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Praise for
Shifting into High Gear


“Striving to be our best possible self while living with medical challenges is something I know a lot about, and when I see that drive reflected in others, like Kyle Bryant, I can’t help but cheer them on. Shifting into High Gear chronicles a true American hero who teaches us that even when the stakes are high or bad days are upon us, those of us given this mixed blessing of pain and purpose simply have no other choice but to keep moving forward. I consider this book a gift for those of us who empathize from our own health challenges as well as anyone interested in making the most of every moment of their lives. Ride on, Kyle!”


—Montel Williams


“Kyle’s disease and the odyssey he undertakes are decidedly rare, but the power of Shifting into High Gear is in how it relates to the personal journey of each one of us. We see our doubts in Kyle’s doubts, our fears in his fears, and we see a road map for our own lives in his voyage across America. This book reminds us to take control of our reaction to the things beyond our control, of the importance of building a strong community, and that the failures in our journeys aren’t what define them. With each turn of his pedals, Kyle inspires, educates, and empowers.”


—Drew Dudley,
Author of This Is Day One: A Practical Guide
to Leadership That Matters


“Powerful. Raw. Eye-opening. Humbling. Inspiring. Kyle is courageous, smart, witty at times, and honest in his words. He represents a journey that millions of advocates are on yet whose stories haven’t yet been heard. A must-read.”


—Nicole Boice,
Founder/CEO Global Genes–Allies in RARE Disease


“Kyle takes us here on the ride of his life — and a ride for his life and so many others. His journey across this great country shows us all how to live without limitations. It launches Kyle into what is now his life’s work and passion. We are blessed to have Kyle and his team fighting for all people with rare diseases.”


—John F. Crowley,
Chairman and CEO Amicus Therapeutics


“Kyle’s story is an inspiration, not just to rare disease patients, but to anyone struggling through adversity. While Friedreich’s ataxia is a devastating disease, Kyle has shown that perseverance, along with support from family, friends, and the rare-disease community, can help to overcome any obstacle. People like Kyle are the reason we need to do more with the science we already have and bring life-saving treatments to millions of people suffering from rare diseases.”


—Emil D. Kakkis, M.D., Ph.D.,
Founder, EveryLife Foundation for Rare
Diseases, President/CEO, Ultragenyx


“Kyle Bryant challenges us not only to aim high, dream big, and be of service to the world, but also to reconsider how we regard people—ourselves or others—who have physical abilities that differ from the norm. When a remarkable individual chooses not to be a victim of his condition, but instead to show what is possible, he makes us all understand that we are capable of more than we believe. I am honored to have played a small part in Kyle’s story, and applaud him for paying it forward. Shifting into High Gear is truly an inspiration.”


—Roz Savage, Environmental Activist,
2010 National Geographic Adventurer of the Year,
First Woman to Row Solo Across the
Atlantic, Pacific and Indian Oceans


“Kyle’s remarkable story reflects the courage and determination that has enabled him to deal with his disease. He explores in particular the virtues of a strong rare disease community that brings patients and physicians together in a common cause. His story is a must read for anyone facing adversity.”


—Peter L. Saltonstall, President and CEO,
National Organization for Rare Disorders (NORD)
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On Monday, when I was seven, I caught my toe on a strand of barbed wire behind my grandmother’s house in Oroville, California.


My cousins and I foraged along the creek with our nets, searching for anything living or crawling near the water — crawdads, frogs, lizards, water bugs. We jumped rocks and scaled gullies. The scent of the hills intoxicated us, tall dry grass, miles of uninterrupted forest. Beyond the pine trees lay the foothills of the Sierra Nevada mountain range, which stretched for hundreds of miles.


Bears lived there.


A wild frontier created the backdrop to my world. The wilderness called me, and a visit to grandma’s house always promised adventure.


This day, I tried to climb over a barbed wire fence to get back to the house. My balance was awkward, and my shoelace caught on a barb. I went headfirst into a rock. Hard.


Grandma came running when she heard us screaming.


My grandma, Gladys Lacativo, had superhuman strength. She reached over the fence and plucked me from the ground. We raced to the hospital. I watched the pine trees flash above the car, and wondered if I’d get a day off from school.


DAMAGE: 10 STITCHES.


On Tuesday, when I was eleven, I tried to cut open a golf ball with a pocketknife. It’s one of those stupid things you do when you’re eleven.


That day, the summer sun warmed the canyons off Highway 49, a few miles from Grass Valley, California. My brother and I learned things on our quiet suburban street — how to ride a bike, how to build friendships, how to torture ants with a magnifying glass. We lived in the Lake of the Pines housing development, which surrounded a small manmade lake. We learned to golf on a course cut into the nearby terrain.


I was sitting on the tailgate of my dad’s truck in our driveway when I spied a golf ball that had fallen out of someone’s bag.


As an official member of the Boy Scouts of America, I owned a standard issue Boy Scout pocketknife. It was a utilitarian tool, and I was the curious type. I thought, “Let’s see what’s inside a golf ball.”


In hindsight, a table saw would have been more appropriate, especially after the knife slipped and sliced my index finger.


My parents said, “You don’t need stitches.” We taped it up. No golf or baseball for weeks. A little death, but I got past it.


DAMAGE: HURT PRIDE, EXTREME BOREDOM, AN INCH-LONG SCAR TWENTY-FIVE YEARS LATER.


On Wednesday, when I was twelve, my friend Geoff’s cow escaped from his pasture. This was no ordinary cow. I’m talking an award-winning cow that had recently earned a 4H blue ribbon at the county fair.


So, when the fence broke and the cow escaped, it was a big deal. Geoff’s dad sent us out with some tools to fix the fence.


We ran under the basketball hoop and across uneven ground. We looped around the pond, darted between the oak trees, and past the barking dogs. Geoff’s little brother trailed behind, but I was the one struggling to keep up. When we reached the pasture, we found the broken spot in the fence, a gap exactly the size of an award-winning cow.


After mending the fence, Geoff and I found a giant rock to steady the post. As we hefted the rock against the post, I stumbled and dropped the rock on my finger.


Blood flow varies from cut to cut. This gash was a slow, seeping kind, and it colored the dirt red.


DAMAGE: SIX STITCHES


Whether I ran across a pasture, negotiated uneven terrain or collected rocks to stabilize a fence post, I’d become conscious of an invisible force. I couldn’t name it. I didn’t understand it. Some days it felt like a hand coming out of the sky, smashing me to the ground. Other times it felt like a wind pushing from the opposite direction. My body was losing its center of gravity, and my lack of coordination grew more pronounced.


I tried to dismiss the regularity of mishaps, and my friends followed my lead. We concentrated on the activities in front of us, not what held us back. But we suspected there was more to the story.


On Thursday, when I was thirteen, I stood on my snowboard at Soda Springs ski hill, near Lake Tahoe. We were on a trip with my middle school. My mom even chaperoned. I rode the bus with twenty other kids ready to hit the slopes.


I had reached that stage of puberty when acting cool overshadowed everything. I needed to prove myself as an athlete. The popular guys could run faster, jump higher, and ski faster than everyone else. I wanted to be one of those guys. I tried to “game” our social system by riding a snowboard rather than skis because snowboarding was more popular than skiing at the time.


I wanted to be cool.


When I got situated on the slope, I strapped into my snowboard, stood up, and took off. The invisible force slammed into me. My reaction time was slower than most. I couldn’t recalculate the direction of my fall.


I hit the ground in total confusion.


Not cool.


When you’re thirteen, and your body betrays you, a rage builds. I cursed the mountain and the trees; I cursed my snowboard, and the snow itself. There was a sharp pain in my wrist. The nurse said it was a common accident, but there was nothing common about it.


DAMAGE: BROKEN WRIST.


On Friday, when I was fourteen, during our next annual ski trip at Soda Springs, a brilliant sun turned a perfect day into a bitter one.


Crisp snow blanketed the slopes, and my best friend Andy and I were carving down the mountain.


Snow weighed down the pine boughs, and clouds of fresh powder spilled into the creeks and over ledges. I navigated behind Andy, unsteady with my speed of descent, and I lurched off-center. I tried to ignore the opposition of the invisible force, but I couldn’t resist it.


After a sharp turn, the front edge of my board snagged. I went face-first into a patch of snow. My body stuck in the powder, my legs arched behind me as my board slammed into the back of my head.


DAMAGE: TEN STITCHES.


On Saturday, when I was sixteen, I demanded more from myself. I pushed myself. I tried out for every athletic team. I joined the high school volleyball team, and we traveled to UC Davis to participate in a regional tournament. The entire team was pumped and ready to win.


After a close win against one of the many teams, we raced with our sack lunches to our team’s spot in the stadium seating. Other teams filled the seats below.


I ran down the stadium steps. That’s what sixteen-year-olds do. They run. I was so eager to find my seat with the team, I disregarded the invisible force that was now an aggressive presence in my life.


I tripped on one of the bleacher steps. That giant hand came down and threw me headfirst into the arm of the outside chair.


I couldn’t believe the amount of blood. This was one of those fast gushes.


My entire team gathered around as my coach and my dad situated me in a seat with a T-shirt to slow the blood. I walked to the car with my dad and he kept me awake as we navigated to another hospital.


DAMAGE: SIX STITCHES ABOVE MY RIGHT EYE.


On Sunday, my mom called the doctor.
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I’m the Guy Wearing Handcuffs


Let’s put it this way: When you’re seventeen and you stumble like you’re drunk, something’s wrong.


I didn’t know it was coming. For several years, my physical abilities had been declining.


Big time.


At first, the signs were small. When I grabbed a pen to take notes for class, the handwriting didn’t look like mine. I would toss a ball up to catch it, and it landed in the grass. When I walked downstairs, I had to concentrate on not falling over the railing.


Soon, navigating a sidewalk became a challenge. I’d grab onto anything for support — the edge of a table, a bush, or the shoulder of a stranger.


I’d struggle to get a key in a lock, pour a glass of milk, or carry a cup of water into the living room. The spilled drink, the broken glass, and missing the keyhole were adding up. I was turning into an old man at seventeen.


The doctors ran tests, asked questions, and caused my family to orbit around an unknown that threw everything into question: What was happening?


After a year of visits to various doctors, neurologists, and finally the UCLA Ataxia clinic, my genetic material got sent to a lab. The results said I had Friedreich’s ataxia (FA), a degenerative neuromuscular disease, which is most often diagnosed in children between the ages of five and fifteen.


When the doctor explained the results, the medical terminology sounded like a foreign language, but I understood enough.


I understood the invisible force that had pulled on me for years. I understood all the times I couldn’t make the baseball team, stumbled during band practice, fell over on my bicycle, or couldn’t leap over the railing when I was a lifeguard. I tuned into my anger, my despair, and the growing mistrust of my body when I couldn’t perform simple tasks.


But when the doctor said it shortened life expectancy, my world burned.


This wasn’t my reality.


I lived in a small Northern California town, at the base of the Sierra Nevada mountains. My reality was defined by the song I played in the car — the windows rolled down as I turned into my high school parking lot, perhaps thinking about how I was going to get beer that weekend, or how I should leave the bleach in my hair longer next time to achieve a more translucent look. I was confident, athletic, the high school prom king.


The facts of this new identity contaminated my existence. I faced a continuum that I could not change.


I thought, “You’re going to hit bottom, dude.”


I was going to die.
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CRAWL BEFORE YOU CAN WALK


Imagine walking down a city street.


Your feet feel ten times heavier. Rather than walk, you stumble. You’re crossing deep sand, wearing a tight bodysuit that restricts every movement. Maybe your vision shakes a bit, like you’re experiencing sudden earthquakes with each step. At unexpected moments, your balance throws you off. Add these symptoms up and you have the onset of FA.


The optimal body corrects quickly, which allows most of us to walk and maintain balance. With a neurological disease, that correction happens slowly. They call it loss of proprioception and it’s a hallmark of FA. Functional proprioception allows us to sense our body parts in space without looking. We can close our eyes and feel the wind, listen to the sounds around us, and remain standing.


But people with FA lose that capacity. With FA, if you close your eyes, you hit the ground. Your body loses a clear relationship to gravity.


Now, keep walking down that sidewalk. You’re grateful for any patch of grass on the horizon. You’re thinking, “Man, if I fall, I’m falling right there. Oh, there’s a tree. I can stabilize myself. Sweet, I’m coming up to a railing. Here’s a bench. Let’s sit down.”


That’s a lot for a seventeen-year-old to handle — or anyone, at any age.


That’s why on a Friday night, after leaving a college party, I was the guy who ended up sitting on the curb, wearing handcuffs.


I lived in Davis, California, at the time — twenty-one and embracing college life at the University of California. I planned to major in engineering, graduate, and get a decent job.


The party was loud, typical, and roaring drunk with twenty-somethings. When I left the house to make my careful crawl back home, the cops arrived and saw a young man stumbling down the sidewalk. Remember, I’m the guy wearing a super-tight-full-body-denim-suit-strapped-in-with-rubber bands, gravity pulling on me in unpredictable ways.


The policeman pointed to the curb. “Sit,” he commanded.


I plopped.


I glared at the suburban Davis neighborhood. Davis is one of those towns in California where most of the soccer moms have PhDs. Modest single-story homes lined the streets, tidy lawns, Volvos parked in the two-car garages.


The Central Valley blew hot against my back and the entire suburban community conspired to rise against me — the students standing on their front porch, the neighbor walking his dog, the stout officer leaning over me on the curb.


I shut down and refused to communicate. The cops wouldn’t believe me, anyway. They’re not going to listen to a “drunk” college kid.


I could have defused the situation by addressing it head-on, but it was easier to feel victimized. It was easier to be pissed. I wanted to lash out, hurt someone. I felt sorry for myself, and I wanted to draw attention to that fact.


“Screw you!” I ranted. “You don’t care about me. You don’t know what’s going on.”


My buddy Sean tried to stand up for me. “My friend has a condition that causes him to wobble.” But that was useless.


The policeman didn’t try to keep the smirk off his face. To him, I was so drunk that it was a medical emergency. Pretty soon, a fire truck arrived, paramedics, more police, more flashing red lights.


All for me.


I understood the dubious look on the officer’s face. Why would he even know?


Friedreich’s ataxia is an unknown disease. It affects one in 50,000 people, making it officially a “rare” disease. In the U.S., the National Institutes of Health classifies a disease as rare if it has a population of less than 200,000, and FA only affects roughly 5,000 in the U.S.


But rare diseases are hardly rare. Look across the American landscape, and you’ll find more than 30 million people — 10 percent of the population — facing the unknown of a rare disease. It’s a shadow that moves in many directions.


Eventually, things got sorted out and the cops drove me home. But, for me, things were just getting started. Why should I have expected a policeman to know about my illness? I barely understood the disease myself.


Most affected people don’t want to look at disease. They don’t want to witness their own finite existence stumbling down a city street, wheeling through a grocery store, or eating through a tube.


That was me.


American culture is built upon a pull-yourself-up-by-the-bootstraps mentality. We’re a “do-it-yourself” society. You hear people say, “I’m grateful for my health.” They often mean, “I’m glad I’m not disabled.”


That’s the lens through which I saw myself. I experienced my youth as an “able-bodied” person, and I had all the preconceptions — and ignorance — about disabilities. I would see a kid in a wheelchair and think, “Oh, poor thing.”


We are wired to view “difference” as a deficit. I had a vision of myself as a functional person, and it wasn’t someone with a neurological disease. My vision and my reality were starting to diverge.


No matter how well intentioned, liberal-minded, or compassionate we behave, we fault people who are not able-bodied. Even when we extend compassion toward someone’s physical state, we identify their inability to operate within a “functional” range. Our range. A comfortable framework. In that moment, we place ourselves at odds with other human beings who simply want to do their thing.


I perpetuated this thinking.


One would think that when I became a young man with a disability, I would gain some perspective — embrace an alternative view.


But I was slow to change.


I started to see myself as flawed, a liability. How could I provide for myself, or for a future family? How could I build a career when I couldn’t walk? How could I face challenges as I became more dependent upon others?


After my diagnosis, I walked around in a fog. This wasn’t happening.


I was ashamed that I might hold my friends back. I was ashamed that I might give up when things got difficult. I was ashamed that I was the weak link in my family, worried that my parents would have to care for me for the rest of my life. I didn’t want anyone feeling sorry for me.


We all have a vision for our lives. That includes everyone around us. We want our moms and dads and brothers and sisters and friends to be happy, sometimes more than ourselves. As my disease cast its long shadow, someone had to take the blame. After all, it’s my disease. Why should I limit the dreams and hopes of others?


When the policeman told me to sit on the curb, my only solution was to push back. My shame became the reason to make my push, even though it was a destructive force.
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OKAY, IT’S IMPOSSIBLE, SO LET’S BEGIN


Many see disease as an obstacle to living a formidable life. Perhaps that’s the underlying shadow to all illness. Disease reminds us of our limitations, our fears, as if disability means the end.


This message says Don’t overextend yourself. Don’t push beyond your edge. Be wise and, above all, live in moderation.


Without a doubt, moderation is safe. Most of us want to feel safe. We keep our lives limited, and make sure not to overdo. Most of us barely touch our potential because we buy into this thinking. We play a little golf, swim a little, work a little, play some cards, shoot some pool, write occasionally, or play guitar sometimes.


We all want to be well-rounded people doing everything in moderation.


However, there are a few people who get really good at something. Often these people are viewed as having unhealthy obsessions. But these are the people who excel and achieve great things.


Think the Wright Brothers; the first person to scale Mount Everest; the first man on the moon; the first woman to swim the English Channel . . .


Philippe Petit, the man who walked a tightrope strung across the span of the World Trade Center, was obsessed with the impossibility of his feat. In the documentary about his stunt, Man on Wire, he refers to this impossibility, over and over, until he says, “And slowly I thought: Okay, it’s impossible. That’s sure. So, let’s start working.”


This is a powerful concept.


When we accept the understanding that the fruits of possibility and the limits of impossibility are closely aligned, we can make the choice to move ahead, knowing the risk.


We need more obsessive people in this world — individuals who run straight toward their fear, and lean beyond their limits. If you want to pursue a dream, then you abandon your list of “what ifs” and make a risky decision.


Reaching for extremes, however, has the potential for extreme failure, and this fear often prevents us from moving forward. That’s moderation, when you accept the conditions of your fate without argument.


We can all change the direction of our lives. But we must be willing to take an objective look at what’s standing in the way. I wasn’t willing.


My journey toward self-acceptance was not a straight line. I didn’t want to do the work. I didn’t want to see my disease. I struggled to redraw the boundaries of my life with my limited set of perceptions. I thought I was defective, a half-rated human body, and I clung to this belief like a pit bull.
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A LOVE STORY ENDS IN AFRICA


When it came to the topic of love, for example, I was a complete disaster zone. How could I love when I’m disabled?


So, when I blundered into my college relationship with Abby Hoskins, I found out. I leapt in front of a semitruck (metaphorically). I figured what the hell. I’m a twenty-year-old kid. Seize the day. There she appeared: blond, blue-eyed, and bubbling over with life. I couldn’t lose. My friends looked at me sideways every time I started raving about her. They mumbled into their coats, What’s going on with Kyle? Dude’s got tunnel vision.


Abby proved to be quite the bodyguard. She almost knocked out a guy at the next college party for insulting me. A romantic gesture — if you consider punching romantic — that initiated an unraveling of sorts, just as we were getting started.


We wandered through the party, a maze of dark hallways in the sprawling suburban home, college kids standing and leaning against walls, mad laughter, a classic college gathering in a red-plastic-cup-keg-in-the-backyard sort of way. Students littered the backyard with biting voices. Clusters of guys knocked back shots of tequila in the kitchen.


When we left, I grabbed Abby’s hand and we stepped onto the front porch, where we squeezed past a tall, blond guy. The wind blew the scent of freshly cut grass into the open door. Just then, the blond guy called at Abby.


“You’re going home with him? He walks like a faggot.”


Abby stopped. For a split second she debated whether to let it go or react. She walked back up to the guy and he smiled. He probably thought, Hey, I got her attention. Maybe this is going to be good for me. So, he was caught off-guard when Abby’s fist crashed into his jaw. He doubled over and grabbed his face, checking for blood and lost teeth.


Inside, I cheered. Here was a woman who not only stuck up for me, but also defended the honor of an entire demographic of individuals. Bottom line: Her reaction was badass. Of course, in my typical self-destructive fashion, I seized upon the opportunity to feel sorry for myself.


It kicked in as I grabbed her hand and pulled her away, even while he was still hunched over.


“I don’t need you to stick up for me,” I blurted on the way up the driveway.


That wasn’t what she expected.


“What the hell are you taking about?” she said, suddenly defensive. “There was so much wrong with that comment. What am I supposed to do?”


“Well, I could have handled it,” I said. That wasn’t true. I knew there was no way I could have handled it, but I wouldn’t admit it. I would have made a fool of myself and gotten my butt kicked.


I was pissed, but my real anger was about not being able to take care of myself. I felt like I needed to respond like a man, all macho. Instead, I was insecure.


I resented the fact that my girlfriend was doing the punching instead of me. I staggered toward home, heart pounding, fists clenched. The moment triggered a nerve. It introduced a buried notion that ate through the final months of our relationship.


No matter how much I tried to ignore my disease, it touched every aspect of my life. I couldn’t separate myself. How could I embrace intimacy as an “impaired” man? Who says “forever” to a man in a wheelchair? How could a partner live with a guy who eventually won’t be able to feed himself?


Considering those uncertainties, I struggled to lock in something that promised certainty. My pursuit of Abby was a sweet college crush, for sure, but during the process, I created a perfect set of working blinders. After all, I came to the relationship thinking that my disease was a flaw, and I couldn’t remove myself from that perception.


That semester, Abby finished her final year of college. After graduation, she volunteered at an orphanage in Ghana, Africa, arranging her assignment through the humanitarian organization, Ananda Marga, which had established deep relationships with the communities in the North Tongu District in the Volta region. Abby wanted to become a positive force in the world, and this adventure was a first chance.


She had always talked about leaving. “It’s going to suck when we have to break up,” she said. I would get pissed off and frustrated and sulk around for a few days, but I supported her adventure. I thought of the scene in John Steinbeck’s Of Mice and Men, where Lenny is holding onto the mouse — he doesn’t want to let go, he loves it so much. He squeezes the mouse so hard that it dies. I was no Lenny and I wanted Abby to thrive, but I didn’t really want to let go.


I couldn’t stave off the inevitable, but I traveled to Africa to visit Abby for three weeks. She took time off from the orphanage in the capital city of Accra and we traveled into the countryside to visit the Mafi-Zongo Water Project, managed by Ananda Marga. They worked with local leaders to provide safe water to the outlying communities. As a young engineer-in-training, part of my focus was on water treatment, so I was interested.


We traveled with a monk who was dressed in bright orange robes. He had a long white beard, and impressed me with his careful vocabulary and thoughtful reflections. He also loved listening to Brittany Spears.


We took a bus from the city, watching as the savanna swept past the open windows, and where windswept bluffs thrust out of the earth. My imagination was activated and I saw the shadows of baboons crossing along the road, and elephants wandering through the bush. The journey to the village was interrupted when one wheel fell off our bus. We spent the next hour trying to find the lug nuts on the highway. Eventually, we recovered three of them, enough to partially secure the wheel and travel on.


When we arrived at the village, the night was black. There was no electricity here. Torches flickered against the small huts. We were led to the center of the village. People noticed my lurching gait and someone offered me a seat near the middle of the gathering.


A group of men pounded on drums while a team of girls danced to the rhythm, flapping their arms and dipping their heads. One girl would move to the center of the circle, exaggerating her movements while the villagers clapped and sang. Abby stood next to me as I nodded my head to the beat.

OEBPS/styles/page-template.xpgt
 

   

     
	 
    

     
	 
    

     
	 
	 
    

     
	 
    

     
	 
	 
    

     
         
            
            
            
            
             
        
    

  

   
     
  





OEBPS/images/title-img.png
SHIFTING
INTO
HIGH GEAR

KYLE BRYANT
WITH ALEX SCHNITZLER

tions, Inc.
Deerfield Beach, Florida

wwnw.heibooks.com





OEBPS/images/halftitle-img.png
SHIFTING
INTO
HIGH GEAR







OEBPS/images/cover.jpg
KYLE BRYANT

WITH ALEX SCHNITZLER






OEBPS/images/com-01.jpg





OEBPS/images/f00ix-01.jpg
AN AUTOBIOGRAPHY
OF STITCHES









OEBPS/images/ich01.jpg
7 N\

CHAPTER 1

=





