. He is now three
and one-half years old and is doing amazingly well.
We do not have an ABA program and Seth does not receive
intensive therapies of any kind. The dietary interventions that we
have decided to undertake have been the largest change in his life
over the last 16 months. He has gone from having chronic severe
diarrhea, to having normal bowel movements 90% to 95% of the
time and he no longer vomits on a daily basis. His temper
tantrums have gone from severe head-banging rages to mild
crying fits while lying on the floor. He is speaking in sentences and
maintains eye contact most of the time. He will look to you for
approval when he is doing something and thrives on positive
reinforcements. Seth has even started attending preschool three
days a week! He loves it and the people there love him!
Yes, Seth is still autistic and he still has his unique "quirky"
behaviors, but those behaviors are what make him who he is. Seth
can sing the ABCs, he can count, he knows his shapes and colors,
and he can memorize a two-hour long movie the first time he
watches it! Seth's favorite things are music, movies, swimming,
puzzles, cars, animals, and all the stuff that normal boys his age
love. He is just like all other boys his age, and we were thankful.
The Seth's life took an unexpected twist! Over the last few
weeks his diet has gotten out of control due to the numerous
Christmas parties we have gone to. Our sneaky son has managed
to get his hands on lots of stuff that he shouldn't have at each and
every party (with the exception of one). Yes, we packed "Seth105
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friendly" food to take with us; however, the "unfriendly" food
always looks so much more appealing to a little guy! Needless to
say, he has been adversely affected!
It started last Monday, when Seth refused to go with his
therapist. He sees this woman one hour a week, every week, and
he loves her. She is definitely one of his all time favorite people!
However, for some reason last Monday, he refused to go with her
without Mommy in tow. Then last Thursday, I was phoned at
work. It was the preschool asking me to come and get Seth
because he had a very high fever. The following day, his fever
spiked up to 40 degrees C! We rushed him to emergency and were
told that he had a very bad ear infection. He was placed on
antibiotics. (This is only the second time in his life that he has
needed antibiotics.)
The spiral downhill started to escalate! Over the last few days
our happy, easy going little guy has morphed into this raging,
screaming "demon-like" creature! It's like something out of a
horror movie!!! The tantrums are unbelievable! He's scary!!! The
workers at the preschool looked totally mortified this morning
when we dropped him off. We assured them that we were only a
phone call away, if he got to be too much to handle.
Seth has never been this severe. We never realized that our
loving little boy could become so out of control! It breaks my
heart to see him in such pain and rage, but at the same time, I
don't know what to do for him. (I just want to escape him, most
of the time, these last few days.) Thank God the Christmas parties
are over and we can start clamping down on his diet again! I hope
that it doesn't take to long to get him back to normal because I
don't know how much more of this any of us can take! We've
decided that next year; he probably won't attend any Christmas
parties.
To top things off we still have his older brother to look out
for. Quinn (our 5 year old) is physically smaller then Seth and is
very emotional and affectionate. Quinn is the type of kid that
helps everyone and worries about everything. This morning at the
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preschool, poor little Quinn was just standing there looking
terrified and like he wanted to cry. I kept trying to assure him that
it was going to be okay and that he was being a good helper and
how proud I was of him. But, you could see this look in his face
of fear and wistfulness, or loneliness. I feel so sorry for him
sometimes!
Tonight, as soon as we get home, we have a sitter coming to
watch Seth so that my husband and I can take Quinn to his
Christmas party at school. We're going to take him to his favorite
hamburger diner first, then go to the party. I know it doesn't make
up for everything he has to put up with, especially these last few
days, but I hope it helps him to know how special he is. Now, all
we can do is keep praying that we get through this latest uproar,
SOON!
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BULLYING JUST ISN'T RIGHT
By Jonathan Sicoli

I

sn't it amazing what our kids with autism really think! At the age
of ten, Jonny decided to cut the seat on the bus on the way home from
school one day. In order to avoid being suspended, he was required
by his insightful teacher assistant to write a letter of apology to the bus driver,
Pat, and this is what he wrote.
May 17, 2001
Dear Pat,
I am sorry for the seat, but I got angry because of Eddy
because he's annoying me sometimes (99.9% of the time he is)
and he's on the first bus I get on to go to school. He throws
leftover chocolate pudding (in a container with holes on the lid) at
me when he's getting off, and it gets my clothes dirty (mom
doesn't want me to wear dirty clothing). While he's on, he and his
friend gang up on me (and, occasionally, tell other big kids to do
it) and they occasionally move from seat to seat to get at me! They
move ahead, one pair of seats at a time, bonk me on the head, and
rush back to their seat. Fortunately, his buddy had to move to the
front seat. And sometimes, still in their seats, they throw assorted
junk at me (pudding, paper balls, etc.) sometimes they miss. He
sometimes says I live in a garbage dump, a cardboard box, and on
certain times he calls me "gaylord," gay not meaning happy. My
brother told me to say "gee, thanks, I'll remember that!" when
Eddy says I am a gaylord. He sometimes swears. The one kid I
saw and liked in his family was Eddy's kid brother! Since I can
only sit in the 4th seat or further up, I'm a supreme target.
Fortunately, they have never stolen my lunch yet. The reason I
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made those holes in the seat was because I needed to do
something to release my tension. Mrs. Lorrie and I talked about
what I could do instead of damaging other people's stuff.
Sincerely,
Jonny Sicoli
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OUR SON, AN ESCAPE ARTIST
by Anonymous Author

M

y son has Down's syndrome and autism. By the
time he was six years old, he had become a master
Houdini, a superb escape artist. He is a high
functioning child and we were just learning about autism.
Our first experience with him leaving the house was when he
learned to unlock the front door when he was about five years old.
One day the door bell rang and I opened it to see my son standing
there with a big smile on his face. I scolded him and told him he
couldn't go out there without Mom or Dad. Dad raised the
deadbolt out of reach that night. A few days later, the doorbell
rang again and there stood my son … with a big grin on his face.
I told my husband that it wouldn't do any good to raise the
deadbolt if he didn't lock it. We both said, "it wasn't my fault."
Our boy had done it again. It had obviously turned into a game
for him!!!
I started watching him like a hawk. I was just becoming
familiar with this "autism thing" and I had lots to learn. It got
awful quiet one afternoon and I started looking for my son. I
caught him in the act. He had taken the dining room chair to the
front door, unlocked the deadbolt, picked up the chair and put it
back in the dining room (making sure the legs were placed exactly
in the depressions made earlier by the legs of the chair), and then
he slipped out the front door!!! I ran after him after he shut the
door behind him, threw the door wide open, and yelled "Don't
you go anywhere." He must have jumped a mile!!! He had just
turned around to ring the doorbell again!!! We then put in a
deadbolt that required a key to open it.
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Needless to say that wasn't the end of it. A couple of weeks
later, the doorbell rang, I unlocked the deadbolt, and opened the
door to see him standing there...again!!! "How did you get out this
time?" I asked. He just smiled and walked to the living room
window. He had popped out the screen and slid sideways through
the window opened only six inches!!! I just shook my head in
amazement.
A year later, we had just moved into a new neighborhood
where the house behind ours was up on a hill. I left my son in
front of the TV for two minutes to go to get the mail from the
mailbox standing at the end of our driveway. A neighbor across
the street came over to introduce herself and we chatted briefly.
Next thing, my dog was barking in the backyard. I look around to
see this lady standing at the top of the hill, waving her phone and
screaming down to me, "I don't know your name and I don't have
your phone number, but your kid is on the roof!!!" I ran up the
driveway, waved a quick thank you, and looked out back. Sure
enough, in my few minutes of absence, my son had gone up to his
bedroom, unlocked his window, took the screen out, and
proceeded to go "dancing" on the porch roof. He was having a
riot dancing out there...no fear what so ever. All I could do was
crawl out onto the roof and fearfully sit up next to the wall,
hoping he'd come to me when I called him. I was so afraid if I
went near him he'd dance right off the edge. Fortunately, he came
right to me. I can laugh about it now, but it sure scared ten years
off my life!!!
The next day, I took my son to meet the lady who lived up the
hill. I explained his conditions and gave her my name and phone
number. We became good friends afterwards and she helped
educate the other neighbors should they see him wandering
around.
Our children are wonderful gifts from God. I have learned to
take it one day at a time. My son will be 15 this year, but the
memories of those early "autism" years are as fresh today as 10
years ago.
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TALL IN THE SADDLE:
THERAPEUTIC HORSEBACK RIDING
by Marie A. Sherrett

I

n 1999, as then-President of the Prince George's County
Chapter of ASA, I did a presentation on autism at
Georgetown University Medical Center in DC at the
request of another parent. The audience included various service
providers. The session was led by a medical doctor who had a son
with autism. After my segment, she described how her son's
autism showed itself at a very early age. She detailed his education
and all the therapies and treatments in which her son had
participated; what helped him and what didn't. She said they had
the best results from therapeutic horseback riding (THR). This is
the story of how I came to use THR as a wonderful discovery for
my own son, Mark.
As therapeutic horseback riding (THR) was described to me
by a doctor, who was also a mother of a child with autism, as a
possible therapy for my autistic son, Mark, I recalled that he had
only a couple of pony rides in his life. I remembered how serious
it was to him at the time and of how I was a nervous wreck,
scared he'd fall. It occurred to me, though, that it may be an
expensive "therapy" but perhaps the reality might be the opposite.
I had earlier done some research into THR. I had tried for
years to see if I could get Mark involved in it with no luck. His
special education school had taken him riding twice and Mark
spoke about the rides in almost reverential tones at the time. I
hoped I could take him to do it on my own so I could watch him
again. Little did I know as I spoke with the mother, my wish for
Mark would soon come true.
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I always had hopes and dreams for Mark. All parents of those
with autism do. We seek approaches, therapies and treatments
which will provide our children success and ways to assimilate
with others while getting joy out of life and their
accomplishments. I tried to keep an open mind. I decided to drop
in at the local treatment center for more information. From the
very first time we entered the center, Mark was enthralled.
I determined from a web site on THR that "modern research
has proven that the horse's rocking motion and body warmth can
dramatically improve physical ability, coordination, and morale.
Horseback riding has since been shown to be one of the most
therapeutic forms of recreation for people with all types of
disabilities. It offers a special dimension of therapy for young
people with special needs, including autism. Individuals gain both
physical and emotional rewards through challenging and
stimulating activities. Riders improve balance, strength,
coordination, confidence, concentration and self-discipline."
Weeks of training are involved before a person obtains
certification to supervise THR. One such qualified person was
Mark's instructor when he began in December of 1999. At first
Mark had no helmet of his own so the center loaned him one and
an assistant instructor showed him how to put it on. Mark was
taught by her how to saddle a horse and brush it down. He was
also taught how to lead a horse outside the stall to the open air.
(Gradually, with time she gradually withdrew her assistance.)
Mark was encouraged to bring items for the horses to eat:
carrots, apples, sugar cubes and chunks of alfalfa. Mark learned
from the instructor the right ways to feed horses each kind of
treat. To feed a sugar cube, he was taught to hold it in a flat-handresting-over-flat-hand technique. Ultimately over time' Mark
preferred carrots as a treat for horses so they wouldn't make his
"hand all messy." He realized horses with riding bits in their
mouths could not easily chew alfalfa and the resulting green drool
was absolutely distasteful to him to see.
After the initial trips to become acquainted with horses, Mark
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went into the training barn at the center. There he learned how to
maneuver horses through elaborate "mazes." (The instructor soon
learned that "maze" was a favorite word for Mark.) The mazes
were poles placed on the ground. Mark was taught by her how to
turn a horse left and right to prepare him to do the same moves
on trails. The acoustics in the barn are such Mark could easily hear
all the directions she verbalized to him.
The first time I saw Mark on a horse at the cente, I cried and
cried. I saw my oldest son with autism sitting so high and "tall in
the saddle," it took my breath away. I don't know what came over
me. I was so moved. Memories of years of all the struggles, taking
Mark to different schools, seeing different doctors, and trying
different medications flashed through my mind in split seconds.
Yet, here he was, high on a horse and in control. He could not
figure out why I was crying but he knew something magical was
going on; that it was part of his "story," a phrase he uses to refer
to important points or milestones in his life.
After only two lessons, no instructing assistant was needed;
just the instructor. Mark was learning quickly. He only went for
THR on Sundays due to my schedule. To him that was enough. A
year after he started, I saw Mark having what could only be
described as "conversations" with the horses he rode. Some
conversations seemed longer than others. He would stroke them,
lean his head again their head, speak in inaudible words to them
and appear to be in his own world. The instructor said his
behavior was typical of those with autism who came for THR. So,
she gave him time once his helmet was on to communicate with
the horse he was riding before they started.
If a new event occurred in Mark's life the day we went to the
center, or if he was annoyed about something that happened at
school, I would tell the instructor. Then she took her time with
Mark, led him on a longer outdoor route or would encourage him
to make his mount trot. He learned he had to use different
muscles to signal the horse.
Whenever I told the instructor Mark's week at school had
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been difficult, she always ensured they stopped on the trail when
they saw deer to truly take their time to watch them graze and
walk about. On those occasions in particular, Mark, who had
spoken rudely at school a few hour earlier came back like he'd
almost experienced a religious event. That is the only correct way
to truly describe his complete change of temperament and
attitude before and after THR.
Once in a while, a branch hanging over the trail would almost
hit him. Mark would say, "I am very disappointed in that branch"
and he'd remember to avoid it the next time they were on the
same trail. Sometimes all the way back to the car he'd pull
branches down and out of the way, "So 'they' won't get hit." I
never did know if he meant people or horses!
A language specialist at Mark's school incorporated THR into
his speech therapy program. She devised lesson plans where he
had to fill in blanks. Later I sent them to the riding instructor for
posting. Mark was very surprised when he saw them and asked,
"Hey, how did that get here to the center from me?"
One year after Mark had greeted his first horse at the center,
the instructor told me he was ready for a new step: he would be
on one horse and she on another. Naturally I was petrified. Mark
accepted the new concept in THR easily, like it wasn't a big deal
at all. For Christmas, I got Mark his own riding helmet. He was
thrilled. By then he had a special black bag he used only for
Sunday THR. Four months later, I gave Mark boots with heels.
These also went into the black bag.
Shortly after this, we had a family crisis. I knew it would take
me some time to recuperate. I wasn't sure how long it would take
Mark. He was so confused by the stress he felt that he forgot to
put on his helmet the next time he went to the THR center. The
same date he didn't change into his riding boots. His routines were
shaken. I was not prepared for this regression. However, he slowly
overcame his setback.
A month later, Mark decided he didn't need to feed horses
any more. "The staff can do it," he said. The instructor and I were
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surprised by this. I hoped it was a sort of milestone for him; that
he'd decided that part of his "therapy" was no longer needed. I
worried perhaps I had been making too big a deal of feeding the
horse but accepted this new idea. We reminded Mark any horse he
rode required a thank-you treat. That he accepted.
By this time, the instructor was teaching Mark how to get on
a horse using a ramp or a three-step wood structure. He had to
learn to stay erect and lift his leg up to avoid getting his stomach
stuck on the saddle horn as he slid onto the saddle horizontally.
This took practice. I heard, "The saddle made my stomach hurt"
more than once. Yet he watched intently as Alex would sort of
swing herself up onto a horse with no effort. It goes without
saying; I encouraged Mark to trust the instructor completely so
he'd develop a trainer/trainee relationship with her. Mark soon
would take instructions only from her. On the very infrequent
occasion when I would say something, Mark would say, "Oh
Mom," and look knowingly at his instructor.
By that fall, the instructor, on occasion, let Mark ride ahead
of her on the trail. This was truly incredible to Mark and he
seemed to understand how monumental a task she was allowing
him to undertake. "Wow," I said. "You were in front of Alex. You
are so lucky." "Yep!" he'd say with intense pride.
This was the time I began including THR associations among
those to whom I made presentations on autism. I used Mark as an
example of how there is a need to adapt the THR as time passes
and a rider's maturity level improves. I also point out how it
increases self-esteem. I constantly saw other riders with disabilities
beam with pride after dismounting. However, I pointed out that
with Mark, the entire process was very serious to him. I had
learned over time to respect that viewpoint of his and to accept it
as well.
I recommend parents look into participating in therapeutic
horse riding for their children if they have any kind of a physical
or developmental disability. Sometimes I don't know who gets
more out of it: The parents or the children!
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RON FALLS IN LOVE
by Roseana Porter

N

ot many persons with autism can verbally
communicate well with their parents and other
people around them. I am one of the lucky ones
because I have a son with Asperger's Syndrome who is now in
college and is quite capable of taking reasonably good care of
himself. What I would like to share with you is my discovery of
how my son had developed the "normal" teenage puppy love and
how he dealt with it.
As background information, I should mention that my son,
Ron, was about six years old when he was diagnosed to have
Pervasive Developmental Disorder. At that time, he could only
speak about three words, was constantly tripping and clumsy
because he had some kind of motor delay and had feeding
problems. He was diagnosed by doctors and therapists at the
children's medical center.
An excellent developmental pediatrician is on staff and he
worked out a program for Ron. After a lot of patient tutoring and
therapy sessions, the boy improved tremendously. He finally
caught up with his speech development and even went as far as
getting above average grades in school. He still fumbled and
tripped occasionally but he had considerably improved in his
motor skills. So far so good, so this proud mother thought. I had
few worries. Then Ron reached his puberty.
Ron never really told me about his love life, which is typical
for any bona fide teenage boy. I often learn about my son's
romantic escapades from teachers and friends. Ron had his first
crush when he was a high school freshman. Ron followed a cute
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classmate, named Maria, all over the school. He surreptitiously hid
behind doors and posts so that she would not see him stalking her.
One day, Maria notified the school that she would have to miss a
quarterly exam because she had to go to the Island of Cebu to be
with her father who was terminally ill. So the teachers gave her a
special exam a few days later, which Maria took after class, in the
faculty room. Ron guarded the door to the faculty room and did
not allow anyone to enter the room including all the teachers. He
was so "in love" with Maria that he went out of his way to make
sure that no one would disturb her concentration. In spite of all
his efforts, Maria never even gave Ron a second glance. Ron's
heart ached, and so did mine.
Ron never had another crush (as far as I know) until he was
in his senior year in high school. One day, I was pleasantly amused
when Ron started taking regular baths, brushing his teeth, and
combing his hair more often. He even started to use deodorant.
This was significant because it took a lot of prodding to make him
do these things. But clean and groom himself he did. Out of the
blue, he asked me how the guys courted me when I was his age.
He didn't tell me that he had a crush on a girl. Now Ron was really
acting strange and I did not know how to go about discussing the
subject with him. So I asked my friend, John, who is about 10
years older than Ron, to talk to him.
Ron told John that he liked Martha not because she was pretty
but because she was sweet, considerate, and thoughtful. She was
not loud or boisterous or flirty like many girls in his class. John in
turn, shared his personal experiences about crushes, dates, and
courting. He even encouraged Ron to try his luck with Martha.
On the last day of school, Ron's graduating class had a twoday retreat. To my surprise, Ron confided to me that during the
retreat, he approached Martha and asked her out but she refused.
Well, I wasn't surprised by that! But that's not all of it. Ron also
said that Martha had a boyfriend who lived in another province
and that he would wish to get rid of the boyfriend so that maybe
she would notice him. The boyfriend was well versed in the
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marshal arts. So Ron wanted to study karate so that he could
knock the boyfriend down for good!
Ron was so upset! He kept pacing up and down his room and
talking to himself. He refused to attend graduation practices and
vowed to boycott his graduation because he felt that his
classmates were all laughing at him. Now, I was really worried!
Ron was getting angry, hurt and violent. I told Ron that being
turned down doesn't mean that things can never be right later on.
"Who knows," I told him, "you may find someone who will really
like you in the future" (in spite of all his quirks). The story ends
well because Ron finally joined the graduation rites and marched
with his classmates. He had finally come to terms with the fact
that Martha was not for him.
I am sharing this experience because many people believe that
what happened to my son can never occur in the life of an autistic
child. Many parents fail to appreciate the fact that autistic
individuals do have feelings like any other human being. They also
crave for love, acceptance, and companionship, and yes, even
friendships. As parents and mentors, we should always remind
ourselves and others of this fact.
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WE HAVE PREVAILED WITH AJ
by Vanessa L. Miller

O

ur story concerning our son, who I will call AJ,
begins with learning the diagnosis. We took our little
boy to a children's hospital in one of our state's
cities, and he was put through a battery of tests. The last test was
with an occupational therapist. AJ wasn't in any mood to
cooperate by that time. It was a long hard day for all of us and I
can remember feeling lost because we hadn't been given a
diagnosis for him by the time we left. The doctor didn't even
indicate what he thought it was.
After about two weeks, we got a little packet in the mail. We
read through it and all we could find was a term called Pervasive
Developmental Disorder (PDD). Not being in the medical
profession, we were lost. We wondered, "What the heck is PDD?"
So, after I got my kids off to school, I went to the library. I asked
the research assistant to help me look for some medical books
without too much medical jargon. We were lucky to find a few
such books.
Then I found a definition of the term "PDD." It is known as
autism. I sat there shocked, but relieved. We now had an
explanation for AJ's peculiar habits and his loss of a good healthy
appetite.
From that time on, I became a human sponge, soaking up
anything and everything about autism. My friends and co-workers
would cut out magazine and newspaper clippings for us. I joined
a support group for parents of autistic children, and made a
whole new group of friends. I didn't feel so lost anymore.
AJ was making progress in school. His teacher and aide were
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wonderful with him. He soon learned how to wrap them around
his little finger. He even had his classmates conditioned that
nobody sat in his chair at snack, unless he was absent.
Four years have passed since then. AJ is now eight years old.
He has been in many schools since preschool, and now goes to a
school that can better meet his current needs. The public schools
he attended helped him to talk so much better. The whole
teaching staff of those schools did what was humanly possible or
allowable in a public school setting. The teachers had his best
interests in mind when they suggested that a school for disabled
children would be able to meet his needs better. I think they were
right, and I thank them for this.
AJ's main need now is toilet training. He's made some
progress, but no major strides. But that'll come. He's learned to
talk more, though he will never be a great conversationalist. He
has learned to understand people (if they don't use figurative
speech or subliminal messages) and will sometimes answer them
appropriately. He says please, thank you, and is polite in our house
and in public.
Above all, AJ is a great entertainer. We spend many an
evening laughing our heads off. He loves to sing, and can sing
quite well, in tune, and in perfect pitch. It's amazing. He prefers
slower tempo songs but sometimes enjoys upbeat stuff too.
We have learned about autism from books, magazines,
television, and from reading the experiences of other families.
We've learned the most from AJ and his teachers. We've had to
alter the way we do things at home for his safety. For example, we
now lock the front door with a padlock because AJ has learned to
unlock the bolt lock and we don't want him wandering outside by
himself. We've seen him trying to cook things so we had to take
the knobs off the stove so he wouldn't burn himself.
But all in all, this journey into the world of autism, courtesy
of AJ, has been a learning experience for us all. Above all, there's
NEVER A DULL MOMENT to be had. AJ continues to learn as
we all do. My husband, Tim, and I certainly feel blessed to have
124

THE AUTISM EXPERIENCE, STORIES OF LOVE AND HOPE

AJ in our life. We wouldn't trade him in for any other "typically
developing" boy.
I know some people probably pity us. In fact I pity them, their
typically developing kids are more likely than kids with autism to
get involved in the type of activities that worry parents so much
these days.
Right now, I feel lucky. If anyone should feel pity, it is I who
should pity the families who have no kids with autism. They don't
have endless nights of free entertainment from the funny things
these kids say and do. God Bless these kids and their families.
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THE ROAD LESS TRAVELED:
LIVING WITH AUTISM
by Erin Walker

Y

ou are the parent to a child who has been diagnosed to have
autism. Before the child was born, you had so many dreams of
what the future held. Now you will have to change your plans.
You have arrived at a fork in the road; you must take the trail less traveled.
What do you face?
Imagine you had planned your whole life to go on a trip to
Holland. You couldn't wait. It would be perfect, the weather, the
museums, the windmills, the fields of poppies. You spent hours
pouring over books and maps. You knew exactly what would
happen every minute of your trip. Then, finally the day came.
When you got on the plane they announced that you were routed
to Italy instead. You were heartbroken. What about the plans?
The windmills? The poppies?
But you were committed. You had the ticket for the plane.
When you arrived, you discovered that Italy is beautiful too.
Beautiful and different! And while you may never go to Holland,
you realize that Italy has much to offer. It has green panoramas
with views of the sea, beautiful cities and experiences that you
would never have known existed if you hadn't gone to Italy.
And then you realize that though the trips may be totally
different, they are still once in a lifetime experiences.
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EXCEPTIONAL MOTHERS

INTRODUCTION

A

utism! Much has been written about its physical
manifestations. Much has been written about the
behavior of people who are autistic. There can be
little expectation for "normal" behavior. Communication with
these challenged persons is difficult. There is enormous stress
placed on all those who provide nurturing. From all the caregivers,
the person who continually emerges as the rock upon which the
foundation of those children with autism is founded is often his
or her mom. Maybe it's the maternal instinct that mothers possess
but they seem to give the most.
Included in this anthology are the stories written by some
moms who have borne autistic children. They share their
experiences and their perceptions with us to give us hope. One of
the mothers describes how her afflicted child loves to place a
prism in the sunlight and marvel at the band of colors that come
from it. In the stories collected in this book, the mothers are the
ray of sunshine that shines in their child's life. This ray of love is
broken into its many parts: nurturing, comforting, understanding,
caring, showing concern, educating, relentlessly presevering,
protecting, and much more.
The vision shared in common by these exceptional women
can be summed up by quoting an excerpt from A Return to Love
by Marianne Williamson.
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We were born to make manifest the glory of God
that is within us.
It's not just in some of us, it's in everyone.
And as we let our own light shine, we unconsciously
give other people permission to do the same.
As we are liberated from our own fears,
Our presence automatically liberates others.
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I AM THE MOTHERS
by Michelle Guppy

I

am the mother of a child who has special needs. I am the
little engine that did. When on my journey in life, my
tracks led me to a mountain—a diagnosis of autism, or
CP, or MR, or a similar disability—I looked at it with defeat,
thinking there was no way I could climb over it. I then pondered
the obstacle before me, and I then said to myself over and over,
"I think I can, I think I can...." Then I slowly started climbing the
mountain saying to myself over and over, "I know I can, I know
I can ...." and I made it over that ominous diagnosis and continued
my journey. I am the little engine that did.
I am more devoted than Noah's wife. I sometimes feel
overwhelmed in my "houseboat," 365 days and 365 nights a year,
constantly working with and teaching my child. But when the
storms of isolation and monotony become most unbearable, I do
not jump ship. Instead I wait for the rainbow that is promised to
come.
I am Xena, real life warrior goddess of Autism. With my
steel-plated armor I can battle anyone who gets in the way of
progress for my child. I can overcome the stares and ignorance of
those with no experience in their lives of disability and educate
them as to why my child is the way he is, and why he does the
things he does. With my sword of persistence, I can battle the
schools to have them properly educate my child. Yes, I am
Xena—and I am prepared for any battle that might come my way.
I am beautiful. I have hairy legs because I get no time alone
in the bathroom. I have bags under my eyes from staying up all
night with my child. The only exercise I get is the sprint from my
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house to my car to take my child to therapy. "Dressed up" to me
is, well … just that I had a moment to get dressed! They say that
beauty is in the eye of the beholder. So even on the days when I
don't feel very beautiful, I will know that I am beautiful because
God is my beholder.
I am the Bionic Woman. With my bionic vision, I can see
through the disability my child has, to see the beauty in his soul,
the intelligence in his eyes, when others can't. I have bionic
hearing. I can look at my child when he smiles at me, and hear his
voice say, "I love you, Mommy," even though he can't talk. Yes, I
am thankful to be Bionic.
I am Mary. I am a not-so-well known mother of a special
needs child who was brought here to touch the souls of those
around him in a way that will forever change them. And it started
with me by teaching me things I would never have known, by
bringing me friendships I never would have had, and by opening
my eyes as to what really matters in life. He has shown me things
like the Joy of just living in the moment, the Peace of knowing
that God is in control, never losing Hope, and knowing an
unconditional Love that that words cannot express. Yes, I too am
blessed by a special child, just like Mary.
I am Superwoman. I am able to leap over tall loads of laundry
in a single bound, and run faster than a speeding bullet, to rescue
my child from danger. Oh yes, without a doubt, I am
Superwoman.
I am Moses. I was chosen to be the mother of a special needs
child. I may at times question whether I am the right person for
the job, but God will give me the faith I need to lead my child to
be the best he can be. And like Moses, God will give me the small
miracles, here and there, needed to accomplish my mission.
I am Stretch Armstrong—the mom who can be stretched
beyond belief—and still somehow return to normal. I can stretch
limited funds to cover every treatment and therapy that insurance
won't cover. I can stretch my patience as I bounce from doctor
to doctor in a quest to treat my child. I can stretch what time I
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have, and share it with my husband, my children, my church, and
still have some leftover to help my friends. Yes, my name is
Stretch. And I have the stretch-marks to prove it!
I am Rosa Parks. I refuse to move or waver in what I believe
is right for my child in spite of the fact that my views are among
those of the minority, not the majority. I refuse to accept the
defeatist question, "What can one mother do?" But instead, I will
write, call, and rally before the government if I have to, and do
whatever it takes to prevent discrimination against my child and
ensure that he gets the services he needs.
I am Hercules, the Greek god known for strength and
courage. The heavy loads I must carry would make others
crumble to the ground. The weight of Sorrow, Fear of
Uncertainty of the future, Injustice at having no answers, and the
Tears of Despair, would alone possibly be too much, even for
Hercules. But then the Joy, Laughter, Smiles, and Pride at my
child's accomplishments, balance the load to make it easy to bear.
I am touched by an Angel, an Angel who lives in a world of
his own. And it's a fact. He lives in a world of innocence and
purity, a world without hatred or deceit. He lives in a world where
everyone is beautiful and where no one is ugly, a world where
there is always enough time. He lives in a world where he goes to
bed with no worries of tomorrow and wakes up with no regrets
of the past. Yes, I most certainly am touched by an Angel, and in
some ways, his world is better.
I am a true "Survivor." I am the mom of a child who has
faced, is facing, and will face, some of the most difficult
challenges life has to offer. I am ready for the challenge and have
God-given endurance to last until the end, along with a sense of
humor to cope with all the twists, turns, and surprises along the
way. Oh yes, I am a TRUE "Survivor"—and I don't need to win
a million dollars to prove it!!!
I am a mom of a special needs child, all the above, and so
much more. Someday I will want to be none of the above and just
be a typical mom with a typical child, doing typical things. On
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those days I will know it's OK to be angry, and to cry, and to lean
on my family, friends, and church for support, because after all,
most importantly, I am human.
And on this day, and any other day I feel the need, I will read
this as a reminder, of just who it is, ~ I am……©
Michelle Guppy invites contact at
MichelleMGuppy@yahoo.com
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THIS IS FOR MOMMY
by Todd Guppy

T

his is for my mommy. When I was not very old she
would kiss and hug me a lot and I did not like it.
Sometimes I would cry, but she kept doing it. After a
really long time and lots of hugs and kisses, I started to like them.
You see, I am autistic—and very different than most kids—but
my mommy doesn't care. She loves me and works hard night and
day to help me learn to do the things other kids can do like giving
hugs and kisses, feeding myself, and learning to communicate.
I am very proud of my mom because she never gives up on me.
My mom doesn't try to make me be something I'm not—she just
pushes me to be the best that I can be…. I like that. One last
thing, I can't read or write or talk, so my dad has to help by
writing down these things I wish I could say….. I LOVE YOU
MOMMY!! ©
Michelle Guppy invites contact at
MichelleMGuppy@yahoo.com
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WHAT DOES AUTISM MEAN TO ME?
by Patricia G. Flanagan

W

hat is Autism? I could give you the same old
medical description that I have heard and read so
many times; but I won't. Autism has a broader
meaning to me, a mother of an autistic child.
Autism is that dawning awareness deep down inside of you
very early in your new child's life that something is different about
him. It's the fear of not knowing what that difference is and the
frustration that no one else can see it. Autism and the little ones
that it affects can teach a person, a family, a community, and even
the world so much about people, life, and humanity.
In its own special way, autism is a gift. Parents of autistic
children are forced to take matters into their own hands. They are
forced to study, learn, and speak out for their children. They are
forced to become specialists in the fields of autism and humanity.
Autism is acceptance of an individual for the special person
that they are and will become. It's truly unconditional love. Autism
teaches us to help others at all costs. It shows us how to improve
on their lives and our own lives without invasion and judgment. It
helps us to understand that changing the person is not the goal of
our endeavors.
Autism also teaches us to find both the beauty and the humor
in the "quirky" little behaviors that we all have. When I think of
my son (now two years old), I fear for him and I pray that I can
help him. My biggest fear is not that he'll fail at anything he does,
but rather that he'll be lonely in life. The other stuff just doesn't
seem to matter. My goal is to ensure his happiness and at the same
time, never change who he is. I love the amazing and "quirky"
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little person that he is. He is so strong, loving, and funny all at the
same time. I only want to make his life as happy and healthy as
possible.
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MIRACLES DO HAPPEN
by Patricia G. Flanagan

A

s parents, we expect a child's kiss, a hug, saying, "I
love you" from our children. We take simple things
for granted. My autistic son, Seth, has taught me not
to take anything for granted, not even little things. He has taught
me to not judge and to be accepting of others, for who they are,
not who I want them to be. I've learned that miracles and
blessings do happen.
Seth is three years old, big for his age, with long wild hair, and
big beautiful eyes. Seth is exceptionally cute and adorable. But
Seth is autistic. When he was a baby, it was as if he didn't need us.
He was content being left alone in his own little world. I never felt
a bond to my youngest son until he was almost two years old. This
bond was not easily established; I fought for it every day.
As Seth entered the toddler year, we became concerned that
he may be deaf. He didn't seem to notice it when people entered
or exited the room. He didn't look when you called his name or
jumped up and down yelling in front of him. He didn't wave
good-bye, talk, look at us, or point to what he wanted.
I have learned so much from Seth and his "normal" brother,
Quinn. I have learned foremost to take things one day at a time
and never give up. Seth has so much determination. I've watched
him struggle just to ask for milk. I've watched his brother struggle
with him every day, determined to teach Seth something new. Seth
has shown me that miracles do happen and that blessings come in
all shapes and sizes.
He will always be autistic. He won't suddenly wake up and be
"typical". But then again, I wouldn't want him to. There are so
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many things that Seth can't do that other children his age can.
That doesn't matter to me. In his own way, Seth can communicate,
love, and show affection. He hugs and kisses, laughs and smiles,
and he is happy! He is probably one of the happiest children that
I have ever seen.
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GOD AND AUTISM, THE LESSONS
BRANDON TAUGHT ME
by Michelle Guppy

A

child with autism is an open book to the lessons and
values God tries to teach us. They model the things
that can not be taught in any Sunday school. Sure,
you can memorize verses and recite scripture but until you are
exposed to the lessons, until you have LIVED the lessons, you
cannot fully comprehend them. A child with autism lives in a
world of innocence. He does not know hatred or deceit, war or
poverty, or even discrimination. They have no malicious intent.
They are not tainted by mistrust or betrayal. They do not feel
ashamed. They do not laugh at just the right time to please or
impress someone. They simply have the childhood innocence of
laughing when tickled or happy - and crying when hurt or scared.
They have the purity of only seeing beauty - not ugliness. A child
with autism has the rare gift of living only for the moment. In the
mind of a child with autism, there is no stress of not having
enough hours in the day. For them, there is no tomorrow or
yesterday - only right here, right now. The child with autism does
not worry about things that cannot be changed or controlled.
There are no "could haves" or "should haves" in the autistic
world. A child with autism goes to bed with no worries of what
tomorrow will bring, and they wake up with no regrets or grudges
carried over from yesterday.
Having a child with autism changes you—for the better.
Gone are the flaws of selfishness and pride. Instead, there is a
greater appreciation of joy, tolerance, and patience. You have a
new depth of character like never before. You understand
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discrimination and how it can hurt. You know what true sacrifice
is.
A child with autism inspires us to pray. Even the staunchest
unbeliever will learn that when there is no where else to turn, you
turn to prayer. A child with autism brings out that true sixth sense,
which is believing. You believe that with prayer all things are
indeed possible. You believe that God does hear our cry for help
and sends those Angels into our lives to give us hope. That hope
becomes the light that stays with you through the darkest nights.
Prayer changes the question of, "Why did God do this to me?" to
"Thank you God for Blessing me…….."
A child with autism brings out the purest form of love you
can find in a person. You love your child for him alone, not for
what he says or does for you, because in most cases, the love for
a child with autism is a one-sided kind of love. There are no
strings attached to that kind of love. There are no "I love you ifs,"
just simply "I love you." Typical people spend a lifetime searching
for the kind of love that parents of children with autism know.
To be exposed to that kind of love through a child with
autism is to know the love God has for us. Perhaps the greatest
thing an autistic child teaches us about God is that God is
unconditional love…. He loves us no matter what, whether we
express or reciprocate it or not. A child with autism is sometimes
described as living in "a world of their own…." That leads to
perhaps the most important life lesson my child taught me, that
sometimes I should not try so hard to bring him into my world
but, instead, for me to enjoy his world a little more….
The greatest gift my child with autism gave me was healing.
Perhaps there is no physical healing for him, yet, but there has
been spiritual healing for me, and all those whose lives have been
touched by my autistic son by simply re-introducing us to the one
and only Healer……..
Thank you Brandon…………. ©
Michelle Guppy invites contact at MichelleMGuppy@yahoo.com
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WHAT IS INCLUSION?
by Michelle Guppy

I

nclusion is freedom. For a child with a disability, when
either condition is denied, it can be the difference
between life and death. For a special needs child to have
"freedom by inclusion" means that they are recognized as a
person of equal standing. It means they are valued, they are
important. It means they will not be ignored, mistreated, or
thought of as a burden. Their needs, feelings, and rights are just
as important as typical children's. Whether the child has the
capacity to understand that or not should not change the way they
are treated by others. For each child with special needs, inclusion
has different meanings. For some it means being able to attend
regular classes with regular students, without assistance. To others
it may mean being in a regular classroom with an aide beside them
to assist when necessary. To even others, it may only mean to be
included in certain regular classroom activities such as music,
lunch, and PE. For my child, it means being in his own classroom,
with a one-on-one aide working on discrete trials. Hopefully, some
day my child will want to experience those other forms of
inclusion. Of the many different faces of inclusion, the common
thread is doing what is appropriate for each child, enabling the
child to be respected and valued. It means doing for the child,
what is best for the child, with the ultimate goal being to help
make the child the best he or she can be.
I saw inclusion and all it means in action the other day. It was
Field Day at school. I went there to take pictures. I knew my child
would not be able to perform the activities, but I wanted a picture
for his scrapbook anyway. It was my son's turn to ride the tricycle
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around the cone and back. He can't ride a bike. With his teacher
on one side, and a typical student from his team on the other side,
they carefully pushed the bike around the cone and back. Parents
who did not know my son, and whom I did not know, clapped for
him in the background. My son was never aware of this and could
have cared less if he was included or not. But I did. That is
Inclusion.....a confidence that as a parent, your child will be
treated like others, even when you are not there to witness it.
Especially, when you are not there to witness it!
I read about a tragedy resulting because of the lack of
inclusion the other day. It was in a news article titled, "The Day
Christopher Died." An autistic boy was made to lie in the back
seat of a bus face down because he was acting up. He was later
pronounced dead. Inclusion.......it's a matter of life or death. ©
Michelle Guppy invites contact at
MichelleMGuppy@yahoo.com
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MY SON JORDAN AND I
by Barbara Byrd

A

lmost as soon as my son was born on June 11, 1982,
I sensed there was something different about him. I
wondered if it was because he was born a month
early and was smaller and sleepier than my first child has been. I
intuitively sensed it was something beyond that, more elusive and
not easily defined, but present nonetheless. Jordan did not breast
feed readily during the first few days the way his older sister had.
He only wanted to sleep. The doctor suggested I try to awaken
him to nurse by tapping the bottom of is foot. When I did that
persistently enough to awaken him, he wailed so piteously at being
roused that I felt like wailing in sympathy right along with him. It
took a week or so, but he finally caught on and seemed to enjoy
snuggling in my arms. His sleepiness also disappeared, and I
began to hope that my initial feeling of foreboding had been
without a cause.
As Jordan grew I tried not to compare him to his older sister,
Alisa, who was a brilliant and highly verbal child. Jordan was on
track with his motor skills, but his speech and perception lagged
way behind. He was also unresponsive a great deal of the time and
it was difficult to get him to look me in the eye when I spoke to
him. Having a conversation with him was next impossible.
Sometimes his behavior would be really bizarre. He would
become easily irritated and frustrated, which usually resulted in
terrible tantrums, seemingly with no cause. I felt that I must be
doing something wrong, since I was obviously not connecting
with my son. Much of the time he seemed like a complete alien to
me.
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Those early years were very difficult. No one seemed to know
what was wrong with Jordan. (In fact he wasn't diagnosed with
autism until his early teens.) Jordan seemed to respond much
better to his father, whom he adored, but my husband's life began
to revolve around drugs, so he was gone much of the time. I had
also become pregnant with a third child when Jordan was only 10
months old. Since he never seemed to feel very connected to me,
he would take off the instant I took my eyes off him, leaving
stores, restaurants, and parks in search of who knows what. These
disappearances prompted frantic searched by me, my five-year-old
daughter, and whoever else happened to be around. Going out in
public with Jordan was usually embarrassing and stressful.
Soon I was a single mother with four small children. I was in
a fragile mental state. When I took the kids to church, a children's
worker would unfailingly come looking for me with a grim
expression to report Jordan's misbehavior. I felt I couldn't even
get a break in church. There always seemed to be looks of
disapprovals from others when we went out because Jordan made
strange sounds and spun out of control. The implication was that
he was a brat that I must be failing to correct and discipline.
Preschool was no better. My oldest daughter had thrived and
fit seamlessly into the preschool environment, but Jordan filed to
conform. He would not follow directions and stood off in a
corner of the room alone. When I had him tested, the tests were
inconclusive because he was selective about when he would
answer the psychologist, if he bothered to communicate with her
all. When Jordan entered elementary school, he was placed in
special education classes. I was often called to come pick him up
because he was disrupting the calls.
Often I questioned myself as a mother. I felt that if I was
doing things correctly, my son would not be such a terror. I felt
guilty because I couldn't seem to accept him for whom he was. If
I was honest with myself, I had to admit I only loved him because
he was my son. Sometimes I really wanted to be harsh with him
and had to restrain myself from hurting him either physically or
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verbally. I had always adored children and yearned for them even
when I was myself a child, and yet I could not seem to have a real
relationship with my own son. I wondered how things could
possibly have gone so awry.
I finally determined that I would have to ask God to teach me
how to view this child as a blessing and love him exactly the way
he was. I t didn't happen overnight, but it did happen. When
Jordan was about five year old, he told me he loved for the first
time. At that time, he had misbehaved, and I was angry at him. He
looked very sad as he said "I love you, and now you are mad at
me." His expression and words broke my heart, and I assured him
that nothing could change my love for him. It was there always
and forever. At that moment and for all the years since, I have
never doubted that I love my son even when he drove me crazy.
As I write these words, Jordan is a 20-year-old. He has
struggled and worked very hard to become all that he can be. It is
a work that is still in progress. He recently got his driver's license,
an achievement that I could not envision when, years ago, he was
a child who would frequently sprawl on the supermarket floor
screaming out of control as I tried to do our shopping. He
graduated from a regular public high school, although he was in a
special education class when he was 18. He desperately wants to
find his own way, independent of me.
I am very grateful for the fact that I learned how to love and
accept my son. He has sweetness about him and a calm sense of
acceptance about himself that has developed over time and is rare
in most young men. He is a blessing to me and his three sisters,
although he complains that he is surrounded by girls. I tell him
that his sensitive ways will make him a great husband one day. For
now, he is definitely a great man.
Two months have passed since completing any story. During
that time, my son has moved to Arizona to live on his own at
which time he also turned twenty-one years of age on June 11th.
He is now living with his friend and the friend's girlfriend, both
"regular" people who have trouble getting along with each other.
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Jordan is very aware of the different stages of people's lives
and felt funny about living with me after he turned eighteen.
When his friend relocated to Arizona from California and invited
Jordan to come out and live with him, Jordan jumped at the
change. The cost of living in California is very high, and he was
becoming increasingly frustrated with each passing year, which is
quite a change from the families who have grown children that are
reluctant to leave their family abode. My son relishes showing his
independence and seeks to overcome his disability on a daily basis.
For instance, he was determined to pass his driver's test, although
he had to take the written portion four times. He never gave up.
He has also struggled to gain social skills, and has succeeded,
partially because he's a keen observer of human natured. He has
friends now and looks people in the eye and really listens when
they talk. I could really learn something from y son, and I am
proud to be his mom.
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BREATHE
by Michelle Guppy

M

ost people can remember the day President
Kennedy was shot. They know when it was, where
they were, what they were doing. It was a moment
forever impressed on their memory. Parents of special needs
children have memories like that, whether it was the moment in
the pediatrician's office when they first heard the news, or
sometime later when the reality hit. Either way, it is a moment that
forever changes them.
I remember the day that the reality of my son's diagnosis hit
me. For me, it wasn't the day he was diagnosed with the disorder.
At that time, in the pediatrician's office, it wasn't a shock. My
instinct was that there were things that were not right, that my
child was a bit delayed. But when the doctor gave the condition
and my concerns a name, I felt more relief than shock. Autism he
said.
I didn't know what Autism was. I didn't know anyone with it,
but I was relieved. Because now I could go buy a book, do what
it said and my son would be healed. I thought all would be well. I
found out all too soon that this was a bit more complicated than
I thought. But still, I was hopeful. I learned all I could on my own,
and I enrolled my child in every therapy and special school that
was recommended. Looking back, I realize that during those first
few months after my son's diagnosis, reality had not set in. I don't
even think I was shocked. I was too ignorant of the disorder. I just
knew that there was a "name" for the disorder my son had. If I
just tried hard enough, I could cure it.
Then I met Mitchell and reality hit me hard. A playgroup was
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much progress and overcome so many obstacles. What continues
to help me each day is when, during the difficult and sad times,
when I feel that tightness in my chest like I want to just hold my
breath and not breathe, I will remember that day in the car, take a
deep breath—and just breathe! ©
Michelle Guppy invites contact at
MichelleMGuppy@yahoo.com
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recommended by my son's teacher. She said her autistic son
attended that program and was really doing well there. Her son,
Mitchell was 13, and my son was three at the time. I enrolled my
son, and was hopeful. I looked forward to the program and to
meeting Mitchell. When the day came to take my little boy to the
playgroup, I walked in all excited for my child and anxious to meet
Mitchell. I got my child settled in his age group, and asked where
I could find Mitchell. An attendant pointed to a room with a video
playing—and there was Mitchell! He was a tall, handsome boy,
flying an imaginary airplane and repeating the same phrase over
and over. I walked up to him and said hello, thinking he hadn't
noticed me. He never looked at me. He just kept flying his
imaginary airplane and repeating the same phrase over and
over……. Reality hit hard!
I ran to my car in tears and just sat there in the parking lot and
cried and cried and cried. I screamed. I begged God, I bargained
with God, and I got angry with God. Then I cried until my chest
felt so tight that I couldn't breathe. The reality of my son's
diagnosis sunk in that day in the car.
I was in the car in the parking lot for over an hour. When I
could cry no more, I thought, if I just stop breathing, this will all
go away. If I don't take that next breath, I won't have to face this
reality. I can make this moment of horror stop. Obviously if you
stop breathing, you stop living. I didn't want to die; I just wanted
how I felt to die, to stop, to not go on. I didn't want to face the
reality that my son might be like her son. In the quiet of that
moment, it felt as if God was saying, "Michelle, if you will just
breathe….if you just take that next breath, you can go on. Each
breath you take will help you through this….." And so I listened.
I didn't want to—I fought it-even held my breath for a moment,
but I listened, and breathed one breath after another and I
overcame.
My son is now nine years old. So much has happened in the
six years since the reality of his diagnosis hit home. I have been
blessed abundantly by my son in so many ways. He has made so
153

THE RELIEF OF DISCOVERY
by Amanda

W

e have just discovered that our son has autism. We
noticed he was different. For instance, when we
gave him a crayon, he shook as he held it as if
intensely trying to draw. He didn't speak. We went to his doctor
who told us there was nothing to worry about, that some children
don't talk until they are two.
So we requested a general assessment. They sent us to our
local health unit. They said they couldn't confirm it but they
thought our son is autistic. They advised us that we should take
him to a pediatrician. The pediatrician said, no, we are just spoiling
him. Finally, after going to yet another physician, we obtained a
referral to another pediatrician. This man examined him briefly
and said, "Your son is autistic. In fact, he is severely autistic, and
you need help now."
Heartbreaking? Yes, but finally, an answer. What a relief! Now
we can move forward. And while each day will be a challenge, we
have to take one look at those little blue eyes and realize that only
we, his parents, will fight for what he needs. And so, we go
on....together....
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A POSITIVE NOTE AFTER THE
DREADED DIAGNOSIS
by Lynn Dwyer

M

y story is dedicated to my son, who aside from
giving me the most special job of "mother," has
given a job to help other families who walk in our

shoes.
My son Dylan did not communicate. He had gone through
numerous blood tests, CAT scans, speech evaluations and even
had tubes placed in his ears. Dylan was then 23 months old at the
time of that surgery and my husband and I thought the worst that
could happen was we would have to learn sign language to
communicate with our son. Of course, we thought at the time we
were only dealing with a hearing loss.
The ear, nose and throat specialist told us we may hear our
son actual talk immediately after surgery. As we waited for him to
be brought to recovery, I couldn't wait for the possibility to hear
my son call me "Mama" once again. It was a word I had not heard
since he was 17 months old. My husband Chris and I consoled
Dylan as he came out of the fog of anesthesia. The words did not
come. Nor did they come in the next two months.
It was at this time, as we sat in my pediatrician's office, I heard
the doctor utter the words, "We may be looking at mental
retardation." I was two months pregnant with our second child, so
his opinion was a shock. He referred us to a neurologicalpediatrician and a child psychologist team who saw Dylan about
two months later. (It was the earliest appointment we could get.)
With growing dread, I remember listening and answering the
psychologist's basic questions about family history, milestones for
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Dylan, etc. I knew I was going to hear the word "autism."
Autism was not unfamiliar to me. I grew up with a cousin
who is autistic. But I never wanted to believe this could happen to
my son, my child, my baby boy.
The neurologist sat outside of the room behind a two-way
mirror, making notes, observing closely as Dylan lined up animals
on the floor and flapped his hands. No matter how hard the
psychologist or I tried to coax Dylan to the table to look at
pictures, he couldn't sit for more than a second. He continued to
block out our voices with his vocal stimming. I can't even tell you
how long the appointment lasted but I remember the neurologist
coming in with a look of concern.
The two doctors looked at each other; the neurologist turned
to me and said, "Your son has autism. I felt like I was going to be
sick. I rubbed my pregnant belly and asked, "What about this
baby?" I couldn't stop crying. It was an awful feeling. I had visions
of my cousin banging herself in the head as a little girl. I kept
thinking, is this how Dylan will be too?
A million questions ran through my head. How did this
happen? Why? Most importantly, what got me through those first
days after the diagnosis was the question: What now? How can I
help my son? I had to pull it together for him.
My husband, Chris was my rock. I know he mourned for our
son too. I say "mourn" because it is like a death and you have to
rethink your dream for your child. Everything about your life is
altered now. It is all about your child with autism, even if you have
other children. Chris kept holding me up and pushing me
through. I couldn't have faced this diagnosis alone.
Every time we return to the specialists for a checkup, the day
of the initial diagnosis runs through my head like a video tape. It
was traumatic but it reminds me of how far my son has come
since that day. I do believe there is a reason for everything and I
owe my son Dylan so much for giving me patience and strength
that I never knew I had.
Because of my son, I now have a job as an educational
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advocate so that I can help other parents of autistic children. I
owe my son more than he will ever know.
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LIVING LIFE TO THE FULLEST
by Jodi Fugl

W

hen our son was born in November of 1992, we
felt the world had stopped. I had a very long,
induced labor, and when our son was born his
APGAR score was very low. However, he seemed perfect in every
way and very special. Little did we know how the word "special"
would affect our life.
When I look back at the video tapes I made when he was
little, I see the signs of autism which I didn't see them then. I
remember when he would say it hurt when I washed his hair. He
would bite me and leave teeth marks for days. His speech was
clear but he did not speak in sentences, or he couldn't say certain
word sounds. New situations or meeting new people, anything
different in his routine, would really bother him. He didn't like
loud noises. These are just a sample of the signals, but we had not
even suspected he had a condition, autism: something we would
have to deal with.
School was starting and we finally got him potty trained. That
took a very long time. When he started school, we only heard
negative reports. He wasn't doing this right or that right. The first
time we heard our son would need to be tested for special
education services, (because he wasn't progressing in school), I
remember leaving the school crying. What was happening?
To make a long story short, we took the matter into our own
hands and went through the steps to have our son tested to see
what was wrong. The first thing I did was to get on the internet
and started to look. I bought a book about childhood disorders. I
remember telling my husband that I'd bet that our son has what
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they call PDD (Pervasive Developmental Disorder).
If he had PDD, what does that mean we had to do? We
decided we better find out for sure. First we went to our medical
doctor who did a complete physical and the blood analysis. Then
she referred us to a child psychologist. After many hours of tests
and talking to her about what had been happening up to that
point, we got confirmation. Our son had PDD.
I remember feeling relieved that finally we knew, but, also
disappointment. I felt like our world had just come crashing
down, and we were in a whirlwind. I know some people say that
PDD does not exist, but let me tell you it does.
We took that news back to school, along with the teaching
recommendations. With our full cooperation, the teachers have
been trying to implement the recommendations ever since that
date. I have to admit that they have been very supportive. They
were learning right along with us on how to work with our son. I
also did a tremendous amount of reading on the internet and read
quite a few books along the way, so we are prepared when we do
have meetings with the school. Since then, whenever we feel
something needs to be done or changed, we work together as a
team with the school to do what is best for our son.
When you first get the diagnosis and you're sitting in a
psychologist's office, everything seems to come down on you.
You ask, "What did we do wrong? Why are we here? What did we
do to deserve this?" The answer to these questions is that you
have done nothing wrong and it is no one's fault. The best thing
you can do now is to do everything in your power to help your son
or daughter.
Currently, our son is in the fourth grade in a very small rural
upper-Midwest school. He has a full-time aide with him to help
him in social situations, and to keep him focused in school. The
aide is there to explain his studies to him if he gets stuck. Our son
still has a hard time communicating, but is learning every day. He
works with a SLP, an OT, and gets special education services and
Title 1 services. He is a very lucky little boy to have so many
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people care about him. There isn't a day that goes by that my mind
isn't thinking about what is best for him, or ways to help him
learn. It takes quite an effort for the boy to make it through the
school day but he always enjoys learning.
It takes a lot of work. You have to stay focused. There are
times you feel like you cannot go on. Then your child will hit a
milestone, sometimes big or sometimes small. You see the smile
on his face and how proud he is of what he has done. It is at that
time you know you will go on and do whatever it takes.
I wouldn't change a thing about him. My son has made us
better people. He has taught us much about living life to the
fullest. We owe the world to our son. Without him, we would not
be the people we are today. He is our son and we'll love him
forever.
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ONE OF THE LUCKIEST WOMEN
IN THE WORLD
by Rosita Ferro

I

am one of the luckiest women in the world. I have an
autistic son!
Lucky? You say? Yes, the average mom has a typical kid
that says "mom" by age of two, is potty trained by age two and
one-half and starts school at age five. How simple. How boring!
The life of a mother of a child with autism is never boring,
never dull. It is always a challenge, it keeps you on your toes; keeps
you alive. I am not saying it's easy, it is not. It is a constant battle,
a constant fight against the odds, against the mothers of typical
kids who judge you, against the other kids that make fun of your
son, against the stares of strangers at the restaurant, against the
school system who wants to fit square pegs into round holes. But
still, each battle that ends in victory gives you the incredible joy
that only another mother with a child like ours can understand.
Let me relate to you our life, our battles, and our victories.
My son was diagnosed autistic at age four. It all started the
day he was rushed via ambulance to the hospital because of a
severe asthma attack. It was during that hospital stay that the
doctors saw something different in my child. They had seen lots
of four year olds, and they knew that a child that age should be
talking, but my son wasn't. Why? Easy! "Because at home we are
bilingual, so he is just a bit confused," I said. They stared. But,
why don't they believe me? Why do they look at me like that?
What's wrong with these doctors, don't they know that children in
bilingual homes take a while to speak??
Yes, only in my eyes was my child "perfect." I had learned
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how to explain away every thing my child did that I did not
understand. He was just "unique." He was just being himself. So
to prove the doctors wrong, I had him evaluated. After a series of
tests and while I was still insisting and explaining to the doctors
that my son was just "confused," one of them interrupted me in
the middle of my sentence and said, "Your son is autistic".
That was it. Your son is autistic. I can still hear those words,
"Your son is autistic." And then they showed me to the door.
They gave me no information about support groups, about where
to find answers, about good books to read. Nothing! "Your son is
autistic."
Up to that point I had no idea what autism really was. All I
knew was that autism causes children to bang their heads against
the wall and turn the lights on and off over and over again. That
was autism for me. So how can my child be autistic? He never
bangs his head against walls! They are mistaken!! My son can't be
autistic! No, no, I must not believe it! Admitting that he is autistic
will just make it so. I can't do that. No, no, he is not autistic, he is
not he can't be! Or is he?
"Your son is autistic." How could that be? I went to the
assessment clinic with a beautiful "perfect" son, and now I was
leaving with another child—a child that looks like my child on the
outside, but he is not the same child anymore. He is autistic. I
looked at him and it was as if I was just seeing him for the first
time.
I took my "new" child to the car, strapped him in his car seat
and finally let myself cry. I was crying so hard I had to stay on the
parking lot for a while because I was not able to drive, I could not
see through the tears. I looked at my child and for the first time
noticed that he was not looking "at" me; he was looking "through"
me. He was staring. Was this a sign of autism?
Now things that the day before where so "normal," so cute,
and so typical of my boy could now be signs of autism. Yesterday
he was so cute when he grabbed my hand, took me to the kitchen
and put my hand on top of the milk carton. Not anymore. He
166

THE AUTISM EXPERIENCE, STORIES OF LOVE AND HOPE

should have spoken. Today that type of communication is a sign
of autism. Yesterday he seemed so smart when he aligned in
alphabetical order the magnetic letters on the refrigerator door!
Not today, that act of aligning is a sign of autism. Nothing was
the same anymore.
My whole life changed that day. I was afraid: afraid of the
future, his and mine. I was terrified! What now? Is he going to be
retarded? Is he ever going to talk? I could not sleep for weeks!
Then, one day, the shock and denial began to subside and the
tears dried. That day I became the proverbial "Mom on a
mission." I began to read every single book I could find about
autism. I read about each and every one of the therapies,
medicines, diets, and teaching tools. I was confused.
Then I went to the Internet! There I found a group of
parents who had gone through the same thing. They understood!
They knew how I felt, and best of all, I could ask anything and
they had an answer! They where the experts!
I began with the ABA therapy. It was hard, it was difficult, it
was time consuming, it was expensive, but it worked! Little by
little my son began saying words, and then the words became
sentences. Then came the day I had dreamed about for so long,
the day my son said, "I wuv you." He was six years old. I still get
teary eyed when I remember that day!
Then, five years later, I think, "How lucky I am! I feel sorry
for the mothers that do not have an autistic child! They don't
know all the joys they are missing. All the day-to-day miracles we
see. My story should end here. It should end with "and he live
happy ever after." That would be the story of a mom of a typical
kid but not the story of a mother of a child with autism.
Yes, he had continued to making great progress! "He made
it." His autism was barely noticeable! He spoke non-stop, he was
going to a regular school, he was getting As and Bs. Life was good!
Now I could relax!
Then I had a phone call from school. "Your son tried to kill
himself." He had made so much progress that he became aware of
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the other kids making fun of him! He realized that no one wanted
to be his friend. He got tired of being called stupid or retarded.
He got tired of being bullied and teased; he wanted to end it all.
Unfortunately, he was so smart that he had extraordinary "good"
ideas about how to end his life, ideas that I will not repeat here
because they are so easy to do. It still chills my blood when I
remember them.
So let's just jump to my second battle with autism. He was
suffering from depression. This time I was fighting alone, because
he was not fighting for his life, he was fighting against life. He was
tired of fighting, but thankfully I was not! I will never get tired of
fighting for him! I was going to be there to help him fight when
he would not. I would fight for him until he could be strong
enough to fight for himself. I again became a "Mom on a
mission."
I began reading books again, this time about depression and
autism. I read for the first time how commonly depression runs
with autism. I was amazed! How could I have missed it! It seems
that everyone knew it, except me! Depression and autism go
hand-in-hand! It was right there in all the books! And it all starts
when the child is around nine years old. That's exactly how old my
son was!
I recognize now that he needed more than my reassurance: he
needed professional help. I took him to the psychiatrist and my
son began therapy to regain his self-esteem and his love for life. A
few months later he began improving, I could see it in his eyes,
they where shiny again. Ah, life was good again. Or was it?
Soon afterwards, he began having chest pains, so I took him
to the cardiologist. After a series of tests, he was diagnosed with
a heart condition known as Wolfe-Parkinson-White syndrome.
The doctor said, "He is in the high risk group." "Can it be
corrected," I ask. That's all I wanted to know. It turned that it was
treatable. Today he is fine.
What will happen tomorrow? I'll deal with that tomorrow. For
now I'll just concentrate on teaching him about how the other
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people think and act, why they are so complicated, why they say
what they don't mean, why they hurt each other, why they seem
to read each other's mind. I'll teach him when to speak and how
not to interrupt. I'll tell him why they don't seem to be bothered
by loud noises, or changes, why they buy designer clothes that
itch.
That world out there is all very complicated to him, but is
fascinating to me, because while I answer all his questions, I
learned to see life from another point of view, from the unique
way a person with autism sees life. And you know what?
Sometimes I think that this world would be much better if we all
had a little bit of autism in ourselves.
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BECOMING A STEP-MOTHER TO
AN AUTISTIC CHILD
by Kristi L. Payne

M

y husband and I met when I moved to western
Kentucky after my college graduation. He had lost
his first wife just a few short days after the birth of
their child. My parents had recently divorced, and I was skeptical
about relationships myself. My new husband and I both had
reason to take things very slowly. At the same time, we knew right
away that we enjoyed spending time together. I was not
uncomfortable at all with the fact that Jim had a little boy. I always
pictured myself with a family at some point in the future. Jared
was celebrating his first birthday when Jim and I first met so I
acquired an instant family when we started to live together.
By the time little Jared turned 18 months old, I began to
notice signs of odd behavior. There were times he would scream
at particular sounds or musical tunes. His memory was
phenomenal, and he recognized numbers and letters. Jared never
made attempts at conversation, though. When I realized the odd
behavior might be something more, I panicked at the thought of
telling the person I was falling in love with that I thought his son
was autistic. During one of our conversations, I found the nerve
to tell him what I feared. Life began to drain from his face, and I
was the one causing it. What if I was wrong? At that point in my
life, it was one of the hardest things I'd done. There have
obviously been many more difficult moments since then.
The day of Jared's first true evaluation comes to mind, as do
the early morning hospital visits. Despite our struggles and hard
work, I am still aware of how blessed we are. We are beginning to
171

THE AUTISM EXPERIENCE, STORIES OF LOVE AND HOPE

see some wonderful results in Jared every day.
He has now been attending preschool for about three
months. When I first took him to school, I stayed in the class with
him all day. His teacher is very patient, and she let Jared take his
time in getting adjusted to class. It took two to three weeks before
he was ready to participate with the other children.
I remember the very first day he sat in "circle time." His
teacher asked him to be her helper. He was to take her stick and
point to the colors on the board as the class sang a song about
colors. I sat in the back of the classroom watching intently, just
knowing that he couldn't possibly understand what she was asking
of him. Nevertheless, she took his hand, and I watched his foot
take that first step up to the board. I knew it was only the first step
on a very long road. But at the same time, it was such a reward in
itself. Jared knew all his colors and with the teacher's help, he
actually pointed to each one on cue. The other children applauded
when the song was finished. Jared returned to his seat, and he
turned to look at me to make sure I was watching. I know he
didn't understand what my tears were for, but he returned my
smile!!
Jared doesn't call me "Mom," because he's only heard others
call me by my given name. People ask if that bothers me. It
bothers me not at all, because I know that he doesn't really know
the difference yet anyway. Besides, I never thought my name was
very special before. The fact that Jared can actually speak it now
makes it mean more than I ever imagined. I am his mom.
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BRANDON'S WORLD OF LOVE
by Patricia

T

here are a few things in life that makes me happy;
there are several things in life that I frown upon.
Brandon is the one person that makes me smile, never
cry. (I am not sure why that is.) You see, Brandon is autistic. He
was three years old when I noticed he couldn't talk like other
children, held no eye contact, had a need to do the same thing
over and over again without thinking. I knew something was very
wrong. He was diagnosed as autistic but Brandon was a mix
blessing.
He was so handsome and still is today at the age of 18. He is
such a sweet, darling young man. Sometimes when I am reading
or on the computer, or whatever I am doing, he walks up to me,
looks me directly in my eyes and smiles. It's as if the Lord is
smiling at me and saying, "You are doing a great job with my loved
one."
I feel at peace because, you understand, I came into
Brandon's world, and in his world there is love, peace, joy,
meekness and all the things the Lord intended for this world to
be.
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OUT OF DEPRESSION SPRINGS HOPE
by Miriam Ong

I

was 32 years old when I gave birth to our first child. It
took us four years to get pregnant after our wedding. My
pregnancy was uneventful. I did not have any morning
sickness at all or any unusual cravings. My tummy just got bigger
and bigger as the months went by. We enrolled in a Lamaze class
in preparation for a normal delivery. However, the pelvimetry
revealed that my pelvic bones were too narrow for the head of the
child (at 39 weeks old) to pass through them. Besides, the baby
was not descending; it was still way, way up there in my abdomen.
During the caesarean operation, my husband made sure that
our baby was not switched because another Mrs. Ong was giving
birth at the same time in the other delivery room. My husband
watched our child like a hawk from the time the baby's umbilical
cord was cut up to the time he was cleaned and wrapped neatly
and placed in a bassinet, properly named John David Ong.
For the first 18 months, baby John was normal. He
performed all the developmental milestones as enumerated in the
child development books. But as he turned two, we noticed he had
an extreme fascination with spinning objects such as electric fans,
swivel chairs and stools, wheels, etc. He spun his plate during
mealtimes. He also loved to spin himself endlessly. If we allowed
him, he could just spin the whole day! We shared this observation
with John's pediatrician. He suggested a hearing test and EEG for
the brain. Both tests were normal. We then went to a
developmental pediatrician. And when she handed to us the
diagnosis of autism, John exhibited eight out of the 14 symptoms,
love for spinning included.
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My world collapsed. Our son was diagnosed having autism. I
could not cry at first because the developmental pediatrician was
explaining a lot of things and recommended an occupational
therapist (OT) to work on John at once for his feeding, toileting
and other self-help needs. I tried to understand everything she
said. That night, as I lay down after everyone was asleep; I allowed
torrents of tears to flow from my eyes. I still could not believe
that John David, our beloved firstborn, has autism, a life-long,
incurable disability!
In the weeks ahead, during daytime, I kept busy coordinating
the program with the OT and teacher working on John's
development. At night, I would cry myself to sleep. I was
depressed for six months. Even while I was depressed, we
continued with the early intervention program that the OT and
school prepared. In six months, John learned how to feed himself
and go to the toilet independently. I saw the miracle unfolding
before my eyes. So, this is autism.
It has been six years already since John was diagnosed. His
therapy has been non-stop also for that period of time. He has
come a long way from his spinning days. He is really different
from his cousins and peers but his free spirit, innocent and
beautiful smile, and affectionate ways more than compensate for
all the trying moments that we face on a daily basis.
For all that John and our family have gone through, we thank
the Lord for all the hardworking and sincere professionals, fellow
parents, our own relatives and friends who helped us cope with
this baffling and intriguing disability. Each day is full of surprises
and exciting possibilities. We deal with autism one day at a time, as
it should be. Our only hope is for John to achieve his full potential
and become productive, in his own little way. There is an
unending source of joy and sorrow with autism in the family.
There is also hope for as long as we are alive here on Earth. May
God bless John all the days of his life!
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HOW DO YOU HANDLE UNKIND
REMARKS OR QUESTIONS?
by Stephanie

I

have a son, Anthony, who has autism. I experienced a lot
of unkind remarks from people about him when he was
younger. Because his communication ability was so poor,
he cried often. I continued to take him to stores and any kind of
place you where you were not expected to be quiet. Of course we
couldn't go to places like a library or a movie theater. If my son
wanted something he would point and, if I could not give him
what he wanted, he would cry insistently. I did my best to explain
to him why he couldn't have something, but his communication
was so poor he didn't always understand what I was saying to him.
Sometimes he wanted logs for fireplaces or things that would not
be appropriate for a little boy, so I had to say no.
When he made such a fuss, people would say things to me
such as "Control him," or say things like "My child would be
spanked for crying like that!" Once I had explained he had autism
and couldn't talk, most people backed off and sometimes they
would apologize.
It got to be very tough on me. Because I was youthful
looking, I think people assumed my child was just acting badly
because I was young and inexperienced. One summer when
Anthony was six, it seemed every time I took him out someone
had some kind of comment to make to me. "Why is your son
riding in a cart, isn't he is too big for that?" "Why is he crying?"
Or they would say to him to be quiet or try to tell him he should
be helping me instead of acting like a baby.
He didn't cry any worse than a two-year-old child would when
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they were denied something they wanted in a toy store but he was
older and bigger and they expected him to behave. What they
didn't know is every time I took him out and didn't give in to him,
it was a negative lesson for him. And if I didn't keep taking him
out to try and teach him appropriate behaviors, how could he
learn?
After a very tactless confrontation, where it was suggested if
I couldn't keep my child quiet or control him that I should put
him into an institution, I felt like I could go mad. I have heard lots
of kids cry and never felt any anger. I always smiled at the parent
with the child as if to say, I understand, hang in there. It's
expected when raising children. What child is perfect; what parent
is perfect?
After that nasty confrontation, I went home and wrote a
poem as a handout to give away when needed. Now I'm prepared.
If someone says anything unkind to Anthony or to me, I quietly
handed them this paper and walk away. I hope maybe the next
time they see a child crying, they will just walk away too thinking,
"There but for the Grace of God”
In Defense of My Son
I am trying to understand your point of view
But I still think it was ignorant of you.
You made me explain why my little boy cries.
Couldn't you have just complimented his beautiful eyes?
You're thinking to yourself, "What a spoiled brat."
And I am explaining he isn't that.
He was born with a disorder that wasn't his fault
Why do you assume all kids can talk?
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Yet, you still feel no compassion for him
Or the awkward position your words put me in.
You only had to listen to him for a few minutes today
You were able to leave and be on your way.
I am now home loving my son
And thanking God I was the lucky one.
He knew what he was doing giving him to me.
If my child was yours, I am afraid to think of where
he would be.
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A LITTLE BIT OF HUMOR
GOES A LONG WAY
by Melissa Alexander

O

ur daughter, Shelby, loved to listen to music in the
car. Who am I kidding? She insisted we listen to
music in the car! Every time! Whenever a song
ended, she'd start yelling, "Turn it up, turn it up!" She was always
told that the music was coming, and as soon as it began she'd sit
back contently and listen. We were traveling in our car one day,
and I had a 12-year-old daughter of a friend with us. Our daughter
adored her. When a song ended, Shelby looked over the edge of
her car seat, put her hand on her friend's arm and said, "It's
coming," with such a concerned look on her face. I guess she
thought her little friend would start yelling to "turn it up" like
Shelby usually did!
My husband is used to living in a house full of women. We
have two daughters, so he's sorely outnumbered. He's used to the
many brands of shampoos, conditioners, body washes, shaving
creams and all of the other assorted female beauty products you'd
find in a bathroom where three females reside. Our daughter has
had such difficult potty training, and when she accomplishes the
task she was always given praise. One day my husband came out
of the bathroom. Shelby, approximately four years old at the time,
asked him if he pooped. Grinning, he replied that he had. She
patted him on the leg and said, "That's a big girl," and walked
away. At that point, my husband realized he was now one of the
girls!
Our daughter continued to have great difficulty learning to
use the potty. She just couldn't do it. So, as a reward, we offered
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her a piece of candy if she was successful. Well, that was the key!
After that, she proudly showed us her "offering" and we would
then applaud, tell her what a big girl she was, and give her a piece
of candy. One day I was in the bathroom. I had the door locked.
(I did this very rarely, but sometimes a Mom craves privacy!) She
was never more than six inches away from me when she was little,
so she thought it strange when she realized that Mommy was in
the potty and she couldn't come in. "Mommy, what are you
doing?" she asked. "Going potty," I replied. "Are you pooping?"
she asked. "Yes, Shelby," I sighed, realizing with that reply the last
visages of privacy were now gone from my life. A few seconds
later, I heard some rustling by the bathroom door. Then I saw her
little fingers putting a piece of candy under the door for me.
When Shelby was approximately two and one-half years old,
she and her big sister were arguing over something out in the hall
while I was in the bathtub, soaking in bubbles and enjoying a glass
of wine. Well, Shelby came right on in. She was all ready to
complain about her sister, until she saw the bubbles. "Ooh,
bubbles," she said, and started immediately stripping off her
clothes to climb in with me. After she'd been soaking for a while,
she saw my wine. Before I knew it, she grabbed the glass. She took
a big drink of it (I saw her swallow twice!), put the glass down and
paused. I waited, while I watched her nostrils flare and her
shoulders shutter. "Yucky" was her only comment.
Approximately two years later, we were at our local church for
the annual observance of Jesus' last supper. This was the first year
our daughter was seated with us during the ceremony (passing the
emblems). Children don't participate but watch. When the wine
glass was passed, she asked me what was in it. I whispered that it
was wine. She said, in a loud whisper to all the people seated
around us, "I don't like wine. But Momma sure does!" and she
proceeded to pat my shoulder....
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WE ARE SPECIAL PARENTS
by Michelle Fogg

M

y son, Cody, was diagnosed as PDD when he was
two and one-half years old. I remember going
through all the emotions: disbelief, denial, anger,
frustration. I remember crying for days on end because I could
not fix him with medicine or by just loving him as only a mother
can.
Cody is now six years old. He is now going to a special school
and working with PECS, picture association. It is sometimes very
hard dealing with him when he has what I call "one of his
moments." He bites and pinches himself when he is having a
moment and this is very hard to cope with. I have notice that if I
take just 10 or 15 minutes as soon as I get home from work for
just him, it makes a huge difference in the remainder of the
evening.
I just want to let new parents who have received their
diagnosis and are experiencing the difficulty of handling autism
that it is not the end of the world. God has given you this child
because you are special parents. He knows that you can handle it
and be the best parent you can be. I am not saying that it is not a
struggle every day, but to know that your child is healthy and
happy will become enough to help you make it through each day.
We are special parents.
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LIVING WITH AUTISM, MY STORY
by Doris Washington,
Mother of John Washington III

W

here ever I go to read my poems, I always like to
leave my audience a poem about autism. I spread
the awareness of autism in my community for I
feel it is so important that many people be made aware of autism.
I am proud to be a mother of a son who lives with autism. I feel
the best thing I can give him is to bring the awareness to others
for a better understanding and of hope. Then our children can
have a chance for a better quality of life we all ask for ourselves.
I have always been my son's advocate since his birth. My
husband and I knew something was wrong with our son, John,
soon after he was born. He appeared to be deaf.
He went through the normal growth development and for the
most part, everything seemed fine. When he was two, we went to
many doctors and each had his own theory of what John had. He
was first diagnosed with autism at age four. I knew I had to find
out as much about autism as I could. I go t many books on it. I
made sure we looked for good school programs for John. Some
of the programs he benefited from and some he did not. He
always liked music and enjoyed swimming very much. He still
enjoys these activities today. I did all I could to make him have a
normal life as much as possible.
Ten years ago, an incident involving John and police greatly
impacted my life. My seventeen year old was playing in our front
yard when two police officers arrested him for peeking in our
house window. Of course, John was unable to explain. Not aware
of his autism, the two officers held him on the ground while they
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handcuffed him. The boy suffered a dislocated shoulder as a
result. Later, I went through the legal process to obtain some
sense of justice for John's unfair treatment.
Within the year, he began to exhibit serious behavior
problems and he regressed in school. It was a very serious
behavior programs and he regressed in school. It was a very
traumatic time for our family, especially for John. I found strength
and courage. WE did not win I court. I then appealed my son's
case and won on appeal. Five years later, we settled the case out
of court.
I pursued legislation requiring p9olice officers in our state to
be trained so incidents such as that involving John do not
continue. I felt that seeking the passage of legislation was a great
thing to do for my son and for others who have disabilities. I
worked with many disability organizations on this effort. It was
surely a challenge, and it paid off. I met with many senators, held
press conferences, made local TV appearances and spoke quite
often on the issue of police training. I was not successful with
having legislation passed, but I was successfully in another way.
Newly trained police cadets in our state now receive disability
awareness training in their basic training. Still I feel more work
needs to be done.
I just recently had an interview with a local TV station
regarding the issue of obtaining legislation to pay for police
training. During the interview, I discussed the need for all officers
in the state to have reoccurring training at least every four years
due to the increasing number of people with in the general
population being identified with disabilities, especially autism. My
hope as I continue to advocate for police to be trained locally is
that police across the country will be similarly trained to be
sensitive to the disabled.
Since our family has been living with autism, I decided that I
should write my personal experiences. In 1997, I wrote my first
poem title, "Invisible." I then wrote more poems, and before I
knew it, I was writing about spirituality, my closeness with God,
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positive thinking, my inspirations, and social issues in our world. I
now have two poetry CDs published, "A Blessing, Caring &
Sharing," and "They are Someone's Child." I also have now
written my first self-awareness book, titles, "A Blessing, Caring &
Sharing." My son John is my inspiration to write.
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THE VISIBLE LIFE
by Kathy Blanco

I

would have much preferred the invisible life, the hardlyany-problems life, the status quo, the normal life. I would
have gladly lowered my standards of the life worth living,
into a dream world I call "what everyone else has to go through
or appears to be going through." You see, you get quite myopic
after living life with two autistic children. You live a life in which
your emotions range from either teetering on absolute anger to
humble submission. You live a life often with the latest and best
way to recreate your child into the child they either use to be, or
could have been—no, the life that should have been.
Because of this, you have dreams of that special day, when all
things will be made perfect again. You don't have dreams of
luxuries, cars, boats, houses, vacations...just dreams of a child
uttering even the simplest of phrases. So many of the sparkling
moments of life are pre-conditioned by states of tiredness,
coping, strategizing, planning, despairing, and realizing. I respect
and honor the valiancy of those encumbered, both child and
parent. I see a lot of things through new eyes. I also see a lot of
selfish people who complain about the tiniest inconveniences
upon their life. But, as always, I wish I had those tiniest
inconveniences, bothersome little tidbits, and slightly annoying
challenges.
Sometimes I feel like I mutated with two giant heads on my
body. One side, or the first head, is the patient one, the one that
sees the jeers and the disgust in the eyes of other people's children
as I walk by with my son or daughter. The head that realizes not
all children are educated socially or spiritually. Yes, that head is the
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one that is not going to flake out, it's always going to give you
respectable answers, and soft answers, and kind answers, no
matter how hard the circumstance, and just plain walking away
with patience. It's the head that has slight vision problems, as you
look into your bathroom mirror and wonder to yourself, "Gee...I
wonder where I got this circus fun house mirror? After all, she
doesn't quite look the same after 20 years of living with autism.
The head makes pointless comments like, "oh well," or "that's
how the autism crumbles," or "I'm sorry, he's autistic." Yes, that
head is strong...to a point. It is, after all, a mutant life for this head
in which nothing quite seems to mold together, but enough where
you can make light of it, even laugh once in a great while.
The other head … well, sometimes I like that other head.
That head is the one that actually feels deep anger for what has
transcribed as your life. It takes no crap, and shovels people's
belief systems to the side. Your beliefs are what matters. You are
your kid's mom. It says that there is no such thing as an
exceptional parent of an autistic child. It's a head that frankly
delves into the muddy waters, that campaigns, writes proposals,
screams bloody murder about anyone supporting blanket
vaccination programs, or anyone giving reasonable arguments of
why your child is the way he or she is. It is not a kind head, but
it is a head full of righteous indignation. It is a head that won't
stand for one more explanation of what autism is. It does reality
checks all the time. It cries when it wants to, sometimes in the
most embarrassing moments. (How do you explain crying at the
cartoon, "Ice Age"?) I really did that, I embarrassingly admit...the
part where the huge elephant reflects on the family that could
have been? When you get to that part, tell me if it doesn't make
you cry? The second head asks you to use your brain and insist
others use theirs. (Maybe "insist" is a harsh word, maybe more like
"why not use it"?) It often pushes fingers up doctor's noses and
tells them where to stick it. That head makes you somewhat like a
football linebacker, as you go through the jungle of life, with child
in tow, you push everyone aside that is in your way. So you see,
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somewhat of an inner rage boils within the mom who has the
boots that were made for walking.
So, as you go through this life with two heads (it is quite
visible that you have two heads), you are noticed. You stand out.
You are peculiar from the rest. You have put up with things most
human being don't have to. You somehow make a point of your
life, as you didn't ask for it, but got it anyways.
The types of people with two heads are heroes; they are
rescue workers in large and spacious buildings awaiting disaster
and misery while only doing their jobs. At night, when I hear the
sirens now, I think of another brave act that they have to go
through, again and again.
It sort of reminds me of parents like us. How we go through
things over and over, and that the sirens that are calling for rescue
are our children. This then makes us visible in public, in places of
worship, in places where we should not dare to go, i.e., the grocery
store or library. We could care less, by now, that the general public
has a concern of our welfare. The forms of their pity only
enlarge our visibility. Somehow the two brains morph into a
collective life, a life that is always sheered by noise, restlessness,
chasing, screaming after, giving up of dreams, delving right in, and
lastly, "Oh wells".
I remember how snotty of a teenager I was. I had really snotty
friends. You know what I am speaking of girls, the ones that make
snotty comments of how good they are, and how bad other
people are? How they dress, how dorky they are, how uncool?
No, we were the know-it-all gang. We stood out only because we
showed just how entirely inhumane we were. I wasn't proud of it
believe me. In fact, I wondered why I hung around these girls. Was
it because I wanted to be visible or invisible? When someone
makes fun of someone at their expense, usually it means they
contain a great weakness in their character. It is a way of
deflecting their personal concerns onto others. It amplifies the
weakness, if you will. When you do that, are you doing it for
attention, or are you doing it to make you feel better, or are you
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doing it so that silently you can creep into your corner and not be
noticed for your weaknesses?
I'm not sure of the answer to that, only that it somewhat
reflects at times how I feel with having disabled children. I at
times equate the behaviors that the child exhibits to my lack of
control over them, or my lack of parenting skills. At times when
they do such behaviors, I even feel that I have autism, that it is a
reflection or shadowing of me. But the one thing for sure, it is
highly visible. There's hardly any chance to crawl into the corner,
when people want answers, short and sweet or novel. Yes, the
appearance of having it all together, while silently screaming is the
portrait of our lives. The two headed monster often comes out all
at once, like a godzilla attack. There are criteria for this. First,
you're sweet and workable in the store or public place, and then in
the car, you turn around, point your finger, yell for five seconds,
then turn your eyes to the mirror and cry and wonder why life is
so hard? The tear stained faces are often seen when no supports
are with you, i.e., siblings or husband such as the times when
hurriedly take the child with you since you absolutely must get one
more ingredient, or that last card for a sick friend, or whatever the
case may be.
Yes, our cabinets of video drawers are not stacked with films
beyond the PG variety, but rather Disney and Walt, Disney and
Walt. The usual toys that should be discarded at either garage sales
or storage in the basement are still the toys of children now adults,
just as scattered around the family room as ever. When you have
grandchildren from your other children visit, it will certainly be a
fun place to be. But you see, that experience would be entirely
visible. No, the dining room table won't have china and crystal
fashionably displayed and awed at, rather a boxful of yet another
To Do tests for the adult child, and papers of research on autism.
The delicate balance between house and garden and children
forever are the condiments of your life. The lilt of violins and
symphonies and adult music will be replaced by Disney and Walt,
Disney and Walt. Audible things don't you know. You are the most
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visible when facing problems of paying for every treatment lest
you feel entirely guilty. Guilt is not a badge of honor, but a badge
of woe and doom, likely carried as lines and wrinkles on the
brows. Very visible stuff. No, when you go to that reunion, you
really WILL look 20 years older.
What is to be done with that swing set? You can't bear to get
rid of it, because it gives your child with autism so much joy. But
what if we have to move to an adult-over-50 neighborhood one
day? Would I fit in? Definitely not, it wouldn't be entirely status
quo.
And of that day, that day amongst all days, when I shall have
to say goodbye? When my last breathe and my last word was to
say, I tried. I tried to be visibly proud of you. I tried so hard, that
at times it pushed me and my flaws and my personal limits to the
edge. I tried to be invisible to the world, as I shunned my pain for
that smile so fake on days that I wanted to speed through a red
light and not care anymore. I was visibly showing my love for my
child, in spite of jeers, in spite of the pain. I was invisible to
relatives who always thought I had it all together, especially in light
of the things I have gone through. I was always visible at autism
rallies, doctors' offices, letter campaigns, and schools. I was always
invisible at church, when all I wanted was for people to turn their
head and say to me, I admire you instead of "Shhhhhh". I was
visible when I clapped loudly for my child's progress, as he hit the
t-ball, showed off his artwork, or did a small activity that went
beyond his skill set. I was invisible when I went home and taught
my child how to read, not the school....but I let them have all the
credit.
This visible life is the life that parents lead every day. Our
invisible lives are the ones that save others from our pain. It is the
actual mindset that we have become so invisible, so researchers
feel that our children are acceptable losses in their disease wars.
We are a small group, the invisible group. We are the one percent.
We are the ones that ask for respect, and never get it. This
invisibility has been quite effective in my estimation.
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Our uproar and our protests have been but a small reflection
of what has happened to us, but we never show our anger. (I'm
not sure if "anger" is an effective word here?) "Indignation" is a
better word. But how do you turn anger into a process that helps
deal with autism? After all, isn't that is how wars are created? Are
we at war? Are we at peace? I think I have to work that through
myself and reflect upon that for a while. But let it be known, our
world is becoming more visible to you, as you see yet another
child acting up in the store, or the increasing numbers of children
being diagnosed with autism. Yes, there will come a time that our
visibility will be disturbing to you, as if the POD (as in body
snatchers) people have suddenly taken over the world. (Should I
say the PDD people?) These invisible children are coming to a
town near you, a neighbor near you, a parent near you, or to your
family.
Yes, I would have much preferred the invisible life, but it's not
in the cards. So as I am visible, here are a few thoughts that may
be helpful as you reflect momentarily upon the way you will deal
in the future with the visible people associated with autism. #1.
It could have been me....#2. Show respect for parents….#3.
Why? Why now?.... #4. Every child has the right to be
respected…. #5. I wonder if that parent needs some help?.... #6.
I should be thankful for my invisible life.....
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ON MY SWING
by Michelle Guppy

I

am the proud mother of a precious "Autistic Angel" as I call him.
Today, he is eight years old, still completely non-verbal, and autistic.
"On My Swing" was written about five years ago—when he was
severely sensory defensive—which means that he could not stand our touch. It
was painful to him to have us touch, hold, or hug him. He was at his happiest
when alone and would rarely come to us for comfort when hurt. At that time
as well, our son would not look at us—one of the most common traits of
someone with autism. To me, one of the most profound things about a nonverbal child that has not learned an alternative way to communicate is in
trying to understand what they are thinking or feeling. When my son cries
suddenly for no reason, I want to know why so I can fix it. When he runs up
to me and starts laughing, I want to know what was so funny that made him
laugh, so I can laugh too. I think the greatest challenge in being a caregiver or
parent to those with special needs like my son is trying to reach them, i.e., in
trying to understand their world for a brief moment of time.
It happened on a Saturday morning that I went out back to sit
on my porch swing my husband made for me. It was just the
perfect size to stretch out on sideways with my legs extended and
resting the length of the seat, as I leaned back against the arm.
Brandon, our autistic child, was jumping on the trampoline.
Matthew, our typical child, was "chalking" on the porch with a
friend, and my husband was inside. Suddenly, Brandon got upset
and started crying about something, climbed down off the
trampoline and came over to me on the swing. He climbed up on
my lap and sat still. With one leg hanging down off the swing, I
pushed off the ground to start swinging. The gentle movement of
the swing helped to settle him down, and he stopped crying. Then
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he did something I will never forget as long as I live. He snuggled
in closer on my lap, and leaned up against me. For a child with
sensory dysfunction, that was profound. He then grabbed my
arms one at a time and positioned them just the way he wanted
them around his waist, and gently laid his body against me
sideways, so I could see his face. For a moment he was still and
peaceful, just leaning back against his mommy while we were
swinging. His weight pushing against me made the arm of the
swing dig into my back, but I didn't care. I wouldn't have moved
for anything in the world.
This was the first time my child did something like this. Then
time froze. It was just him and me on the swing on a beautiful
Saturday morning. No autism, no sensory dysfunction—just my
little boy and me. There was just enough breeze to feel gentle and
cool against the skin. I wanted to get up and go tell my husband
to get the camera, but didn't know if Brandon would ever again
position himself just so. The house windows were open and I
thought about screaming out loud for my husband to get the
camera but I knew that would ruin the tranquility of the moment.
So instead, we sat there on the swing, my little boy and I. The only
sounds were of the breeze rustling the leaves in the trees around
us, and of the birds chirping softly. I don't know if it was my hair
blowing against his face tickling him, or if it was the feel of the
breeze against his skin that made him start to giggle, then laugh;
or if it was simply a funny thought he had. Whatever it was, as in
the credit card commercials, this moment could not be bought. It
was priceless! I don't even think any camera could capture the
beauty of that moment. Just feeling him totally against my body—
touching me, on his own—and seeing the sparkle in his brown
eyes as he turned to look right at me while laughing was
spellbinding. Perhaps it was only a total of three minutes that we
were swinging but they were MY three minutes, all mine. And to
me, that seemed like a lifetime. Then someone started a mower in
the yard next to ours, and the spell was broken.
Brandon got up, picked up a leaf from the ground, started
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flapping it by his face and was off to find the mower and I got up
to go see the picture Matthew and his friend had drawn with the
chalk…… I can't think of any event or accomplishment from
Brandon that could be more significant to me than that moment,
except perhaps the day he comes up to me and shares with me just
what it was that made him laugh, while sitting with me on my
swing. ©
Michelle Guppy invites contact at
MichelleMGuppy@yahoo.com
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SITTING ON THE BRIDGE WATCHING
THE WATER RUN BY
by Jennifer VanBurren

T

oday my son, who has autism, and I went to the zoo.
Along the walk in the children's section, there is a
small bridge that a tiny stream runs under. Rocks
create boundaries and mini-cliffs for the water to tumble over. I
tried to convince my three year old to move along the path, but he
wanted to stay. So Owen and I decided to take a break from the
elephants, lions and people and just watch the little waterfalls and
listen to the bubbles.
It has always been one of my favorite things to do. I had kind
of forgotten about it. I spent countless hours on a bridge where
I grew up, pondering the big questions in my life at the time or
just taking a break from the big questions in life. I have taken
countless naps by small creeks while on vacations, far away from
the museums and bars and tourist attractions. I have made many
decisions alongside running water. I even decided to be a teacher
while lying on a rock next to a small waterfall.
It has never been the large waterfalls that impress me. You
can never appreciate the whole thing. If you are far enough away
to see the whole waterfall, then you are too far to feel the mist or
to get a good view of the water. If you get too close, you can only
see a part of the fall, and the noise is so loud that it is
overwhelming. It is the little waterfalls that can put you in a trance
deep enough to forget everything else that is around you except
for the beauty of the water. My son retaught me that lesson I had
forgotten.
The past year, since my son's diagnosis of PDD-NOS then
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ASD, I have been focused on all of the ways he is different than
me, different than all of us. I have always been a talker, have never
had too much trouble making friends and found school to be
enjoyable. I had always imagined that my children would be at
least a little bit like me, I never imagined that I would be the
mother of a boy who barely speaks, avoids personal contact with
most people around him, and has had such difficult times
learning.
Sitting on the bridge with Owen, for the first time since his
diagnosis, I began to list all of the things that I have in common
with him. I couldn't believe how long it was. Love of classical
music, jazz and making funny noises. Soft clothing. Snuggling
together in the morning. The smell of babies' heads. A big stuffed
toy. We are both too loud and we know it, but we just cannot help
ourselves. We do not like mushy food, unless it is ice cream.
Crunchy is the best: chips and pretzels. French fries! Apples,
peeled. Chocolate. Hiding under the blanket. Long baths and
thick towels. Soft cats. Swings. Daydreaming. Making people
laugh. We do not like crowds or being told what to do. We like to
make the rules and to test them. We do not like it when things we
love are coming to an end....... we like knowing what is coming
next. We like to play with words and make new ones. Sometimes
we don't hear what you say. Sometimes we don't say what we
mean—and we expect you to know when. We love bubbles and
breaking into little pieces things like styrofoam cups and napkins
and twigs. We like putting things in order like marbles and shapes
and loading the dishwasher just so. Having our backs scratched
and feet rubbed. Bare feet in puddles. Boots crunching snow.
Picking raspberries. Chasing bunnies. And looking for the moon
even in the daytime.
I am starting to realize that I didn't get the child I had
expected. Instead, I did get someone to sit on a bridge with me so
we can watch the water go by. That is something more special
than what I had hoped for. It is sometimes hard, but I have to
keep reminding myself that what I have is meant to be. My son is
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my son, my wonderful son, and I cannot imagine myself loving
him more.
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THOSE WHO HELP

INTRODUCTION

T

he family, friend, aides, professionals and
organizations which help the family care for the
autistic child and intervene with programs to enable
the child and adult to become the best that they can are often
mentioned in passing. It would likely be impossible to achieve the
positive growth and development results related in the stories
about the autistic children without the people who help.
There were some tributes and experiences that required a
separate section of this anthology.
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THANKS TO ALL THOSE WHO HELPED
by Lynda Huggins

B

orn in 1975, Jon at age 27 is the youngest of our three
sons. Although we knew before his first birthday that
there were developmental problems, Jon was not
identified as autistic until 1987, at the age of twelve. He was the
first student in our school system to be given the label of autism.
Prior to that Jon had been in non-categorical self-contained
special education classes and his disability was classified as
"MMR" (Mild/Moderate Retardation). The school system at that
time was ill prepared to meet his needs. We had to literally create
an appropriate educational program at each new school level. Jon
blazed many new paths during his final ten years in the system.
In 1987 I did not believe that Jon was indeed autistic, because
I (like so very many people) knew so little about autism. As I
learned and understood more, how I wished my friends and
family could just understand a little about how my son
experienced the world around him. If others could realize that we
do not all hear the same, see the same, have the same sense of
taste, touch or smell, perhaps they would have understood that
some individuals perceive the world quite differently. If people
understood that individuals with autism are often affected quite
uniquely by sensory stimuli, they might understand the resulting
behaviors and be better able to interact with and assist those we
love.
Jon has been a wonderful blessing in our lives He has taken
us places we would never have gone and introduced us to many
wonderful people whom we might never have known. He is the
only person I know who wakes each morning with a smile on his
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face and goes to sleep at night with that same beautiful smile. I
realize that we are quite lucky in that respect. Jon has not
presented the difficult behaviors which many families face with
their kids. He has never had any self-abusive behaviors.
Jon is VERY verbal and many years of speech therapy have
improved his ability to communicate. Much of his conversation
consists of questions, to which he already knows the answers, on
topics of constant interest to him - Congress, TV schedules, and
sports. He is totally trusting of everyone he meets. He has no
understanding of dangers or of discrimination. He does not
comprehend meanness, deceit, envy, or greed in others. Everyone
is a potential friend and he craves social interaction. This makes
him extremely vulnerable and places his well being in the hands of
those around him. Perhaps that alone explains my desire to teach
others about autism. I often tell people that Jon is the closest
thing there is to an angel on this earth. He literally brings out the
best in people.
I do appreciate all of those who have blazed the path of
better awareness and understanding of autism. I am indebted to
those who joined together here in the United States to form The
National Society of Children and Adults with Autism, now the
Autism Society of America. Those who lobbied long hours to
have autism specifically listed in national laws governing
education allowed my son to obtain free and appropriate
educational services. My sincere thanks go to those who tirelessly
travel and speak at conferences to share such helpful information.
All of you are admired and congratulated upon your
accomplishments. My son, my family and many, many other
families now enjoy the benefits of your efforts and dedication.
Recent years have yielded a wealth of new information,
unprecedented research, and a generous sharing of personal
experiences in print. I am especially grateful to those individuals
with autism whose eloquent writings have provided an inside view
of autism. These personal accounts have provided me with more
valuable information and understanding of autism than anything
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else. These books have given me much more knowledge of how
persons with autism (and my son) may be experiencing and
perceiving their environment. I hope you will continue to
enlighten us and help us help those we love.
My husband and I purposely kept Jon in the school system as
long as possible (i.e., until age 22) in order to avoid any gap in
services that would result in his sitting at home doing nothing. As
with most individuals with autism, the longer Jon has to practice
a task or activity, the better he can master it. I knew that two years
of intensive job training would be to his future benefit in seeking
employment. He would learn a work ethic, become accustomed
to being at a job site daily, sample and practice job skills and
hopefully be able to express some preference for a type of work
he would enjoy doing after school. We arranged with the school
system for Jon to sample four different jobs over his last two years
in school. For half of each school year, he was at a single job site,
everyday (Monday through Friday) from 9:00 a.m. until 2:00 p.m.
each day. These sites included an office supply store, the donated
clothing store, a branch of the public library, and finally, a War
Veterans Home. Jon seems to crave social interaction and is very
skillful in using his excellent social skills and manners to involve
those around him in a conversation. One of the biggest
challenges we face with Jon at a job site is teaching him when it is
appropriate to socialize.
We continue to advocate for the services and supports Jon
will need throughout his life. We are fortunate to be currently
working closely with a local agency to develop an autism-specific
supported employment program. I realize that I cannot die in
peace until I see Jon living and succeeding independently of his
dad and me. We are investigating various supported living options,
including the "Home Of My Own" program. We pray that Jon
will always enjoy a quality life in his own community. It is our
hope that Jon will live independently of his brothers and that they
will always be closely involved in his life. They have expressed
their willingness to accept the responsibilities they will need to
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assume someday.
I would urge parents of school aged children with autism to
realize the great need for improved adult services. You must
become involved now in the advocacy for quality communitybased adult services. Thanks to the efforts of parents before your
time, law mandates your child's educational rights. There are no
such guarantees when your child leaves school.
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IN SEARCH OF ANSWERS: SAGA
by Elyssa Berger and Karen L. Simmons

E

lyssa's story about a dialogue conducted on e-mail is included
to demonstrate some of the effort and costs of advocating for
children suspected of having autism. In it, Mary Cardinal,
who is a fictitious person, has just learned of autism. She reaches out for help
and information to Karen Simmons, who is a real person that has lived with
autism for years.
As Elyssa noted in her cover letter accompanying this story, "When
you open your heart and pray for an answer, it is amazing what miracles can
happen." (Ed.)
November 08, 2002
Dear Karen,
I was so happy to find your website, Autism Today. I have a
boyfriend whose son, Billy, I seriously suspect has autism. The
boy not only avoids eye contact but has a weird, glazed look. He
is constantly spinning himself. He is extremely bright. He has a
very sing-song voice and often hums or grunts. His behavior
seems consistent with a four year old, not a six year old like he is.
He is often clumsy and seems sad. It is breaking my heart.
My best girlfriend's son has Asperser's syndrome and he
reminds me very much of Billy. My problem is that I have spoken
to my boyfriend about this and he is in complete denial that there
could be anything wrong. He is constantly upset with his son
because of his immature behavior and blames Billy's sadness on
his divorce. I told him that he owes it to his son to at least speak
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with someone who knows more about these things. I explained
that it is his responsibility to make sure his son has every
opportunity to grow and excel in life. He spoke to "his" (social)
therapist who, believe it or not, told him that if the school has said
nothing, there is nothing wrong. She said if there was any kind of
autistic problems it would have shown up by three years of age.
Can you believe the irresponsibility of a therapist not to say, "This
is not my specialty" or at best, not to claim there is nothing wrong
without even having seen the child?
The teacher of my friend's son told her that he was social and
sweet and smart. The pediatrician, when asked, said there was
nothing wrong. My friend said her son flapped very often and still
no one ever thought he had any problem. Then he was diagnosed.
I have seen her son make so much progress since then, getting
social skills help.
I have a question for you. I realize that "we" can only do
whatever we can. We can only deal with whatever we can deal
with, so do I let my concerns about Billy go and hope that
someone else beside me notices and says something, or do I
somehow keep trying to reach my boyfriend so he can get his son
the help he needs before he is behind the eight ball?
I have even thought about printing out one of your articles
where you talk about children spinning (because the therapist he
asked said that if his son had a problem he would flap his
arms...NOT spin...) and mailing it to him with a letter stating that
although I respect his right to parent his child how he sees fit, it
is too hard for me to continue to be involved with him and
pretend there is nothing wrong.
I have two kids of my own, I know they all have challenges,
but this child is so overwhelmed, it is hard to be around and watch
it ignored. Please give me your opinion on what I should do, or
how other people have handled this. I am very disturbed by the
situation and my lack of ability to let it go and not interfere.
Thank you for taking the time to read this and help me.
Mary Cardinal
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November 08, 2002
HI Mary,
You're talking to my heart! I know exactly how you feel. I was
fortunate enough to have a sister-in-law who pointed out my son,
Jonny's autism to me when he was three, otherwise I wouldn't
have seen it. As parents, we always have challenges in seeing these
so called, "invisible disabilities" in our own children. In fact, even
AFTER I wrote a book, "Little Rainman," set up a company
distributing books on autism, and presented on the subject, my
very own husband was still pretty much in denial about Jonny's
autism until a year or so ago and Jon's now 12! It's a biggie.
My suggestion, don't give up...ever! Try different approaches
with your boyfriend by trying to understand just what makes him
tick. It might be his ego, his pride, the fact that he can't believe
that something could be wrong with HIS child, etc. Maybe he is
the stubborn type of guy with whom you could try something like
this:
YOU: Honey, I know I mentioned this to you before but
don't you think it would be worth having Billy checked out by a
different doctor?
HIM: No, the doctor already said nothing was wrong with
him. The boy is just upset about our divorce.
YOU: (Having already researched the specialists in your area
that are recommended by your local autism society) Honey, I
know the name of someone who specializes in autism and if we
could have Dr. M. see Billy, what could it hurt?
Well, if you KNOW he doesn't have autism, why are you so
reluctant to take him in? At least, if he doesn't have it then you've
lost NOTHING. If he does have it, are you willing to gamble his
life in order to be right? I've heard that if they get intervention in
the first part of their life they do a lot better than if they don't. If
he does end up having it and you find out later, won't you feel
guilty for not listening to me now?
HIM: Okay, we'll take Billy in, only if to PROVE YOU
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wrong! I know he doesn't have it!
Mary, this is so close to my heart and the reason I'm in this
field in the first place.
The best of luck to you, Karen
December 09, 2002
Karen,
Thank you for your quick response. I have had the discussion
that you "wrote" for me and it was almost WORD FOR WORD
with my boyfriend (amazing that you know his response so well :). I gave him the name of a specialist and he told me he left her a
message. I never heard about it again except for him to say that
my point was well taken and now back off. That was a month ago.
When I see him this Tuesday, I will print and read to him your
response along with the mini autism quiz from your site. (His son
shows four, if not five, of those characteristics shown on the
quiz.) I will put my foot down and yet again have the same "prove
me wrong" talk. I am so sad that I feel this will be the end of my
relationship with him and, like you said, somewhere down the line,
he will be sorry that he didn't listen. It has been a long year with
my boyfriend and I know he is at his limit of me pushing this
subject. To be perfectly honest with you, I am not so convinced
that he does not have a "touch" of Asperger's himself.
Thank you, Thank you, Thank you!!!!
Mary Cardinal
December 09, 2002
Mary,
The best of luck to you. That's awesome that you're going to
stick with it. I kind of thought that was how he might be. Yes,
he may be a little "Aspie" himself too. After all, the Asperger's
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syndrome must come from somewhere. I wish you the best and
hope (if you are both in love) that he will embrace your concerns
for the good of his son. After all it's HIS life. Let me know how
it goes.
Would you mind if I let our readers read this? Others may be
facing the same problem.
Karen
December 09, 2002
I absolutely would not mind :-).
Mary
December 11, 2002
Hi Karen,
I wanted to update you and tell you that my boyfriend has
agreed to call the specialist to talk about his son. He has done that
before but didn't follow up. I really had to get tough this time, no
more "Honey I think...." I told him to get his head out of the sand
and deal with what he's been dealt, otherwise the only one who
gets hurt is his son. I then went again with the "what does he have
to lose" route? I told him, "Prove me wrong and I will shut up."
If he is not willing to do that, I won't walk away from him, but it
won't be pleasant. I will not stop shoving this down his throat
until he does something. I feel somehow rejuvenated now that I
realize I am doing the right thing. Before I felt I should mind my
own business, but I have a feeling that is how his son has gone
"undetected" so far, too many people minding their own business.
(I will keep you posted.)
Mary
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December 12, 2002
Way to go Mary, You've been on my mind lately. You're doing
the right thing! You go girl and keeping minding his business.
Karen
December 18, 2002
Hi Karen,
Feeling sad and defeated today, I'll tell you the latest. My
boyfriend spoke to the woman about making an appointment for
an evaluation and she said for him to speak to his ex-wife and call
back so they could both come in with their son for the evaluation.
He tried to speak with the ex., but being that they are in the midst
of a custody battle, she did not respond well. His ex. told him he
was crazy, their son is perfect in everyway and she would not agree
to an evaluation. She said that she acknowledges the lack of eye
contact and him "being a bit in his own world." She says their son
is a free spirit and this is typical of the controlling behavior she
had to live with where nothing she did was "right" in his eyes.
And she won't let him do it to their son.
He was very upset by this because, at last, he sees a need for
the evaluation and he is now faced with fighting her for it. It may
take her some time or he may just have to insist she agree to it
even if it is court ordered. Divorce sucks!!! But if he thought his
son had a broken leg and she told him he was crazy, he would take
him to the emergency room even without her consent. As luck
would have it, being in the middle of the custody battle they are
in, they are undergoing a psychological evaluation with their child.
The Ph.D. has met with both of them, interviewed them, had
them take some "test" and now they have both been observed
interacting with their son in each of their homes. It was four
hours for each of them. My boyfriend told me that the Ph.D. took
notes feverishly the whole time. He still has to take his son for a
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visit to the doctor by himself before the evaluation is completed.
I told him that he should bring up his concern with this doctor.
I would hope that although the Ph.D. is not an autism
spectrum specialist that he would have taken note of the boy's
behaviors. My boyfriend told me that his son was spinning often
when the doctor was there. That is his hope at the moment. So
now that I have him concerned, he is feeling helpless as he has the
same battle as I had with him, only it is with a woman who doesn't
want to listen to anything he has to say. Not a great day.
I'll let you know after the first of the year when he takes his
son to the evaluator and speaks with him. I hope your holiday will
be a good one. I am going to Hawaii with my kids and family and
intend to relax :-).
Mary
Thanks as always for being my sounding board and although
basically a stranger, being such a good friend at the same time.
December 19, 2002
Hi Mary,
Even still, it sounds like you ARE making progress. You
HAVE managed to convince him to at least consider the
possibility! That is HUGE! Time will help things unfold. For the
parents to overcome their denial, it is ALWAYS DIFFICULT at
first. I can't imagine any parent NOT being in denial when they
first hear these words, "Your child may have autism." In a way its
good he's at the point he's at (in his relationship with X) because
as we all know, they are in the FIGHT mode and he's on the best
side of this fight....and his anger and fighting with her might just
defend YOUR position all that much more....you never know :).
You have done your part.
Way to go girl. Be persistent. Best of luck. Keep up the good
work and have a happy holiday season.
Karen
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January 09, 2003
Hi Karen,
Hope your holidays were wonderful.
I was on your website tonight (as I am a lot of nights as it
comforts me in a way I'm sure you understand) and I thought I'd
drop you a quick note. My boyfriend's son, Billy, has to go to an
appointment with the custody evaluator and I would find it hard
to believe that he didn't notice something is not right with Billy.
The whole thing is awful and I wait every day for someone to help
the kid.
In the mean time, life goes on. Really, Karen, if the evaluator,
who is a Ph.D., and observed this boy for eight hours between the
mom and dad's houses, does not verbalize any concerns...I think
I will go mad. I am trying not to spin my wheels as that process
should be over shortly and I am hoping he brings it up. Let's hope.
I bought a copy of "Rainman." I can't wait to get it. I don't
plan to share it with my boyfriend, as I really just wanted a copy
for myself. It is amazing how many people you have managed to
reach out to and help. Take care. I will write when I have some
news.
Fondly, Mary
January 10, 2003
Hi Mary,
Thanks for the update. The holidays were good and it's also
good to have the kids back in school :). I wish you guys the best
of luck with Billy. I went to church today and someone asked me
a very interesting question. He wanted to know how I managed to
continue to come to church without convincing my husband to
join me. I immediately thought of you and your situation. I
answered by saying, "I live it" (my spiritual belief, that is) instead
of trying to sell him on it. I'm the only one who can choose for
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me to go. If he wanted to go, then he would have to be sold on
the idea himself.
You are the influence in your situation, Mary. You can learn
whatever you can about autism and "live it" for now. Try your best
to do what you can do for Billy. Your boyfriend will probably pick
up some ideas through osmosis by watching you. It's the best you
can do right now.
Keep the faith and I hope you enjoy the book.
Sincerely, Karen
January 12, 2003
It is so funny you said that! This weekend my kids, my
boyfriend, Billy and I were all together and what you advised is
what I decided was the best I could offer Billy for the moment.
We all went to the local hamburger joint. Billy asked for a plain
hamburger and when we sat down and he saw that his plain
hamburger was not "plain" the way he meant it to be, he had a
meltdown. My boyfriend was getting very frustrated with Billy
because he wouldn't tell his dad what was wrong. And then the
frustration turned to anger. Usually I don't butt in as I feel it is not
my place, but I decided that just because he won't accept that Billy
has any issues doesn't mean that I don't have too. So I asked Billy,
"Did you want a hamburger with nothing on it when you said
plain?" and he shook his head. I told him, no problem, I didn't
understand what he meant by "plain," but I would get him
another one. And he calmed down.
We went to the pier and when we were all leaving, Billy was
looking up at the sky, singing, and everyone was getting in the car.
His dad kept calling him and Billy kept not responding. My
boyfriend finally got mad...went over and grabbed him and said
"Billy, why do you always have to be the last one in the car
everywhere...why do you always make everyone wait for you? That
is not okay!"
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I decided later to tell my boyfriend that he should have walked
up to him and said, "Billy, when I tell you it's time to go and
everyone is getting in the car, that means that you have to get in
the car too" and then taken him to the car. Like in the restaurant,
instead of focusing on him not telling you what's wrong, you
should have told him that you will help him fix the problem. You
just need to know what it is. How can I help you? Don't let him
feel anger from you when he doesn't behave by not "telling you
something," as he is not doing it on purpose.
We also taught him how to play the card game UNO. It was
really nice to see him want to play with us all. Of course when he
doesn't win, he takes it very bad...but we're working on that and I
am so happy that he likes to play. Slowly, I think it will either sink
in and if not I am sure someone in school will catch it eventually
but I actually felt much better this weekend. Instead of dealing
with my boyfriend's denial and trying to get him to accept
something he is not ready to, I dealt with the situation without
him. Even my kids said, "Mommy, Billy was so much happier and
better behaved than usual." I didn't feel so un-empowered. I felt
good and I think Billy was happier too.
You're so right. I need to inform myself better on what is the
right way to respond to different situations or to understand the
way Billy thinks so that we can speak so he understands. I will
work on it.
Thanks for thinking of me in church :-). Be in touch soon.
Mary
January 25, 2003
Hi Karen,
Unable to leave my boyfriend in his denial any longer, I sent
him a very harsh e-mail that I don't think he can handle. But
Karen, we were at a Super Bowl party at my mom's house and I
was so troubled by my boyfriend's reactions to his son's behavior.
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When I tried to intervene, he basically gave me the bug-off
attitude. When he left with his son, my mom pulled me aside and
said, "Mary, if Charles never speaks to you again (but he probably
will once Billy is diagnosed), you have got to be very direct. What
I saw here today was so upsetting. That child is suffering and he
is being treated like he is a bad boy who doesn't listen. He left here
completely depressed. The transition for him to leave was handled
so badly that when he walked out and I said, 'Billy we loved having
you, did you have fun?' He said, 'I am sorry that I was bad.'"
Karen, my mom almost cried.
I am human and sensitive and if it takes my boyfriend hating
me for the moment to get his son some help, in the end he will
forgive me. You were not like my boyfriend, Karen. When your
sister-in-law told you to prove her wrong, you said FINE! You
never had such a hard exchange of words, did you? Do you know
anyone else who has and if it even helped?
At this point there is nothing left for me to do. In a way that
is a lot of pressure off my shoulders. I can't stand by and enable
the type of behavior he has with his child. His expectations are
way out of whack. (So much for living with it without him
needing to accept it.) I think I really snapped. I told him to get
his head out of the sand and deal with what he has been dealt, an
autistic child. I told him he needs to learn how Billy processes
information so you can be with him and communicate without
getting so frustrated and hurting him. He is the parent and he
owes him at least an evaluation, since he can't take himself.
Hope to hear from you soon.
Mary
January 28, 2003
You haven't snapped, Mary. What you say is the absolute truth
and gives me chills reading it. It comes from the heart. The
reason he is angry is because he is in denial. Yes, I was there too.
221

THE AUTISM EXPERIENCE, STORIES OF LOVE AND HOPE

I was angry at first too. You can ask Anna. I got over it because
of the words she said to me, which are similar to the ones you are
saying to Charles. Stick to your guns. You certainly sound like you
know your stuff. It's a VERY hard pill to swallow in the first
place.....especially for men! @ My own husband has only recently
admitted Jonny's autism and now tries to protect him and shelter
him (not a good thing either).
Keep me in the loop. Karen
January 28, 2003
Thanks Karen,
You didn't tell me if you think I am just an awful person for
writing that last letter :-(
Charles responded by telling me that it is a double-edged
sword because I spoke so bluntly, as it motivated him to look into
things. He has spoken to the teacher and he called the therapist.
She has seen his son twice. Charles acknowledges there is a
problem. He doesn't think it is autism and he is upset that I used
that label. I responded by telling him it is not a bad word, it is a
word that you need in order to get the help your son needs. Until
he gets his son evaluated, I am not interested in holding his hand
and comforting him. I sent him your book, "Little Rainman." I
asked him to look past his fears and if he sees his child there, to
please call and schedule the evaluation. I still hold out hope that
he will do the right thing soon.
Regards, Mary
January 28, 2003
Hi Mary,
Sorry if I wasn't clear. I felt and feel that you are a wonderful
person who is brave enough to step up to the plate and risk
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something you must value very much for the sake of his child.
That is VERY loving. Though you were direct (in my opinion, the
only way to be), I didn't feel you were blunt or harsh....just direct.
I don't understand the "other" side of the double edge. The only
side I see is his discomfort with your clarity. After all, who IS
comfortable when put on the spot like that. It's hard not to take
it personally, just let him know that autism is only a word and if it
makes him feel any better, soften the blow (since labels don't
really matter anyway) and refer to it as possible Asperger's
syndrome or PDD. This may be softer and help him get over his
mental block. I wish you the best of luck and let me know how it
goes.
Karen
January 29, 2003
Dear Karen,
Thank you, as I feel so very guilty. I really feel like if I could
see him, I would shake him silly. I have tried all kinds of softer
words...starting with a "processing problem," then "Asperger's,"
but none of them seemed to shock him enough to get him angry
enough to do anything. I will keep you posted.
Thank you for always being there. You are a blessing in my
life.
Mary
P.S. I ordered a few books from the website and the Autism
Today magazine :-).
January 30, 2003
Karen,
Okay...now my heart is really broken :-( . My boyfriend just
told me that he can no longer be with me because I have caused
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him so much unneeded pressure and aggravation in his life (after
one and one-half years).
He told me he went to therapy tonight with his own therapist
who insists that there are many reasons that Billy could spin,
repeat himself, have lack of eye contact...the list goes on, but she
knows him from when he was in preschool and she thinks he is
definitely not autistic. She said that maybe Charles continues to
pick women in his life that no matter what he does they don't
think he does it the right way. She said he should take a look at his
choice to continue in a relationship with a woman who is so
dogmatic in her beliefs and behaviors. That is what the final straw
was for him.
In a way, I am so sorry, Karen. I am sobbing as I am writing
this, but I am relieved. I cannot handle this pressure anymore. The
child is not mine and I live daily with such pain over the fact that
he is slipping through every crack. I hope you are not
disappointed in me. I really tried to hang in there. I just can't do it
anymore.
I know my boyfriend. In a few days, or a week or two, he will
call to tell me that he misses me and loves me as I am truly a
loving supportive person in his life in all areas except this. When
his anger settles down he will realize that. So I told him when he
feels that way, please not to call or e-mail as I have a right to get
on with my life too and this has become too much for me. I have
been in constant pain over this for a very long time now. He is the
one that is choosing to end it rather than take action to get his son
evaluated. He needs to live with that whatever the outcome is and
let me get on with my life.
I have stresses too with my family. I am the single mother of
two kids and I have my own issues with them. Thank you for all
the support you have given me. I think this has been the worst day
in my life, and let me tell you, I've had some pretty rotten ones.
Thank you again, Mary
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January 30, 2003
Hi Mary,
I'm so sorry you are feeling so hurt. Things will get better. All
pain heals over time. Your story from beginning to bitter end is a
real gift to the world and it will help someone in the long run.
We'll keep in touch. Just know that he has to sort this out himself
and maybe he will see it more clearly as there is no one to resist.
I've been honored for you to invite me to help you along the path
and feel I've gotten to know you. I'm also proud of you sticking
to your guns. We all have to be WHO we are and demonstrate our
beliefs or we are lying to ourselves. Keep in touch.
Sincerely, Karen
January 30, 2003
Karen,
As I predicted, my boyfriend called me at 6 a.m. yesterday
morning to say he can't live without me...he is sorry. He wanted to
tell me that he doesn't define me from my behavior and yada yada
yada...need I say more? In any case, I am exhausted. I have been
up all night. I am so glad that my kids are with their dad this
weekend :-). At least I will have a break from all of this.
I told Charles that I cannot continue in this manner any
longer and that I did not see any reason for us to be together until
a time when he has Billy evaluated by a specialist for a diagnosis.
He asked me if I would write down all of my observations that I
have regarding Billy. He said he does realize he didn't notice most
of them until after I pointed them out. He said the woman who
is to see Billy in therapy should be able to read what people have
observed. So I wrote it out and e-mailed it to him. It has become
something, as you know, that I can't handle anymore. I hope the
observations find themselves into the right hands. At least he is
willing for someone else to hear them, besides him.
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When I look back at all our letters, it is funny when I read
how hopeful I was at the beginning as it all seemed so obvious to
me. I really don't think looking back that I truly knew what I was
in for. As you know, I need a break from it all so you probably
won't hear from me for at least a month. (Imagine that! You may
have time to help another lost soul...I do hope so, as you are so
good at it.)
Thank you, Thank you, Thank you, Karen. You are truly a
beautiful person.
Sincerely, Mary
January 31, 2003
Awwwwwwwwwwwwww, thanks!
Good luck and take a b ~r ~e ~a~ k from it. I wish I could
too!
Karen
February 14, 2003
Hi Karen,
I really tried to take a break from everything but my boyfriend
couldn't give me any space. He says that he is under so much
stress that to cut him off like that ...he just can't take it right now.
As I told you, he asked me to write a letter to his son's Ph.D. I am
attaching it for you to read. I asked him not to tell me what
happens with the conversation with the therapist as I just don't
want and can't be involved anymore. It is too painful for me. He
saw the woman yesterday and proudly told me that she said. She
said although some of those actions are related to Asperger's
syndrome, it is the most over-diagnosed disorder of the day. It is
the disorder of the decade so to speak. She didn't see those things
mentioned in the letter to be a reason for diagnostic testing. She
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feels his son suffers from transitional anxiety. (Gee, that seems to
be part of Asperger's to me...but how do you explain the lack of
eye contact, inability to respond when spoken to, repetitive
speech, and so on?) The topic is now closed for him. And he told
me that he wasn't going to discuss it with me any longer. I told
him he brought it up. But the conversation ended.
I think I am really through here...It has more to do with the
way my boyfriend has handled my feelings than anything else.
After all, he was talking to a doctor, so I suppose if I were him,
maybe I would feel the same way. But, I can't be a party to this
anymore as it's killing me.
Karen, can you please read the letter and tell me if I am crazy
to think that any doctor who deals with autism should have at
least said, "Well, I don't think that is what is going on, but thank
you for sharing that information. We will keep our eye on
things???"
Hope yours is a happier Valentine's than mine.
Mary
February 15, 2003
Hi Mary,
I feel like I know you so well and what you're experiencing.
I'm sorry you're having such a bad Valentine's Day. I did look
through your letter and everything you pointed out behaviorally
points to autism/Asperger's syndrome described in my book.
Maybe the place where he's taking him has a different book? (Just
a little sarcasm.)
Karen
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February 20, 2003
Thanks Karen,
He has told me that, in the future, for MY peace of mind, he
will consider my opinion, but right now he had two
PROFESSIONALS tell him that autism is not their concern.
They based their assessment on several factors including my letter.
That is good enough for him as I am clearly not a professional and
I should butt out. SO I AM.
I will keep you posted and I can't thank you enough for all of
the support you have offered me during what has turned out to be
one of the difficult times in my life
Fondly, Mary
March 13, 2003
Hi Karen,
Things have been very stressful and I have basically broken
up with my boyfriend. In any case, Billy is still seeing the doctor
who says that Asperger's is the most over-diagnosed condition, so
I don't even ask about it any more. I haven't seen his son in over
a month. Charles said the therapist said maybe his son's anxiety
was coming from knowing that his father had a girlfriend. When
I asked what she suggested he do to help Billy with that, he said,
"Nothing." She just thought that anxiety is what it could be. So I
stepped away saying, "A good therapist would have given you
some tools to work with to help your son.
Thanks as always for everything.
Mary
P.S. Oh yeh, my own son was diagnosed with ADHD. The
doctor said he should be on medication.
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March 13, 2003
Hi Mary,
You certainly have a gift of expressing yourself because you
are so real! What is happening with you is a sampling of what
happens with so many parents out there. Anyway, I had a meeting
with some top government people today and we were talking
about how important it is to educate the professionals and
educators as a very high percentage of them don't have a clue
about autism! Many don't even want to know. If only people paid
closer attention! Well I look forward to your story and I'm sure
things will go the direction they're supposed to :).
Your friend, Karen
March 13, 2003
Gosh, Karen, would that be an amazing milestone for you if
you could somehow convince someone in our government on the
importance of the knowledge of autism and correct diagnosis. I
have to tell you the sadness I feel from hearing from my mother,
sister, my own therapist, and my son's doctor that they really all
feel like it is not necessarily a lack of knowledge, but it is the
"ching-ching theory." If a psychologist who specializes in "talk
therapy" has to refer someone out for a diagnosis that will take the
client into a different part of the mental health field such as
occupational therapy, language and social skills classes...they lose a
good paying client. So they tend not to refer the client. I used to
think that idea was absurd, but you know what, I'm beginning to
believe it happens sometimes. Even people who seem
knowledgeable are not willing to send their patients to specialists
to get a diagnosis. Very sad. We put our life and well being in the
hands of these people and there is not much you can do but trust
them.
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I hope you have some luck with the government. It just takes
one person to hear you (and think it can help them somehow), or
on a more positive side, personally sympathize with your issue to
help make difference. Mary
March 14, 2003
Mary,
Do you mind if I share your comments with these people?
Karen
March 14, 2003
You have to ask?
Mary
March 21, 2003
Hi Karen,
Gosh, it has been a long road over the past three and one-half
months: one much longer and more draining than I had
remembered. Kind of like childbirth, and then you go and do it
again once you forget the pain. Hopefully if I ever have to do this
again...it will be less painful as you have helped me down the path
to learn what I can to help and to accept what I can't help. I am
no longer lost.
Forever grateful, Mary
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March 23, 2003
Dear Karen,
I was in the dentist office today with my kids and I swear, I
saw this girl Billy's age and she was just like him. (Maybe she didn't
have Asperger's, as I am no authority, although I swear it was so
similar, she had something going on that wasn't right, which
involved verbalizing things and spinning and other stuff that
seemed so familiar to me now) Only she was running (like
dancing sort of in an awkward way) around and around in circles
and when she wasn't doing that she was jumping all over the place
and throwing this little raggy dog doll and hopping and picking it
up and throwing it back and forth across the office and doing it
over and over again and then dancing in that circle as if she were
all alone and no one else were there. Her mom just sat there
reading her magazine. It reminded me of Charles when Billy
would do behaviors that were inappropriate, he would just not see
them until he lost his temper. At one point the dentist's wife came
over to talk to the mom about insurance and the little girl (she had
to be at least six) starting taking off her pants. And the mom
didn't say anything. There were a bunch of people around
watching so finally the dentist's wife said, "Sweetie, you can't take
off your pants here, there are a whole bunch of people you don't
know." The mom, as if knowing that the girl wouldn't answer and
has obviously done this before, said, "Oh she just wants to show
you her tights, because she loves to dance." The girl kept pulling
down her pants to her ankles...and then just took them off. She
continued to dance in circles and throw her toy back and forth
never speaking. The mom just ignored it after she had told the
dentist's wife what her daughter was doing ...like it was okay. Like
it was okay to continue to let her daughter be "happy" and not
break her spirit and tell her that it is not okay to do those things
in a crowded office.
It broke my heart all over again. I PRAY THAT YOUR
BOOK SOMEHOW REACHES PEOPLE LIKE THAT: people
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who really need it. Maybe not directly to them, but people in their
life who can approach them, who should be approaching them so
even if they don't accept it at first when the next brave person
comes along to tell them that something is not right and the next
one...eventually they will have to listen. How could this child go
unnoticed? I saw it right in front of me. The dentist's wife tried to
tell her it was not appropriate but the mother just chalked it up to
her daughter being so happy about her tights that she let her
daughter dance and play around in her tee-shirt and tights in the
office with everyone shaking their heads.
I pray that you book finds its way into the hands of people in
our school system who can spot behavior like that and tell the
parents you need to get it checked into by a professional.
I pray that it will get into the hands of parents who are in
search of answers for their child and they see the need for a
specialist in the field of autism.
I pray that it will change the life of one individual for the
better. Then I can be part of something good too. You are already
an angel for so many people like me. If my letters to you can help
in a small way, even if not for Billy, then for some other child,
then all the pain of my lost relationship with Charles was for
something in the end. I think it was for this. At least, I would like
to think of it that way, so it fills my heart instead of tearing at it.
Thank you again and again for making a difference in this
world. I wish that I knew my calling in life the way you have
found yours. I am so excited to see the book. You tell me what
you want me to do in my area of the world...out here, and I will
do whatever it takes to get it out there. If it means speaking to
preschool teachers in both public and private schools, so they will
become aware of what to watch for, I am available to you. I hope
you will ask me when the time comes. I can think of nothing
better to do with my free time.
You know what Karen, even as we left the dentist's office my
son said, "Mommy, that girl in the office reminded me of the way
Billy behaves." My son, a child of nine, noticed. Obviously the
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teachers are the ones that this message must get out too.
We'll speak soon.
Always, Mary
March 31, 2003
Hi Karen,
Just a quick note to tell you that I did decide to write a letter
to my ex-boyfriend's aunt and uncle who are the closest relatives
he has to his son. I told them of my worries, attached the letter I
wrote to the Ph.D. that you looked at. I told them that I had
hoped they would carry on as an advocate for Billy, even though
it is such a great burden, as he is so very worth it. They were kind
enough to write back and thank me as they are very concerned
(thank God). I just wanted to let you know that if they need
advice or have any questions regarding Aspergers...you would be
the only one I know that they can contact. I hope that was okay.
Maybe I won't be able to see Billy through to the end and get him
evaluated and helped...but maybe you will. Maybe that is why you
came into my life so freely in the first place. So my story can reach
out to others and you can somehow help Billy. I wish so badly it
were so.
Fondly, Mary
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I AM THE "SPECIAL" TEACHER
by Michelle Guppy

I

am……...the "Special" teacher. I am the teacher your
child will meet on the first day of school. I know what
you will be thinking on that first day as you reluctantly
put your child on that bus. You will be nervous and apprehensive,
wondering what it will be like for your child at school. Will he be
lost in the shuffle? Will the teacher be nice? Will she like him? Will
the other kids make fun of him? Will the teacher do a good job?
But don't worry, I am his teacher, and I am prepared for class.
When your child gets off the bus at school, unsure what will
happen next, I will be there. I will have a smile on my face so that
even if your child doesn't realize where she is, and why she is here,
she will know it is a friendly place, a happy place. She will see the
inviting decorations and feel reassured that she is not in a mean,
ugly place. I will take your child's hand and guide her to where she
needs to go, to the seat I have specially marked with her name. I
will spend a few minutes helping her in the transition to this new
environment, and perhaps wipe away a tear.
When we all get settled down to start our day, I will look
around at my classroom and all the faces, and be reminded that
every child is different, each one very unique. I will view my
students as a new box of crayons just opened, each one a different
color, each one so bright and shiny, each one so eager to be
picked.
When it's time to do our lesson and I get discouraged that
your child doesn't want to participate or do what she must, I will
not give up. I will have patience as we do each simple task over
and over. I'll remember that I get coffee breaks, I go home at the
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end of the day, I get paid vacations—you don't.
When it's time for art, I will put my hand over your child's
hand, dipping his fingers in the paint, and show him what happens
when you rub the paint along a plain piece of paper. Oh, I realize
your child might care less and might resist the feeling of the paint
on her fingers, but we will do it and I will encourage her to keep
on. We will use our imagination to interpret what she has painted.
So, when you get a crumpled piece of paper with perhaps only a
few blobs of color on it, know that I saw the masterpiece that
your child is.
When we get out our scissors and glue to do a project, I will
keep in mind what it must feel like to not be as good as someone
else, or to be excluded. Those feelings can cut into your child's
self-esteem. And with that in mind, I will make every effort to
avoid sticky situations by ensuring that your child is not
discriminated against, or made fun of by other children. So, when
your child comes home in the afternoon with a less than perfect
project, know that she did it on her own with all of us urging her
on.
When the therapists come in to work with your child, they
view her as a piece of clay with the potential to be something
great. Together, despite tearful plea's and protests, they will take
the precious child you have entrusted to us, and do their best at
molding and shaping her and smoothing her edges; so that she
may function as independently as possible. So at times when you
think our goals are too simple, and our progress too slow, know
that it takes time to mold the magnificent sculpture we are
envisioning in your child.
In music class we will have fun while dancing and singing to
the silly songs. But don't worry, because even if your child can't
sing or dance or play the instruments, she can still participate. We
will give her a music lesson in the belief that often the best
responses aren't sung by a voice, but rather shown by the sparkle
in a child's eyes, and by the music that comes from their soul.
In P.E. class we will not let the obstacles your child faces
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defeat her. We will make sure your child is challenged, but not
discouraged. We will not make any tunnel too long that she can't
see the light at the end. We will not make any swing go too fast
that she is scared to try it again, or put any goal out of reach.
There will be no last place. We will strive to impart to your child
that in this race, everyone who participates is a winner.
We will be cheering for your child all the way, applauding her
accomplishments. We will be the safety net should your child
stumble and fall along the way. So when your child comes home
from school and you hurriedly dig through her backpack for a
note about what we did all day, and see that we forgot to write
one, just know that we did much more than our A-B-Cs and
1-2-3s. ©
Michelle Guppy invites contact at
MichelleMGuppy@yahoo.com
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A DREAM COME TRUE
by Michelle Guppy

C

arol J. Fruscella had the original idea for the "HearTheir-Silence" Rally for Autism Awareness held in
Washington, D.C. on April 8, 2000. The poem that
follows is inspired by that event.
It is a bright…. Clear…… spring day. There is a gentle breeze
in the air….. As you walk toward the mall area in Washington,
D.C., you see the Cherry Trees Bloom……………………you
stop and pick a flower……..and it reminds you why you are
there… For the day that your child would be freed from the
limitations of autism-to be able to Touch…….Smell………
Explore ……… For the day that his black and white
world………. would have color……… The birds are singing, and
the sunshine feels so good on your skin. The preparation for this
day has been trying and hard. It was a long and cold winter in
many ways………….Many times, there was doubt that this day
would happen…….. This day is a Miracle in so many ways, a day
where all of our efforts have come full circle. A sense of
achievement overwhelms you………. As you enter the mall
area………….your breath is taken away by the sight of thousands
of pictures. You stand still at the power of what they
say……..each child's face silently telling their story……….each
one waiting, deserving of only the best. You see Grandma and
Grandpa scanning the boards, trying to find their Angel's picture.
You hear a small voice go "EEEEEEEEEEEEEEEEEE…."
You see another child point, "Daddy, that's ME!" The Autism
Awareness Quilt is on display……………..but it's so huge - you
will never find your child's square! "Cure Autism Now," one says.
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"Save my brother," says another…. Oh, there it is over there, your
child's colorful scribbles on fabric that bring tears of joy and
pride……… In the background, you hear speakers, telling the
Nation of the need to help these children. For the first time in a
long time…….. you have Hope that this is the event that will
make it so. That there would be unity and awareness….. That
there would be a cure….. There are so many
people………….who have traveled so far for this rally……..so
many
new
friends……..so
many
stories
to
share………………we
lean
on
each
other
for
support………knowing that this is just the beginning…… of a
journey that will continue on…….. to raise Awareness……….to
get answers……………..to get the help and support we all need.
Close your eyes…….. Imagine being there…………Hearing the
silence of those who can't speak………Hearing the voices of
those who can……………… Dusk came over Washington, D.C.
………….. A dropped Awareness Ribbon is all that is left of that
day…... Now open your eyes……….. The dream lives
on…….….
Michelle Guppy invites contact at
MichelleMGuppy@yahoo.com
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TO MY FIVE-YEAR-OLD HERO AS
HE LIES ASLEEP
by Patricia Flanagan

Y

ou and I didn't know that your new brother would be
autistic. During the past three years, I realized how
much you help. I'm sorry for the expectations. I'm
sorry for stealing your childhood. I only hope that one day you
will understand.
I love you so much. You are my first-born, my little angel
from heaven. You light up my life with awe every second of every
day. I thank you for all you put up with and for all you do. I give
you all the credit for how far we've come. Without you, your baby
brother may be lost to autism forever. I only hope that one day
you will understand.
Your shoulders are so slight, yet you carry the weight of the
world upon them. You are a five-year-old angel trying to save his
baby brother. Sometimes you become frustrated, angry, and sad.
You always seem to emerge more determined. This is not the path
that I had hoped for you. I guess that God must have a bigger
plan. I only hope that one day you will understand.
My fears for you are so enormous. You seem so fragile yet so
strong. I pray that one day you will understand that you are my
hero!!!
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FIRST TIME AIDE
by Melanie

M

y first real experience as an aide hired to work with
a child with autism was with a six-year-old boy
named Gabe. Although I was very excited, I was
also very nervous.
My job description seemed simple enough; I was in charge of
integrating Gabriel into a group of children at a summer camp.
He participated in most activities fairly well but from the very first
day, it was clear that "swim-time" was his favorite. His mother had
already warned me that I might have a difficult time getting him
out of the pool since he loved being in the water.
The way it worked at camp was that each group had thirty
minutes of swim-time a day and when the lifeguard blew her
whistle, it was time to get out and let the next group have their
turn. Having already witnessed Gabe's reaction to transition, I
knew that this piercing whistle and its meaning were going to be
a challenge for Gabe to comprehend.
Trying to avoid as much fuss as possible, I took a couple of
minutes to explain to Gabriel the whole "swim-time" routine. I
told him that when he heard the whistle blow, it meant that it was
time to get out of the pool. On the first day, just to be on the safe
side, I went near the pool where he was playing to let him know
that in about five minutes the lifeguard was going to blow her
whistle. He ignored my warning and continued splashing around.
I went back to the picnic table and grew increasingly nervous.
A couple of minutes later I heard the whistle and looked over to
the pool and saw all the kids getting out and heading for their
towels except for Gabe. He knew that he was supposed to get out
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but his anxiety got the best of him and he began to tantrum. I
quickly approached the pool and after a couple of minutes of him
screaming and crying (not to mention getting me completely
soaked), I was able to convince him to get out. However he was
not happy and neither was I.
Each following day I tried something different, from threats
of taking away his swimming time altogether if he didn't behave,
to actually putting on a bathing suit and going in with him to try
and escort him out after the thirty-minutes was up, but nothing
worked.
After about a week, having tried all the "techniques" I had
learned through study and through school, I tried my own
approach. I simply told him before he got into the pool that if he
got out of the pool when the whistle blew as he was supposed to,
that I would be happy. Again, five minutes before the end of
swim-time, I went near him to remind him of the drill and that if
he behaved I would be happy. Then I went back to the picnic table
and waited nervously.
When I heard the whistle, I looked over, a little hesitantly, and
saw Gabriel amongst the other kids stepping out of the pool. He
had a big smile and was walking straight towards me repeating,
"Melanie is happy." He was right, I was happy! For the rest of the
summer, when the whistle blew and swim-time was over, Gabe
got out of the pool like the rest of the children.
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THIS IS A DEDICATION TO THE HEROES
by Michelle Guppy

T

his is for all of you dads who play a major role in
caring for autistic children. Instead of running away
from the responsibility, you are on this journey with
the rest of us trying to find your way.
This is for all the doctors, researchers, and professionals, who
have taken us seriously. You are truly few and far between!
This is for all the list moderators who start the discussions
and support lists and news lists that are really our biggest source
of information, help, and support. With the members on these
lists, without ever having met, one has the sense of "family" that
can only be understood by those who have been there and done
that. You willingly and honestly share your information, expertise,
and advice for all of us to use.
This is for all the Bernard Rimlands: who have devoted 30
plus years to putting behind us old myths and theories of
"refrigerator moms" and replacing them with the new emphasis
on the medical aspects of autism. This is for all the Shelley
Reynolds and Portia Iversons out there: women of great faith and
sheer determination to "Open a Nation's Eyes" and "Cure Autism
Now" by blazing new trails of parent-centered networks to
further the effort started. This is for all the Victoria Becks out
there boldly "Standing Up, and Speaking Out and Letting their
Voice be Heard" in challenging the medical establishment and
pursuing what they believe is a scientifically valid treatment for
their child. This is for women like her who have replaced popular
women's magazines in their homes with stacks and stacks of
medical journals and abstracts on autism. This is for all the people
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who started and are part of the ASAs, ARIs, AAIs, NAARs, and
the MATs. We thank them for putting their volunteer time,
dedication, and resources into helping put the pieces together for
our children. This is a tribute to all the privately based
organizations and foundations. Thanks to Nancy LeGendre who
stitched together, piece by piece, the "A Call to Action" quilt for
awareness.
This is for all mothers too numerous to name, and
individually thank, who have devoted their precious time in
promoting the cause of better research, education, and awareness.
You know who you are. You are the ones who sacrificed time with
your own family to make a call, send a letter, and contact your
legislatures. Instead of folding clothes, you were folding fabric to
assemble ribbons. You are the ones who did not take no for an
answer in talking to your newspapers and media to do a story. You
are the ones who organized the fundraisers, mailed out flyers,
took time, made time, and stole time to spread the word to and
seek donations from anyone you could contact. Also, this is for
those who can't be a part of going to rallies, so instead you are
home supporting us, cheering us on, and praying for us.
This is for the unknown mothers of autistic children out
there struggling to cope with it all, mothers turning their anger at
autism into awareness!! You are the women with unshaven legs,
nails not manicured, hair with split ends. You haven't been to the
doctor in years for yourself, but take your child to any doctor you
can, in hope that they can help you in your attempts to get
answers. You never remember to take your own vitamins, but yet
you never miss a day of your child's supplement regimen.
This is for the dads and moms who stop at the health food
store on their way home from work, instead of the health club.
This is for those who have circles under their eyes, the moms
from being up all night preparing IEPs, the dads up all night
simply trying to get their child to sleep. This is for those who have
no time for calling your friends, because they are always on hold
with their insurance company. This is for those who have chosen
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to give up their careers for this new one to meet the demands of
autism. This is for the dads teaching their sons life skills at home,
instead of their sons learning survival skills at camp. This is for
the wives who have no time for late night movies and intimate
evenings, because they are spending precious time on their
computer, reading, searching, and praying for answers. And this is
for the husbands, who understand.
And this is for the dads, who, late, late at night, cry too. This
is for the parents that never give up their fight, or their sense of
humor, the moms who can laugh at having a house with more
locks than the pentagon and the dads who can laugh while they
eat yet another frozen dinner. This is for the parents who have
become better persons as a result of being on this journey
because you have a deeper sense of appreciation for the little
things in life. Each hard fought victory means more and each
defeat makes you stronger. This is for the dads cheering their child
on at therapy, instead of out on the field. This is for the moms
doing the best they can to help their special needs child and trying
to somehow make life as normal as possible for the other children
in the family. This is for those who are exhausted from managing
with the demands of autism, along with supporting the wage
earner's career, maintaining the house, and the marriage. This is
especially for all those who have lost their marriages as a result of
the enormous pressure and strain of autism. And this is for all the
single parents, journeying alone. This is for the men out there who
have the skills to fix anything in the house, but not one to fix
autism.
This is especially for the siblings of a child with autism. You
are learning the most important lesson of all, that being different
is O.K. From that you will become more compassionate and
tolerant parents, professionals, and perhaps politicians.
This is for those Angels in our lives that God has put there to
help us on our journey, be it the relatives that don't really
understand, but try to help as best they can, or the teacher who
goes above and beyond, or the therapist working diligently trying
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to reach into your child's world, or the people of a church that
prays for you, or the friend that lends you her shoulder, or the
attendant that gives you an afternoon off.
This is for the adults with autism—those giving us glimpses
into their lives, sharing their voices and experiences with us—
preparing us for when our children grow up.
This is for the parents with a newly diagnosed child….we will
lead you so that your journey, may be a bit easier.
Last, but not least, this is for each of our children with
autism… of any age. We are humbled by your strength and
determination. You are the wind beneath our wings. Your smile
and laughter lift us up daily giving us more Faith, more Hope, and
more Love. You are simply the ones who peacefully remind us as
we kiss you goodnight, that the true warrior in
autism…………..is the child. ©
Michelle Guppy invites contact at
MichelleMGuppy@yahoo.com
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THE MAGNIFICENT ADULT
WITH AUTISM

INTRODUCTION

H

ow fortunate we are to glimpse into the minds and
share the pride of some adults who have seen selffulfillment. There is the problem of coping with the
ever present symptoms and possible relapse from external
influences. There is a glimpse of how one person uses sense of
humor to maintain a sense of balance. The stories about
contributing to society and of extraordinary achievement are
powerful and motivate all of us to realize our true potential.
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RISING TO THE CHALLENGE
by Victor

M

y wife and I had waited and prayed for more than
two years to have a baby. We thought that one of us
must have some sort of incapability of bearing a
child and we even went to the extent of seeing a doctor for
possible corrective measures. Then finally, along came our
beautiful son who we named Tum-Tum.
Everything looked well for the first two years until that fateful
day when the developmental pediatrician declared that our first
born son had autism.
We went to another psychologist for that hope-against-hope
second opinion. His verdict still rings in our ears to this very day,
like a bomb that almost knocked us down, "Don't hope for
anything more. He will always be just like he is now." They were
such heart-shattering words, so unexpected from someone who
should have been given more wit by God. But we did not allow
ourselves to be overcome by emotions. Instead, we took up the
challenge to prove the psychologist wrong and that our son's fight
would not end just then and there.
Those words gave us the spirit to continue Tum-Tum's fight,
to show the world what our son could be someday. That started it
all.
Immediately, we gathered our shattered hearts together and
put into motion all what we could possibly do for our special
child. We provided him with all the love, care and intervention
that we could possibly muster. We hired the best therapists that we
could afford. At times he had no less than three on any given day.
Over the years, we brought him to several therapy centers. We
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bought him many educational books, toys and experiences to aid
in his development. We were out to give him all the help that he
needed.
Then his gift in music and math were discovered. His
mathematical prowess was honed through a special course in the
Japanese method of mathematics called Kumon. His musical
talent was enhanced by the only living marimba professor in the
country. (A marimba is a Latin American percussion instrument.
Ed.)
From there, Tum-Tum has gone a long way. At his tender age
of 13, he is now recognized as the best marimbist in the country,
has done no less than 130 performances, both locally and abroad.
He has received countless awards here and internationally, and in
so doing, has personally touched the lives of so many people,
simply too many to be listed here individually.
Recognizing all of Tum-Tum's achievements, our President,
Her Excellency, Gloria Macapagal-Arroyo, recently presented him
with a Presidential Letter of Commendation. But his greatest
achievement was bringing us, his parents, back to the Lord. From
being an atheist, I am now a believer of the almighty power of
God, He who can "... make a way where there seems to be no way
...." And to that blunt-spoken psychologist, we thank him so much
for unknowingly giving us the challenge. And now, the rest is
history.
One time, out of the blue, Tum-Tum asked us this question:
"Papa, Mama, when I die and go to Heaven, will I already be
normal?"

254

A TALE OR TWO ABOUT OUR BOB
by Suzie Twedt

O

ur son Bob is 31 years old now and we have a
volume of stories to tell about him. His is the
delight of our life and still lives at home with us as
we enjoy each of his days. Days have brought many tears but
many more joys. I have felt that he has had a guardian angel with
him at all times but, over the course of the years, has caused many
angels to retire from pure exhaustion!
On of our first scares occurred when Bob was only seven
years old. Physical coordination was not what Bob ever lacked. He
loved riding his bike and did it well. The problem was going too
far down the block and not turning around to come back. He just
kept on going one day. Bob was gone! Frightened to death, and
after having all the neighbors out looking for him, we desperately
called on the police to come and help us find him. Of course, the
first thing they have to do is come by the house to get a
description of him and a picture. It was now three hours that he
had been gone and no signs of him. Worried to death, afraid to
cry, we just drove the cars in circles around the blocks making our
circle bigger and bigger as we drove. One person always stayed
home to get any message from anyone who might have any
information about Bob. None! Darkness came and no sign of
Bob!
The police had been by several times. No word. Again, the
police came by, but this time with two little boys in the back seat
of his car. The policeman introduces the first one out of the car
to us as his son and then out jumps Bobby! Relief, overjoyed,
thankful, and a little anger musters inside me!
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As it would be, the policeman on the case had a seven year old
son that was playing baseball at a local park and had his bike to
ride home on after the game. So his Dad was just checking on him
during his route to make sure he was on his way home safely.
Across the street from the park his son was found sitting on his
bike eating an ice cream cone at an ice cream stand. And the other
little seven year old sat on his bike beside him, also eating an ice
cream cone. The policeman inquired to who the friend was. His
son didn't know. Bob had also asked for a treat but after receiving
it, they found he had no money! Here the two boys were, just
sitting on their bikes, relaxing and eating their ice cream cones.
The policeman took a closer look, takes out Bobby's picture that
he was carrying, and says...Yes sir, it WAS Bobby! Our son was
brought back home, bike and all, sent by an angel that was on duty
that night!
To this day, we will never know how he got to that park. It
was one park Bobby had never been to and it was over five miles
from our house, and he had to travel through many
neighborhoods to get there! What are the chances that this
particular policeman would be sent out on our case, on this very
night at this very time! Yes, there are many angels that have been
in our life and the Good Lord does protect us and guide us.
One of our funniest stories that I like to share, concerns me,
as much as our son. It involved a shopping trip to a big
department store. Being in the center of the household displays
was like stepping into a dream world. There were all of these little
cubicles set up with displays of separate themes for home
bathrooms. One was all in yellow, one in greens, and yet another
in blues. There was the colored sink and toilet with the matching
bath towels and rugs on the floor and all the cute knick knacks
around. Bob, our 13 year old autistic son, was with me. He was
enjoying the displays as well. At one point, I turned around to
check on him, and found him, no less, sitting down on the toilet,
pants pulls down and just relaxing, doing his thing! I must have
been horrified because I can't to this day, remember the rest of
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the story! I honestly do not remember getting him up, whether or
not I looked in the toilet ... or even leaving the store! My mind is
blank! Amazing what our minds do when faced with certain
situations!
At the age of 28, Bob traumatized us again. It wasn't a
computer glitch that bothered us in the year of 2000...Y2K! If
only it had been as simple as a computer glitch! Bob's behavior
was going from bad to worse.
Bob's behavior had gone through many stages and we just
didn't know what was coming next. This time he started to
constantly scream. I don't mean he talked loud, but he screamed.
He did not scream as an occasional outburst but screamed every
moment that he was awake. He was in constant motion, walking,
running, up the stairs, down the stairs, around the house. He never
quit until we put him to bed at night. Thanks to God, he did sleep
all night very well. Then he was up again to repeat the day!
Where could we find help now? Our doctors here were just
shaking their heads after reading all the tests and finding them
"normal". They referred us to Denver to doctors, but after four
trips to Denver and no help...we were desperate!
When Bob wasn't screaming, he talked. He started to talk
while he ate, while we brushed his teeth, while showering ... I
mean all the time. He got to the point where he no longer could
eat on his own. He lost his ability to hold a utensil and to chew his
food. In fact, he could not swallow the bite of food. It took both
of us parents to feed him each meal over a 1.5 hour period. Bob
could not even swallow his own saliva. He spit saliva all over with
each sound he screamed. We wore ear plugs in our own home
because he was screaming so loud! If the phone rang, we had to
have the other parent take him down stairs so that we could hear
on the phone! There was no TV watching, because we couldn't
hear over his screaming. Our house was full of his saliva! Why?
He even lost his equilibrium and would fall on the floor and
then move on all fours, pushing his forehead on the carpet. The
rug burns on his forehead were severe, so we carpeted our house
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with bed sheets so that he would have a smooth surface to move
across. At 200 pounds, one could not lift him up.
All the doors in our house were locked: every bedroom, every
bathroom, every closet, and all the drawers, refrigerators, freezers,
all were locked! He was moving everything: all the pictures off the
wall, plants, magazines, books, photographs, and even furniture!
He would pile them high in a corner of the room. Anything that
could be move, moved! He was one busy boy, but so were his
parents!
Self-help skills that he had gained for the past 29 years were
gone! Dressing himself was a thing of the past. Bob did not know
how to even lift his own arm into a shirt sleeve, or leg into his
pants. He was so helpless! In fact, he no longer could go to the
bathroom; he only went when he was a sleep at night, never
during the day! He was exhausting us. He was no longer able to
go the day center where they work with DD people because they
could not handle him. A walk around the block was impossible.
We were prisoners in our own home!
Doctors were of no help! So I called our nephew, who works
in the medical field out of state and said, "HELP please!" After
listening to us, he had a suggestion. (One doctor in Denver read
on one of Bob's test results that there was a slight higher lever of
copper than is normal in his system. It was not being deposited in
his liver, but in the frontal lobes of his brain. What do you do
about flushing out or neutralizing copper in the frontal lobes, the
part of the brain that manages behavior?} My nephew's
suggestion was to get an antioxidant from the health food store
that is specifically targeted to the brain.
Within three weeks, we found our first slight signs of
progress. And every single day since that time, we have seen
progress. After two years, Bob was where he was before all this
happened. He has gained all his self-help skills back, all his
language, and much more.
Bob is now 31 years old, three years down the road, and he is
still taking his antioxidant. As a matter of fact, if we forget his
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vitamin a day, we see signs of some of the undesired behaviors
coming back! He is on no other medication, just a pill a day that
is targeted for his brain! This antioxidant is found at the health
food store. It is high in Vitamin A, C, and E. I wish I could tell
the whole population of those with autism how drastic our lives
have changed with such a simple solution! A pill a day! You cannot
substitute this antioxidant with one from the discount store, they
don't work! We have tried that too.
To validate our story, we know of a little girl, nine years old,
who constantly would scream, yell, bite, and pull hair. The schools
were clueless of how to help her because they could not get by all
the behaviors. They tried this pill, and today she is in a very
controlled world and learning much. She is a totally different child
and much happier. Oh how I wish the world could read our story!
If it could help just one other child to live in this confusing world
that we live in, how very thankful I would be!
Bob is doing great today. Back with all his self help skills, not
screaming, eating well, going to his day center and loving being
around people. And the people LOVE him! He is a very favorite
of theirs. He is a very favorite of ours too!
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SPICE LIFE UP WITH A SENSE OF HUMOR
by Barb Rentenbach and
Lois Prislovsky, Ph.D.

T

he following excerpt is from a not yet published book in progress
titled, Synergy by Barb Rentenbach and Lois Prislovsky. The
introductory material to the excerpt that follows reported that
Barb is a 30 year old adult with autism. She is not verbal (does not easily
vocalize) and types with physical support. Lois is an educational psychologist
who works with Barb. It was indicated that Barb has made dramatic strides
over the last three years in terms of eliminating aggressive behaviors,
establishing independent living, communicating, developing friendships, and
achieving career goals.
(Be sure to watch for their book. We appreciate their permission to
include the witty and insightful excerpt from Chapter VII, titled, "Pool
Musings." Ed.)
I was mainstreamed from day one. The bulk of it was
blisteringly painful but exposure to, and involvement with true
American education has made all the difference in the world to
who I am. For example, I saw time after time in regular
classrooms how humor in the lower grades and then wit in the
upper could catapult the fat, ugly, poor, and different to "in
crowd" status. That realization may set me apart from the tiny
legion of other intellectually capable "low functioning autistics."
I trained my brain to frolic in the absurd and programmed
sarcasm to be my default language. I have found it makes me more
palatable than one who takes oneself too seriously, an easy trap to
fall in when you are autistically wired with a design, which
predates Copernicus' discovery that the earth is not the center of
the Universe.
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I thought a lot as a child. Now I am not talking anything close
to what I mentally undertake now. When I was a child, I thought
as a child. I dwelled constantly on my play and friendship
exclusions. I designed multi-level manipulation strategies in order
to get the most banal responses from others, like having my
exhausted mom keep me company while I went to sleep. On more
than one occasion, I ran away at night to take a nocturnal dip in
our terrified neighbors' pool.
Sure I love to swim, but I took such unsupervised vacations
so my dad savior would come save me. Such trips took planning.
First, I would have to make up a complicated question to try and
solve so my brain would be working full tilt when the others were
asleep. Without a cognitive component, I would surely fall asleep
myself and miss the whole occasion before my Dad's restless legs
let him slumber.
Next, make certain the masturbation noises from my older
brothers' rooms had subsided. Like countless other autistics, I can
hear like an embassy guard dog with cropped ears.
With acoustics in check, I move to stairway navigation—
perhaps the most vulnerable leg of my navy seal mission. I am no
ballerina and the creaky balustrades are spiral. Main floor progress
usually presented little obstacle. True elopement is only assured
once the side kitchen door is exited. Quid pro quo, the two
overpriced hounds ignore me as I have them for years. Freedom
is realized.
But the mission is far from complete. No middle class chain
link fence to hop and then pay dirt. No sir, our musty mansion sits
on acres of green, rocky earth dramatically sloping to the
Tennessee River. I take every caution to avoid a tumbling fate.
Even the most mischievous princesses don't swim in dirty
water—southern daddy saviors or not. I assume my most stable
45-degree stance and hike, almost horizontally, to the neighbor's
inviting castle.
I remove restricting P.J.s, and let the fun begin. I think—Wow!
The water is so cold it may make my heart stop—This sure beats
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picking or rocking stimulation. I consider holding off on my 3:00
a.m. wake up call evoking an outcry because I fancy enjoying a
longer pre-rescue soak. Alas, my scrawny self-control fails me
again and I sound off with a loud medley of "You are not going,"
"Can't get in the mail truck," and other such bizarre phrases the
sleeping wealthy find disturbing when emanating from their
private estate.
I would pay a king's ransom to be a domestic house fly on the
wall of the master suite in the neighbor's house. Who is jarred
from tame dreams first? The missus? "Honey, wake up this
instant! The retarded Rentenbach girl got out again. Bless her
heart. Can't they control her? If she drowns…." The dazed and
pissed patriarch must now call another sleep deprived community
leader to come fetch his disturbed kid out of the cement pond.
Of course, my 24-hour vigilant mom takes the call with
characteristic poise, "Hello?" The exchange must have been
surreal. The well-bred CEO neighbor does not wish to be rude at
any hour, so he robotically greets my fastidious caretaker, "Hi
Barbara." After mom retorts with the expected, "Yes?," the poor
bastard begins his non-judgmental spill while his frenzied lawsuit
sensitive wife mumbles out the closed window, not taking her eyes
off the trespassing retard. Mom chirps, "Oh God. Mike will be
right over. Sorry." My mom is fighting mad but not frightened that
her retarded offspring might drown. My plan-ahead folks saw to
it long ago that I am virtually unsinkable. She bellows, "MIKE!"
This means dad better get off his butt and solve the problem. His
misbehaving daughter is scaring the neighbors and no "I'm going
to the office" excuse can be uttered.
My savior arrives with rustled golden hair shining from across
the lawn. He brings one tool for his pain-in-the-butt task—a large
bath towel, which only mom would have the foresight to hand
him. Mom brings nothing as she has delegated this responsibility.
The purpose of her presence is merely to demonstrate the gravity
of the stupid situation. Her arms are folded in contempt as she
allows herself to imagine a world without me. Poor savior, he
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can't understand why mom is so angry at him. The thought does
not cross mom's mind. No matter, dad quickly expels the thought
from his. Logic and fairness serve no man at 3 a.m. when battling
naked retards, irate aristocrats, and neighbors burdened with
irritation and pity.
When I say I thought as a child, I should be clear that I
authored only child-like thoughts. I hosted a smorgasbord of
other thoughts, feelings, and emotions from countless individuals
of all ages.
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AN AUTISTIC ADULT'S REFLECTIONS
by Marie-Minn Sirag

M

ary-Minn is a 48 year old woman who has HF autism. To
quote her, she says she has "the whole enchilada of delayed
speech, tweaky nervous system and health problems." This
active woman, in submitting her articles, gives many of us some valuable
insights into the world of many autistic persons. In keeping with the policy of
our publisher, we cannot name specifically the organizations Mary-Minn is
involved with (this rule is applied to all articles and stories compiled in this
book) but if you need more information, contact her at her business address,
www.kindtree.org
Ed.
I am the president of a Eugene (Oregon) based non-profit
organization dedicated to serving and celebrating the autism
community through art, education and recreation. I serve as
treasurer of another organization dedicated to bringing together
under one roof services for parents of kids within the autism
spectrum.
I teach jewelry-making to adults with developmental
disabilities.
I work in the County's social programs as peer mentor for a
public vocational rehabilitation service facilitating workshops. (In
these workshops, I deal with topics such as work readiness,
coming to terms with one's disability, job hunting, resume writing,
and job keeping skills.) Also, I work one-on-one with clients in the
autism spectrum who are seeking employment, and one-on-one
with kids as a personal aide (and mentor).
On occasions, I work as a freelance agricultural reporter for
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regional agricultural publications.
I am married. I enjoy making art, singing, improv. theater and
comedy, writing, taking photographs, studying foreign languages,
and doing autism activism/(self-)advocacy.
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FREAKOUTS
by Marie-Minn Sirag

F

reakouts, or to use the current locution, "meltdowns,"seem to be the most disturbing autistic
behavior. "Freakout" better describes the prickly high
alert and the creepy-crawliness under my skin when my nervous
system detonates. I prefer to reserve "melt-down" for the rigid
hangover afterwards. (More on that later.)
Freakouts vary. Mine last from 30 seconds to several hours. I
am no longer physically violent or destructive of property, though
I was as a child. I have learned to confine my relatively minor
injuries to myself.
My freakouts express rage rather than anger. I see rage as
neuro-physical, anger as emotional. The only anger is toward
myself. Though I am far from mellow, I rarely lose my temper. I
hold it in check until I can analyze the validity of its use and can
strategize how to avoid, alter, or prevent what's making me angry.
I usually freak out when I am alarmed by something
untoward and sudden, such as having misplaced, dropped or
spilled something, or having been confronted by an about-face in
rules. I freak out when I lose my moorings or feel that my reality
is being up-ended.
The rage leading to a freakout resembles the overloading of
an electrical circuit. A freakout usually happens as suddenly as a
stroke of lightning causes a power outage. One lady in our
support group says she can avert a freakout by taking a deep
breath; I can only admire her coping skills. Although I often can
feel it building up, the best I can do is postpone its inevitability.
Freakouts tweak my nervous system for more of the same,
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much as allergy attacks overload an immune system, thus making
it vulnerable to more allergy attacks. Fatigue, over-rich diet, stress,
and over-stimulation help trigger, sustain, and intensify these
reactions.
I wonder whether freakouts are a form of seizure. At the
outset of one, I can feel my body become rigid and adrenalinestrong. One of my supervisors tried to deflect me from a freakout
by hugging me. Later, she described my body's rigidity and the
funny-bone shock that she felt radiating from my shoulder.
From the inside, it feels as though a layer of minuscule
invisible vermin is scratching along my inner hide. I feel this need
to flick it out off my wrists and hands. My inner being feels as
though it could explode out of my skin. My inner aura feels
jagged. All-too-bright lights—as in the time I was in a plane flying
over Los Angeles during a lightning bolt—illuminate the inside of
my skull. The lightning was brighter than the plane's cabin; the
plane plummeted in the cloud's air pocket. The pit of my stomach
during a freakout feels as though the ground has dropped out
from under my feet. A floodlight sears my inner eye.
At this point, I start to grasp at my hair and often to scream,
in order to release some of this built-up fury (again, not to be
confused with anger). I lunge about with much angular
momentum, in search of whatever I've misplaced or in a frantic
attempt to clean up my spill. Anybody who fails to heed my
desperate pleas to "GO AWAY, NOW" and enters into my
personal space risks some evil vitriol.
The freakout runs its course more quickly and less
dramatically if people follow my directive to leave me alone in my
own agony of embarrassment. Offering help is not a bad idea if
one is willing to heed my probable enjoiner, "Just leave me alone!"
Any attempt to placate or quiet me down is counter-productive. If
I continue not to be left alone, I can escalate to stapling and biting
my arm, cutting, and head bashing. By then, I find myself staring
into death's red-black jaws.
Those who handle my freakouts most adroitly know that they
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are self-limiting if I am left alone. When I used to work in a print
shop, my insightful co-workers would give each other an audible
wink and calmly warn anybody else, "Mary-Minn is only freaking
out and needs some space; she'll be okay." Their judicious use of
"only" was oddly comforting because it put my freakout into an
appropriately absurd perspective. Sure enough, in a flash, I'd be
back to whatever crude semblance of normality I'd been
maintaining prior to the freakout.
The worst reaction is panic and fear, as though I'm dangerous.
Another person's fear feeds a freakout by making the autist even
more embarrassed and self-disgusted. On the other hand,
expressions of pity elicit truly scathing results.
I strongly discourage most people from touching a freakingout autist unless they have a fearless healing touch. One heartcentered co-worker at a newspaper where I worked, managed to
redirect me by attacking me with a big loving bear hug. I have a
friend who I can deflect with a strong bear hug. I always ask for
permission first. I strongly advise against surprising a freaking-out
autist.
Once, a fellow choir member brushed my hair and shoulders
with her hands, which opened me up to her love energy and
calmed me down immediately. As obtuse as autists may seem, we
possess an animal's sensitivity to tone of voice and touch and to
subtle energy, especially when we're freaking out.
I work with a teen who has Asperger's syndrome. When he
freaks out, I tell him to stop what he's doing. I use my normal tone
of voice throughout, maybe a little softer. I sometimes ask him to
describe what he's feeling. If he's fixing to kick the door or beat
up his little brother, I tell him to stop it now, using a firm but not
loud tone of voice. Sometimes, I gang up with his little brother to
make him laugh. Both are blessed with a ready sense of humor.
Mine all but vanishes when I'm freaking out.
In sum, it is crucial to feel and show no fear, and to respect
an autist¹s personal space. Again, the importance of a matter-offact tone of voice is crucial.
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A freakout's aftermath is grim, too. I get chasmically
depressed, especially after an intense one. I can sit motionless and
stare at the ceiling for hours at a time, constructing imaginary
spiderwebs of connecting lines between corners: of window
panes, window sills, edges of anything from leaves to paintings
and mirrors. From these spiderwebs, I am drawn into a
bottomless gray void. The more extreme my freakout, the more
frozen and inanimate I feel afterwards. It is as though I have been
cored down my central meridian, like an apple. The depression
feels partly chemical, although self-hate for having succumbed yet
again plays a devitalizing role, as well. The depression evolves into
a profound fatigue that can last an entire week. More often than
not, the fatigue is heralded by one or more migraines, as my
twitchy nervous system re-calibrates. The shock to my nervous
system can set me up for illness.
There is an alternative to freaking out, but it must be used in
moderation. I want to put in a plug for self-stimulating behaviors-or "stimming". This excellent, if often socially unacceptable,
alternative to freaking out provides a welcome safety valve for
some of that excess bad energy. Like using drugs, however,
stimming can cause a spaced-out apathy about anything not
pertaining to one's particular fix. Overuse also can lead to an
increased neurological tolerance, a kind of jadedness that requires
larger doses of more intense stimulation. Moderate and effective
stimming is a real balancing act.
Over the past decade, I have lost my most opiating stim of
rocking in bed to heavy music. I am now deterred by motion
sickness and chronic neck pain. I have returned to the head
banging and cutting of my youth. The only way I can recapture
the total release I felt from rocking is to be on board ship in a stiff
sea storm (rocking away), or to watch a storm building out of a
sweltering haze or sweeping across the shore. Strangely, I get
seasick only on land. Singing harmony and singing in a certain
head-ringing voice can help clear out an accumulation of bad
energy.
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The fear of freaking out stalks me constantly. I cannot help
but wonder whether this silent terror plays a major role in the high
anxiety experienced by autistics.
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COGNITIVE WORK-AROUNDS
by Marie-Minn Sirag

Developing Handwriting and Drawing Control
Two months ago, I took a nasty fall and shattered the tip of
the radius of my right (dominant) wrist. Hefting about this
painfully inert limb has pushed my brain to a new limit, propelling
me on an inner journey into the nether reaches of my cognitive
dis/abilities.
Fortunately, my injury came about during the second year of
writing with my left hand. This was well into a tectonic shift going
on in my brain. Even before I started writing with my recessive
hand, I was more ambidextrous than most people. My father is a
lefty, and my mother is right-handed but a tad ambidextrous.
I started writing seriously with my left hand as a freelance
reporter. My right hand would cramp up, and my brain would
stiffen. I discovered in my left-hand writing a plainer, and more
legible, handwriting with fewer knots: a handwriting that better
reflected how I wanted to see myself and be seen.
I prefer typing, especially on a computer keyboard because
type comes out neat. In order for me to be able to understand
anything, I need visual coherence and neatness, both of which
defy my right hand. It is next to impossible for me to stay within
a page when I am penning something. Forms drive me crazy; the
blank spaces are almost always too small to write in, the font
choice ugly, and the visual layout nauseating and vertiginous. I
learned (quickly, I was told) through newspaper work how to lay
out and paste up attractive and coherent news pages, which goes
to show that my innate sense of design and composition are fine.
Another reason I prefer typing is that my fast and accurate
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typing speed accommodate the capricious and erratic
hemorrhaging and clotting of my thought process.
Writing with my right brain, first in tandem with my right
hand and now in solo, feels profoundly different from being
restricted to my right hand. It is as though I am using my entire
brain area, in a warm soft focus; whereas, my brain work from my
solitary right hand felt clustered and constricted, and icy-hot. I
wonder whether an aspect of autistic cognitive difficulties and
frustration stem from such a constricting clustering of brain
function. Operating almost wholly from my right brain makes
verbal things even more frustrating now, though. I lose speech
more frequently than before.
Since I have switched hands, my drawing has improved, even
without using devices to help me draw realistically. I draw more
fluently now, and I am better able to capture what I see in front
of me. My likenesses and design sense have improved
dramatically.
Building Visual Memory, One Block at a Time
I am living proof that not all autists think in pictures. I have
never been visual, at least not in any conventional sense. Though
I need visual clues to help me sequence, I am not a visualizer.
Being a synesthete, I perceive a redolent continuum of colors,
smells, flavors, textures, and musical timbres and notes. I suffer
what is called "facial propagnosia," which means that it takes me
half a dozen meetings with a person to recognize his or her face.
Though I am facile with alphabets, codes, spelling, grammars, and
classification schemes such as botany, I find other kinds of rules,
such as game rules and protocol, to be esoterically mysterious.
I am indebted to my mother for my ability to recognize
anything visual. An artist, she had my four siblings and me
drawing still life and portraits from the time we could hold a
pencil. It wasn't until much later that I started to enjoy drawing,
though. In the meantime, drawing has trained me to look at
things, which helped me to build at least the basic rudiments of
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visual memory. I thank her for this.
It still takes me a good half a dozen times to recognize people
out of context—without their name tags, so to speak. Drawing
has forced me to look at faces, though, giving me the glimmerings
of hope that I can learn to recognize them sooner.
Contrary to the smug proclamations of people who lack
insight and who blame my propagnosia on my solipsistic nature;
my better-than-average memory for their stories, even their
names, is evidence that my inability is neurological, not just
laziness.
What is strange is that it takes me no more than one or two
contacts to recognize a fellow autist. In fact, this ability to
remember is a good indication to me that she /he cohabits the
autism spectrum with me. Perhaps this phenomenon is analogous
to how people of a different race often seem indistinguishable
one from another until one becomes familiar with that new race
and its culture.
Memory and Autistic Learning
Like many autists, I find myself quite crucified by transitions,
especially those demanding punctuality. My idea of heaven is to
float aimlessly between ever-sharpening hyperfocus and an
opalescent vagueness. I find myself in a constant death match
against real time. I detest the telephone and oral media, preferring
the plush time-flexibility of the printed world. Until I broke my
arm, I was content to do most of my communication by writing,
whereby I could corral people in my, and their, time frame, risking
no real-time disruptions. Now, typing hurts and frustrates me, so
communication is a real drag.
Transitions are fertile time for freakouts for me. I find it close
to impossible to get out of the house in one try, which is
extremely frustrating. It generally takes me and my saintly-patient
husband a seeming eternity to round up such personal and
business effects as I need to carry out my day separated from the
mother ship. Though I am a skilled and experienced traveler, I
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have little desire to leave the house anymore, because it is so very
wrenching.
At least daily, my truly wretched spatial memory and shortterm memory maroon me in a scavenger hunt. No matter how
hard I work at putting things in "their" own places, I too often
find myself hard-pressed to remember where these places are,
even five minutes later. I have yet to figure out how to get, and
keep, my house neat enough to remember where I can access
those things I need. You recall the expression, "out of sight, out
of mind." I shuffle and reshuffle my stuff endlessly, in hopes of
getting it right, for once. I am working on an inventory-control
system, whereby I can neatly jot down whenever and wherever I
put something crucial. I work five "joblets," all with their
individual idiosyncratic paperwork and stuff, which makes this
complex, at least for my Cro-Magnon brain.
Memory Prosthetic
I try to wear whatever I estimate I'll be needing. I attach my
various keys to myself with hooks and coils. I strap my wallet
across my chest in a small purse so that it cannot slip off my
shoulder, into my Houdini hands, and out into the inchoate
infinities of the vast no-zone. I clip my key coil onto my seatbelt,
so as not to leave it in the ignition when I lock my car. Anything
of mine which is not color-coded and clearly labelled tends to
wander off, taking with it a small part of my personal sanity. I love
cargo pants. I think an autist must have invented them. One of my
fellow peer mentors recently clued me in to building a launching
pad, a visually coherent place next to the exit where I now station
my various crucial things.
At most of the many clerical jobs I have held, I have found
myself nauseated and shaky, just looking at the forms I need to
fill out, what with their blocky fonts, tiny procrustean blank
spaces for filling in things, and incoherent layout. If I last at a job
long enough, I generally end up redesigning the paperwork to my
absurdly high standards of visual coherence. My crib sheets
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usually become training manuals for new employees. My eccentric
prosthetics have quartered the reigning time of new employees at
various jobs.
Though my sequencing difficulties make me initially slow to
incorporate procedure from the capricious flickerings of shortterm memory into the elephantine realms of long-term memory,
the trial by fire generally affords me a deep understanding of
whatever I manage to corral. My patience with, and compassion
about, other people's learning curves make me a superb trainer
and instructor once I've achieved this mastery. Needing an almost
infinite regress of baby steps in order to complete a sequential
process, I can empathize with and anticipate the baby steps that
are generally omitted by other more facile teachers possessing
undamaged sequential memory.
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POEMS FROM THE HEART

INTRODUCTION

H

ere is a section just for poetry. Contributors often
can best express their emotions through poetry and
song. And, autism is an emotion-wrought topic.
Living with it carries those surrounding it on a daily emotional
roller coaster ride. We are pleased that people share their feelings.
Most of us have been there too.
The poems are often accompanied by an explanatory article
or story. These are included where ever possible.
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MY PRECIOUS, SPECIAL MIRACLE
by Theresa Morales

D

edicated to my beautiful daughter, Christina, diagnosed with
autism about a year and a half ago, who has taught me so
much. This is also dedicated to the families and their loved
ones with autism.
From the start, I had this pain from my heart.
When I gave birth to you, I had a dream. Until the
diagnosis, my life was serene.
You don't know your own mother, nor do you know no
other.
As I look into your beautiful eyes, you have a blank stare.
Do you love me? Do you care?
I hope you believe this to be true, that I promise I will
never give up on you.
You are my precious, special miracle - the one love of my
life.
This whole thing just cuts me like a knife.
Come into my world, come within my reach.
Don't be afraid, just let me teach.
How can I make people understand that this child is such
a demand.
When I hear the laughter of the children outside, it is my
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"true" feelings that I must hide. Why can't it be you out
there?
It just doesn't seem to be fair!!
My sweet baby, I am so proud of you, you've come a long
way! We have a long road ahead of us, but it will be worth
it - you'll see, someday.
Won't you please come out of your shell? This hurts so
much like hell!
Maybe one day, you'll read and understand this poem.
That's when I'll know you will truly be "home".
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HOPE, A DEDICATION TO NATHAN
by Theresa Aquilina

N

athan is a non-verbal, hyperactive, autistic four-yearold child. His communication and social skills are
impaired and his behavior and mentality does not
exceed that of an 18 month old child. Still, he is an extremely
sweet child and I would not have him any different.
When Nathan was born I thought that my life was finally
fulfilled. When he was two years old, he was diagnosed as autistic.
My heart stopped and the world closed down on me. Nothing
could comfort me and for a while nothing else had a meaning to
me Let's face it, it's every mother's wish to have the best and
brightest children ever. The first thing asked when a child is born
is whether the child seems "normal" or not.
Coping with an autistic child is an everyday challenge and not
all days are rewarding, but I tell you, nothing is more fulfilling than
a moment when that child does something new, showing some
kind of improvement.
Now my days of crying are nearly over. I try to spend more
time in his improvement than wasting time and energy on selfpity. I don't know what lies ahead both for me and especially
Nathan but I know for sure that he is special and whatever the
outcome, he will always be my little bundle of joy.
I dedicate the following to Nathan.
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Hope
I hope he will be well. I hope he will be good. I hope he
calls me mummy. I hope he's in a good mood.
That's what I think of when he wakes up. That's what I
hope for when he's by my side. I expect very little so the
reward will be big. I ask for a cuddle and hope he will.
You are so special because you're mine. I love you,
Nathan, until I die.
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KEVIN, A BOOK ILLUSTRATOR
by Richard W. Carlson Jr.

A

s a boy, Richard W. Carlson Jr. lived in an imaginary world
of his own. Today he lives in the real world and uses his vivid
imagination to write for young readers. Richard has written
several books including two for children about his autistic brother, Kevin.
Kevin, in turn, illustrated the books. Presently Kevin works at a business that
employs handicapped people.
Since a young boy, Kevin could draw very well.
Pride in his work he takes, I can tell.
His drawings make me feel happy, they're very good.
Become famous, someday I thought maybe he would!
In high school, I hoped to write a book.
I could, if time to do so I took.
Many years later, I had the time,
I wrote several children's books with stories and poems
that rhyme.
Who did I ask to illustrate my work making it more fun
for children to read?
Looking far I did not need!
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MY PRECIOUS JOY
by Michelle Guppy

S

weet Father in Heaven whose love is divine, thank-you
so much for this son that is mine.

Where for society he's perceived as a burden to bear, to me,
he's brought a JOY, to which none can compare.
I know that he's different from other girls and boys, He
cannot yet speak—and plays strangely with things that are not
toys.
For him, change is hard, he can get quite upset, his behaviors
must seem so odd to all those he has met.
Sometimes his emotions get out of control—and he has
sensory meltdowns—that pierce through my soul.
Yet as I look into his precious brown eyes, I know that
through You, Lord, I will be made wise.
To see that even if life doesn't always turn out like I hope,
You have a plan for my child—and through Faith in you I can
cope.
You help me to see, even though others rudely stare—
that this is my sweet innocent boy, and I must make others
aware.
Although he is different than someone else's "typical" kid, I'm
so glad that for me, you did what you did.
When others comment, "I don't know how you do it!" I smile
and I answer, "It is the LORD that gets me through it!"
I thank you dear Lord, in Heaven above—You knew that I
was the one for this Special kind of love.
You knew I'd rejoice in his triumphs however small they may
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be, and urge him to greatness despite the limitations others see.
You knew I would find laughter where there could be some
tears, I'd see many future obstacles and overcome them without
fear.
When I had my doubts, it was You who knew I'd be best—
You knew I would accept him and hold him close to my chest.
Thank you again, dear Lord, for this very special boy, who I
love and adore, who I call, "My Precious JOY." ©
Michelle Guppy invites contact at
MichelleMGuppy@yahoo.com
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ALLISON'S SUNCATCHERS AND CHAINS:
A JOURNEY WITH AUTISM
by Kris Jones

I

n 2002 I wrote a book, Allison's Suncatchers and Chains:
A Journey with Autism. In the book I told the story of
the journey my daughter and I have been on. I will
include some excerpts from the book, because it is the story of
how our family has benefited from having Allison with us and
how we have tried to provide Allison with a quality of life within
the constraints of autism.
Over the years I have come to believe that there are reasons
for our lives on this Earth and there is much to be learned and
experienced while we are here. Things don't just happen; there is
a reason for everything. In this lifetime we may not ever truly
know and understand the reasons why things occur as they do but
the challenge is to give meaning to our lives and to grow through
our experiences. I also believe we create our own reality, although
this may sound contradictory. As humans we have the ability to
make decisions and choices, which influences the direction we
take as we play out our lives. The script belongs to us and we have
a hand in how it is written. Of course there are times when we
stumble and even fall, but it is in the getting up that we grow and
learn. I see life as a journey and I have been on a journey with my
daughter, Allison who has autism.
Allison has also been diagnosed with epilepsy and mental
retardation. She has been called many things but we call her
Allison. Allison was born in 1972 so is now a young adult and is
profoundly autistic. Most importantly, she is a human being living
out her own journey, one that I have been blessed to share with
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her, as her mother.
Allison has a purpose in this life as well and she is on her own
path. She is here to experience life in a very different way, a life
without words and a life in which she is totally dependent on
others
for her very survival. On the other hand, Allison is a gift to
others whose lives she has touched. Her presence in their lives
changes them in many different and positive ways. I suspect that
she is here to learn and to teach others, and she has done this well.
No doubt she has a very strong soul, maybe even a very old soul,
tough enough to endure the challenges she has to face. There are
no doubt reasons for Allison's disabilities and having autism is
part of her destiny.
Thinking along these lines makes it easier for me to accept her
disability and it provides me with a very different framework, a
different lens from which to view our lives. For one thing, I have
no need to feel responsible for her disability. I also do not need to
feel that I must do every thing I can to make this go away, to make
her normal, to change her. The focus shifts to one of simply being
there for her, accepting her, appreciating her and loving her just
the way she is. This philosophy is quite freeing as it takes away the
judgment, guilt and negativity. It also means that I must let her
walk her own path, to step back at times and let her get on with
her life's work.
I chose the title of my book, Allison's Suncatchers and
Chains: A Journey with Autism for specific reasons. Ever since
Allison was introduced to suncatchers as part of a sensory
stimulation program as a small child she has loved and cherished
them. The stained-class effect fascinates her and she loves to hold
one up to the light and look through the colored but transparent
pieces. They also reflect the light creating wonderful images for
her, transforming sunlight into a myriad of colors. She is
particular about her suncatchers and prefers multicolored ones
that are small so she can hold them in her hand. She also likes
ones with irregular edges and she likes to wrap her fingers around
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them. Allison uses them as a form of smoke screen or protection.
At times she holds one up and appears to looking at it when in
fact she is looking through it or around it and actually assessing or
appraising the people around her. It allows her to have indirect
contact with people, avoiding eye contact that is difficult for her
at times. Suncatchers have become a form of security blanket,
useful for Allison and she seems better able to cope with the
world if she has one in her hand.
At the age of thirteen she had a specially trained dog. She was
fascinated with her dog's chain or collar, wanting to have it, so I
gave her one of her own. Since that time her chain has become
another constant companion. It has to be just like her dog's chain,
silver in color and about a foot in length and no other chain will
do. Allison flicks her fingers and manipulates this chain with great
dexterity for someone who is unable to use her hands in other
ways. In doing so, she is using her chain to calm herself down, to
help her to relax in unfamiliar situations. She wraps the chain
around her suncatchers and together they have become her
symbols of security. Holding on to these has become a strategy
for her in coping in a world that is sometimes frightening to her.
To this day we always have chains and suncatchers available for
Allison.
For me, suncatchers and chains are also metaphors for
autism. Persons with this disability are special human beings with
unique challenges. The chain represents the bondage or
tribulations of autism, holding them hostage, trapped in an alien
world. People with autism have information-processing problems
and many motor and perceptual disturbances that make it difficult
for them to interact and interpret the world around them. This
causes many of the characteristics of autism and challenges they
have to live with every day. Autistic individuals have heightened
senses and they do not experience or view the world around them
in the usual way. Although their vision may be distorted, some of
the visual images may be intensified, allowing them to see and
appreciate more depth, more beauty and detail in the
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environment. Therefore, suncatchers represent the bright side of
autism, bringing bursts of light that sparkle through the shadows.
For me, the suncatchers also represent some of the unique and
wonderful experiences I have shared with my daughter that have
brought us great joy. Allison has brought light into my life and
through her I have had many transformative, enlightening
experiences. Like many things in the world, autism is a paradox. It
has its shadow side as well as its light side, positive and negative
aspects existing together, the yin and the yang. When I think about
Allison, an image of her suncatchers and chains conjures up in my
mind and these exemplify what autism means to me.
In the book, I tell of our ordinary and extraordinary
experiences and how these have given meaning to my life and no
doubt to all those who know and love Allison. It is my intention
to share how I have attempted to meet the challenges Allison and
I have faced, some of the feelings I have experienced, the
adjustments I have had to make, and how I have tried to cope and
give meaning to it all. It is the story of how I have raised my
daughter in the best way I knew how, guided by the love and
commitment I have for her. Being a parent is something we are
not well prepared for. To me there is some irony in the fact that
we go to school for years to learn and develop the skills we need
in order to be successful in our careers and jobs, but we embark
on perhaps the most important career of all, parenting, with little
formal preparation. Of course there are resources available to
parents but there really are no pre-requisites particularly for
parenting a child with disabilities.
While on this journey, I have learned many lessons and have
grown personally in many different ways and learned a
tremendous amount about parenting, autism, who I am, and life
in general. One cannot have this kind of unique experience and
not be changed or transformed. Some of life's lessons are easy to
come by and others must be learned through experiences that are
difficult, painful and seem downright cruel and unfair. Allison has
had a positive affect on each member of our family, influencing
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the development of our values and providing us with
opportunities for personal and spiritual growth. I am not saying I
would have wished for this life, in fact I had envisioned a very
different life for myself way back when I was contemplating
having children. The process of learning is not always easy, is
often painful but is always enlightening. To learn is to change, to
grow.
In the book, Allison's Suncatchers and Chains: A Journey
with Autism, I explained how in the early years my focus was on
changing Allison, freeing her from the bondage of autism. I
searched relentlessly for a cure and was involved in various
programs in my attempt to bring her out of this autism. As a
parent, I was prepared to do almost anything to make my
daughter "normal." I wrote the following poem when Allison was
three years old and it exemplifies how I felt at that time.
My Daughter
A little girl
Fair and soft
And strong.
Not like you and me
But herself - whomever that might be.
She speaks not with words,
Occasional touch and hasty smiles
Communicate her warmth.
Her eyes How deep her eyes
Penetrate into my very being.
She brings me joy
And sorrow.
Feelings that exist together,
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For what is one without the other?
And what am I without her?
Rare glimpses of her real self
Behind her withdrawal
Spur me on.
She lets me hug
Yet rarely hugs.
And oh her laugh How contagious and real!
All her sounds touch my heart.
I hope
Someday she'll let me in
And I will know her person
—my daughter.
Writing poems helps me to describe my feelings explain the
meaning I have gleamed through my experiences. I wrote the next
poem in an attempt to explain my daughter Allison's world as a
child with autism. I tried to explain autism from her perspective
when she was a youngster of about four years old.
Imagine What it Would be Like
Try to imagine what it would be like
To be living in autism like me,
You can't understand the sounds that you hear
Or make sense of the sights that you see.
Bewildered and frightened by your perception of things
The world just doesn't make sense.
You don't like to be held or even be touched
The pain that results is intense.
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Eye contact is something you cannot maintain
You can't even look at your mom.
You stare right through the people around
As if they aren't in the same room.
The feeling you have you cannot express
For you are unable to talk.
Unable to relate or to socialize
Connections with others you balk.
It is lonely in here and you have no friends
You don't even know how to play.
You sit on the sidelines confused and alone
Afraid you might get in the way.
You have no idea who you might be
You have no sense of your self.
And all those toys put in front of you
Might as well have been left on the shelf.
Your development is slow and out of sync
You don't learn in the usual way.
You resist any change, it's distressing to you
Routines help you make it through the day.
Although you walk your gait is unbalanced
And you often walk on your toes.
You cannot feed or dress yourself
You can't even blow your own nose.
Your behaviors are bizarre and stereotyped
You twirl and you poke your eye.
And when you are hurt you bite your hand
You aren't even able to cry.
You are trapped in this world, alone and afraid
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You desperately want to be free.
Imagine my world, put yourself in my place
Imagine what it is like to be me
Over the years we came to realize that our daughter was not
going to change, she was to remain autistic. Coming to this
realization and ultimately accepting her and her autism was a
process that took several years. There was a gradual shift in our
goals and beliefs. It is important for me to make meaning of our
experiences, to attempt to explain things. When Allison was
twelve years old, I wrote the following poem. It was written as if
she were speaking to me, or to anyone involved in her life.
For You
I am a free spirit
Put on this Earth
For a special purpose.
I have nothing to prove
And nothing to learn
For I already know it all.
I am responsible to no person
As I am of God
And indeed, God is wise.
And in his wisdom
He created me
So that you can learn.
To learn is to live
To live is to feel
And I help you identify feelings.
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I am different and difficult
And sometimes strange
So you can understand imperfection.
I am distant
And seem closed
So you can experience closeness.
I withdraw so you cannot,
I do not talk
So you can learn to communicate.
I teach you to give
And let you receive
When you ask and know your own needs.
I draw back from your touch
To test your persistence
And help you to become sincere.
I make it difficult
For your eyes to meet mine
So you can appreciate depth.
To love music is to love me
As I become part of music
And you love when you listen.
I value your love Love that is unconditional
For I meet no conditions.
I make you cry
And I make you laugh
So you can be honest and whole.
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My reason for being
Is to help you to grow
As we share our triumphs and failures.
Believe in me
And your God in me
And you'll learn to forgive and be free.
Love,
Allison
In coming to acceptance of Allison's disability, I learned the
value and beauty of unconditional love. I came to appreciate
Allison's autism and seeing it as a gift rather than a burden. I now
call her differently-abled rather than disabled. For indeed she has
abilities! Of course I would have preferred for her to be normal,
but I came to understand that there is purpose to her disability.
Through her, Allison's family and friends have gained a great deal.
Over the years we have faced many challenges but our focus
has always been on assisting Allison in finding her place in this
world. In my book I tell many stories and anecdotes about these
challenges. Allison was in special education classes throughout her
school years and she had several marvelous teachers and teaching
assistants. Her teacher in elementary school was responsible for
encouraging us to get a specially trained dog for Allison, a welsh
corgi named Quality. This little animal was a great addition to our
family and the benefits to Allison were many. Quality came from
an organization in California. Today there is an organization in
Canada that trains dogs for children with autism Alli had her dog
for twelve years and Quality provided Allison with unconditional
love, constant companionship and gave her and us many very
normal things to do such as feeding her dog, walking her, and
grooming her. Quality took the focus off Allison's disability when
we were out in public because people noticed this gorgeous dog
rather than Allison and her disability. Quality went everywhere
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with Allison, including to school, providing her with consistency,
which helped her to deal with change. Her anxiety in new
situations was tempered because she could always count on her
dog being there with her. Allison had to pay more attention to her
environment as well or she and Quality would get all tangled up.
Allison's dad had to get her ready for school the morning that
I had to go to work early. When Alli began developing breasts at
puberty, in my wisdom I bought her a front closing bra, hoping
some day she could fasten it herself. When I went to pick her up
from school one day after she had been wearing this bra, the
teachers were laughing and in stitches. Apparently when they
opened Allison's lunch kit at noon, they found a brown paper bag
in her lunch containing her new bra and a note from her dad. He
had written: Would you please put this bra on Alli. Derek (her
brother) and I tried but we couldn't figure this sucker out!"
In Junior High, another teacher was instrumental in helping
us develop a symbol system for Allison. Our daughter never
developed the ability to talk but is able to communicate her needs
through symbols and gestures. After learning the power of nonverbal communication, Allison herself developed many ways of
making her needs known and she continues to have a rather
sophisticated means of communicating her wishes and desires.
In teaching Allison, the challenge has been on breaking things
down into small tasks. For example, we taught her how to swim
by first using a life jacket and then, on advice from a life guard, we
designed a belt with three Styrofoam cylinders on the back.
Because of her aversion to touch, we had to find a way for her to
be in the pool without being held. This belt and cylinders allowed
her to float, freeing her hands and she learned to move her limbs
and developed a unique swim stroke. After a few days, we
removed one cylinder and continued this process until she was
swimming independently. For a while, she had to have her belt on
or she sank, but eventually even that was removed. Allison also
swam only when she was in deep water over her head so would
walk until she couldn't touch any more. To keep her swimming we
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gave her flippers. It is difficult for her to stand up with them on
so she now keeps swimming even in shallow water. She can swim
thirty to forty lengths.
In high school, the focus of Allison's educational programs
was on helping her gain experiences in areas that would benefit
her as an adult. She was in what was called the "Senior Preemployment Program." Throughout her formal school years the
teacher's attempted to help Allison develop appropriate behaviors,
and develop self-help skills. The focus was on her abilities rather
than her disabilities. Allison loves to walk and be outside so they
established a courier route for her. She picked up and delivered
mail to businesses in the town of Okotoks, establishments that
would have to close the doors while they went to pick up their
mail from the post office. Allison came and got their letters to be
mailed and returned with their mail, allowing one-person
businesses to remain open. She also worked in the post office
canceling letters - a repetitive, noisy job that the staff disliked but
was a joy to Allison. She even worked extra hours at Christmas
time when there was a large volume of mail. Throughout her jobs
Allison always was assisted and supervised by her teaching
assistant from the school.
Our children are not our possessions and, as parents of a
disabled child, we had to learn to let Allison go, just like parents
of normal children do. Once Allison completed her formal
schooling and became a young adult, many decisions had to be
made regarding her future. In all likelihood she will outlive us, her
parents, and it is our responsibility to ensure that she has a life of
her own, separate from us. Finding her a place was one of the
most difficult challenges we faced but after several trials we
eventually found a home for her. She presently lives with a family
during the week and comes home on most weekends. Allison is
now 30 years old and is in an adult program provided in High
River, Alberta, by the Foothills AIM (Advocacy in Motion)
Society. They provide and manage both a residential and day
program for adults with disabilities. Through this organization,
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our daughter has activities and works throughout the week and is
actively involved in a recycling program, a courier route and a
swimming program. She is well loved by the family she stays with
and coaching and supervision is provided in her program. Making
these arrangements has given my husband and me some freedom,
as well, and we are finally able to get on with our own lives,
perusing those things we have always wanted to do but couldn't
because of our ongoing responsibility for Allison. She will always
be our daughter and still spends a great deal of time with us but
after finding her a place, we are enjoying some welcomed
freedom.
Over the years we have faced many challenges and had many
celebrations. We accept and love Allison just as she is, autism and
all. Managing her seizures and epilepsy was particularly difficult
and we are thankful that her seizures are now well controlled. I
can identify many positive aspects and advantages that I have had
in having an autistic daughter. I have never had to put up with
backtalk from Allison and she is a wonderful confidant. I have
told her all my secrets knowing with certainty that she will not
divulge my inner most thoughts and feelings that I have shared
with her. I always know where she is and with whom, and I have
not had to worry about her smoking, drinking, taking drugs or
driving too fast. Through Allison we have had many experiences
we would not have had if she were not autistic and she has
brought many wonderful and caring people into our lives.
Although we have had many difficult times and have had to help
Allison deal with the trials, the shadows and chains of autism,
mental retardation and epilepsy, juxtaposed with those are the
joys, those rays of sunshine, those powerfully positive experiences
that reflect her gifts and Allison's inner beauty. She has shown us
that disabled persons can be happy, can have meaningful lives and
in a very special way, contribute to our communities. Allison has
a way of catching sunbeams with her suncatchers and
transforming them into rainbows and a myriad of colors and
shapes and if we pay attention, we too can transform our beliefs,
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values and our lives.
Her life is full of caring people and she has many friends and
is accepted and valued, just the way she is. Allison had been
welcomed into the communities in which she lives and many
people are interested in her and wanting to help her and
understand more about her disabilities. Other people are willing to
reach out to her and meet her needs. The staff of Foothills
Advocacy in Motion Society supervises her residential and day
programs and provides her with meaningful jobs and recreational
opportunities, advocating for persons with disabilities. Allison has
all her needs met and she does not have to worry about mundane
things like finances, mortgages or taxes. She is fortunate that she
lives in a country and province that values and provides for those
that are disabled or handicapped.
Although each person has unique needs and some have to live
with disabilities, in the final analysis, we are all human beings
sharing our lives on this planet, learning and living together, trying
to find meaning in our lives. If the truth were known, at times
aren't we all a little handicapped; a little retarded, a little autistic, a
little blind, a little deaf, a little less than perfect? If we can learn to
accept one another, appreciate each person's uniqueness and learn
from one another, perhaps we can make this world a better place.
Life is a paradox and Allison has experienced both the dark and
light sides of autism. This has been her destiny, part of the grand,
divine plan. She has lived with the disabilities of autism, mental
retardation and epilepsy surrounded by countless people
supporting and caring for her throughout her continuing journey
with autism. I give tribute to my daughter Allison; I honor her and
thank her for sharing her journey with me.
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My Tribute to Allison
My heart is filled with the wonder of you
You have such a beautiful soul.
There are so many things that I need to say
Things I really want you to know.
We've come to this earth to learn and to love
Our journey has taken us far.
Our paths have crossed and become entwined
So we can know who we are.
Our journey began the day you were born
And I held you to my breast
I wept with joy and offered my thanks
In my heart I felt truly blessed.
Your early years were rocky and rough
And questions did arise,
You were withdrawn from our world and so distant at times
For reasons I could not surmise.
You have endured your life in this world of autism
And your spirit is so strong,
Your world at times has been lonely and strange
But with us you will always belong.
You never scored well on psychology tests
But I've always believed in you so,
You are not able to show all the things that you know
And the real Truth you already know.
Quality your small dog, your friend and companion
Was constantly at your side,
She gave you her love, made you feel secure
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And you both liked to go outside.
When you grew up and the time had come
That I knew I must let you go,
I had to step back, let you walk on your path
To carry on with the work of your soul.
Although it took time we found you a place
A place you could call your own,
I know we had help, we were undoubtedly blessed
With a family that opened their home.
And now you have others to love and to teach
Your light will show them the way,
They love you well and take good care of you
And they too are learning each day.
Your specialness is the gift that you bring
To those whose lives you have touched
Your innocence you share and your love shines through
To others you mean so much.
I am so proud of you and the jobs that you do
As you work in the program at AIM.
With friends you recycle and your life is fulfilled
AIM Society is gaining some fame.
Your family will always be there for you
Your brother I know you adore,
He has a family now and there's a thing about love There always is room for some more.
You and your Dad have been able to share
A bond with an amazing style,
You are the light of his life, his so precious gift
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You always could make your Dad smile.
There still are some things I don't understand
The seizures that cause so much fear,
No doubt there's a reason, they're a part of the plan
Though the lesson as yet is not clear.
I admire you and I'm devoted to you,
I pray that life gives you pleasure,
I love and accept you just the way that you are
You truly are a treasure.
You do not judge, you make few demands
You have a simple way of living,
When we make mistakes or miss knowing your needs
You have a exceptional way of forgiving.
I know you are wise and your soul is pure
Love is the essence of your heart,
The road we have traveled has brought us rewards
This I understood from the very start.
I have learned a great deal from my life here with you
My lessons have been so dear,
I have come to believe things are meant to be
And trust is replacing my fear.
You have always been a part of me
And I've been a part of you,
As soul mates on this journey in life
Our love is tried, tested and true.
I thank you my love our dance will go on
You have given so much to me,
How grateful I am to be walking with you
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On this sweet path of our destiny.
In conclusion, in writing my book and this article, above all,
it is my hope that readers gain an appreciation of those people
who are different, people who fall outside the parameters of what
we call normal, and can see them as unique individuals,
differently-abled, valued human beings.
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HER SON
by Linda Cucek

T

his poem is dedicated to my son, James Cucek, 18 years old with
autism.

HER SON
THERE IS LAUGHTER, THERE ARE TEARS,
SHE HEARS HIS MUSIC THROUGH THE YEARS.
DOCTORS, MEDICATION, GROUP HOMES, THE
UPS, THE DOWNS, BACK AND FORTH, RIGHT
OR WRONG
THERE IS LAUGHTER, THERE ARE TEARS,
SHE HEARS HIS MUSIC THROUGH THE YEARS.
NOT SCHIZOPHRENIC, NOT DYSLEXIC,
NOT PSYCHOTIC, HE IS AUTISTIC.
HE IS HER SON.
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FOR BRANDON
by Michelle Guppy

T

his is a parody song to "Cat in the Cradle" for autistic children
everywhere and their parents who fight for them daily.

My precious child, he arrived just the other day
Came to the world in the usual way
Dreams of baseballs to catch and college bills to pay
He learned to walk one bright summer day
He was babbling before I knew it, and as he grew I thought,
I'm going to make your dreams come true, son. You bet I'll
make your dreams come true......
And now he spins the wheels around and stares blankly
at the moon
My son doesn't talk now but I pray he will soon.
When will they help you son? I don't know when
But I'll fight for you as hard as I can, son.
I promise I'll fight as hard as I can.....
My son turned nine just the other day
With love and intervention he has come a long way. I asked
my Congressman,
"Will you remove the vaccine waiver please?" and he said,
"No Way!
We've got to protect our nation ma'am," he said, "We've got
to plan for a war one day...." And he brushed me off and I
hugged my son and said, "One day their children are going to
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be like you, son, maybe then they will protect those
like you....."
And now he spins the wheels around and stares blankly
at the moon
My son doesn't talk now but I pray that he will soon.
When will they help you, son? I don't know when
But I'll keep fighting for you as hard as I can, son.
You know I'll keep fighting as hard as I can.....
He turned into a man just the other day
Still a child in his mind, still not a word he will say
"Will you fund respite services I asked him with a weary
smile?"
He shook his head, "Other priorities right now," "maybe in a
little while..."
I love my child but now I bow my head and I drop to my
knees,
"Lord I need your help right now please..." "I need them to
listen to me now please...."
And now he spins the wheels around and stares blankly
at the moon
My son doesn't talk now but I pray that he will soon
When will they help you son? I don't know when
But I fought for you as hard as I could, son
You know I fought as hard as I could.....
I've long since retired and with me my son still stays,
I called my Congressman again just the other day.
"I'd like to see you, if you don't mind."
He said, "I'd love to, lady, if I could find the time."
"You see, something's wrong with my son -- screaming
and crying is all he will do." "What do you think it could
be lady?" "What do you think I should do?
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And as I hung up the phone I hope it occurred to him
That his son was just like my son, his precious child was
just like mine....
No more children spinning wheels around and staring
blankly at the moon
Those who don't talk now will have a better chance soon
Why did it take so long Lord? - I don't know why
But they're fighting hard for us now, son,
They understand what I've been fighting for now...
No more children spinning wheels around and staring
blankly at the moon
Those who don't talk now will have a better chance soon.
Why did it take so long Lord? - I don't know why
But they're fighting hard for us now, son,
They understand what we've been fighting for now....
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GAINING EQUALITY
by Jonathan Sicoli

J

onathan has autism. He wrote his poem at the age of 16. It shows
his concern for fairness and equal opportunity in our society.

One day in my bedroom, I started thinking,
About a thought that was odd. (No wonder, I was drinking.)
I wasn't thinking about schoolwork. (It makes my head swirl.)
I was thinking about equal rights for both boy and girl.
One time, far off, on time before,
There was a time without equality. (Oh, the Horror!)
The working people were mostly men,
And women who applied for a job were rejected again,
But then some people thought that was unfair.
Groups of these activists, mostly ev'rywhere,
They demanded equal rights. No others would do,
For girls deserved jobs as much as me and you.
The government agreed, and there was no doubt,
Every place, girls had some clout.
They worked in factories! They played in sports!
They had many jobs, and more of the sort.
And the tale is ending now,
But my signature you shall remember…
(Signed as) Jonny Sicoli in November.
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WIN
by Robert Westermeyer, Ph.D.

"IS HE AUTISTIC?"
Her eyes are pregnant, rimmed as black
as black allows.
A vigilant assessment. But she's smiling. She's alone. No
threatening remarks.
How'd she guess?
No tantrums currently, no stimming.
Tim's relaxed and lost;
and consequently, I am too; the aisles, all bleary beige and
shadows; redvertisements, blues with poison, lemon-scented
liquids, items by cognitive map. All I detect these days is
contrast.
And now this smiling woman yanks us out of it. The
brazenness.
Tame it.
This races just ahead of self-doubt and confusion; just a
couple snorts, then back to corner, chains dragging along,
but keys left well in reach.
I'm amid a liquor lift, a frosted fifth of Belvedere.
Should I set it down first, respond to her, cover up the booze
with spools of paper towels?
Doubt sets its foot on rage in slumber. Point, point,
pointing: T-shirt midday, monogrammed: Nick Cave; the
backside, recent concert roster. Unshaven. Tennis shoes.
The pager! And the Rolex!
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Pager lifted (no calls): Time, three-forty-five
What time is it?
"Yes."
What, more? A history? The step-by-step accent of family
prior to the diagnosis; breakneck elevator plunging toward
cement, these last three years.
Cement, by button-logic, we should have crashed a year ago.
I lift some frozen pizzas, a bag of skittles, chips, Pop,
toothpaste.
She smiles at me and my selections. Then at
Tim.
More? What more?
I'm positive I'll hear an anecdote. Perhaps a friend of
friend. A distant relative.
"MY GRANDSON IS AUTISTIC."
Autistic. Iss-tic. How I hate that. Oldistic. Intrusivistic.
Rage growls like a stomach. Should I reframe her revelation?
"My grandson has autism?" No, not yet. There isn't
any threat.
Escape is not immediate here. I'm the one who swats
and runs; who spits and dives. She hasn't even
finished writing out her check. In fact:
"NOW LOOK HERE..".
Oh, no. She's fishing for something
inside her
purse.
No, not a photograph. She thinks I'd like to see some other
family's disability. How impudent. How presumptive. I don't
want to see! I should say.
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Grocery speakers: "Goooooooood
afternoon Halbertson's
shoppers. Check out our meat
department."
Tim clamps his ears and starts to yelp.
"Whole fryers, only
eighty-nine a pound."
"It's okay, Tim. It's okay."
Trying to pry his hands before he starts to strike
himself. "Fresh frozen halibut.
Just Three-fifteen a pound!"
Lord, lord, I want to slap my own ears. Yelp, and bleat, and
bray on all fours. Kick every local kneecap with my hooves.
She has a chain of multicolored keys.
With pincer grip, she shakes the thing.
Jangle, jangle.
"SEE TIM? LOOK AT ALL THE COLORS"
And of course, it works.
Tim locks, his limbs float downward
like deflated.
These grandmothers and uncles, friends of friends, they have
the quiet distance, spaced by whole days to apply the
remedies with all the necessary confounds.
"Eighty-two-o-nine." Says the
rosy clerk.
The woman stops her jangling to write.
Tim, please. Don't react. We're almost done.
He does of course:
Ah, ah, ah, ah, ah.
Tim, it's okay. Reaching for a box of Jelly cookies.
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"NO, NO. DON'T REINFORCE WITH FOOD." She
smiles. "THAT'S THE HARDEST PART, I
KNOW."
"NOW, TIMOTHY, YOU NEED TO SETTLE DOWN."
Ah, ah, ah, ah. "YOU NEED TO WAIT UNTIL I'M
FINISHED."
Ah, ah, ah, ah.
Ah, ah, ah.
"GOOD BOY"
Ah, ah, ah.
She steps back, moves her cart aside,
and lifts the keychain.
Jangle, jangle, jangle.
Timmy calms.
My groceries start to
move along. The
alcohol, the stapled
Rx sack.
"MY DAUGHTER, GAYLE, HAS
MOBILES. HANGING FROM THE
CEILINGS OF EVERY ROOM."
"Oh yeah?"
Jangle, jangle, jangle, jangle
Rosy clerk slides
bottles, pills,
deodorant, Imodium,
Beep, beep, beep,
beep;
jangle, jangle, jangle.
beep
She's going to stand there
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till I'm finished, isn't she.
She eyes the Rx sack.
"MY DAUGHTER SHUNNED THE
MEDICATION ROUTE. ALL NATURAL
DIET. HAVE YOU READ....."
Beep
jangle
beep beep
jangle.
Now Tim wants candy.
Ah, ah, ah, ah.
I push the cart forward past the snack rack.
Timmy strains and shrieks.
Yeeeeeeee.
jangle. beep. Next in line,
an oriental woman,
beep birdish features,
jangle just three items:
juice, some carrots,
something small
wrapped by the
jangle butcher.
Tightlipped, watching
jangle, jangle, beep.
Tim, her gaze slides
underneath my chin,
then upward wide,
grazing my hair, and
back to Tim.
Tim has a restricted range of food items he'll
tolerate.
I should scream this.
"Seventy-nine-fifty, sir."
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One-handed check. I grip the cart with left,
the fingers of my right
hand fumble through the checkbook.
The bagger has two
acne constellations;
forehead, chin:
"Double-sack these
bottles?"
"Yes, please."
She reaches.
Too close now.
Her mouth apry about to say;
"MAY I HELP YOU WITH THAT?"
"No! No, no, no, no!"
I didn't raise my pen.
She steps back, neither
blushing, scowling, fists the
keychain.
My heat, rising foamy, neck, and in between my face
and brain,
and shame right at its heels…it's silent. No, it's only Tim.
Ah, ah, ah.
All these eyes. All eight of them.
And at the park. And at the filling station
Just outside the yard
Big horsy eyes, and horsy heads, above
the fence and bobbing.
She bowls away.
I'm right behind here.
pushes her cart through
automatic glass,
She sees a
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gaunt sick
woman with
the pale,
donation sign
reads: help,
help, help.
Maneuvering her groceries well
around and eyes diverted.
The beggar
gestures,
She ignores, retrieves those
keys, she glances back.
"You see us?! See us?!
Yeah, WE saw that!"
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COULD YOU SING A SONG FOR THEM?
by Doris Washington,
Mother of John Washington III

W

here ever I go to read my poems, I always like to leave my
audience a poem about autism. I spread the awareness of
autism in my community for I fee l it is so important that
many people be made aware of autism. I am proud to be made aware of
autism. I am proud to be a mother of a son who lives with autism. I feel the
best thing I can give him is to bring the awareness to others for a better
understand and for hope. Then our children can have a chance for a better
quality of life we all ask for ourselves.
They exist, and you pretend that they are not "here"
They too have families who love them—and hold them dear.
Could You Sing a Song for Them?
It may seem as through they may not hear, and they may
walk away
If you could take the time to know about them, you may
see they have something to say.
Could You Sing a Song for Them?
They may become over anxious at times for no
apparent reason.
They have a difficult time to understanding change in routine.
Could You Sing a Song for Them?
And they may not be able to communicate like you and me.
They many not tend to one task too long. For this is
their—Disability.
Could You Sing a Song for Them?
Their disability is-autism, Asperger's Syndrome,
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Autism Spectrum Disorder—
And there are other terms too.
Could you give them a chance? For they live here just
like me and you.
Could You Sing a Song for Them?
Could You Sing a Song for Them? © Doris Washington,
December 1999. All Rights Reserved
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IF YOU’VE PICKED up this book, you’re probably aware of
Autism Spectrum Disorders and the impact they have on so
many lives. This book is a labor of love that sprang from the
notion that sharing stories of hope and love would offer a
positive base of compassion and understanding. Others would
know they are not alone on their journey.
We were overwhelmed with the phenomenal response to this
book as the stories continued to roll in.
“From the bottom of our hearts, we thank everyone who
submitted a story. Your words were heard whether they were
published or not. We, as parents, feel your joy, share your pain,
and endure your journey. We envision a positive future for the
many significant children and adults with autism in our lives, all
beings of light and love regardless of where they sit on the
spectrum. Each individual is here to teach us if we open our
hearts to listen. That’s what our intention is... to bring out the
stars in everyone.”
- Karen Simmons
CEO, Founder Autism Today
“Reach for the stars because if you happen to miss, you’ll still
be among them”
-Anonymous
“All sorrows can be borne if you put them into a story or tell a
story about them”
-Isak Dinesen, Author
For more information, call: 1-866-9AUTISM or visit
www.autismtoday.com

