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Stacy Zoern lives in Austin, Texas, where she moved from Houston eight years ago to attend
college.She received her B.A. in philosophy and psychology from the University of Texas and
then went on to get a J.D. from the University of Texas School of Law.She is now practicing law
for an intellectual property firm, and handling disability discrimination cases on the
side.*********"Having a disability has meant a life filled with difficulties. It is almost every day
that I face a new challenge, an obstacle, an ignorant, prejudiced person, a physical barrier, or
an unjust situation having to do with my disability. On bad days, I encounter more than one of
these. I always have a disability, every moment of every day, and it affects everything I do on
some level. Whether I am following the ramped course to class on my college campus,
deciding where to go for lunch, or just going around in public, where everyone always stares at
me, my disability is in the back of my mind. I wrote the following because I want to share my
experiences with people who have disabilities so they can relate, but also with people who
have never had a disability or perhaps never even known anyone with one, so they can
understand. Even if we, as human beings, were only to have a slight understanding of each
other, our interactions would be exponentially more fruitful than if we were to remain
submersed in ignorance. My roommate was at a party not long ago and was talking to a guy
when I came up in the conversation. When she told him that she helped me and further, when
the conversation led to the camp for children with disabilities that she volunteers at, he replied
that she must be a good Samaritan, he could “never hang around handicapped people so
much.” I don’t know who he is, or how widely those feelings reach across the population, but I
have to do what I can to change that attitude. The other day someone was parked in front of
the ramp at my dorm and I had to go all the way down the street to get up the curb. When I
came back around, the girls who had blocked the ramp were just getting into their car. I went
up to their window and told them that I had just gone all the way down the street because they
had blocked the ramp, the ramp right next to the HUGE sign that says DO NOT BLOCK RAMP.
They apologized and when I turned around, my parents, who were still across the street
unloading the van, saw the girls start to laugh. Was something funny? Please God, do not tell
me that is my place in this world. It is also important to me that I make something very clear to
everyone reading about my life. The events that I talk about, despite what they may seem, are
not unfortunate. Though I have wished at times to experience some of the things that I am
missing, I have never regretted having a disability. Just like everything else about me, my
disability has in part made me who I am. I think about the things that have happened in my life
solely because of my disability, and I know that my life would be a completely different one if I
spent it walking around. I wouldn’t want a completely different life. Life is difficult and
sometimes filled with tragedy. It is pointless to complain about the things that go “wrong”
because the ideal picture of life that many people hold on to isn’t really what life is at all. These
“wrongs” are life. Though mine may be filled with a disability, it is also filled with love, ambition,
and hope. What I hope for mostly is to help people see disability differently. Truthfully, I can’t
help but to smile about most of the obstacles I encounter. My family and I have spent many
hours in hysterical laughter about the situations we find ourselves in. So, I suppose in a way,
the things in my life that arise because of my disability are a form of entertainment. So be
informed, be given a new perspective, and be entertained."



About the AuthorStacy Zoern lives in Austin, Texas, where she moved from Houston eight
years ago to attend college. She received her B.A. in philosophy and psychology from the
University of Texas and then went on to get a J.D. from the University of Texas School of Law.
She is now practicing law for an intellectual property firm, and handling disability discrimination
cases on the side. --This text refers to the paperback edition.
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that she must be a good Samaritan, he could “never hang around handicapped people so
much.” I don’t know who he is, or how widely those feelings reach across the population, but I
have to do what I can to change that attitude. The other day someone was parked in front of
the ramp at my dorm and I had to go all the way down the street to get up the curb. When I
came back around, the girls who had blocked the ramp were just getting into their car. I went
up to their window and told them that I had just gone all the way down the street because they
had blocked the ramp, the ramp right next to the HUGE sign that says DO NOT BLOCK RAMP.
They apologized and when I turned around, my parents, who were still across the street
unloading the van, saw the girls start to laugh. Was something funny? Please God, do not tell
me that is my place in this world. It is also important to me that I make something very clear to
everyone reading about my life. The events that I talk about, despite what they may seem, are
not unfortunate. Though I have wished at times to experience some of the things that I am
missing, I have never regretted having a disability. Just like everything else about me, my
disability has in part made me who I am. I think about the things that have happened in my life
solely because of my disability, and I know that my life would be a completely different one if I
spent it walking around. I wouldn’t want a completely different life. Life is difficult and
sometimes filled with tragedy. It is pointless to complain about the things that go “wrong”
because the ideal picture of life that many people hold on to isn’t really what life is at all. These
“wrongs” are life. Though mine may be filled with a disability, it is also filled with love, ambition,



and hope. What I hope for mostly is to help people see disability differently. Truthfully, I can’t
help but to smile about most of the obstacles I encounter. My family and I have spent many
hours in hysterical laughter about the situations we find ourselves in. So, I suppose in a way,
the things in my life that arise because of my disability are a form of entertainment. So be
informed, be given a new perspective, and be entertained. 1I came screaming into this world
on November 23, 1979 when, after being stuffed by an enormous Thanksgiving dinner, my
mom went into labor. She was only twenty years old, my father slightly older at 24, and I was
their first. They were living in Fort Worth, Texas due to a bitter dislike of the brutally cold
winters of Chicago, the only weather they had ever known, and an attempt to escape from
familial dysfunction. They were alone, 1000 miles from the place of their youth, and they had
an opportunity to make a fresh start with a family of their own. It was an exciting time in their
lives.After three agonizing hours of labor, without medication (it was technically still the
seventies), the doctors delivered a healthy baby girl. All was where it should have been, I had
ten fingers, ten toes, and no complications. For the longest nine months in a lifetime, while
being pregnant, most women hope and pray that their unborn child is developing normally, and
this desire without a means of validation can become consuming. There are a plethora of
problems that can occur in chromosomes, genes, and genetic material during the development
of a fetus. When I was born and the doctors declared that I was healthy, naturally it was a
breath of fresh air for both of my parents. The second breath of fresh air occurred for my
mother when I did not look like Raggedy Ann, a vision my mom had been having nightmares
over due to my father’s strawberry blond hair. I was now officially a citizen of the world, and on
the third day I was sent home.For many months my parents’ days were filled with the joys of
having a newborn; even when having a newborn included waking at three in the morning to
stumble out of bed and into my room to console my agitation. This consolation consisted of the
routine diaper change, rocking, or feeding of milk. I seemed to be developing like any normal
baby; I was aware and interacting with my environment, especially when that meant laughing at
the goofy faces people made while cooing over me. I began to hold my head up without
support and soon began to sit. I also began to crawl which meant I began to get into trouble.
My father once found me in the bathroom with a roll of toilet paper, unrolled, covering the area
surrounding me…I had found yet another original way to entertain myself.
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mom went into labor. She was only twenty years old, my father slightly older at 24, and I was
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breath of fresh air for both of my parents. The second breath of fresh air occurred for my
mother when I did not look like Raggedy Ann, a vision my mom had been having nightmares
over due to my father’s strawberry blond hair. I was now officially a citizen of the world, and on
the third day I was sent home.For many months my parents’ days were filled with the joys of
having a newborn; even when having a newborn included waking at three in the morning to
stumble out of bed and into my room to console my agitation. This consolation consisted of the
routine diaper change, rocking, or feeding of milk. I seemed to be developing like any normal
baby; I was aware and interacting with my environment, especially when that meant laughing at
the goofy faces people made while cooing over me. I began to hold my head up without
support and soon began to sit. I also began to crawl which meant I began to get into trouble.
My father once found me in the bathroom with a roll of toilet paper, unrolled, covering the area
surrounding me…I had found yet another original way to entertain myself.My pediatrician who
saw me often for regular checkups during the first year did not notice any irregularities in my
behavior or abilities. He would administer my immunizations, get me screaming, and send us
on our way so my parents would have to be the ones to deal with my displeasure. But overall, I
was a happy baby and my unsuspecting parents were learning as they went along, as first time
parents have to do.Over time however, my mom began to become concerned because I was
not pulling up in my crib, nor even attempting to do so. As more time passed I was showing no
interest in standing either. If held under the arms with my feet resting on the floor, my legs
would just hang limply, not able to support my weight. It was my mother who was the one to
notice this abnormality and it was she who first mentioned the subject in the doctor’s office. It
was my first year checkup. As a result of my mother’s concern and not by any awareness or
insight on the doctor’s behalf, he decided to perform a simple test. He laid me down on my
back, lifted both of my legs into the air pointed toward the ceiling, and let go. My weak, heavy
legs went crashing down to the table. As if hit by a bolt of lightning, a piercing terror cut into my
mother, draining the life from her body...there was definitely a problem. The pediatrician had no
ideas about what was wrong and only informed my mother that she would inevitably be taking
me to many doctors from that point on.My parents were in the process of being transferred to
Houston about that time, so for several months the projects associated with a move to a new
city prevented them from devoting all of their time to searching for answers. They didn’t know
what was causing my inability to stand and they didn’t even know who could tell them. My
mother, unsure of what she could do, bought expensive shoes for me thinking that just maybe
with the right support for my ankles I would be able to stand. This proved to be a futile attempt.
Nothing she could imagine doing in her wildest dreams was going to help me to walk; she was
powerless. Confused, sickened, and without guidance, my parents found themselves resorting
to a phone book for specialists. It was then that the doctor visits started. One appointment with
a specialist was made after another, each behind a waiting list of months, and each resulting in
a common conclusion, with doctors being unable to determine what the problem was.The first
doctor was an orthopedic surgeon who was searching for a malfunction in my bones. After
numerous x-rays he found no such malfunction. He did recommend that we see a neurologist.
Having not been recommended to anyone in particular, my parents randomly picked one. Dr.
Zeller, a neurologist, was contacted and again my parents waited. Finally he admitted me into a
hospital in the Houston medical center for 10 days. He scheduled a series of tests for me
including a spinal tap, a puncture made in the lumbar that can detect spinal cord and brain
damage and some neurological disorders. Not surprisingly, this test did not detect any
abnormality or lapomas, fatty tissue buildups on the spine that they thought might be causing
the disorder in my legs. Dr. Zeller also performed an EMG, which entailed tiny needles being



poked into the muscle tissue all over my body to measure muscle response. This too was
inconclusive. Although the results indicated abnormal responses, no diagnosis could be made.
At the end of the ten days, Dr. Zeller diagnosed me with “paresis of unknown etiology.” In other
words, he didn’t know.He then sent us to a brace company to have long leg braces made for
me. Measurements were taken and then more time was spent waiting. The braces started at
my tiny waist with an adjustable leather belt and metal strips that came down on both sides of
my thighs to form a hinged knee and then continued down as metal strips that ended in two
extremely small white leather baby shoes. These braces were to be used in conjunction with a
metal walker. Sure the long leg braces allowed me to stand, they supported me enough for
that, but they made the impossible task of walking an even greater impossibility. They were so
heavy and awkward that the motion they did afford me was at best a waddle in slow motion…
the braces and walker were not the answer.My parents were young and lacking the support
and knowledge necessary for such an emotionally exhausting experience. After another six
months passed, my frustrated parents decided that not knowing what was wrong would not
due, not only were the braces not working, but my parents could not make an educated
decision about having more children since they didn’t know what my disorder was. Someone
needed to give an explanation, a solution, a clarification...something. My grandfather on my
father’s side was a member of the Medinah Shrine Club and so had connections to Shriner’s
Hospital for Crippled Children, a selective hospital that also required an application. Many
forms had to be filled out and pictures had to be sent of me wearing the long leg braces. At that
point, what wouldn’t my parents have done? It was several months before I was accepted and
my parents were allowed to make an appointment. This period was filled with anticipation, as
was the day when we first met Dr. Butler. Dr. Butler was the neurologist with whom we had
been scheduled to meet. When we arrived at the clinic, there were many families there, and my
parents had to wait patiently for my name to be called. We were finally called into a large, cold,
sterile room that was filled with examining tables. My mom gingerly placed me on an examining
table awaiting just another waste of time having had no questions answered. This time was
different.A cluster of doctors soon surrounded me, examining and discussing me with each
other. After what seemed like hours, Dr. Butler stepped forward and spoke, revealing that he
believed I had Muscular Dystrophy, but a muscle biopsy would be needed to confirm his
diagnosis. A muscle biopsy was then performed on me, whereby a three inch incision was
made on my upper left thigh and a piece of muscle was removed. It was then revealed that I
had Spinal Muscular Atrophy, a form of Muscular Dystrophy. Everyone’s worries were false,
there wasn’t anything wrong with my legs, there was something wrong with every muscle in my
body.This genetic disorder is caused from a naturally occurring chemical that for some reason
kills motor neurons in the spinal cord of people with SMA. When these motor neurons do not
communicate with the muscles, the muscles aren’t used and therefore deteriorate making
activities necessitating strength difficult if not impossible. A devastating conclusion for my
parents, it meant I would never walk. If only that was all it meant...it meant I would never wash
my own hair, it meant I would never put on my own jeans, it meant I would never get into bed
without help, it meant I would never open a can of soup, it meant I would never ride a bike, it
meant I would never lift a baby, it meant I would never stand tall and beautiful, it meant I would
always have a disability.Upon calling her mother for advice and some sort of reassurance and
to tell her the news of my diagnosis, my grandmother proclaimed that my disease didn’t run in
the family and crudely suggested that my mother bring me up there...she would get me to walk.
Her response was made from ignorance, but I suppose it was a legitimate ignorance. After all
she was right, no one in the family had ever had the disease, in fact no one had even ever



heard of it. And that went for my parents as well. Imagine being in your twenties, having what
appeared to be a healthy first child, and then getting news like that.What was to come as a
result of this dreadful genetic disorder that my parents were unknowing carriers of? My parents
knew looking at me at this state of innocence that life was only going to get much harder. I
didn’t even realize what was going on. Their visions of the future seemed quite bleak with the
realizations that there would be no ballet classes and that my father would never walk me down
the church aisle, arm in arm, on my wedding day. They had horrible thoughts about how I
would be treated by other children; they feared ridicule and cruel behavior. Angered, they felt
crushed, crushed by an uncaring God. How could He cripple an innocent baby? Maybe He
didn’t even exist. Needless to say a lot of questions were in their minds, seas of uncertainties
that were quickly drowning any faith that previously existed. Their emotional state was
unbearable; someone or something needed to be blamed.2The next few years were filled with
days at the park feeding the ducks pieces of bread, lazy afternoons spent at the library
checking out stacks of books, and just being a kid. Just being a kid for me turned out to be a lot
like just being a kid for my parents too. If I wanted to play, which was basically during all of my
waking hours, my parents were usually involved because I needed so much help. After trying
Legos and realizing that I wasn’t strong enough to push the pieces together, my parents
resorted to buying me plain old blocks. I played for hours upon hours with those blocks. Like
most children I went through a phase of being fascinated with living creatures and wanted
something alive to put into my intricately created mazes. Since I couldn’t do my own bug
collecting, my dad would kindly round up the rollie pollies from outside for me.I also loved
Barbie and had more Barbie dolls than I could ever play with. Although I had the Barbie
kitchen, the Barbie canopy bed, and dozens of other Barbie accessories, I found my time was
most enjoyably spent dressing the dolls...over and over and over again. Those darn rubber legs
though! I would become worn out and quite frustrated just trying to change her pants. I called
my mom over to help me every few minutes. I think she grew to hate Barbie.I was also intrigued
by the sound of shoes on the floor. In elementary school, I would love to listen to the sound of
people’s shoes on the floor in the gymnasium. Any hard floor would do, and every shoe
sounded different. I would have my parents position me on an edge of a chair in the kitchen so
my feet would reach the floor despite my short legs, and there I would spend hours walking my
legs, tapping my feet. As my feet hit the linoleum, I would imagine myself at school running
down the halls or playing at recess.In fourth grade, I took it a step further. I figured out that if I
sat in my electric wheelchair, on the very edge, with my seatbelt loosened all the way, my feet
could touch the floor. I could walk my feet as I drove my wheelchair, and it was just like I was
walking around. I even went around school like that. I must have looked like the biggest weirdo.
I even ran myself over once or twice. Luckily it was only a phase. As an only child, I started
asking my parents for a brother or sister. I didn’t understand why we couldn’t have a baby
around who could grow to become a playmate for me. Little did I know that my mom had
become pregnant and miscarried, probably a sign that no children were going to be escaping
her womb without first being bitten by the fangs of a certain genetic monster.In my parent’s
attempts to assuage my loneliness, they would buy me just about any doll that I became
obsessed about as a result of the media. I would get up early in the morning, just as the sun
was coming up, to sit on the living room floor and watch Saturday morning cartoons. Of course
those target hours were filled with commercials to get children yearning for their products and
begging their parents and Santa to come through for them. One particular fall, it was the
Heather Doll who caught my eye. She was so real, she could even be fed food, and I knew
having her would be just like having a baby sister. Unfortunately for my parents that particular



baby sister was an expensive Christmas present at over one hundred dollars. Of course
though, they couldn’t let me down.On Christmas morning as I eagerly tore open my presents,
which was not an easy task, but one I wouldn’t allow anyone to help me with (of course), I
couldn’t help noticing an unusually large package leaning up against the wall toward the back
side of the Christmas tree. A present that was saved until last, my most anticipated gift had
finally arrived. My dad opened the box and put batteries into my Heather doll whereby he then
handed her over to me. My surge of excitement soon turned into a surge of disappointment; the
doll was so heavy I couldn’t even hold it, let alone manipulate it. That hundred dollars sat in the
closet, practically unused.Another Christmas my parents bought me an electric three-wheeler.
This Strawberry Shortcake bike was a neat idea that ideally would have afforded me some
freedom while playing outside. Only my foot wasn’t strong enough to push down on the pedals
and if one of my parents pushed it down for me, as they ran along next to the bike, I felt out of
control and afraid of its motion. I had little balance and I thought I was going to fall off. I hated
the bike. Then there was the light bright whose bulbs I was not strong enough to push in; the
marble tower whose pieces I was unable to assemble and whose top I couldn’t even reach
from my position on the floor to place the marbles at the beginning of their journey; and the
chalkboard whose awkward size was not a good match for my weak arms.Trick or treating was
even difficult as a child. When I was very young, my parents would push me around, from door
to door, but there were many houses that had steps leading to the front door. Although my dad
could push my manual wheelchair up single steps, doing so was no longer possible when I got
a heavy, electric wheelchair. The sidewalks leading to the front doors were often very narrow
and bordered by plants. I was not able to get to those homes either. My parents and I had to
cover five times the ground as most families just to fill my bag with candy.As a child, my mother
had no guidance or enthusiasm from her mother, and was never introduced to enriching, mind
expanding activities. As my mother grew up seeing her friends in dance classes, ballet, music
lessons, and gymnastics, she knew that if she ever had a daughter, her daughter would not
miss out on such experiences.To my mother’s dismay, my cultured involvement in ballet and
gymnastics would never be able to become a reality; however, with a creative approach and an
open-minded instructor, I was able to take piano lessons. The piano was the ideal instrument
for me; its functioning did not require any lung capacity, and its body rested on the floor, not in
my weak arms.While playing, I used the side of my hand to play an individual key, two fingers
to play a single note, and I was unable to play chords. Although these may have been
deviations from the norm, brought about by my frail fingers, I was able to play. I played for five
years and performed in numerous recitals.On the day of a recital, my mom would usually curl
my long straight hair and tie it with ribbons. My mom would then put a dress on me, with tights,
and dress shoes. The tights were so difficult to put on because I didn’t have the strength in my
legs to hold them down as she pulled the tights up. As she pulled up, my legs would just
bounce up. My dad would usually have to help. Once we got to the place of the recital, I was
always a little nervous, naturally I didn’t want to make a mistake in front of my audience. The
piano was usually up on a stage that could only be accessed by steps. Since I played from the
piano bench, not my wheelchair, when it became my time to perform, my dad would carry me
to the stage. It was imperative that when he lifted me he secured my dress underneath me.
After all, I didn’t want the entire audience to get a cheap thrill. As I was carried to the piano
bench, everyone would just stare like we were at a freak show, not a piano recital. I despised
being watched during that time and I wished I could have ordered everyone to avert their eyes.
I simply wanted them to see me performing just like all of the other children.When I was young,
I was pushed around in a stroller or carried by my parents. This was probably the case for a



little too long. I remember being at the grocery store, standing in line, my mom resting me on
her hip, when a man jokingly said, “Don’t you think you’re a little too old to be carried around
like that?” Little did he know that I couldn’t walk and my mom carrying me seemed like the
easiest thing to do at the time.My first wheelchair, fitted to my small three year old body, and
bright red for my three year old taste, brought with it a break for my parents’ back and a sense
of freedom for me. It was also a hard addition for my parents because with it came a realization
on the next level of what my disability meant for all of us. The wheelchair was brought with us
everywhere, neatly packed into the trunk, and unfolded for each use. 3After a few years it was
time for my mom to go back to work and it was necessary to find reliable child-care. The aspect
of child-care was a nightmare throughout my baby-sitting years. Any mother is wary about who
she leaves her child with and those feelings of uncertainty are only magnified when that child
has a disability.The first woman my mother called became very concerned when she heard
that I couldn’t walk. She politely indicated that she would not be able to baby-sit me because
she and the children she watched liked to go to the library. My mom frustratingly informed her
that we liked to go to the library too. She certainly was not the baby-sitter of choice.A second
baby-sitter agreed to care for me and so my mother began dropping me off in the mornings on
her way to work and picking me up in the evenings. After several months of this routine, my
mom was dropping me off one morning when the son of the baby-sitter cried out, “Mom, are
we going to be taking Stacy over to Linda’s house again so we can go swimming?” Apparently,
this woman had been dropping me off at someone’s house who my mother had never met,
without my mother’s knowledge, so her and the other children could go swimming...an activity
which they obviously deemed me not to be worthy of participating in. That was the last day I
stayed with her.The next woman who baby-sat me was the first person that seemed to be
another member of the human race. She cared for me for a long time and was trustworthy,
respectable, and honorable, all qualities which shone through when a mother of another child
she baby-sat for told her that she had to stop watching me because she didn’t want her child to
“catch what Stacy has.” The baby-sitter emphatically told her that she would not be able to stop
watching me and so the lady removed her child instead. People. The complete and utter lack of
knowledge about disability in the general public is amazing and sad.What was sad was when a
director of a daycare center complained to my mother that I had been sitting on the floor when
someone brushed by me and I fell over, but did not even attempt to brace the fall. Imagine the
audacity I must have had. The director was appalled and literally tattle told my behavior to my
mother. My mother had to explain to the director that I have a disease that affects my strength
(apparently she hadn’t noticed my wheelchair). This happened to us at the same daycare
center that gave me, a seven year old, an ultimatum.

In my parent’s attempts to assuage my loneliness, they would buy me just about any doll that I
became obsessed about as a result of the media. I would get up early in the morning, just as
the sun was coming up, to sit on the living room floor and watch Saturday morning cartoons. Of
course those target hours were filled with commercials to get children yearning for their
products and begging their parents and Santa to come through for them. One particular fall, it
was the Heather Doll who caught my eye. She was so real, she could even be fed food, and I
knew having her would be just like having a baby sister. Unfortunately for my parents that
particular baby sister was an expensive Christmas present at over one hundred dollars. Of
course though, they couldn’t let me down.On Christmas morning as I eagerly tore open my
presents, which was not an easy task, but one I wouldn’t allow anyone to help me with (of
course), I couldn’t help noticing an unusually large package leaning up against the wall toward



the back side of the Christmas tree. A present that was saved until last, my most anticipated
gift had finally arrived. My dad opened the box and put batteries into my Heather doll whereby
he then handed her over to me. My surge of excitement soon turned into a surge of
disappointment; the doll was so heavy I couldn’t even hold it, let alone manipulate it. That
hundred dollars sat in the closet, practically unused.Another Christmas my parents bought me
an electric three-wheeler. This Strawberry Shortcake bike was a neat idea that ideally would
have afforded me some freedom while playing outside. Only my foot wasn’t strong enough to
push down on the pedals and if one of my parents pushed it down for me, as they ran along
next to the bike, I felt out of control and afraid of its motion. I had little balance and I thought I
was going to fall off. I hated the bike. Then there was the light bright whose bulbs I was not
strong enough to push in; the marble tower whose pieces I was unable to assemble and whose
top I couldn’t even reach from my position on the floor to place the marbles at the beginning of
their journey; and the chalkboard whose awkward size was not a good match for my weak
arms.Trick or treating was even difficult as a child. When I was very young, my parents would
push me around, from door to door, but there were many houses that had steps leading to the
front door. Although my dad could push my manual wheelchair up single steps, doing so was
no longer possible when I got a heavy, electric wheelchair. The sidewalks leading to the front
doors were often very narrow and bordered by plants. I was not able to get to those homes
either. My parents and I had to cover five times the ground as most families just to fill my bag
with candy.As a child, my mother had no guidance or enthusiasm from her mother, and was
never introduced to enriching, mind expanding activities. As my mother grew up seeing her
friends in dance classes, ballet, music lessons, and gymnastics, she knew that if she ever had
a daughter, her daughter would not miss out on such experiences.To my mother’s dismay, my
cultured involvement in ballet and gymnastics would never be able to become a reality;
however, with a creative approach and an open-minded instructor, I was able to take piano
lessons. The piano was the ideal instrument for me; its functioning did not require any lung
capacity, and its body rested on the floor, not in my weak arms.While playing, I used the side of
my hand to play an individual key, two fingers to play a single note, and I was unable to play
chords. Although these may have been deviations from the norm, brought about by my frail
fingers, I was able to play. I played for five years and performed in numerous recitals.On the
day of a recital, my mom would usually curl my long straight hair and tie it with ribbons. My
mom would then put a dress on me, with tights, and dress shoes. The tights were so difficult to
put on because I didn’t have the strength in my legs to hold them down as she pulled the tights
up. As she pulled up, my legs would just bounce up. My dad would usually have to help. Once
we got to the place of the recital, I was always a little nervous, naturally I didn’t want to make a
mistake in front of my audience. The piano was usually up on a stage that could only be
accessed by steps. Since I played from the piano bench, not my wheelchair, when it became
my time to perform, my dad would carry me to the stage. It was imperative that when he lifted
me he secured my dress underneath me. After all, I didn’t want the entire audience to get a
cheap thrill. As I was carried to the piano bench, everyone would just stare like we were at a
freak show, not a piano recital. I despised being watched during that time and I wished I could
have ordered everyone to avert their eyes. I simply wanted them to see me performing just like
all of the other children.When I was young, I was pushed around in a stroller or carried by my
parents. This was probably the case for a little too long. I remember being at the grocery store,
standing in line, my mom resting me on her hip, when a man jokingly said, “Don’t you think
you’re a little too old to be carried around like that?” Little did he know that I couldn’t walk and
my mom carrying me seemed like the easiest thing to do at the time.My first wheelchair, fitted



to my small three year old body, and bright red for my three year old taste, brought with it a
break for my parents’ back and a sense of freedom for me. It was also a hard addition for my
parents because with it came a realization on the next level of what my disability meant for all
of us. The wheelchair was brought with us everywhere, neatly packed into the trunk, and
unfolded for each use. 3After a few years it was time for my mom to go back to work and it was
necessary to find reliable child-care. The aspect of child-care was a nightmare throughout my
baby-sitting years. Any mother is wary about who she leaves her child with and those feelings
of uncertainty are only magnified when that child has a disability.The first woman my mother
called became very concerned when she heard that I couldn’t walk. She politely indicated that
she would not be able to baby-sit me because she and the children she watched liked to go to
the library. My mom frustratingly informed her that we liked to go to the library too. She
certainly was not the baby-sitter of choice.A second baby-sitter agreed to care for me and so
my mother began dropping me off in the mornings on her way to work and picking me up in the
evenings. After several months of this routine, my mom was dropping me off one morning when
the son of the baby-sitter cried out, “Mom, are we going to be taking Stacy over to Linda’s
house again so we can go swimming?” Apparently, this woman had been dropping me off at
someone’s house who my mother had never met, without my mother’s knowledge, so her and
the other children could go swimming...an activity which they obviously deemed me not to be
worthy of participating in. That was the last day I stayed with her.The next woman who baby-
sat me was the first person that seemed to be another member of the human race. She cared
for me for a long time and was trustworthy, respectable, and honorable, all qualities which
shone through when a mother of another child she baby-sat for told her that she had to stop
watching me because she didn’t want her child to “catch what Stacy has.” The baby-sitter
emphatically told her that she would not be able to stop watching me and so the lady removed
her child instead. People. The complete and utter lack of knowledge about disability in the
general public is amazing and sad.What was sad was when a director of a daycare center
complained to my mother that I had been sitting on the floor when someone brushed by me
and I fell over, but did not even attempt to brace the fall. Imagine the audacity I must have had.
The director was appalled and literally tattle told my behavior to my mother. My mother had to
explain to the director that I have a disease that affects my strength (apparently she hadn’t
noticed my wheelchair). This happened to us at the same daycare center that gave me, a
seven year old, an ultimatum.We were to be going on our weekly field trip to the movies and
then the park for lunch. The daycare director approached me in the morning and said that
today I would not be allowed to take my small, fold-up manual wheelchair with me. So I could
go on the fieldtrip without my wheelchair or stay at the daycare center with it. Some asinine
reason was then given in an attempt to explain why I had to choose. All I knew was that she
was an authority figure and I was very young and intimidated by her order. I also knew that a
day without my wheelchair meant that I would have to have been carried in and out of the
movie theater (an embarrassing and uncomfortable situation) and that I would be stranded
sitting in one place, likely a park bench, while all the other kids ran around and played all
afternoon at the park. I remember thinking how bored I would be, and more importantly, how
left out I would feel when I would be sitting and watching the other children play while I was
unable to participate. At seven years old I made the decision that my wheelchair, which gives
me independence and essentially legs was more important than a day of “fun” because I like to
run too…so I stayed at the daycare. For me the day was long and lonely and filled with
thoughts about how badly I wished I was with my friends playing our imaginary games in the
thicket of trees at the park. As can be imagined, my parents became slightly upset when I cried



about the days events that evening. That was the last day I stayed at that daycare center.Soon
the obstacle of finding a baby-sitter to watch me all day wasn’t an obstacle anymore because it
was time for me to start school. A little yellow school bus came to my house on the first day of
school, and I excitedly waved goodbye to my mom as the lift on the school bus raised me, and
my wheelchair, inside. I was eager and very happy that I was going to be starting school. My
mom, on the other hand, had to fight the tears as I was being taken away for the first time. My
parents had no way of knowing how the other children would treat me at such a crucial time in
the development of who I would become, what I would think of myself, and how I would
perceive others’ attitudes about me. I rode the little yellow school bus for the first time as I
began kindergarten, and I might add that I rode it without fail until I graduated from high school,
but that’s another story for later. The interesting part about my riding the little yellow bus was
not that it graciously picked me up at the end of my driveway whereby the driver would strap
my wheelchair to the floor for safety, but rather that this bus was used for all the children with
disabilities at my elementary school. The majority of these children had mental disabilities,
ranging from mild retardation and Down Syndrome, to severe mental retardation. And here I
was, a child with all of my mental faculties who was riding this bus because I couldn’t climb the
steps of a “normal” bus for the “normal” kids. I had some horrific experiences over the years on
those special education buses. One boy would pull on my hair when he could get a grip on it,
or my shirt, and even once on my leg, a big deal considering that my legs don’t straighten all
the way and tendons can be easily torn in that manner. Those were all mildly painful
experiences that the driver could do nothing to prevent since she was driving the bus while I
was being beaten up. Everyday I would dread going to school for fear of what was to come. I
began to hate riding the bus, and for reasons quite different from those that usually make
children hate it.
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Socorro Martinez, “Informative. This book to me was very helpful in the way: of not letting a
disability stopping me to continue my education. That your mind is much powerful and can do
about anything we put our mind too. This book taught me to continue fighting.”

sec, “Powerful story.. Stacy Zoern is an amazing person who told an honest story about the
joys and difficulties of her life. She is an inspiration to all of us.”

sammie, “great insight, interesting read. It's great to come across a book that so clearly
discusses the realities of life with a disability. This author takes us into some of the personal
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and private aspects of navigating life from a wheelchair, with a great sense of humor as well as
pride. Read this if you are a woman with a disability and you need to know that it's OK to speak
the truth; read this if you are a parent of a child or adult with a physical disability; read this if
you like interesting stories of a life that may be different than yours. Don't read it if you want
someone to pity or idealize....Stacy is wonderfully, deliciously, and humorously human, just like
the rest of us....and a great story teller.”

Lauren G, “Gotta read this book!. This is a book that deserved to be written, by an amazing
woman I am proud to call my friend. I thought I knew her story, but I didn't understand the
depth of her struggle and strength until I picked up this book -- and then I couldn't put it down.
It was real and funny and painful -- I laughed and cried throughout.”
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The book by Stacy Zoern has a rating of  5 out of 5.0. 6 people have provided feedback.
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