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if there had ever been any member of our family who had been blind or had
vision problems. Dad and Mom tried to trace their genealogy, but it seems as
if our ancestors were mostly farmers or common laborers, and if they had had
problems with their vision it was never noted.

Dad had accepted the clinical diagnosis, that I was legally blind, but what he
kept trying to find out from Dr. Weleber was what, as a father, should he do?
How could he help me? Would I have trouble interacting and socializing with
other children? Would I ever be able to take care of myself, hold a job, and lead
a normal life? What could he do to help me prepare for adulthood? How could
he make my life easier and more fulfilling?

Dr. Weleber would shrug his shoulders. “I don’t know.”

Dad would press him for information. “Will she be able to learn? Will she
have to read Braille? Will her classmates accept her?”

“Im a doctor. I'm a scientist. I specialize on what is inside the eye. Beyond
that, I do not know about such things.”

It seemed that every specialist who looked at my eyes gave me another pre-
scription for eyeglasses. I was only nine months old when [ was fitted with my
first pair of glasses. We have pictures of me, thislittle baby wearing glasses with
lenses as thick as a Coke bottle.

The first glasses I remember were pink. That was my favorite color at the time
and they had the image of Minnie Mouse on each corner of the frames. I was
constantly taking off my glasses, laying them down, and losing them. Anyway,
they were not very effective in helping me see, and I stopped the charade of
wearing them when kids my age began teasing me.

Even though we continued to make regular visits to Portland, the doctors were
unable to determine a diagnosis. Finally we received a partial answer, or at least
apostponed possible answer. Dr. Weleber said that when I turned six years old I
would be able to respond to cognitive questions. He promised that at that point
he could make a definitive diagnosis. And so we went home and waited.

During this interval Dad was forced to make one of the most difficult and
heart-wrenching decisions of his life. He came to the conclusion that living out
rural like we did was not in my best interests, that I needed to have a more tra-
ditional home environment near kids my own age, and that we should live close
enough to town to take advantage of the various state and federal programs
available to blind children.
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Dad made two telephone calls. One was to Jeffrey Mann in Alaska and the
other to John Patten in Minnesota. Both were close friends and fellow mushers.
Dad put it to them straight: “I need a favor. I want you to come get my dogs.”

They dropped everything and came as quickly as they could. Neither stayed
very long. They just loaded up the dogs and departed.

Irecentlyasked Dad about that day, because [ donot remember anything about
what happened. I just came home and found the dogs were gone. Dad confessed
he had sent me away to stay with friends. He was trying to protect me.

I picture Dad loving the dogs, saying his good-byes to Lester, Jagger, Nellie,
Mickey, and all the rest, standing there alone, watching his dogs and his way
of life going off down the road. He said when the trucks, with his dogs inside
the dog box, pulled away from the cabin he stood there watching their progress
toward the highway by the dust trail that rose and floated above the tops of the
trees. And he cried.

He gave up everything for me. I genuinely admire and have the deepest
respect for Dad, that he was willing to make such an enormous sacrifice for me.
Those dogs were almost like children to him. They were some of the finest sled
dogs in the world. In fact, John Patten took a team of dogs that included many
of Dad’s dogs to Alaska and raced the Iditarod in 1988. He finished eighteenth,
which at that time was the second-highest finish for a team made up of dogs
from the Lower 48.

By giving away his dogs Dad had put my welfare above the way of life he had
chosen and enjoyed so much. He set aside his personal dreams, his wants and
desires, for me. I think that is the genuine measure of love, real true love.
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A BEAUTIFUL BABY

Background Information

Rachael Scdoris wanted to become one of the best professional
sled-dog racers in the world, but she had a visual impairment. She
did not want to be thought of as disabled but rather as someone
who saw things differently than others saw them. !

I was born February 1, 1985, the same year Libby Riddles became the first
woman to win the Iditarod. According to my parents, I was an incredibly beauti-
ful baby, but, of course, all parents say that. I was nearly a month late and had
to be taken by cesarean section. I weighed ten pounds, eight ounces, measured
twenty-four inches, and was the largest girl baby born up to that time at St.
Charles Hospital in Bend, Oregon. I came into this world with a full head of
blond hair.

Since I was too young to know what was going on during that time, I have
relied on what my father, Jerry, and mother, Lisa, have told me about this period
of my life. According to Dad, within a few days of bringing me home he began to
notice something abnormal about my eyes. When he held me close and cooed
to me, he said I was not able to focus on his face. It was as if I was searching for
the source of the sound but unable to locate it.

Dad actually returned to the hospital and asked one of the nurses in Pediat-
rics about his concern. She told him, “It’s not uncommon. It takes some babies
a few weeks, or even a month, to be able to focus. Don’t worry.” She showed him
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other newborns, and when a few did not look directly at him when he spoke

this seemed to put his mind at ease, at least for a while.

My parents claim I was an easy baby to care for, that I slept when I was
supposed to sleep and rarely cried unless I was hungry or needed my diaper
changed. But Dad was plagued by what he perceived to be a problem with my
eyes. The day I turned one month old he called the doctor and said, “Something
is definitely wrong with her vision.”

“Each baby develops differently, at his or her own pace. There is nothing to be
concerned about,” the doctor reassured him.

“No, you don’t understand. Her eyesight isn’t normal,” Dad insisted.

“Mr. Scdoris, your baby is developing. It just takes time. Give it a few months,”
the doctor said.

My condition never changed. And while Dad was adamant that I had a
problem, Mom was more patient and accepting. She thought I was flawless in
every way.

“Come over here,” Dad told Mom one evening. He was holding me in his arms.
“Say something to Rachael and watch her eyes.”

“Hey, pretty girl. How’s my pretty baby?” Mom babbled. I turned my head
searching, even grinned at her, but my eyes never found her.

“See that. She hears perfectly but her eyes can’t find you,” Dad said.

Having heard this same discourse for the past four months, Mom lost her
patience and said, “Okay, tomorrow I'll schedule an appointment with Dr.
Berube. We'll get to the bottom of this. He can run tests or whatever he has
to do. Promise me one thing: If he says Rachael is fine, I don’t want to hear
another word out of you. Agree?”

“Fine,” Dad told her.

That appointment proved to be the first of an endless string of appointments
at doctors’ offices. When we met with Dr. Stacy Berube at Central Oregon Pedi-
atric Associates, Dad told him, “Please don’t placate me and tell me she is just
slow developing her eyesight. Something is definitely wrong.”

“Describe the problem she is having,” Dr. Berube said.

“T'll show you,” said Dad. He went through what he later described as his little
dog and pony show, speaking to me and me not looking directly at him. He had
Mom do the same thing.
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The doctor used a pencil-thin instrument with a light on one end to peer into

my eyes. Then, without saying anything to my parents, he walked out of the
room and returned with another doctor. This doctor went through the same
procedure. The two of them stepped into the hallway and conversed in muffled
voices. When Dr. Berube returned to the room he said, ‘I can tell you this right
now, so you no longer have to worry needlessly. . . ”

Dad claimed awave of relief swept over him because, foraninstant, he believed
I was fine. That he had been wrong. That everyone else was right. My eyesight
was fine, just slow developing. And then Dr. Berube dropped the bombshell

“I don’t believe she is totally blind. She may be partially sighted.”

After that announcement, life would never again be the same for any of us
in the Scdoris family. Dad, in a state of shock, responded with anger. “What are
you talking about? My baby’s not blind.”

Dad told me that at that moment he felt as though he were back playing foot-
ball at David Douglas High School and some 250-pound lineman had blindsided
him. It was difficult for him to breathe. He could not say anything else.

“What does that mean?” Mom asked.

“At this point I'm not totally sure,” Dr. Berube said. “I want Rachael to see
Dr. East. He's an ophthalmologist. His office is just up the street. If it’s all right
with you, I'll call and see if we can come up.”

“I don’t think we ought to be in a rush. We've already waited four months.
Maybe we can come in next week. I really don’t want to do this right now.” Dad
was in denial. He did not want an ophthalmologist to confirm that his daughter
was nearly blind.

Dr. Berube was gentle but firm. “This needs to be done immediately. I would
like for an ophthalmologist to substantiate what I found. Perhaps there is some
treatment available for your daughter.” He made the call, hung up the phone,
swept me up, and carried me in his arms the short half block to Dr. East’s office.
My dazed parents trailed behind like sad afterthoughts.

Dr. Sam East had Dad sit in a chair and hold me while he conducted a com-
prehensive examination of my eyes. When he finished he turned his attention
to my parents and told them, “I detected limited vision and estimate your baby
has eyesight no better than 20-200.”

“What does that mean?” Dad wanted to know.

“She is most probably in the category of legally blind.”

‘A Beautiful Bab
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“Whoa, just a minute. Legally blind? What are you talking about?” Dad

cried.

Dr. East gave an audible sigh. “When she is older she may be able to function
normally, but she will always require special accommodations.”

Dad claimed a thousand thoughts were racing through his mind. He wanted
to know what the doctor meant by the words “special accommodations.” He
wanted out of the room. He wanted to go back in time, to when he only sus-
pected something was wrong, before it had become a medical certainty. He
wanted me to be healthy and normal, his perfect baby girl. He mumbled, “T
don’t want this thing.”

“I know you don’t. None of us do,” Dr. East said.

“Is it correctable? Can’t she just wear glasses?” Mom asked.
“At this point we don’t know, not without further testing.”
“It won't get any worse, will it?” Mom asked.

“It’s impossible to tell,” the doctor said, and then, searching to soften his
diagnosis, he added, “We hope it doesn’t.”

My parents were totally devastated by the news their baby was legally blind.
I've always had a nagging suspicion that at the moment the doctors gave my
parents the news a tiny fissure began to form between them. In time it split
them apart. I don’t know if that is true or not, but I don’t think the news helped
bond them together. Little by little they grew apart, and when [ was three years
old they divorced and went their separate ways.

Ilived with Dad. We had a cabin in the woods, ten miles from the town of Sisters
and five miles from the nearest paved road. I still remember the house perched
on top of a hill facing west, overlooking the beautiful panorama of the Cascade
mountain range. Even I could see the mountains. The sharp, snowcapped peaks
of the Three Sisters seemed close enough to reach out and touch.

Dad was a sled dog musher. As a boy he had fallen in love with the Sergeant
Preston of the Yukon television show. He would pretend he was Sergeant Pres-
ton and run around calling out, “On, King, on you huskies. Mush!”

Sled dogs were nothing more than a child’s fantasy until Dad went into the
Army during the Vietnam War. Several Indians from Alaska were in his unit
and he talked to them about sled dogs. Before snow machines became popular,
everyone in the North drove dogs. It was a way of life in those days.

No Ern_d in Sight
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When Dad was discharged from the Army in 1970 it was his dream to settle
in Alaska, file on a homestead, and put together a team of dogs. But instead

he enrolled in college and graduated with a degree in education. His first job
was teaching at Gold Beach on the Oregon coast. Here he met a fellow from
North Bend who was training sled dogs with a cart on the beach. Shortly after
that encounter Dad got his first sled dog, Jenny. Within a couple years he had
seven dogs.

In 1978 he ran the Sisters Sled Dog Race, and according to the story that he
loves to tell, it was one of those magical nights, ten below zero, the moon was
out, and it was snowing. It was so perfect that right then and there, he made
up his mind what he wanted to do with his life. He returned to Gold Beach and
quit his job—although he honored his contract and finished out the year—and
moved to Central Oregon to train and raise dogs.

Some of my earliest memories are of our little cabin on the top of the hill,
surrounded by thirty-two dogs chained to stakes driven into the ground. Each
doghad his own individual doghouse. I played with the puppies and helped Dad
feed and water the dogs and do cleanup chores.

The year I was born Dad had acquired a sled dog sponsor, Elliott Dog Food.
They were in the process of developing a complete nutritional formula for work-
ing dogs and used our kennel to conduct research. Dad trained dogs, competed
in sled dog races throughout the Northwest, and made public appearances to
promote Elliott Dog Food. I went everywhere with him. On training runs Dad
tied my car seat onto the basket on the sled and slipped dog booties on my
hands as mittens. I was happy as could be. But I cannot remember much about
the rides, because as soon as we started on the big loop that wound around
through the forest I fell asleep. I'm not sure why; maybe what made me drowsy
was the motion of the sled or the feeling of speed, or perhaps I just felt shel-
tered and secure.

Sometimes I spent weekends with Mom, but usually I was with Dad at the
cabin. And there were the trips we took back and forth to Portland. We made
a lot of trips to Portland, meeting with doctors at Oregon Health & Science
University and Devers Memorial Eye Clinic. One of the leading retinal special-
ists in the world, Dr. Richard Weleber, a professor of ophthalmology and medi-
cal genetics with a specialty in congenital and hereditary eye diseases at the
OHSU Casey Eye Institute, took a special interest in me. He tested, retested,
and tested me some more.

For a time we worked with two researchers who were conducting post-doctoral
work in the field of genetics. They wanted to know about our family history,
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