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Foreword
When I first joined the ranks of the genetic counseling
profession, I knew that I would have the pleasure of
meeting hundreds of extraordinary individuals along the
way. The families that come through our doors include
children with rare disabilities and diagnoses who find the
strength and resiliency to accomplish more than the world
expected.

Simultaneously, their parents discover an ever-growing
capacity for love, acceptance, patience, and discernment.
To say the least, these mothers and fathers are charting
unknown territory on a daily basis, with little more than
gumption and good instincts to guide the way. Over the
past few decades, the volume and variety of resources
available to assist these families has grown immensely due
to the tremendous efforts of advocacy groups. However,
many individuals in the disability community continue to
feel alone—isolated from the world they once knew and
immensely lonely for someone else who understands. 

Unfortunately, most of the support literature that
exists today has been developed for and by women:
moms, sisters, daughters, and grandmothers, all trying to
 ix
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lend a hand, an ear, or a shoulder to another mother or
family in need. Meanwhile, resources for, by, and about
fathers have been few and far between, with limited places
for men to turn when they find themselves facing life’s
unexpected challenges. To make matters worse, men are
often less inclined to seek counseling and support, which
only exacerbates the negative feelings that may already be
present—feelings of frustration, incompetence, fear,
anxiety, or worse. Not a moment too soon, Dads of
Disability has the potential to empower fathers to see their
position through a different lens—one of hope, self-
respect, and companionship.

What’s more, parenting resources often focus solely
on the rosy, cheerful stories that are meant to inspire
promise and perseverance. While those stories are
incredibly important (some of which are included in this
book!), it is equally important for parents to know that
they can speak the truth, no matter how raw, exhausted,
painful, and even selfish it might sound. Those are the
stories that give other parents the real courage to keep
going, knowing that they aren’t the only ones who have
had those thoughts and that they haven’t been deserted.

In an era of political correctness, many writers are
afraid to tell their stories about disability unless the
language is perfectly acceptable to all parties. And yet,
aiming for that level of acceptance is probably a fruitless
endeavor and a disservice to the community. Wouldn’t we
rather have authors who speak authentically, paying more
credence to their message than their terminology?
(Terminology that may change even before the next
edition of this book appears!) After all, they are the only
ones who are actually living through the experience. In
x
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that regard, I applaud Gary Dietz and the other
contributors for telling it like it is, honestly and without
apology.

Dads of Disability is also incredibly timely. Cultural
shifts in the United States and many other countries have
led to increased paternal involvement in childrearing.
However, acceptance of these altered responsibilities has
come much more slowly, meaning that men today often
encounter a complex web of judgment, pity, and
admiration in their caregiver role, particularly when you
factor in a disability. This book provides a context for
fathers to hear accounts from various stops along the
voyage, each one a reminder that mothers and fathers
share many of the same experiences, but their vantage
points may be drastically different. Different isn’t better or
worse; it is merely an alternative perspective.

Parenting a child of any age with special needs
unearths an array of obstacles, regardless of the child’s
specific diagnosis. Some disabilities are isolated, while
others are multi-systemic; some are congenital, while
others are acquired; some worsen, some plateau, and some
resolve. And some are terminal. Despite which categories
describe your loved one, the practical and emotional
odysseys depicted in this book will likely seem familiar and
comforting to all. Again, the most salient and palpable
message emphasizes universality and understanding. 

For over a decade, I’ve had the joy of teaching and
supervising genetic counseling master’s students who are
soaking in as much knowledge as possible in their two
short years of graduate school. I continually remind them
that they will learn more from families than from the
world’s greatest textbook or lecture. Undoubtedly, hearing
xi
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stories from the main stage of life carries a level of
accessibility that enables details and themes to be
remembered for eternity. We also stress the importance of
truly seeing each person without the veil of their diagnosis
or disability. 

The essays and poems included in this book will allow
you to see not only the children but also the parents with a
clarity that defies expectations. You may choose to read
bits and pieces over time or devour the book in one
sitting, depending on the needs and demands of your own
here and now. Regardless of your course, you will feel
more solid and connected simply for having taken the
journey.

MaryAnn Campion
Boston, Massachusetts, January 2014

Ms. Campion is the founding director of the Master of Science
Program in Genetic Counseling at the Boston University School of
Medicine.
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Introduction
Welcome to my book!
Why have I put so much passion into this project?

What things made me afraid about it? And how did I
overcome my fears? Plus, so many people to thank for
making this project come to fruition.

Why this collection?
Let me explain why this collection exists and what it is

and isn’t supposed to be. I hope you’ll read this volume
with these thoughts in mind.

In my journey as a father, I reached out for many
kinds of support. But the books, articles, online support
groups, and websites I encountered were almost always
written or moderated by or specifically for women or
families. And while the quantity and quality of online
support for men as parents of children with disabilities has
started to improve (there are some great father’s blogs),
extensive content for and by men generally remains lacking.

The central theme of the pieces in this collection is
around fathers. Yet, the book does not exist to diminish or
ignore any other constituency. Not mothers, not women in
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general, not children (young or adult), nor anyone in the
disability community at large. 

In a situation that recurred a few times during the
creation of this book, some reviewers told me, “Great
story, but I want to learn more about what the child went
through!” I actually agree. I would like to learn more about
the child, too. More details of the child’s story would
indeed be compelling. However, the focus of the pieces in
this specific collection is on the father’s experiences and
emotions. The supporting details of the child and
extended family are there to move the father’s narrative or
the narrative about the father forward. This is purposeful
and not disrespectful to other players.

If you are looking for stories that provide more detail
about the child in the story, or the mother, or the extended
care team, or pieces written by disabled folks themselves,
or about larger societal issues and advocacy, there are
many other wonderful books to explore. I continue to.
You should, too.

My fears and skepticism
I was afraid of many things as I planned and began

this project. I was afraid that nobody would care. I was
afraid that folks of any gender would think that men had
no right to write about this topic and should just “quit
their whining and man up.” (Fear not, there is no
“whining” in this book.) I was afraid that I could convince
no women to publicly write about their spouses or co-
parents. I was afraid that the stories would seem overly
preachy, overly saccharine, or worst of all, not interesting. I
was afraid of getting criticism from disabled youths and
adults themselves as well as activists saying that I
xiv
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published something intentionally hurtful. Or willfully
ignored certain folks. Or not helpful. Or selfish.

Fears and skepticism put to rest!
Here is what I learned about my fears during this

project. I learned that there was a pent-up demand for
everyday dads of disability to tell stories from a variety of
perspectives. That many fathers feared that their stories
were unique, when, in fact, they were fairly common. I
learned that women from many backgrounds and
experiences rely on, appreciate, and admire the fathers of
their children in many different ways—and were willing to
talk about them publicly in great detail. I learned (actually,
I was reminded) that what we observe in Studs Terkel’s
books is true: Everyone has a story. You just have to ask
them. 

After explanation, most people understand the genesis
of this project and why and how it exists and have been
incredibly supportive.

But I re-learned that you can’t make all people happy
all the time, and you can’t make some people happy ever.
For example, there are “people first” language users who
want you to write, “a person with autism” rather than an
“autistic person.” And there are some people who demand
it be written the other way to empower autistic people. I
acknowledge that the title “Dads of Disability” itself is a
term that is not “people first.” But the book’s subtitle does
use a people first phrase when it says “children who
experience disability.” I try to use both people first and
non-people first language in this collection, but I also
needed to keep the individual author’s language usage in
place as much as possible.
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I have taken a deep breath, examined my ethos and
the feelings in my heart, and remind myself that you can
offer some people free puppies and candy, yet there will
always be a few who say “how dare you offend the allergic
and diabetic!” 

Authentic human stories offered with love and
open arms

I offer this collection with as much love and
authenticity as I can. I offer it with open arms to those
who are receptive to reading and to those who may not be.
I ask only that readers be open to embracing the
emotional lives, experiences, and opinions of the fathers
and mothers and children who have shared their thoughts
about themselves, their families, and the dads of disability
in their lives. And if there is unintentional offense, please
let it start or continue a dialog, not end one.

It is my sincere desire that these essays and poems will
foster discussions with your loved ones and your
community. Please enjoy them. 

With warm regards,

Gary Dietz
Brookline, New Hampshire, US
March 2014
xvi
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26 Days
In the first 26 days of my son’s life, I did more for him
than my father has done for me in my entire life. 

Like far too many African Americans, I grew up
without a father in my home, and I have yet to meet him.
So when my wife became pregnant, I was excited to be a
different, better kind of father. Once we were informed
that the child would be a boy, my wife immediately said,
“We need to name him Damian Jr. after his daddy.” This
child was to be a legacy builder.

Everything leading up to the delivery was perfect. We
had no idea of what was about to take place. We arrived at
the hospital with the highest hopes of meeting this little
guy, the one who we had been talking to, praying for, and
bonding with. In the delivery room, we watched the
nursing staff grow increasingly anxious as they quickly
entered and exited.

We were told that they had to get Damian Jr. out
quickly as his oxygen level was dropping. By the time I was
in the surgery room, my wife was already cut open, and
they were pulling our son out. He was blue, and that is
hard for a black kid! I watched, slack jawed, as they
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resuscitated him. This lasted about a minute, but it seemed
like hours. My son opened his eyes as they rolled him
passed us, but it would be some time before we would see
his eyes again.

The next morning we discovered the harsh reality.
Damian Jr. had a global brain injury and was not given
much hope for survival. As a pastor, I am supposed to
have words for moments like this. The truth is that I had
nothing but tears and prayers. 

My wife just had major surgery, so it was time for me
to step up. For the first few days, I was the one at
Damian’s side. For newborns, skin-to-skin contact is
necessary, so it was Damian Jr. and daddy. I would sing
and pray and rock my son, who had tubes and sensors
connected all over his little body. His father was his
everything.

I found myself having to be his defender as some
doctors were pretty much giving up on him. They
assumed that we blindly believed something that would
never happen. As people of faith, we understood what
they were telling us, we just didn’t agree about the
outcome. Indeed, it was time to become a defender of my
family. 

Most hospitals focus on the mother as the main
person with whom to communicate. Because my wife was
recovering, I made the medical staff call me. I wanted to
know everything that was happening. If Damian Jr. made
any improvements or setbacks, I would be the first to
know. I was the first line of defense—his first line of
defense.

The doctors said, “He will probably never breathe on
his own.” That same night, I received a call saying he
4
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coughed out his respirator. They said, “He will probably
never open his eyes.” And they said, “He will never cry.”
But within 24 hours he would prove them all wrong. 

I realized that I couldn’t determine what progress he
would make, but I could hope for the best and pray that
God would perform a miracle. And that is exactly what we
saw, day by day. We never gave up on our son, and he kept
fighting.

Cerebral palsy, seizure disorder, developmental delay,
and so many more diagnoses would be in our future.
While those early days made me a father, they also made a
man out of me. Although my own fatherlessness has left
more scars than I can count, I was determined my son
would not feel that pain.

Times still get hard, but I remember the lessons I
learned in those first 26 days of Damian’s life, and I
continue to fight for my family. That is what a husband, a
father, and a man does!

- Damian Boyd
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Great!
“Great!” my son Charlie exuberantly answered when
my wife asked him how the previous night’s baseball game
was. It was one of the first baseball games he attended,
going with his older sister and me. As is sometimes the
case, he paused a bit before he answered, coming across
both as a typical four-year-old kid trying to generate a
thoughtful response and, to the semi-trained eye, as a kid
with Childhood Apraxia of Speech (CAS). 

One aspect of having apraxia is that Charlie has to first
think about how to say what he wants to say. The “gr” in
the word “great” is what’s called a blend, a sound that two
or more consonants make, which is not easy for someone
with apraxia to pronounce. But he pronounced it very
well. Charlie has gone from a handful of barely-intelligible
words two years ago to a child who routinely impresses my
wife and me with his loving, polite, witty and inquisitive
talk. 

It has been a lot of work, especially for him, a lot of
doctor’s appointments, even more therapy sessions, and
still a lot more work to be done. At least receptively,
Charlie’s vocabulary numbers in the thousands now, yet
this one-word answer meant a great deal to me, one of the
joys of being a dad of disability. You appreciate the small
things more—like something as simple to most as saying
 45
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the word “great”—when it takes a lot of work to
accomplish.

Plus, there was Charlie’s typical “happiest kid on the
block” tone of voice when he said it and also because of
why he said it. As a dad, it’s nice when your son starts to
show an interest in sports. I could recount the bigger
events in Charlie’s life, but it’s these seemingly little things
that really aren’t little at all.

Baseball isn’t the simplest sport for a young child to
understand. Try explaining a stolen base to a four year old,
and you’re likely to get a “did he get in trouble for
stealing?” response. At times, watching a baseball game
can be boring. And at times, it can be too noisy for a kid
like Charlie, because he also has Sensory Integration
Disorder. Short definition: loud noises really bother him.
It’s manageable and something we’re working on. Charlie
held up well though, and the peanuts he thoroughly
enjoyed turned out to be a nice distraction.

My wife asked him why he thought the baseball game
was “great.” Charlie said he was really amazed by how
high and far the players could hit a baseball. A high-pop
fly ball that didn’t reach the outfield or a routine fly-ball
out that did—I can understand how a four year old can
see that as amazing. Even if he didn’t understand all the
rules.

As delighted and amazed as Charlie was about the
“great” baseball game, it couldn’t compete with the delight
and pride his father felt about his ability to express himself
verbally. It was, as Charlie would say, “Great!”

- Douglas Keating
46



17
The iPod
Herman stepped gingerly onto the bus—
a forty-five year old man, backpack
low slung cinching the tweed overcoat
that overhung his unclasped galoshes.
He fingered the cleft of his oval plastic
coin purse for quarters and dimes.
Inspected each face for blemishes before
dropping the shiny coins in the slotted
glass box for passage. Shuffled his way

to the back of the bus, past the taunts
and sneers, derision, the unmuffled
laughter. He’d hear, “Here comes
the retard.” But Herman looked straight
down at his feet scraping the corrugated
rubber running the length of the bus.
He tripped over one of the hoodlum’s
legs stuck out as he neared, and tumbled,
arms spread as if flailing wings for a brief
uncontrolled flight. He crashed into arms
of another ne’er-do-well perched at the end
of the rubber runway—the iPod took-off
from his hands, flew into an aluminum pole
deflecting hard into metal rails, breaking-up
into inoperative hunks of lifeless electronics.
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“Sorry, sorry” he said, picking himself up.
The angry punk grabbed Herman by the
collar of his coat and shook him spitting
epithets. An older guy in shirt & tie,
horn-rimmed glasses, absorbed in a Wall
Street journal, stood up
for Herman, exchanged his Clark Kent
demeanor for a couple of steel fists
to the jaws of harassing thugs;
martialled his legs to their chests.

Meanwhile, in a quieter corner
of the flat-gray bus, Herman tinkered
with the broken pieces,
laid them on the dark green cushion
in the back of the bus. His backpack, full
of what-nots and thingamajigs, crazy glue,
wire on a spool, batteries, tweezers
and a Swiss-made pocketknife with mini
screwdrivers and a rasping awl. His tools,
he deftly wielded despite the rumblings
from diesel engine coming through the seat. 

He dismantled the iPod cover
hiding the dead circuits; resurrected them
with ingeniousness—a spot welding device:
battery and shorted wires to solder
the wire paths broken in the fall.
When he finished, he polished
80
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the bandaged iPod with his shirt.
The screen brightened with a song
list again and the music played
through the earphones.

The bus driver had called the police;
they came with their billy clubs
in about ten minutes, but the older guy
didn’t need any of their help. The punks
complained of Herman’s intentional
destruction of the iPod. But the faint
sound of a Rolling Stones’ song
spilled out through the earphone
as Herman handed the good-as-new
iPod to the officer… without looking
into his eyes; and the words of
Mr. Jimmy and Mick Jagger chimed out—
something about not always getting
what you want, but if you try
you might get what you need.

They hauled the hoodlums off to jail.
Herman neatly tucked his tools away.
When he came home, his eyes narrowed,
and he said, “Pop, I need a gun,
a soldering gun.”

- John C. Mannone
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The Right Thing
When I first met my husband, he struck me as
extraordinarily kind. He was soft spoken and unusually
shy, but quite bright. I liked his predictability. He got up at
the same time every morning, ate the same breakfast every
day, and walked the same route to work, stopping along
the way for a bagel and coffee. He worked in a small office
and got along quite well with his middle-aged supervisor. 

He was dependable and predictable. When we went
out to eat, he even ordered the same meal every time.
When he took vacation, he went back to his “old haunts.”
Each day of the week had its own scheduled routine,
including clothing, meals, and activities. 

I had never met anybody like him in my life. For a girl
like me, a writer and artist, he was a welcome change. I’d
had my heart broken a few times, and he was safe.

We got married and had two daughters. My first
daughter was what we called “high maintenance.” She was
cranky all the time. Even as an infant, she demanded my
constant attention, and I couldn’t figure out why she was
so easily irritated. The first time I held her and tried to
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nurse her, I noticed that she had one noteworthy reflex:
she could flail her arm. 

And flail it she did, with all her might. At me. Until she
turned bright red with anger. 

Over time, I became convinced that my baby didn’t
like me. From the start, it took very little to send her into a
full-blown tantrum—a strange smell, the sun in her eyes,
or a pair of socks or leggings that didn’t feel right. While
her behavior was within the normal range for toddlers, she
never outgrew the tantrums and flailing of her arms. She
began to hit (usually me.) When she entered elementary
school, I began to worry. And then, with a new baby in the
house, it was difficult to keep them both safe.

My second daughter had similar sensitivities, only
more remarkable. She was especially sensitive to sound,
and the whistle of a tea kettle or the honk of a horn
seemed torture to her. As soon as she was able, she began
covering her ears.

Looking back at this time, I can see that my daughters
began to show me what bothered them, but I didn’t
understand. They would not let me bathe them or brush
their hair. They could not tolerate certain foods, bright
lights, clothing with tags, socks, loud noises, supermarkets,
or malls. They had difficulty sleeping. They were prone to
tantrums and hitting. Oddly, though, what would soothe
them one day would irritate them beyond measure the
next. 

“Leave them alone,” my husband would say. “They’re
like cats. You have to let them come to you.”

I didn’t get it. These were my children; they grew in
my body. How could I leave them alone? 
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Chaos became the natural result of the effort it
required to modify their world to their idiosyncrasies. To
care for them, my husband and I had to let everything else
go. We slept little, ate poorly, and bickered often. My
husband began to shut down. His routine was his
comfort, and the children disrupted that routine. He
became angry and sullen. Suddenly, I was the problem. 

“You’re like a dog, Elizabeth,” he told me. “You get in
their space. You want to play and rough house with them.
But they’re cats. They don’t like that.”

I had no idea what he was talking about. 
At eight years of age, my oldest daughter was a wreck.

Her hair was matted to her head, she wore the same
clothes every day, and she refused to bathe. She slept in
pull-ups. My four year old had speech delays, was not
potty trained, and could not sleep alone. They panicked
and threw tantrums when I dropped them off at school or
day care. I worried about them constantly and
subsequently took them to play therapy.

My children began to echo their father. “Leave us
alone, Mom. Why do you have to tell everyone our
problems?”

Yet, I couldn’t leave them alone. Something was
wrong, and I didn’t know what it was. And deep down, at
the core of me, I felt that it had to be somebody’s fault. I
was the only one seeing a problem, and my gut instinct
told me it was more than just cats and dogs. I thought if
only I could work with them alone, get them away from
their father, that I would be able to help them.
Exasperated and exhausted, I filed for divorce. 

I managed as a single parent for a while, but I longed
to remarry. I felt that the girls needed a man, a father
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figure. Naively, I believed that a strong male presence in
their lives would ground them and help to stabilize us all.
So I married a military man who loved structure, authority,
and schedules. But despite both our efforts, everything got
much, much worse. 

Both children were placed on medication. When
medication failed to help, they were hospitalized and
subsequently placed in residential treatment. We began
family therapy—all five of us—and the repercussions
were dramatic. My second marriage faltered and then
expired; I had chosen the wrong father figure. 

The lessons were painful and profound. First, I have
learned that my daughters don’t need a father. They need
their father. They need to see him, talk to him, and be in
the same room with him every day. This is a fact. I don’t
have to like that fact or even understand it, but I do have
to accept it. 

Furthermore, I erroneously believed that I knew my
children better than their father—because I was educated,
because I had given birth to the girls, and because I am a
woman. They grew in my body, after all. But it turns out
that while I may have some insight about them, their
father does, too. He sees things in them that I don’t see,
and he knows things about them that I couldn’t possibly
know—not because he’s a man, but because he is their
father. My daughters have 23 of his chromosomes and 23
of mine. They are half him and half me.

Finally, I’ve learned that my ex-husband and I are
parents of two girls on the autism spectrum. My ex-
husband has Asperger’s Syndrome, too. Regrettably, our
marriage didn’t work out. But to meet the extraordinary
needs of our daughters, we share a living space and
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expenses, much like married people. On many days, I am
uncomfortable, but I show up to do what is needed. I
cooperate and raise them with their father because it is
what they need, and it is the right thing to do. That lesson
is ongoing, expanding, and evolving. 

- Elizabeth O’Neill
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Labels
Before I became a dad, I never gave a second thought
to labeling people. In fact, I am sure I was a “jump-to-
conclusions, people-labeling” offender. How things
change with the birth of one little girl.

The only labels I wanted for our little girl Megan were
words like “angel,” “sweetie,” or even “daddy’s little girl.”
Having a daughter instantly brought out my fatherly
instincts, which of course included keeping her safe. This
genetic imperative we dads have makes the world of labels
challenging.

Megan entered our lives in 1995 and was later given a
chromosomal diagnosis of Isodicentric 15. Her first label
wasn’t even understandable by 98% of the population! But
I was okay with it because at least it gave us a name for
and a reason to attach to her lack of typical
accomplishments or milestones. Also, it was not an
offensive label, and it did not hamper my instincts as a dad
to shield my daughter from the world.

As Megan entered the school system, the evaluations
that took place always looked to put labels on our
daughter. I was very hesitant at first, but I quickly learned
 131
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that labels are used as gatekeepers. By asking her doctor to
add a secondary diagnosis (and label) of autism,
something we didn’t want at first, Megan now had access
to a wider range of services that she needed. Ironically, her
rare primary chromosomal diagnosis would not have
allowed her access to these services. On the whole, this
was good for Megan, and I accepted the additional label.

But not all labels are acceptable. Before Megan’s birth
and the softening effect of having a daughter with a
disability, I would use crude language to describe people I
did not understand. Perhaps you’ve done it, too. Have you
ever see an individual walking down the street in an
awkward manner or maybe holding on someone’s arm,
who doesn’t seem quite “right?” Before, I was quick to say,
“Look at that retarded person,” and would even joke
about it.

Now the mere mention of that word, even in jest,
makes my skin crawl and my whole being cringe. It
reminds me of a time when Megan was around four and I
was still very fragile and inexperienced in this world of
special needs. I was at work, and we had a computer
training class. We had just come back from a short break
and were all gathered around a computer screen. One of
the attendees started talking about an error that someone
had made on the production floor. He was very detailed
and started using the word “retarded” to describe the
error. The first time he said it, I cringed internally. But
then he used it again and again. 

At this point, as a dad with a daughter with a disability,
my natural instincts to protect and fight back kicked in. I
asked him to stop using that language to describe the error
as it was offensive to me and my daughter. He looked at
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me in disbelief and was ready to dismiss my comment and
continue his rudeness. Since I was already at a computer
station, I quickly navigated to the web page that had my
daughter’s diagnosis published on it. Under the
description of her story was the list of symptoms and
traits. There it was in black and white. One of the
characteristics of the disorder was even referred to as
“retardation.” Obviously the individual felt bad at that
point and might even think twice about using that
language in the future, but it definitely ended that
particular use of the word on that day.

I will admit that was a strong approach and arguably
an immature one, no matter how right it seemed. At that
point, I was new to it all and would definitely handle it
better now that I am a well-seasoned dad. Maybe it was
just a dad thing, protecting our children from the cruel
world of labels.

I understand that for some, “retardation” is still an
acceptable medical term and has technical meaning, but it
is a very crude and inaccurate label. Having Megan in our
lives has made me very open minded and sympathetic to
any individual that appears to be impaired in one way or
another. We all have a story, and unless I know that
person’s story, it is not my place to judge or label

Another label screams out at us daily from the parking
lot: The “Handicapped” spot. As a teenager, I would not
hesitate to pull into one of those spots if I was in a hurry
to run in and out of a store. I had no regard or respect for
the sign and functionality of the spot for people who really
did need it.

How much change can happen to a person’s thinking
when you are exposed to and immersed in the world of
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disabilities. I have now become a handicapped parking
spot advocate. I am very conscious of these spots and find
myself looking to make sure I actually see a handicapped
plate or hanging placard on the vehicle.

I remember one time when Megan was about eight,
we had decided to go to the movies as a family. With all
five of us sitting the car, I arrived at the theater parking lot
and remember circling looking for a closer parking spot.
There were none to be found. However, I did note that a
car with a couple of people in it had parked in a
handicapped spot but were obviously just waiting for
someone to come out. There was no plate or placard
visible. We ended up parking in the far corner of the lot,
taking everyone out, and starting our trek across the
parking lot.

Without warning, I passed my daughter over to my
wife to continue guiding her in with the other kids. I
walked over to the parked car and asked the person to
lower the window. When they did, I pointed out my wife
and daughter walking across the lot. I told them that if
they had respected the parking spot, I could have parked
in a convenient location for my daughter who actually
needed it versus using it as an easy location to pick
someone up. Again, this is a bit extreme, nor do I
advocate doing this, but as a guy, as a dad, and as a dad of
a little girl with special needs, I felt moved to action.

You would think as a parent of a child with a disability,
we might be immune to the crudeness of labels. But this is
not the case for me. This is our child. We will do whatever
it takes to raise her in a way that makes her happy.
Sometimes that includes labeling her, and other times it
includes being sensitive to, or even objecting to, labels.
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Fighting the label battle over time is hard. But that
battle, like many others a father faces while raising a child
with severe special needs, is small compared with the
reward. When Megan lays her head on the pillow at the
end of the day and requests her good night kiss (“Kiss-
kiss,” she says.), all the labels in the world melt away except
for one: daughter.

- Paul Rivard
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Sara’sDad
Before we were married, my husband was the single
dad of a daughter with developmental disabilities. He was
angry with the responsibility, the reality, and the system. In
addition to her disabilities, she had prolonged grief issues
from losing her mother to breast cancer when she was
only five, had few social skills, and resorted to stealing as a
coping mechanism. 

Dad was a boiler operator for a power plant, a job that
he loved but that did not allow him to tuck his daughter in
bed at night for two out of three weeks due to his swing-
shift schedule. When he wasn’t on day shift, she cried
when she had to be left with one or the other of her
grandmothers. He reluctantly gave up his promising career
to find a 9-to-5 job that would provide the stability his
daughter needed. The job he found paid significantly less
than his power-plant job, was nothing he wanted to do,
and made moving back to his childhood home the best
option. His widowed mother was able to help with after
school care, and there was a much-needed sense of family
cohesiveness for all of them. 
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This situation was not ideal for my husband. It left
him lonely, frustrated, and often emotionally empty. At
this point in his life, he had not planned to share his daily
life with his mother. She seemed to lean too heavily on
him to fill the role of companion in his late father’s
absence. This was a family mired in grief and
overwhelmed by the behaviors and needs of a child who
was not identified with a specific diagnosis. The school
district did the bare minimum in terms of special
education and did not offer much in the way of supportive
information. Determinations and decisions made at
individualized education program (IEP) meetings were
often outside the realm of his understanding, so he agreed
to things that, in retrospect, he might not have agreed to
had there been more resources to lean on.

His overuse of alcohol to cope with his situation had a
negative effect on things at home. The school noted that
his daughter’s behavior had deteriorated and asked if there
was something different going on in the family. Dad had
an epiphany of sorts and realized that he needed to get
himself together. He made a decision to focus on his
daughter, promising himself that she would not fall by the
wayside and get lost in the system if he could help it.

Together Dad and Daughter forged a stronger bond
and began living again. They still carried a measure of
grief, but Dad reached out for help, and they began a
healing journey. There were still many ups and downs, but
by his own admission, they luckily avoided the path of
misery they were headed toward.

Dad began to warm up to his co-workers and made
friends who made a job he really never wanted tolerable.
He helped his daughter take baby steps toward a higher
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level of functioning and never stopped believing that given
time and patience, she would continue to improve.
Moving up to the middle school, he found staff who was
interested in working with his daughter, and some good
progress was made. They discovered camping in the great
north woods of New Hampshire and went twice each
summer, returning home in a better frame of mind for
having escaped the everyday challenges to enjoy the slower
pace of lakeside living, hiking, fishing, and breathtaking
sunsets.

I had the good fortune to meet my husband at that job
he never wanted. I sensed there was something
extraordinary about him, and he intrigued me. My four-
year-old scared him, and I had no personal experience
with developmental disabilities. There were some on
again, off again times, but eventually, we both knew that
we had found a good place to be. He learned about my
son’s Irish-German-Italian-American temper tantrums,
and I overcame my ignorance about disabilities.

This dad, who dedicated himself to saving his child,
ended up saving himself. He had no way of knowing the
twists and turns the road would take, but we came
together as a family, marrying when Sara was 14. His
daughter has a mom; my son has a dad. We have a well-
blended, lovingly wacky, and boringly “normal” family. 

I made friends who happened to be special education
teachers. They told me what should be happening for our
daughter, and we no longer accept the status quo. She is
now 22 years old and has graduated from high school and
a post-high school job training program. She has a part-
time job as a housekeeper. We have all learned to look for
the ability rather than to focus on the disability. She is
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flourishing because she has a dad who loves her and put
her needs ahead of his own.

We are truly blessed to have this dad in our lives.

- Patricia Gray

(Patricia asked that the title of this piece be spelled
“Sara’sDad” with no space. -editor)
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Adapted Views
He asks what I am doing
when I stare at the sea. I tell him 
I am thinking about how far my eye 
can travel, the seamless layers 
in a Rothko painting, the sacred spaces 
only lost sailors claim. 
 
I watch his green eyes gray,
know the need to simplify—
adjust for the loss 
behind his childlike smile;
so I tell him I love the colors,
the pinks and purples 
in a sunset sky, the waves that splash 
white against the rocks.
 
He says he likes it best when I do that.
 
 
- Patricia Wallace Jones
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