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Praise for Hope Fights Back



“Despite the limitations imposed by ALS, Andrea shatters the belief that it hampers her achievements and being. She gives hope to so many that have lost it. Hope Fights Back is full of optimism, positivity, and strength. Its profound message serves as a powerful reminder for all of us to seize every waking moment and make the most of our lives.”

—Mike Reilly, the Voice of IRONMAN, USA Triathlon Hall of Fame

“Although her time is limited by ALS, Andrea lives her life without limits. When so many would lose hope, instead Andrea’s fighting spirit burns like a fire. One cannot read her jaw-dropping story without feeling utterly inspired, determined to seize every opportunity and make the most of every moment we have.”

—Chrissie Wellington, OBE, four-time IRONMAN World Champion

“Andrea Peet is an example of what happens when hope is met with passion and perseverance. Her story is an inspiration to all of us.”

—Tony Hawk, Professional Skateboarder

“What is the purpose of hope? Andrea Lytle Peet shines a light on this question as she details accepting life with ALS. In her story, at times heartbreaking and humorous, we can all find lessons on how to move forward with intention, even against the current. Hope Fights Back inspires and celebrates the beauty of choice.”

—Sarah Gearhart, author of We Share the Sun
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For David

My person
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INTRODUCTION ALS


The simplest things in life are not simple for everyone.

An average, healthy person doesn’t think about getting up from a chair to pour themself a glass of water.

Instead, that person might think, I’m thirsty. But the next part? Well, it’s quite automatic.

The person uses their legs to push the chair back. They stand up, walk over to the cabinet in the kitchen, reach for a glass, and fill it with the tap. Or maybe they like their water bottled or sparkling in a can. So instead of reaching for a glass, they twist off a cap, pop a lid.

Ultimately, they lift the glass or bottle or can to their mouth. They take a swig, maybe say “ahhhhh!” like on a cheesy commercial, and return to their seat.

Or they might carry the water back to their seat—where they place it on the table, sit down, and resume doing whatever thing they were doing before the semiconscious thought I’m thirsty.

All these actions occurred before the person thought too much about anything. And it took maybe thirty seconds to accomplish.

The process is easy. They’re no longer thirsty and have since moved on to the next task at hand. The same thing can be said about brushing teeth, eating, and even driving.

But for someone with ALS, the simplest things are no longer taken for granted—because they are no longer simple. A body with ALS has long refused to respond automatically—to most anything. Each movement is labored, well thought out, and debated as to whether it’s even worth the effort to try. And then, some movements are impossible—or will be impossible in a matter of time.

Someone with ALS must tell their body every single action to take to get from the chair to the kitchen to carefully swallowing the water. It probably eats up five frustrating minutes of the life they know is speeding toward its end.

That is—if they’re still lucky enough to be walking, drinking water, or even breathing on their own…

So, let’s break it down.

To move any muscle in your body, two nerve connections must occur.

When the average person thinks I’m thirsty, the body begins to send messages internally—just from the thought itself.

This messaging is so rapid that the process of getting up and grabbing some water is instantaneous and almost unconscious. In other words, you had the thought to quench the thirst, so you’re now simply doing it.

In a healthy body, the brain quickly sends a message to the spinal cord through what are called the upper motor neurons. Then, the lower motor neurons respond to this message. This is how the getting-up-and-walking happens—when both the upper and lower neurons “talk” to each other.

This upper-lower neuron messaging repeats all day long when doing most everything in a healthy body: a rapid-fire process of brushing your teeth, lifting your arms, reaching into a cabinet, filling the glass—and so on.

Amyotrophic lateral sclerosis,1 commonly known as ALS or Lou Gehrig’s disease, basically causes the upper and lower motor neurons to stop talking to each other.

The effect on the lower motor neurons is what makes ALS deadly. The body’s muscles no longer receive the signals to move, so the muscles simply stop moving.

Eventually, the muscles atrophy from lack of use.

Because the lungs are muscles, most people with ALS die of respiratory failure within two to five years of diagnosis.

But not everyone…



My name is Andrea Peet. I am forty-two years old, and I have been living with ALS for nine years.

Before my ALS diagnosis, I had become an adult-onset athlete. I loved to swim and bike and run, and the challenges the sports presented when combined into a triathlon. At the time, I worried mostly about my running pace and how my triathlon suit fit.

I had no idea what was to come—mentally, physically, and beyond.

After my diagnosis, I went through the stages of everything. There are many, many stages—not a set number of them—when one is faced with dying.

Hope is easily and unknowingly abandoned in times of fear and illness, loss and grief. The immediate goal becomes Acceptance—as in, accepting that whatever future is to come must be written in the stars, happening for a reason.

I went through basic Acceptance. I accepted that I would die—a fact that everyone will face eventually, whether we like to think about it or not.

But then, with Acceptance came the desire to do one last race before my body failed me. So, I finished one more triathlon—and well, crossing that finish line changed everything. I am beyond lucky.

Acceptance took on a new meaning. I could accept I had ALS. I also accepted that my journey through the disease could inspire others, and therefore leave a lasting impact on the world. With that, a feeling of Hope crept in and began to drive the journey to some unexpected destinations.

Oddly, I discovered I could still accomplish physical goals—even with the death sentence of ALS hanging over me. My legs—although quite rebellious when it came to walking—were pretty fan-freaking-tastic at pedaling an adorable three-wheeled bike—better known as a trike. More on that later.

Out of this ability to pedal came the birth of a dream.

I would not wait around for this disease to kill me.

I could not “run,” but I could still race.

I could still live.

So, on my trike, I set a goal to finish fifty marathons in fifty states, pedaling with my own power. The beginning of that dream started in 2015 and took off in 2019 as we launched a documentary film project. I was well on my way until the COVID-19 pandemic shut down the world. I wasn’t sure how I could make those remaining marathons happen in all the states when everything, including marathons, was canceled.

Time was limited, and I knew my time, especially, had limits.

As I said before, most people with ALS live two to five years after diagnosis. When the pandemic started, I had already lived six years with ALS. Could I really expect to live long enough—and maintain the strength needed—to complete the remaining thirty-three marathons?

Spoiler alert: I finished that fiftieth marathon on May 28, 2022—the start of my eighth year with ALS. Actually, I finished fifty-one marathons. More on that later, too.

I fought for every mile and milestone, every single day since my weird, confusing diagnosis process began. I fought to learn how to live in the face of death. I learned to love, to communicate, and to cherish the relationships in my life in new ways.

I learned to let go of guilt. This is a big one for me.

This book is the only way I can still tell my story as thoroughly as I’d like. My voice can only handle a few breathy sentences at a time these days, so I am grateful you are here to read all the words I need to write to share my story.

In this journey, I have learned that Hope is not a delicate, sweet thing. Rather, Hope is powerful. Hope isn’t weak. Hope isn’t timid.

Hope is a badass and brave warrior.

My story is one of sadness, fear, laughter, and love.

But really, it is a story about what happens when Hope Fights Back.

With love,

Andrea

P.S.

Go on, be brave. End ALS.
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PART I HOPE IS LOST






[image: ]


CHAPTER 1 THE STUCK FINGER



Pre-diagnosis: January 2013

The foreshadowing of my death appeared in my right index finger.

It was a freezing January morning in Washington, DC, and I was swimming in a brightly lit indoor pool. To motivate myself, I pretended I was in a sparkling ocean somewhere exotic with the sun shining down. It helped.

My father-in-law, Dr. Dave, and I were swim training for our next triathlon. (Dr. Dave is not to be confused with my husband—David—who is a lawyer, not a doctor.)

My entire body glided through the silky warm water—but not my right index finger. I swam smoothly with grace. Except for that finger staging a vicious, strange, and ridiculous protest.

Come on, finger, get with the program.

I imagined an “off” day for an index finger was a rare thing—probably even rarer to notice such a minute detail. But it was distracting and throwing off my swim game.

I reached over the swim rope during a lap break and showed Dr. Dave.

“It’s weird,” I said, pulling my goggles onto my forehead. “I can’t fully extend my finger when I take a stroke. It’s, like, stuck or something.”

He pulled off his goggles and squinted. My hand looked like a crooked old-lady hand—all pruned up from the swim and with that odd, stubbornly bent finger.

Dr. Dave wiggled my fingers a few times. He shook the water out of his ears.

“Huh. Well, we could tape your fingers together?” Family doctors and fathers-in-law are clearly not prone to alarm.

“Nah,” I said.

I returned my goggles to my face. I decided to finish the swim strong. Which I did. But the finger didn’t quite get unstuck until hours later.

Looking back, it was the first sign of ALS. The very first breadcrumb in a long, miserable trail of questions leading to the definitive answer: You are going to die.

I was thirty-one years old that day and had no idea that a “stuck” finger was the beginning of the end. The beginning of a life changed abruptly and forever. The beginning of my search for meaning and purpose.



It seems narcissistic or idiotic now, but honestly, I had never given death any thought.

I didn’t believe I was invincible. I simply believed I had time. That there would always be enough time, enough hours, enough hugs and kisses, more triathlons and countless marathons to look forward to.

I lived with the expectation of a classically beautiful, long life with my husband, David. There would be kids—who knew how many or when—but kids were in the expectation, the vision. And after we retired, maybe I’d learn to knit or start playing the French horn again. Maybe I would do 5Ks with the grandkids. They’d exclaim, “Wow, Grandma. You are fast!”

Or maybe I’d be crotchety and point with my little-old-lady finger while saying “Get off my lawn!”

A bent finger in the pool. A crooked old-lady finger. The start of my perfect little-old-lady dream life disintegrating before my eyes.
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CHAPTER 2 THE CHECKLIST



Childhood: Sometime in 1991

When I was ten years old, I read about myself in a magazine.

At the pediatrician’s office, Mom decided I was old enough to see the doctor alone—just in case I wanted to discuss any pre-puberty questions with her. I did not want to do any such thing. Gross.

I didn’t have any period questions, but I did feel a teensy bit more grown-up as I followed the nurse to the exam room. As soon as the door closed, I scurried out of my clothes and into the crinkly paper gown before anyone could catch me in my underwear.

Safely seated in my paper gown, I scanned my reading options. Ugh. All the books were for little kids. So, I settled for a parenting magazine.

Flipping through, a checklist caught my attention. The headline read something like: Real Traits of Only Children. Hey, that’s me!

I perused the list:


	Mature beyond their age? Check.


	Eager to please? Yes, ma’am.


	
Acts like a little adult? Well, now that you mention it…


	Confident? Yep.


	Plays well by themself? Uh-huh.


	Does well in school? Duh.


	Hard on themself? Oh, good god, yes.




I sat back, slightly appalled. How did a magazine know that much about me—just because I had no siblings?

But the checklist was me—my personality distilled into list form. All this time, I believed I was special and unique, just like my parents told me.

But something clicked the day I found the magazine. The checklist “about me” gave me the framework to explain myself to myself throughout the confusion of middle and high school.

Why did I invite friends over to write a letter to our middle school band director about the discipline problems in class? Because I’m an only child and therefore mature for my age and act like a little adult.

Why was I such a goody-goody who never smoked, drank, or cut class? Because I’m an only child and eager to please.

Why was I taking five Advanced Placement classes even though I was completely lost in the material, totally stressed out, and unlikely to score high enough on the test to earn college credit? Because I’m an only child and supposed to do well in school. And let’s not forget, hard on myself.

In AP English, I read Nietzsche’s quote “What does not kill you makes you stronger.”1 I adopted it as my personal mantra and badge of honor. I would have tattooed it on my face, but goody-goodies don’t get tattoos.

What does not kill you makes you stronger.

Apparently, both Nietzsche and I were wrong.

I have since learned that what kills you will make you simultaneously weaker and stronger, more alive yet closer to dead, beating up your mobility but ever-increasing your ability, shrinking your muscles and growing your heart, killing your plans but expanding your dreams.

Crap. That’s entirely too much to tattoo on my face.

Above all, the parenting magazine checklist explained why I’d always pictured myself as a little-kid version of my parents. And why not? They were good, hardworking people who loved me—and each other—endlessly. We were a unit, a package deal.

Discovering we were actually three separate people, each with our own flaws, blind spots, and unique journeys? Well, that realization led to all sorts of conflict, guilt, and heartache.



Mom and Dad were married eighteen years before I was born.

They got married three days after Mom’s eighteenth birthday in 1963. “After choir practice,” as Mom tells the story. “Your dad stayed up all night trying to talk me into marrying him.” I thought that was so romantic.

Mom (real name: Sandy) hadn’t even finished high school at the time. She started dating Dad (real name: Andy) after squirting him with a hose at a church car wash.

Sandy was a freshman; Andy was a senior. She was a Girl Scout; he was a Boy Scout. Sandy’s dad had died the year before; Andy made her laugh again.

That’s right, Sandy and Andy—a pair of rhyming romantics.

While Sandy was in high school, Andy joined the Coast Guard, leading to a long-distance courtship for four years.

In April 1963, Sandy visited Andy in Maine over Easter break—along with his parents, of course. Andy laid out the “marry me” argument logically: his enlistment was almost up, and she had almost graduated high school. They were in love. Everything else could be figured out.

The very next day, a Thursday, Andy’s minister married them in a room inside the Presbyterian church. His parents and youngest brother were there, along with the choir, and their good friends, Mary and Jerry (I am not kidding).

Sandy wore the peach-colored knit suit she had brought for an Easter dress. Afterward, they called Sandy’s mom.

(“Do not do this,” Mom always says at this point in her retelling of the story.)

My grandmother, Anna, was more relieved than anything. Anna had lived through the Depression and survived on her skills of sewing, gardening, and canning for winter. But as resourceful as she was, it was hard to make ends meet after her husband died. Sandy was the youngest of five children and twenty years younger than her eldest sibling—who was already having kids of her own.

No wonder Sandy was ready to get out of Ohio.

“I saw the writing on the wall,” she always told me. “The women in my family got pregnant and they never got to go to college. And that’s why I got on birth control.”

“Mom!” I’d say, rolling my eyes.

They moved to a little summer cottage outside Freeport, Maine. A cute house and beautiful setting on a tidal river. But once winter hit, they learned why it was affordable. The temperature in the house dipped so far below zero that the water in the toilet bowl froze. Dad had to ram his fist through the ice to get it to flush. Twice.

The final straw (icicle?) broke when Mom started up the VW Beetle and the gear shift snapped off in her hand. That’s how brittle the metal had become in sub-thirty-degree weather. The prospect of freezing to death wasn’t enough to move them, but the cost of car repair was.

They moved back to an apartment in Freeport proper. Even still, throughout their remaining winters in Maine, Dad removed the car battery and brought it inside each night to avoid any more costly car repairs.

“The winters in Maine were why we went to Australia,” Dad says.

(Australia stories are my favorite Andy and Sandy stories.)

In 1968, Dad brought home a Life magazine and flipped it open to an advertisement with a man wearing a cap and gown walking along the beach. The ad said that the Australian government wanted young American professionals to move to Australia to help with their ongoing shortage of teachers and tradespeople.

At the time, Dad was finishing college with a degree in industrial arts and plans to teach. Mom was a dental assistant. The dentist she worked for was a terrible man who routinely made his staff—and occasionally patients—cry. Mom held the record for grit and longevity. She needed the job, so she learned to anticipate which tools to hand him at which precise moment, and to ignore his moods. This last skill would come in handy later in life with her daughter.

It was a gamble to use their small savings and begin a new life on the other side of the world, but they were determined. They had learned to trust their ability to work hard.

“This is why we don’t have a bunch of salt in our food,” Mom often says at the dinner table. “We couldn’t afford it then, so we don’t need it now.”

Once they found jobs, their four years in Sydney were relatively simple. Mom worked for a prosthodontist, and Dad was a teacher at an all-boys high school perched on the cliffs near the entrance to Sydney Harbor. After each workday ended, Dad rode his bike down the hill toward Bondi Beach with a surfboard under his arm. Surfing and swimming were free. Mom sewed matching orange-and-brown swimsuits for them. Dad already knew how to fix everything on their new (used) VW Beetle, but it didn’t break down nearly as much without the harsh Maine winters.

I might have been born an Aussie if not for my grandmother’s lung cancer. Upon her diagnosis, my parents prepared to return to Ohio to take care of her. But before they left, word came that she had passed away. Rather than killing her slowly, her cigarettes went with a more direct route: a fire. She died smoking in bed.

“And this is why you should never smoke. Well, one of the reasons,” Mom says.

Horrified and sad, but practical always, Andy and Sandy faced a choice. There was no reason to race back to America, but they had already dismantled their lives in Australia. After much discussion and recalculating of savings, they bought tickets aboard a ship to Cape Town, South Africa. For the next eight months, they traveled across the continent of Africa (a whole other set of Andy and Sandy stories that are too much for this book).

Back in the States, Dad finished his master’s degree, and then it was Mom’s turn. “I always knew I wanted to go to college before I had a child,” she says. “Because the women in my family got pregnant and then they—”

“I knowwwww,” I interrupt.

I heard these stories so many times growing up, they became my own personal edition of Grimms’ Fairy Tales. I knew alllll the lessons coming with each tale. I absorbed them long ago.

Hard work is how Andy and Sandy got to live in Australia. Hard work is how they managed to tour around Africa when they started out too poor to afford salt. So yes, I think my personality and work ethic makes a lot of sense after all.

By middle school, I knew I wasn’t the smartest kid in class, but I could outwork them all. Because that was the family way.
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CHAPTER 3 ADULT-ONSET ATHLETE



Pre-diagnosis: January 2010

Three years before I officially started dying, I started running. Thanks to a lie. Or let’s call it a sweeping generalization that turned out to be flat wrong.

“Don’t worry,” my new husband, David, said when I moved from Atlanta to Washington, DC, to begin our married life. “It never snows in DC.”

We were hit by three blizzards in six weeks. The first blizzard transformed my new city into a brilliant white palace when the sun came out.

During the second blizzard, we made vast quantities of chili and played bad pool in our apartment building’s rec room.

By the third blizzard, I was tired of snow, tired of chili, and tired of being cooped up in our little apartment. I needed to move. I threw on a T-shirt, shorts, and a pair of sneakers and announced to David that I was going for a run on the treadmill downstairs.

“Do you know where it is?” A fair question.

“I’ll find it,” I said, and skipped out the door.

Fifteen minutes later, sweating and gasping for air, I hit the button to decrease the speed to a jog, then a walk. Even with my heart pounding and breathing heavy, I felt awake and alive in a way I hadn’t felt since I was a kid. I could do this every single day!

I had never been an athlete. I had been a coxswain for the crew (rowing) team in college. My job was to steer the boat, lead workout drills, and yell at the four men as they rowed.

Back then, I was so small and thin that we had to carry a sack of sand in the boat during races so our team didn’t have an unfair advantage. One! Two! Three! I was a tiny, unathletic dictator, shouting orders to the real athletes. One! Two! Three! I loved being in charge, but also not in charge whatsoever. Parenting Magazine Checklist Item Number…

Away from the crushing weight of classes, assignments, fraternities, and all the rest that college demanded, the four men and their petite drill sergeant could focus on one thing only: perfecting the stroke to make the oars click in unison—thunk—each and every time. The boat must be level on the water, no one digging an oar deeper in the water than anyone else—a trying task for sleep-deprived college students to pull off at dawn, but a thrill when it happened.

As coxswain, I learned to sense the errors with each stroke, even lying down in the front of the boat facing forward, not looking at the men or their oars. We were a club team without a coach, so I put myself in charge. Parenting Magazine Checklist Item Number…

Eventually, I could feel which team member was catching late, who was digging, who was rushing the slide. I issued the correction through my headset microphone to the speaker by the stroke seat, all the way down the boat. I tried to balance out the bossy-pantsness with a steady stream of encouragement.

“Great job guys, coming up on five hundred meters to go. You’ve got this! Starboard side, one of y’all is catching late—I think it’s David. Let’s take ten strokes to focus on the catch. Now! Here we go: One! Two! Three!…”

Yes, I said David. I spent a whole semester with my future husband in my boat, screaming at him and correcting him over and over, and our relationship not only survived, but appeared to thrive. That’s either a great testament to our love—or that he got used to my nagging from the outset.

When things clicked on the boat, I quieted down. Those were the most treasured times on the water—not because I was silent, but because the world was silent. (Although, if you asked my teammates, perhaps they would say it was because I stopped yelling.) The slick calm of the water as our boat sliced through the stillness. The hollow, rhythmic thunk of the oars. The morning rose up and all around us. From my position lying in the bow, just inches from the water, I had a front-row seat to the magic show: the dark sky warming from gray to pink in the predawn, perfectly mirrored in the water.

Except for the oars, all pulling together, the world was truly silent.

When the snow melted in DC, I started running outside. The rhythmic, hypnotic beat of my shoes hitting the pavement in the early morning reminded me of the peace and the oars on the lake. My feet were the oars, my body the boat, and the pavement my own personal lake.

And I was the boss of me.

Exploring the city on foot came in handy for my job as an urban planner. After grad school, I’d snagged the coolest job I never knew existed: working for a federal agency charged with overseeing the government’s massive footprint in the nation’s capital. Teeming with complex, messy issues and heated politics, it was the perfect learning laboratory for a nerdy do-gooder like me. As a recent transplant to DC, running helped me learn the layout of the city and check out the latest controversial development projects.

Growing up in the suburbs of Raleigh, North Carolina, I assumed everyone drove everywhere—all over the world. Until I went to Davidson College, a small liberal arts school situated in a picturesque little downtown. I was amazed that I could walk to the post office, public library, and coffee shop. No need for a car. Why aren’t all cities like this? I thought. This was before I realized that cities are the by-product of millions of incremental decisions made by actual people.

Once I connected those dots, I knew I’d found my career path.

From that point on, cities fascinated me. Streetscapes, parking, transit access, affordable housing, economic development, all of it. What works, what doesn’t, and why. And there was no better way to experience a city than during a nice, long run.

I worked up to my first marathon in 2012.

The work ethic from Andy and Sandy fell into place when the idea of a finish line got involved. A goal! Now that made sense to me. Signing up for a race distance just slightly out of reach scared me enough to follow a training plan—and made me feel guilty for missing a workout. Ah, fear and guilt. Such great motivators.

The technique of terrifying myself into disciplined training worked like a charm when I got into triathlons.

I hadn’t been swimming regularly since little-kid swim team, so I took swim lessons. The only motivation I needed to improve my swimming ability was picturing a body of water with no pool wall to grab onto. For cycling motivation, I pictured DC’s traffic building up at morning rush hour. That image was scary enough to roll me out of bed and get me (and my bike) to the trail—early.

On Christmas morning 2012, I unwrapped a present from David—a package of red T-shirts with TEAM DREA emblazoned in lime-green letters—with silhouettes of a figure swimming, biking, and running. One T-shirt each for me, David, Andy, and Sandy.

I smiled big at David. “Drea” has been his nickname for me since college.

“2013 will be the Year of the Triathlon,” he announced, beaming.

I squealed. It was the perfect gift.

My job had been crazy over the past year, and I needed to set some boundaries—a reason to leave the office. Training would be a great way to set new, productive, and healthy limitations. I wanted to sign up for a 70.3-mile triathlon (also known as a half-distance triathlon)—a race consisting of a 1.2-mile swim, 56-mile bike, and 13.1-mile run.

This so-called Year of the Triathlon represented a reset button for me, a chance to redefine myself as a real athlete, and to restore a clear work-life balance.

I dove headfirst into triathlon training in January 2013. That’s why I was swimming with my father-in-law when I first noticed my stuck finger. My triathlon dream was just a baby when that small foreshadowing of death cast its shadow.
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CHAPTER 4 SHAKY LEGS



Pre-diagnosis: September 2013

My half-distance triathlon took place at Davidson College, our alma mater, in North Carolina. Arriving at Davidson’s lake campus before dawn reminded me of all those early-morning crew practices. But instead of shouting at David and the other guys, I was the athlete now. It wasn’t our boat slicing through the slick, calm water; it was me, swimming. I had used this vision over and over during my swim workouts. It calmed me. Whatever was happening at work or with my stress over the race, the underwater world was silent. Gliding through the water became a meditation, punctuated by a perfect, rhythmic stroke. Only I chose when to break that silence to issue a correction or an encouragement to myself. I was that powerful.

On race morning, I wrote “Be Brave” on my forearm in Sharpie. I had no idea just how much bravery I would soon need.

The swim started and ended before I knew it. Climbing out of the lake, I took one last glance over my shoulder at the buoys. Did I really just swim that far? I paused for a grateful second to absorb my accomplishment before facing the next challenge: the bike. My nemesis.

Unlike swimming, where I could feel my progress week after week, training on the bike had gone in the wrong direction. As the distance on the bike grew, my pace slowed—even with extra indoor cycling classes. And I couldn’t make a timely escape from my clipped-in pedals when rolling to a stop—which resulted in many slow-motion tip-overs in DC traffic. To be honest, I had some ugly self-talk going on in my head when I rode my bike.

During the 70.3, there weren’t many bikes left in the transition area by the time I mounted mine. Great, like I wasn’t already worried about the cutoff time. Up and down the hills, I pedaled steadily, finding my rhythm, shifting through the gears. I was encouraged with every passing mile. I am not fast, but I am doing this!

Coming into the bike-to-run transition area, my legs shook uncontrollably—I assumed from being on the bike for almost four hours. A race volunteer caught the front of my bike and helped me off. When he noticed my shakes, he walked with me to make sure I was okay.

In reality, the leg shaking had been happening for months. Like in the shower when I propped my foot up on the side of the tub to shave. Or when I raced down the Metro escalator trying to catch a train.

A few other weird things happened that summer. Hints so subtle that I only understood them in retrospect. I found myself exasperated when I spotted a slip of paper on our apartment’s mailbox indicating a package for pickup. For some reason, filling out the mail form had become a burden. Is my handwriting getting slower?

Or when I worked from home with headphones, the sudden ding in my ear of my cell phone or someone joining a conference call made me jump. My jump would cause the wireless mouse to skitter off the table, causing the cat to jump. This happened several times a day. Man, I really need to calm down.

My mind focused back on the race. I needed to stay calm for the run, too.

I passed the miles on the run course checking out the new buildings and businesses—development built since I interned for the Town of Davidson’s planning department a decade before. The drawings on paper from back then had come to life.

The course wound onto Davidson College’s cross-country trails. Since I hadn’t run in college, I had no idea the gravel trails were so hilly.

I was forced to walk every downhill. My hamstrings and calves had been tight for weeks, but completely stiffened as I ran. My sense of balance seemed off too, threatening to pitch me forward onto my face. It must be all the training. Nine workouts a week is a lot for anyone.

I was tired of the syrupy sweetness of my energy gels and the Gatorade at the aid stations. I was tired of running. Tired of exercising, tired of moving. Tired of worrying about how slow I was and if I would finish in under eight hours. Just get there. Then you can rest.

Eventually, I rounded a corner and saw the inflatable finish line arch. I propelled myself toward it through sheer will. My mind made my muscles run.

I finished. All smiles and unbelievably proud of the medal hanging around my neck, but I was a bit embarrassed about being one of the last ones out on the course. There will be more, I promised myself. I will get faster. More, faster. I had time.

If I had only known what was coming, I might have slowed down—not with racing, but in the hurried pursuit of all things in my life.

I might have realized that a crooked finger and shaky legs were only the beginning.

And I might have paused at that finish line arch for a moment longer to enjoy my accomplishment.
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CHAPTER 5 GUANTANAMO AND A GOLDFISH



Pre-diagnosis: November 2013

I rested six weeks after my half-distance triathlon, but my problems with balance and shaky legs continued to worsen. Tight hamstrings, too, which showed up in full force at my next running race—eight miles as part of a relay team in Raleigh’s City of Oaks Marathon.

Even without all the swimming and biking beforehand, I had to walk every downhill or risk face-planting on the pavement. This is a really weird injury. I’ve got to get this checked out.

I scheduled a screening with a physical therapist, Kerry, an accomplished triathlete.

She took video of me walking on the treadmill. About twenty seconds in, she lowered her phone and stared. I knew why. I was walking like a toddler. My feet too wide apart, my steps uneven.

“I’m going to refer you to a neurologist, just to be safe,” she said, her gaze not quite meeting mine. “I’m being conservative, but I want to make sure there’s not an underlying problem going on.”

I nodded.

Quietly, she added, “Your muscles don’t seem strong enough for someone who just did a half-distance triathlon.”

Well, shit, I thought on the way home. Another appointment. More time away from work.

I became obsessed with watching people walk. Whether in pumps or sneakers or loafers, I noticed toes flex upward slightly just before they stepped down. Everyone’s toes—without them thinking about it—did the flex upward thing. How have I never noticed this before?

I tried copying them, walking with my toes flexing upward. Yes, I could do it. But I had to concentrate to make it happen. Concentrating to walk? That was certainly new.

But I could do it. I was that type of person. I could do anything if I worked hard enough—even walking correctly.



Between end-of-the-year deadlines, holiday happy hours, and Christmas shopping, I did not think much about the neurologist appointment scheduled for mid-December.

Anyway, I was far more interested in my ob-gyn appointment the week before the neurologist.

David accompanied me to the ob-gyn. We planned to discuss stopping birth control and conducting genetic testing before trying for a baby. As an only child, I hadn’t been around babies much. Still, I assumed kids were in my future—inevitable, like finishing high school or getting a job. Check. Just another stepping stone in life, just another monumental privilege I had taken for granted.

Not until I fell in love with David did I truly want a child.

He would be a loving and attentive dad. I could tell from the way he played with our niece and nephew. Heck, I could tell from the way he cared for our cat. A baby would be a culmination of our love; a precious little human we could pour love into.

When I mentioned the neurology appointment at the end of our ob-gyn visit, the doctor said, “Oh no, I don’t think that will interfere with anything. Have fun, kids!”

But a week later, as David and I sat across from the neurologist, I began to get nervous.

Dr. Hampton was pretty, with far more fashion sense than I had. A pretty doctor—okay, fine—but a fashionable one? No. A doctor should be pale and nerdy looking, reflecting all their years of serious, devoted study to healing people and putting them back together. Right? Okay, maybe not.

But I needed to focus on something other than how my hands were suddenly shaking.

As David and stylish Dr. Hampton watched me catwalk down the hall, I focused on doing my best, being a good student of walking. I took slow, deliberate, wide steps. I focused on lifting my toes, which refused to flex upward on their own. Concentrate, Andrea.

Back on the exam table, Dr. Hampton asked me to sit with my hands on my knees, palms flat, and to then turn both over as fast as possible. Back and forth, a patty-cake game with myself. My patty-cake, however, was way too slow. No matter how hard I concentrated on speeding it up, I couldn’t. Tears pricked at my eyes. Try harder. Just try harder, Andrea.

Dr. Hampton scheduled a variety of blood tests to rule out conditions like Lyme disease and vitamin deficiency. She wrote a prescription for four MRIs to capture images from my brain and down my spine. She scheduled a nerve conduction study and an electromyography (EMG) test that could be done in their office, the next day. I appreciated something that could get checked off quickly.

As she walked toward the door, she said, “The EMG is uncomfortable, but you can always tell the doctor to turn it down.”

“Turn what down?” I asked.

“The electric current,” she said, closing the door.



The next day, I stripped down to my bra and underwear for the EMG test. I tried to arrange the paper sheet more for warmth than modesty. I was freezing.

Dr. Anderson, the physician administering the EMG, entered the room. He explained that an EMG measured muscle response or electrical activity in response to the nerve’s stimulation of the muscle. The test would be used to detect neuromuscular abnormalities in the lower motor neurons. Neuromuscular abnormalities?

He explained that he would ask me to flex a muscle, then stick a needle (!) into the muscle for several seconds. Then he would tell me to relax the muscle as he watched a computer screen attached to a machine that had sound effects.

He said we were aiming for silence once I let the muscle relax.

I didn’t like the sound of this. Not for even a second. Wait, what? His instructions caught me completely off guard.

I was suddenly sweating and cold at the same time. It’s okay, I told myself. It will be fine.

“Are you ready?” he asked.

I nodded.

Dr. Anderson started with the top of my foot. He told me to flex my foot upward. I did. He then plunged a needle into my skin. I gasped. Holy mother of…

A loud, scratchy, crackly sound filled the room—like a ham radio operator trying to tune in to a faraway station. Dr. Anderson counted down from ten. The needle remained buried in the top of my foot. I looked away.

After ten seconds, he told me to relax. I released my foot (and the breath I had been holding).

The crackly noise immediately dissipated. Just a couple of pings. Seriously, who comes up with this bullshit?

I closed my eyes and decided to go someplace else in my mind. Unsure how many more needles would be stuck into my body, I needed an escape.

I chose the memory of Monterrico, Guatemala, and the night I spent sleeping in a hammock on its black-sand beach. I was twenty, a junior in college studying abroad for the semester—the longest time I had ever been on my own.

Sleeping outdoors in a far-off country with an active volcano nearby was definitely the wildest thing I’d ever done. I felt grown-up, sexy, and free—and also very much like a scared little girl. The gentle swaying of the hammock combined with the soothing lapping of the waves made me sleepy, but the moon was too bright on the inside of my eyelids when I closed them.

Eventually, I decided this was a once-in-a-lifetime kind of night. I got up quietly so as not to disturb my friend Kate in the hammock next to me. I walked out onto the sand alone and sat for hours, hugging my knees, watching the moonlight dancing on the waves, staring out at the infinite mysteries of the ocean.

“If a therapist ever tells me to go to my happy place, this is it,” I joked to Kate the next morning.

Boy, I never imagined this needle-in-the-foot-and-everywhere-else scenario.

“Again,” Dr. Anderson said, before plunging another needle into my body, a shoulder this time.

By this point, I had lost track of how many times he jammed a needle into my muscles. But it was a lot. He had moved up my body slowly: calves, thighs, stomach, back, even the crooks of my thumbs. He fiddled with dials, seemingly trying to reach aliens through the crackling sounds that commenced with each needle stick.

I was miserable. How long could I endure this?

“Relax, you have to relax,” he said over and over again. “Make the noise go away.” I’d do anything to make the noise go away. But I refused to ask him to turn the current down, as Dr. Hampton had suggested. I would tough this out.

When we were finally done, he asked me how I felt.

“I don’t think I’ll ever be able to look at torture scenes in movies the same way again,” I said, rubbing my arm, picturing the electrocution scene from Taken.

He laughed, and then was a little serious. “I’ve been told it’s like something out of Guantanamo—by people who would know.” This was Washington, DC, after all.

Dr. Anderson continued. “I am relieved, though. You passed. With your symptoms, when you came in here, I was worried.”

“What were you worried about?” I asked.

“Oh, um, well, I think you need to talk to Dr. Hampton about that,” he said. “I just mean, um, I think some big possibilities can be ruled out.”



“He said what?” David practically yelled when I called him from the safety of the busy street outside. “How could he not tell you what the results were?”

“I don’t know,” I said. “What’s the big deal? The test is over. And whatever it was, Dr. Anderson said it was ruled out.”

“It’s just unprofessional,” David snapped.

A couple weeks after the EMG test, I began reading I Remember Running, a memoir by Darcy Wakefield. She was diagnosed with ALS in her mid-thirties.

The painful test that led to her diagnosis sounded awfully familiar. Thank God I don’t have ALS, I thought. But still, it hit a little too close to home.

I put the book away.




Pre-diagnosis: February 2014

Dr. Hampton was stumped.

The bloodwork, four MRIs, nerve conduction study, and EMG all came back normal. Normal. Nothing about what is going on with me is freaking normal.

“Most people have shadows on their MRIs that I have to explain away,” she said. “You don’t even have that. Your brain is perfect.”

Based on the tests, she gave us the list of what was ruled out: multiple sclerosis, tumors, Lyme disease, many autoimmune disorders, a variety of vitamin deficiencies, and at least ten other conditions.

And yes, she confirmed that the clean EMG ruled out ALS.

We had the list of “not this,” but no idea of the “possibly this.” As a result, Dr. Hampton ordered a new round of tests, including a spinal tap and CT scan. She gave me the names of three movement disorder specialists at university hospitals.

“Is that a real thing? A ‘movement disorder specialist’?” I asked, laughing a bit. Sounded like a made-up title, like a Disney Imagineer.

She arched a perfect eyebrow at me. “Yes, it’s a real discipline. A subspecialty dealing with more rare neurological conditions. Like Parkinson’s.” Oh. Okay, I’m a jerk.

Dr. Hampton continued. “Call them all and go to the one who can see you the soonest. They have crazy waitlists. At least four to six months.”

My mouth dropped open. Four to six months without any clue what is going on with me?

“Call them every week. You must be annoying about it. They must know your name. Make them sick of you. If they know your name and they’re sick of you calling and someone cancels, boom, you’re in.”

I looked at David and shook my head, disappointed and bewildered. Crazy.



With new appointments scheduled three, four, and five months out and a calendar reminder set for every Tuesday at 10 A.M. to call and pester the front desk staff at the movement disorder specialists’ offices, I found myself looking forward to the spinal tap and CT scan. I didn’t fear the pain anymore; I feared the stagnation of not knowing, of no progress. I needed forward movement toward some sort of answer. The sooner I got a diagnosis, the sooner we could fix it and get on with starting a family.

I scheduled a second opinion appointment with Dr. Kendall in Philadelphia, a neurologist recommended by Dr. Dave.

The appointment with Dr. Kendall was scheduled for the day after the spinal tap. My plan was to go solo to the spinal tap appointment in DC, then hop on a train to Philly, where I would stay the night with my in-laws before Dr. Kendall’s appointment.

I had convinced David he didn’t need to attend all the medical appointments with me—since there appeared to be no end in sight. As a junior attorney in a large DC law firm, he was slammed with work and under pressure to bill hours, impress partners, and attend happy hours. All of which resulted in David often leaving the office at midnight. The last thing I wanted to do was add to his stress.

Besides, no one told me that my spinal-tap-plus-train-ride plan was a terrible idea.



The official name for a spinal tap is a lumbar puncture.

The goal of the procedure is to collect cerebellar spinal fluid (CSF) for analysis. CSF is the fluid that suspends the gray matter of our brains inside our skulls. To extract it, the doctor inserts a huge needle into the spinal canal—like tapping sap from a tree to make maple syrup.

Strapped to a table and inverted so my legs were above my head, I started to care very much after all whether the procedure would hurt. But thanks to the local anesthesia applied to the spot on my spine where the needle was inserted, I felt no pain. The whole procedure only took a few minutes.

“Who came with you, dear?” asked the nurse.

“No one,” I said. “Is that a problem?”

“Hmm,” she said. “Well, you need to lie flat for the next twenty-four hours at least.”

“What?” I squeaked, still upside down. “I’m supposed to take a train to Philly to get to another doctor’s appointment tomorrow.”

She explained that my body would need a few days to regenerate the fluid drained out for analysis. If I was sitting up or standing, gravity would prevent the fluid from reaching my brain and I would end up with a horrible headache.

So much for the plan to minimize disruptions to David’s work.

David fetched me from the stretcher in the ICU recovery area and cradled my head in his lap on the cab ride home. I was a little woozy but generally okay, I assured David, as he returned to work. The hardest part was me later trying to hail a cab to Union Station with my head cocked sideways—the best angle I could manage.

On the crowded train headed to Philly, I stretched out across two seats. I put on dark sunglasses and headphones, and lay with my head flat on the seat, swaddled by my down puffy coat. I tried to make myself look sufficiently unapproachable while also avoiding the annoyed looks from fellow passengers.

Dr. Dave picked me up from 30th Street Station. I lay down in the back seat all the way to David’s childhood home. I stared up at the dark outline of passing treetops while being chauffeured—a visual perspective I hadn’t seen since my own childhood.

Up to that point, I had been doing well at squashing my emotions, staying neutral. I treated the whole diagnosis chasing like a work project, maybe even a triathlon. Stay organized and know what the next step is, but don’t get too far ahead of yourself. Just be patient and work the problem in front of you. Above all, don’t freak out. No need to worry until there’s a reason to worry.

I sounded very calm inside my head—and outside, too. Maybe I had learned a thing or two.

I was healthy, after all. Every bizarre medical test and doctor to date had confirmed it. In fact, the only thing making me sick at that point was one of the bizarre tests. Tight hamstrings and not being able to play patty-cake is not a disease. We just needed to figure out what was going on, fix it, and move on. Thanks to triathlon training, I was in the best shape of my life.

The morning after the spinal tap, I felt worse. Every time I sat up in bed, my head pounded with a sickening headache. When I lay down, the headache evaporated. Caffeine was supposed to help, so I downed soda after soda through a straw while lying flat on my back.

Still, I managed to work lying on my back. I conducted a few calls before Dr. Dave and I set out for Dr. Kendall’s. I look back now and wonder what could have been so important that I refused to call in sick.

The slow walk from the bedroom caused such vicious nausea that I almost threw up. I slumped flat in the back seat of the car, and then on a loveseat in the doctor’s waiting room, dictating to my father-in-law what to write on the intake forms as I stared at the ceiling.

Dr. Kendall proved to be a kindly old doctor with just the right mix of pleasantries and efficiency. His tests were similar to Dr. Hampton’s.

“You’re really strong,” he said more than once during the exam.

I laughed. “Well, I should be. I just did a 70-mile triathlon.” Well, five months ago.

He popped my heel with the palm of his hand. With the quick strike, my leg started shaking uncontrollably. I forgot about my aching head for a moment and looked up at him, surprised.

“Clonus,” he said.

He explained that clonus happens when the neurological signal to move a specific body part doesn’t reach its intended target. The signal, instead, bounces around. So that weird, inexplicable thing that had been happening for months on Metro escalators and when I tried to shave my legs on the side of the bathtub actually had a name. I mentally added clonus to my vocabulary, alongside foot drop, the official term for constantly feeling like I was tripping over my toes. I was comforted to pick up another clue; however, these pearls of wisdom from neurological oracles were being dispensed far too slowly.

By the time he finished his tests, my dizziness was astounding. Bright spots appeared and my vision blurred. The metallic taste of nausea flooded my mouth. My brain throbbed from the lack of spinal fluid.

As Dr. Dave and I settled into Dr. Kendall’s office around the enormous oak desk, I slumped as low as possible to minimize the angle and rate of spinal fluid draining away from my thirsty brain.

My brain felt like a cartoon goldfish—flopping at the bottom of the dry bowl of my skull, gasping and wheezing its last breaths as Dr. Kendall traded medical theories with my father-in-law.

“Would you like to lie down?” Dr. Kendall asked me.

“More than anything,” I sighed. The cartoon goldfish for a brain nodded also.

They moved chairs around the cramped office, and I curled up on the floor at the base of the huge desk. The conversation continued over my head, literally and figuratively. Once I was lying down, the spinal fluid rushed in, saving the cartoon goldfish brain from its certain demise.

Dr. Kendall didn’t have any answers, but offered to call a colleague he described as the best diagnostician on the East Coast. He also called in a prescription for a “blood patch,” an injection to seal the spinal tap injection site—to prevent spinal fluid from continuing to leak from the puncture point.

“You’ll feel better within a half hour after the injection,” he promised. I was amazed and then annoyed. Who comes up with this stuff? And why is this the first time anyone is mentioning it?

Before we left, I asked one question I did not want to ask.

“We’re supposed to go to Hawaii on vacation in two weeks for my parents’ fiftieth anniversary,” I said, still lying sideways.

Dr. Kendall looked at me. “I wouldn’t recommend it,” he said.

“What? Why?” I squealed.

Without thinking, I jerked my head up so I could see him over the edge of the desk. The cartoon goldfish brain, in that moment, leapt clear out of the bowl. I crumpled back to the carpet.

“You’re a serious fall risk. Why take unnecessary chances?”

At that moment, I started to realize how small my world was about to become.

I was now the goldfish.



“You gotta remember, he’s over seventy years old,” Dr. Dave said to me on the ride home. “Risk to him looks a lot different than risk to you.”

In the end, I came to the same conclusion. I was just as much of a fall risk in DC as I was on the Big Island of Hawaii.

Two weeks later, across the country, every sunset I watched, every humpback whale breach I glimpsed in the wide-open Pacific, every night spent staring up at the endless field of stars brought Dr. Kendall’s words back to me. Why take chances? Because that’s where the beauty of life is.
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