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The book
As a young nother, putting “first tooth” and “first
word” stickers on a baby calendar and filling in the

entries of a keepsake baby nenory book for ny son, Sam
seened sinple enough. But as he grew, the recordkeeping
descended into a bizarre di ssonance. My baby net

devel opnmental mi | estones, yet each new achi evenent and each
phot ograph cast a Daliesque shadow. He was grow ng, yet he
wasn’t growi ng. When | asked his doctors why, they asked ne
for information fromhis baby book — accurate data, yet al
lies.

This little menmoir recounts our |ives and captures
some of the conversations | had inside ny head as the
recordkeeping farce unfolded. W were finally able to right
oursel ves when Sam was di agnosed with auti sm at age 4.

People with auti sm — nunbering about 1.5 mllion in
the U S. — create a Spartan social world for thenselves, a
way of being that profoundly affects the people who | ove
and live with them Many parents of children with autism
have witten nmenoirs, and many are wenching tales of their
search for a cure for autism But recent titles, both in
creative nonfiction and fiction, tap the quixotic
possibilities in the story of an autistic |ife. These
possibilities were hinted at in the early chapters of Ua
Frith’s Autism The Enigma. But it is recent books such as
Paul Collins’ pastiche, Not Even Wong: A Father’s Journey,
the Karasi k siblings’ genre-m xer, The Ri de Together, and
Mar k Haddon’ s bestseller, Curious Incident of the Dog in
the Night-Tine that truly crossed over. Perhaps the
popul arity of these books reflects that the stories of
people with autism who nmust carve rigorously sinple lives
from our anxious, conplicated world, resonate wi th many
readers, not just those whose |ives have been touched by
autism

| title the chapters of this book just as entries in a
baby book. | shape the story through my own pastiche using
Samis favorite children’s books, such as a quiet reference
to Eric Carle’s Do You WVant to Be My Friend? and a si de- by-
side collage of Dr. Seuss’ Green Eggs and Ham (This
chapter was published as an essay | ast year in Wndhover, a
literary magazine of the University of Mary Hardi n-Bayl or.)

This book will run about 35,000 words of narrative
that cover the story of our son’s birth through age 4%2 W
were, and continue to be, a lot like nost famlies |iving



with the day-to-day realities of autism W are not
m racul ously cured nor do we follow a single track of
t herapeutic or educational intervention. Love, trust and
inner resilience get us through the daily chaos, and those
thenes are carried through the story.

Mor eover, this book focuses exclusively on how autism
| ooks and feels in infancy and toddl erhood. Besides relying
on the dramatic arc of dubiously curing

their child s autism nost parent nenoirs recount the
overwhel mng daily battles with older children. Al though it
is not the purpose of this book, | hope that sonme young
parents and those in the hel ping professions, can better
recogni ze this disorder because of the cl ose-up exam nation
of one very young life with autism Research has already
begun in this area.

The market: who will buy this book

Potential buyers of this book include the mllions of
parents of children with auti sm and nenbers of extended
famlies touched by the disorder. This book chronicles the
time period that is often the nost bew ldering for
famlies; which is also the tine they are likely to buy the
nost books in a quest to both understand and help their
chi | d.

It is inportant to know that autismis not as rare as
once thought and may, in fact, be on the rise. As a
neur ol ogi cal di sorder, diagnosed variously as autism
Asperger’s syndrone, or pervasive devel opnental disorder,
it occurs in about 2 to 6 of every 1,000 births, according
to the Centers for Disease Control and Prevention. A decade
ago, when our son was di agnosed, autismwas thought to
occur in about 5 of every 10,000 births.

Anot her potential audience is those whose |ives have
been touched by a person with autism whether they are in
t he hel pi ng professions or have been with someone who was
mai nstreaned at school or in the workplace. | believe this
is where sone of the reach cane with the Collins, Haddon
and Karasi k books. In fact, Baby Book, rather than conpete
with this crop of books, could actually extend the market,
si nce Anmazon and ot her booksellers use a referral system
that links simlar titles together and nakes bestsellers
out of ol der books.

Sone of the older “autismcure” nmenoirs, such as
Maurice’'s Let Me Hear Your Voice and Kaufman's Son Ri se,
still appear on the shelves of mmjor bookstores in the




“children with special needs” section, even though the
stories are decades ol d. These books, in addition to Tenple
Grandi n’ s aut obi ographi cal works and Cl ara Parker’s
cl assics, The Siege and Exiting Nirvana, have becone the
canon for young parents of children with autism 1 believe
strongly that ny book, because of its focus on infancy, can
find a place in that reading rite of passage.

Peopl e affected by autism and rel ated di sorders neet
regul arly at conferences around the country, often
organi zed by the Autism Society of Anerica or its numerous
state affiliates. Many states have nore than one affiliated
chapter, with California, for exanple, having nore than a
dozen active chapters. These conferences are a natural
avenue for selling the book. In addition, autism
prof essi onal s al so seek
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continui ng education where the parent perspective is
actively sought, creating another ready outlet for
pronoting the book.

A nunber of famly support groups al so neet online,
giving great potential to build word-of-nouth support for a
good read that respects both the perspective of the
individual with autismand the famly. The Autism Society
of America organizes auti sm awareness activities each year
and pronotion of the book can certainly be folded into
those major nedia market efforts.

Credential s

The aut hor and her son, now a teenager, live in Texas
wi th her husband and two ot her siblings. The author is a
freel ance journalist whose health news and feature stories
have garnered awards fromthe National Association of Bl ack
Journalists, the Arerican Heart Association and the
Associ ati on of Wonen in Journalism She holds a master’s
degree in journalismfromthe University of North Texas.

Her writings have appeared in mgj or magazi nes and
newspapers, including The Dallas Mrning News, Fort Worth
Star- Tel egram and Texas H ghways.

The aut hor was one of the early nenbers of Fanmilies
for Early Autism Treatnment, or FEAT, which chartered in
Sacramento, California, when she lived there. She served as
a research funding consultant for autismresearchers at the
University of North Texas. And spurred by the tragic death
of a North Texas teen with autism shot by a police officer
di spatched to a group honme when the teen got upset over
m ssing a tel evision show, she hel ped secure funding for a




police training programin disability awareness that is now
avai |l abl e through ERI C, an education and curricul um

dat abase, and is used across the nation. She al so served as
a menber of the parent advisory board to the Denton County
Speci al Educati on Cooperati ve.
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Sanpl e Chapt er

First 50 Wrds

Mark braced hinself over the kitchen sink for a nmonment
and then turned back to nme. Tears filled up his clear blue
eyes making them |l ook tired and gray. “You know,
sonmetinmes,” he stuttered, “lI just don't think ten fingers
and ten toes i s enough.”

My heartbeat rattled ny breastbone. It stopped any
nore words fromreaching ny nouth. It stopped tears from

formng in my own eyes. | used to say that to everyone who
asked whether | wanted a boy or a girl when | was pregnant.
“I just want ten fingers and ten toes,” | would tell them

We finished the dishes in silence.

The way Sam took ne by the hand when he wanted
sonething didn't feel right. To the kitchen counter, he
poi nted for a cookie. To the sink in the corner, he pointed
for a drink of water. To the front door, he pointed to ask
for a wal k around the bl ock.

“Well, Patti said to make hi muse the word, make him
tell you before you give himthings,” Mark rel ayed one
night after talking to his stepnom on the phone.

She’s in Houston, | thought, and she hasn’t seen him
for nonths now. How coul d she possibly know that he’ s not
being willful?

We were so confused that we had considered w | der
advice than Patti’s, so | tried her suggestion.

“Do you want a cookie, San®?” | asked after he took ne
to the cookie jar.

He grabbed ny hand and pushed it toward the jar again.
| pulled out a snickerdoodle, his favorite, and held it
bef ore him

“Say ‘cookie,” Sam” | insisted.

No words nmgically cane out. But the | ook of betrayal
wel ling up in his chocol ate brown eyes stunned nme. Sam
needs to trust nme, | thought. | abruptly handed over the
whi te cooki e crackled with ci nnanon and sugar.

A few weeks later, in a free parenting nagazi ne that
Mark and | picked up m ndlessly each nonth fromthe rack at
Java Joe’s, | found a short article about |anguage
devel opnment. If your child didn’'t have | anguage by the age
of two, the deficit could affect the future devel opnent of



his brain, the article quoted the expert. Call your county
of fice of education, the article advised.

At last, | allowed nyself to sink slowly into the
feeling that | had been swi mm ng agai nst for nore than two
years. The first full wave hit. Sam was not going to grow
out of whatever it was that descended upon him It was
going to get worse. | opened to the blue-lined pages of the
phone book and found the nunber for the Sacramento county
of fice of education.

“How ol d is your son?” the anonynous person on the
ot her end asked.

“He’ s about two-and-a-half,” | answered. Breathe in,
breat he out, | coached nyself.

“We have about a six-nonth waiting list for services,
Ms. Wlfe,” Anonynous said. “By the tine we get to him he
may al ready be three years old and in the jurisdiction of
t he school district.”

What the hell does that mean? | thought.

“l don’t understand. | read sonmewhere that you could
help,” | said as distinctly as |I could. “Please, he's
al ready two-and-a-half and he doesn't talk.”

“Well, 1 suppose we can still schedul e and intake

appoi ntment and get things started,” Anonynous said. “I’1lI
have one of the diagnosticians call you.”

We hung up. Victory, | supposed.

A few days | ater, the phone rang and a quiet, probing
voice identified herself as Nancy, a speech therapist from
the county office of education.

“I'n order for us to best help your son, we start by
doing a short evaluation,” she explained. W bring sone
toys and books to your home and watch himplay for a while.
Wul d that be alright?”

“Sure,” | answered. What would toys reveal to a speech
t herapi st, | wondered. If they handed hima car, he
woul dn’t push it around, saying “Vroom vroom” Sam woul d
turn it upside down, spin the wheels, and stare voicel essly
into the vibrating illusion of nass.

“l can come next week Thursday afternoon. Another
evaluator wll come with ne. It should take about an hour,
maybe a little nore. WIIl one o’ clock be okay?” she asked.

“Sure,” | answered.

The whirlwi nd schedul e for Thursday at one o’ cl ock
began with oodl es of toys, books, and pictures Sam hadn’t
seen before. The two wonmen worked gently but quickly,
tradi ng tasks and chal |l enges to keep Sam novi ng. O course,
he exam ned the toys for things that could spin, parts that
coul d open and cl ose. Does this make noise? | could see him



asking hinmself. He didn’t have much use for the picture
vocabul ary cards. He fl apped one up and down in his
peri pheral vision.

“I't will take us about two weeks to work up the
results,” Nancy said when they were finished. “And can you
fill out this parent report? It will be part of the
evaluation. I'lIl call you to schedul e another visit when

we're ready.”

| took the packet she held out to me. There were many
guestions, and sonme would take tinme to research. At Sanis
baby shower, my girlfriends gave ne a calendar to mark his
m |l estones with a sticker. They knew | woul dn’t
pai nstakingly chronicle Samis every sentinmental nonment. Sit
up, crawl, first words, first steps — all were marked on
the date with a sticker. “First tinme waved good-bye,” the
report asked with a short, blank Iine by the phrase. How do
| describe that day when he was eight nonths old? Sitting
high in his daddy’ arms, eager for the favorite walk to the
corner grocery store at Colonial and Stockton, he waved at
me fromthe doorway. Overcone by our joyous reaction to his
new skill, he stopped abruptly. And he refused to do it
again for nonths. Did that count? Was that the first
official time he began wavi ng bye-bye? Does he have to keep
wavi ng good-bye in order to get credit for it on the parent
report?

“Ckay,” | said. They left with instructions where to
mai | the conpleted report when | was finished.

Nancy by herself several weeks |ater carrying her dark
vi nyl satchel.

She pulled out a manila file with “Wlfe, Sanuel
Donal d” witten in the color-coded tab on the top and
i nside were several copies of a two-page report. She gave
me one stanped “Copy.” The little report touched on many
domai ns of Sanis being: receptive and expressive | anguage,
sel f-help, social skills, educational aptitude, and
achi evenent. Every category of eval uation had severa
sentences that summari zed an hour of playing with Sam The
report gave us new words and phrases and ideas for
describing Sam such as “skill scatter.” He was markedly
ahead of his age on sone tasks, but unbearably behind on
others. Socially, the report said, he was at the |evel of a
si x-nmont h- ol d baby.

“H s | anguage deficits qualified himfor speech
services,” Nancy said. “That’s about all the county can
offer you right now. | can cone for a visit once per week
and work with you and Sam on devel opi ng his | anguage. He



can probably get nmore fromthe school district when he
turns three.”

“That’s great,” | said. “But I’mnot sure what to
think about all this other information and what to do about
it.”

“Wel |, sometinmes when you work in one domain, it helps
the others,” she said.
“Ch.” | was skeptical that |earning to say the word

‘potty’ would help Sam devel op a desire to use it, but I
t ook her observation as hopefully as it was offered.
“Coul d you keep track of all the words he uses this

week and wite them down?” Nancy asked. “It m ght be a good
place to start.”

“Sure, | think | could do that. There really aren’t
that many,” | said.

Nancy slipped the manila file folder with Sam s nanme
on it back into her satchel. As she stood up and we started
toward the front door, | turned to Sam He was putting the
r ai nbow- col ored donuts back on the stacking spindle.

“Nancy’s leaving Sam would you like to tell her *bye-
bye’ ?” | asked.

Nancy and | | ooked expectantly at Sam as he abandoned
the stacking toy on the living roomfloor and dashed away
into his bedroom | shrugged ny shoul ders as the corners of
ny mouth rose in a surrendered smle. Nancy smled back.
She seened to have as nuch hope as | did, but I wondered
how she could get Samto talk.

| wal ked her to the door.

“See you next week,” she said.

“Next week,” | echoed and watched her through the
pi cture w ndow as she put her satchel in the trunk of her
sedan. As she slipped into the driver’s seat, another car
raced by before she pulled away herself. She drove straight
down Sherman Way where it ended a Stockton Boul evard in
front of the nedical center, where either left or right was
her next house call, to the next nom who wondered how she
failed to help her child learn to talKk.

Well, | thought, Sam certainly knows “bye-bye.” | went
back to the corner of the kitchen where we had set up the
home office. | got a piece of white paper fromthe conputer
printer and a pen fromthe desk drawer. “Samis Wrds” |
wote at the top and dated it.

Bye-bye, | wote down the side of the paper

Theodore G esel’s publisher nade a bet with him Coul d
he wite a book using just fifty words? G esel took the
gauntl et, of course.

Cooki e, Sam Dad, Mom | wote.



Copies of the little book’s manuscript hung on the

museumwal | . Clearly, Gesel was counting his words as he
wor ked out the poetry. “I would not |ike them here or
there. | would not |ike them anywhere.”

Water, drink, walk, | wote.

“l do not |ike green eggs and ham”

Bee, ouch, | wote. | listened to Samall week. Once
in awiile, | logged a new word. The day before Nancy was
scheduled to visit, | double-checked ny count.

“l do not |like them Sam|-am"”
Fifty. He had fifty words in all.
“ amSam Sam | am”



