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			Praise for 

			A Mind Unraveled

			
				“AN EXTRAORDINARY BOOK.”

				—HARRIET LERNER, Ph.D., New York Times bestselling author of The Dance of Anger

				“A passionate memoir of health and life and what it means to embrace both.”

				—Library Journal (starred review)

				“An enlightening and often moving memoir of one man’s struggle to live with a chronic and debilitating condition.”

				—Kirkus Reviews

				“A Mind Unraveled reads like a medical thriller, at times truly frightening but also deeply inspiring. This book will make me think differently as a doctor. Kurt Eichenwald is a tremendously talented writer. When you travel on his personal journey, it is pure gold.”

				—SANJAY GUPTA, M.D., chief medical correspondent, CNN

				
				“This is a very powerful, tremendously informative book. Pure emotional honesty has great impact, and that is what Kurt Eichenwald has provided here.”

				—JAMES FALLOWS, National Book Award winner and national correspondent for The Atlantic Monthly

				“This powerful account provides an important blueprint for anyone struggling to overcome serious challenges.”

				—KATIE COURIC

				“A Mind Unraveled left me overwhelmed and speechless. Eichenwald’s story is breathtaking, both in the battles he fought and the courage and fortitude he has maintained throughout his life: devastation and inspiration all under one cover.”

				—SUSAN AXELROD, founder of CURE (Citizens United for Research in Epilepsy)

				
				“In a career that’s included hundreds of articles…investigative journalist Kurt Eichenwald has established himself as a dogged and fearless reporter. But no story he’s unearthed is as compelling as the one he tells in his traumatic memoir….Candid, meticulously reported and at times terrifying, A Mind Unraveled is an inspiring story of a man whose fierce will helped ensure he would not be defined or defeated by a chronic disease.”

				—Shelf Awareness (starred review)

				“This book absolutely floored me. It’s a medical mystery unlike any I’ve read before, with a propulsive narrative. Trust me, you won’t be able to put it down.”

				—BRYAN BURROUGH, New York Times bestselling author of Barbarians at the Gate
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			You may encounter many defeats, but you must not be defeated. In fact, it may be necessary to encounter the defeats, so you can know who you are, what you can rise from, how you can still come out of it.

				—MAYA ANGELOU

			

		

	
		
		
			
			AUTHOR’S NOTE

			This book may raise a few questions, the most obvious being: How can readers trust the recollections of someone whose memory has been impaired by decades of seizures? The answer is simple. Throughout most of my experiences, I kept diaries, notes, and tapes, largely because I found a benefit in recounting thoughts and feelings I shared with no one. I also retained medical documents, letters, and other contemporaneous papers. Later, I interviewed friends, family, doctors, and colleagues, who related their perspectives. While digging through old papers, I also discovered a box filled with tapes that were recorded in the 1980s by people who went through these events with me. Two of the speakers say I requested the recordings and promised not to listen to them for decades. I do not remember asking for them, but these proved invaluable, allowing me to gain insight into the experiences and emotions of friends and family that otherwise I never would have known. Passages from these old recordings are included after most chapters in this book.

			I had never reviewed all of the diaries and recordings until undertaking this project, and the level of detail they contain astonished me. In them, I seemed driven to describe every sight, every sound. I commented on chair squeaks, expressions, tones of voice. Perhaps I needed to paint a mental image for my future reference, perhaps my medications led me to ramble, perhaps reciting obsessive detail was my way of finding control in an uncontrolled situation. Whatever the reason, these records helped me reconstruct events I don’t remember.

			
			Then there is the nature of memory. As anyone with recollection problems can attest, it is not like a bucket that is either filled with water or not. There are pieces and pathways—which even neuroscientists only vaguely understand—woven into the tapestry of brain function that dictate whether memories stay or fade.

			Names, including those of people I have known for years, are hard to retrieve, which has led me to techniques that allow me to dodge saying them. I often rely on nicknames, such as calling my editors “Boss.” If my wife, Theresa, and I run into acquaintances or friends, she will casually utter their names so I can hear them. There have also been times when names of objects have been hard to recollect. I once stared at a chair trying to connect a word to this wooden thing with four legs; eventually, I recalled a term, but I couldn’t move the sound from my mind to my mouth. So I just pointed.

			Inconsequential or stress-free occurrences often disappear, which can be saddening, since I often forget vacations or nice experiences with my family. Sometimes, though, I’m glad memories fade—for example, I forgot a dental surgery; I know it occurred only because Theresa told me when I found gizmos intended for me to use after the procedure. I watch reruns of my beloved Law & Order over and over without remembering who committed the crime. I sat three times through my favorite movie—Memento, about a man with severe memory problems—each time knowing only that I loved the film; otherwise, it was all new to me.

			Recollections of traumatic or important or funny events tend to remain accessible; in fact, they are surprisingly vivid. Then there is a technique others with memory problems will understand: remembering to remember. If I experience a short-term event of little significance but that I know I want to recall, at times I am able to store the memory if I focus on retention. I cannot do that with everything since, if I did, I would be standing in silence endlessly, thinking about remembering.

			My age at the time of an event also plays a role. The deterioration of my memory seems to have begun when I was nineteen, after the seizures escalated. So I have found that I recall events from when I was younger with little difficulty.

			
			Another question: Why would someone with an impaired memory become a journalist? Parts of this book address that subject, but the basic answer is simple: I wanted to and could. People with memory problems find compensation tricks, and I am certain those made me a better journalist. Moreover, once I accepted the magnitude of my memory problems (it takes time to recognize how much you forget once you’ve forgotten it), I was already successful, and no one was challenging the accuracy of my work.

			In writing about myself, however, the techniques I describe above have limits. Often there is an amnesia surrounding a seizure that leaves me incapable of remembering. For example, in 2018 I learned from a good friend of my mother’s that many years ago, I was arrested by police who misinterpreted my post-seizure symptoms as inebriation. The friend says I was taken to jail and locked up in the drunk tank. Somehow my mother learned of my arrest and attempted, unsuccessfully, to persuade the officers by phone that I did not drink alcohol and must be in a post-seizure state. Fearing I would go for too long without my medication, she boarded a plane, flew to wherever I was, bailed me out, and then bawled out the police. She died in 2016 and never told me this story, most likely because she thought it would upset me. I remember nothing about it, although it is disturbing to discover I probably have an arrest record somewhere.

			Seizures also made it difficult over the years for me to fully recall events that had occurred just hours before, impeding my ability to write down what had happened. In those instances, trying to remember was like watching a silent movie while wearing a blindfold that is periodically removed for a few seconds and then tied back on. In other words, there are blank spots. When necessary, I cite missing chunks of memory involving events I describe here. Sometimes, there are occurrences I remember, but I have no idea when they took place. Several appear in this book at the point I believe most accurate, but I note that I am not certain of the timing.

			Obviously, I am not claiming the dialogue in this book is a verbatim transcript. Much of it I recounted in my diaries within days or hours of my experiences. Friends and family did the same for me over the years when I asked for their recollections. I believe that reconstructing the conversations from this source material provides a far more accurate portrayal of what happened than mere paraphrase would.

			

			—

			
			A final note: If you have epilepsy, this book does not foretell your future. Everyone’s experiences differ, and many of mine occurred because of my own bad decisions. Moreover, a careful reading can help you avoid my past errors—I was told fictions about epilepsy that damaged me, and some doctors made mistakes an educated patient never would have allowed. So don’t look on this story as representative of what could happen to you. Learn from my errors. This book can help you understand that, for most people, epilepsy does not have to block you from the life you desire. I believe the lessons in this book apply to people who face a range of traumas or difficulties, even those unrelated to health.

			Do not judge doctors—particularly neurologists—by the arrogant, incompetent ones who treated me in the earliest years after my first major seizure; in the decades since, my neurologists have been unfailingly knowledgeable, caring, and humble. Medicine has also advanced dramatically in the development of new treatments for seizures. Far more options are available now than there were even just a few years ago. Perhaps most important, epilepsy specialists say there is a growing recognition of the failures by neurologists in the past to understand the psychosocial difficulties faced by people with this condition and the role the medical community can play in helping to address them.

			Also, do not draw conclusions about the effectiveness or side effects of the anticonvulsants prescribed to me based on my experiences. Reactions to these medications vary, and mine are not a sign of whether one drug is bad or another good.

			Finally, for some individuals I encountered, I will be using pseudonyms or not naming them at all. I am uncomfortable dragging people into my story without permission. I also will not use the real names of medical professionals whose inattentiveness and poor judgment caused so much unnecessary damage. They know who they are.

		

	
		
		
			
			PROLOGUE

			Swarthmore, Pennsylvania

			 

			WINTER 1982

			At first, I couldn’t feel the cold.

			It was as if I had fallen from the sky, with no memory of where I had been or how I returned. My mind was in disarray, unfocused, aware that there was pain but not quite comprehending that it was mine.

			I vaguely remember thinking that a blur of white and dark had clouded my vision, but the impression made no sense. I drifted into the unconsciousness that always followed one of my epileptic seizures.

			Time passed. Eventually, cold stabbed into my head, seeping down my back and eating at my skin. After a convulsion, injuries were mysteries to solve, enigmas that might tell me if I was safe: What had I wounded and how? In the past, I’d burned my arm horribly with boiling water. Other times, I emerged from seizures with broken ribs but no idea how they’d fractured.

			This time, the pain was hard to place. I woke a bit more, terrified as I struggled to figure out where I was. Then I knew.

			Snow. I was buried under snow.

			A day would pass before I pieced together what happened. I had been returning from a night at the Swarthmore College library and took a shortcut toward my dorm. As I made my way along this out-of-the-way path, I collapsed in a convulsion, one of many I experienced over the years. I rolled down a small hill, hitting a tennis court fence. As I lay unconscious, a blizzard swept in, covering me in a shroud of white.

			
			After I awakened, I struggled to dig myself out, repeatedly falling down the slope that I did not realize was there. My strength ebbed. I wanted sleep. Just a little bit. I would try to find my way out of the snow after I slept.

			I’m going to die. If I don’t get up, I’m going to die.

			The thought should have roused me, but I drifted, almost resigned to my disjointed recognition that I would not survive.

			A twinge of pain shot through my right hand. At some point, I had cut my palm. The sting stirred me, but not enough to shock me awake. Even in my fog of confusion, I knew I had found an answer. To shake off sleep, to save my life, I had to intentionally hurt myself.

			I thrust my hand through the snow and scraped my palm across the ground. I remember crying as twigs or dirt poked into the cut, the pain somehow worse because it was self-inflicted. Still not enough. I slid my throbbing hand across the ground again. It was difficult to deliberately hurt myself, but the effort worked; my overwhelming desire to sleep gave way to a determination to survive. I crawled up the hill.

			A light, shimmering in the distance. I saw it ahead of me, beautiful and flickering like nothing I had ever cast my eyes on. I would not realize until the next day that the vision was a lamppost, turned glorious and twinkling by the snow in my eyes and my nearsightedness; my glasses had come off during my seizure.

			That distant light became everything to me. I knew I was far from its glow, alone in darkness, invisible to others. But light meant people. Light meant I might be seen. Still unable to stand, my clothes frozen against my body, I edged toward that beacon, shoving my hand through the snow to scrape my palm again whenever I drifted toward sleep.

			Edging forward on my hands and knees exhausted me; it seemed to go on forever, though it probably took less than ten minutes. Finally, I arrived at the bottom of an outdoor stairway and pulled myself up the steps.

			I reached a stone patio. Lights from a dormitory blazed around me; other students were inside, so close, standing behind windows. I tried to scream, but because of exhaustion or fear or the cold itself, my cries came out as hoarse whimpers. The warm, safe students I saw through those nearby panes of glass couldn’t hear me.

			
			I became aware of someone else outside, a hulking man walking quickly, probably to escape the bitter cold. I called, “Help!” as best I could. I have no idea how loud or how often I said the word before attracting his attention.

			A man stood over me. Later, I learned he was a Swarthmore football player whom I barely knew. He scooped me off the ground and carried me into the warmth of the dorm.

			The burly student put me down and said something, but I didn’t understand him. I lay at the bottom of the stairs off the entryway. The indoor light caused my head to throb after so much time in darkness, and I was soaking wet. My pants were frozen, in part because I had lost control of my bladder. Other students appeared, but all I recall are looks of shock on their faces. Noises, voices, chaos.

			My hands were raw with pain. I looked at them, and what I saw was unrecognizable—bloody, swollen deformities. Small cuts where frozen skin had torn apart ran red across my knuckles; these would become tiny hairline scars that forever remain as reminders of one of the more horrific nights of my life.

			Terror welled up, spurred by the sight of my monstrous wounded hands. The last thing I remember is screaming.

			

			
				
				[image: ]

			I suffer from the scourge of Christ for my sins. I practice witchcraft, and thousands of my kind have been burned to death. I have been attacked by demons. I am sacred, capable of miracles. I am a seer, blessed by God and infused with the Holy Spirit. I am forbidden from becoming a Catholic priest. I should be institutionalized, chained to walls, as I prepare for my death. I see lights that are not there. I think of words I cannot say. My arm throws; my head jerks. I become aware I am someplace with no idea how I got there.

			I have epilepsy, a condition recorded in every known civilization. Largely incurable and mostly untreatable until the early twentieth century, for thousands of years, it has been associated with religious fanaticism and cruelty. In my mother’s lifetime, people prone to seizures were dumped into institutions with names like the Eastern Pennsylvania State Institution for the Feeble-Minded and Epileptic—a hospital of nightmares that finally closed in 1987, eight years after my diagnosis.

			
			I experienced frequent convulsions and losses of consciousness from 1979 through 1991, from the ages of eighteen to thirty years old. With a handful of exceptions, only lesser seizures have continued since. I have lived most of my life knowing I could be seconds from falling to the ground, seizing, burning, freezing, or worse. Am I too near that window? Am I too high up? Is the oven open? I ask these questions every day. Yet even with my precautions, I have not been able to protect myself—when I was at my worst, I fell down stairs, broke bones, cut my face. I awoke on a subway platform as teenagers kicked me. I regained consciousness in blood-drenched sheets, uncertain if it was me who had bled. I was thrown out of school and lost jobs because of my epilepsy. For years, I believed that each day might be my last, that I would die from an accident or a seizure or by my own hand. I lived in a boundless minefield, never knowing if I was a step away from triggering an explosion.

			And yet I found success, both professional and personal. I vowed not to let seizures interfere and compartmentalized—sometimes in an unhealthy way—the pains and fears from my day-to-day experiences.

			Partly because of that, I resisted pursuing this book. I wrote about my night in the snow in 2005, but after finishing those pages, I thought, Why bother? I had faced terrible things and surmounted them. Plenty of people have done the same. As a reporter, my job is to write about others’ lives, not my own. And did I really want to publicly expose my personal demons and ordeals? I feared, perhaps irrationally, if everyone knew what had happened, they might think less of me. So this potential book went into a virtual folder on my computer. Unaware that I had already shelved the project, my wife, Theresa, kept it alive by urging me to recount my story, assuring me that my fears about public reaction were misplaced. She told me that, as a physician, she knew others fighting traumas unrelated to epilepsy who could benefit by reading about how I managed my challenges. I always replied that of course my family thought it was a tale worth telling, but who else would care?

			
			Still, the idea nagged at me. Was I failing to face the central challenge of my life? By mostly keeping quiet after having gained some prominence as an author and a journalist, was I tacitly saying that others with seizures should hide?

			I knew that epilepsy is misunderstood because so many of us with the condition stay silent, fearful of the stigma that still attaches to the word. We distrust our own bodies and grapple with a terror of losing control of our brains. Then there is the psychosocial damage. Because of the fear seizures engender, people with epilepsy have been subjected frequently to discrimination. A look at online message boards shows postings from women who were told they would be disowned if they married an epileptic boyfriend, others fired from jobs or shunned by friends after a seizure. Until 1956, eighteen states allowed for forced sterilization of epileptic people, and marrying them was illegal in seventeen; Missouri kept its marriage ban on the books until 1980.

			In 2014, I sought the advice of prominent people in the epilepsy community, who encouraged me to write this book. When I suggested my experiences might be unique and unfairly terrifying to others with seizures, I heard for the first time that no, the things I had confronted—even the worst of them—were not exclusive to me. On the contrary, I was told that the fact I believed I alone faced certain experiences underscored the need to drag epilepsy out of the shadows.

			And so I write.

			I write, though, without self-pity, and I cringe at praise for having dealt with these challenges. After my first few years of major seizures, I never asked, Why me? Why not me? Fortune dealt me some bad cards, as it has many others in many different ways, and so I played them. In fact, despite all that has happened, if I had the power to travel back in time and push a button that would stop me from ever having epilepsy, I wouldn’t do it. Even knowing what lay ahead—those nightmares of confusion, injuries, and frequent fear of death—I would accept that fate. This book is my explanation why. In that answer lies what is, I believe, the secret of how to find happiness, how to recapture control, how to build a life worth living, even in the wake of significant trauma.

		

	
		
		
			 

				In a conversation with

				DR. ALLAN NAARDEN, 1987

				My then neurologist

				If all you give a seizure patient is sympathy, then I’m not sure how much you’re really helping them. That’s not to say that you shouldn’t sympathize with them. You have to. But you have to also really encourage them and act like a cheerleader. And maybe push them to be better than they otherwise would wind up being.

				 

			

		

	
		
		
			
			CHAPTER ONE

			A Christmas tree sparkled silver in front of me. My frequent, sudden sleepiness returned as I wondered how long I had been standing there. Or had I been walking? I felt odd, in a way difficult to describe—not sure where I was, not fully connected to my thoughts.

			I glanced around the room. Gold tinsel hung on the walls of a living room stuffed with older furniture. Windows peered at a neighbor’s house wreathed with colored lights. Nighttime. I remembered—this was a party thrown by kids from my girlfriend’s high school. Across the room, I saw Mari Cossaboom, whom I had been dating for more than a year, chatting with classmates. I strolled up to them, trying to conceal my confusion with a veneer of confidence.

			It was 1978, Christmas vacation of my senior year in high school. My blank out didn’t scare me; such episodes occurred sporadically, and family and friends greeted them with shrugs. Even my parents saw nothing amiss—lots of people stared, they assured me. But I wondered, Did they really? Did others just drift away and wander around in a daze?

			At least I thought I wandered, because when I became aware of my surroundings after an episode, I believed I was someplace I hadn’t been earlier. But a friend of mine who witnessed one of these waking trances said no, I hadn’t moved. Once, I realized a classmate was in front of me, and I had no idea how he had appeared there. He asked what I was doing with my hand. I looked down and saw my fingers grasping my shirt. He told me I had been picking at it. I had no memory of doing so.

			
			The staring spells had worsened the previous summer when I attended a Harvard University program for high school debaters. I found myself reconnecting to consciousness with a feeling of confusion far more often than in the past. When I returned home, I asked my mom to set up an appointment with my pediatrician. She agreed but again told me not to worry—everybody stared.

			I described the problem to my physician but failed to mention the sleepiness or disassociation that followed a staring episode. I didn’t consider those to be symptoms, much less important. He confidently told me I was fine; lack of sleep and too much coffee were the culprits. I accepted the diagnosis, cut back on caffeine, and tried to get more rest, at least as best a teenager could.

			If someone had suggested these spells were seizures, I would have laughed it off, since I bought into the falsehoods about epilepsy. In the uninformed popular imagination, a seizure meant a body convulsed by violent spasms, frothing at the mouth and swallowing a tongue as emergency workers loaded the sufferer into an ambulance for a desperate rush to the hospital. My experiences were nothing like that.

			It would be stretching things to say my parents should have known what was happening, but they were better versed in medical issues than most. My father, Heinz Eichenwald, was a world-renowned specialist in pediatric infectious disease, though he spent more time in academia than seeing patients. Growing up in Dallas, I felt proud of his influence on medicine. He seemed to be chairman of pediatrics departments everywhere—University of Texas Southwestern Medical School, Children’s Medical Center, Parkland. For one month every year during the Vietnam War, he traveled to Saigon, where he helped run a children’s hospital. He was close to Albert Sabin, the developer of the oral polio vaccine, whom I called Uncle Al, and a Nobel Prize winner even dropped by our house.

			My mother, Elva Eichenwald, was a nurse who knew more practical medicine than my father. They had met at New York Hospital and married in 1951. My sister, Kathie, came along in 1955, followed three years later by my brother, Eric. In 1960, while pregnant with me, my mom was stuck with a used hypodermic needle and contracted hepatitis. Her doctors advised that the pregnancy might lead to death or complications and ordered her to bed. When I was born in 1961, doctors found me healthy, but my mother wondered decades later if hepatitis had played a role in causing my epilepsy.

			
			Mine was a fortunate childhood. My family wasn’t wealthy, but I knew we were well off. With property cheap in Texas, we lived in a sprawling ranch-style house, separated from the street by a five-hundred-foot gravel driveway. We spent no money on swimming pools or fancy cars or vacations; if we couldn’t drive to our destination, we didn’t go. Instead, my parents invested in our education. My brother and I attended St. Mark’s School of Texas, a private school I adored. My mom told me that each morning in first grade when we drove onto campus, I leaned out the window yelling, “Hello! I’m here!” as if everyone were waiting for me. Eventually, our family’s connection to St. Mark’s grew closer when the school hired my mom as the nurse. She became a beloved fixture there—other students often told me they considered her a second mother.

			Nothing occurred in my childhood to prepare me for struggles in life. Probably my most harrowing childhood experience took place when I was five and attending a summer day camp. After weeks of waiting, my turn arrived to ride everybody’s favorite horse, Ginger. A counselor boosted me onto the saddle, and I rode the pinto out of the stables. We arrived at the edge of the trail when Ginger collapsed under me, dead. At day’s end, the counselors assured an angry mob of my fellow kindergartners that I had not personally killed her.

			My siblings struggled with my father’s high expectations and dictates on their life choices, but I largely escaped scrutiny, since he considered me a happy-go-lucky intellectual lightweight. If my brother came close to falling off the high honor roll, my father would sound off, but my B and C grades barely got a glance. Strangely, I didn’t care.

			Life was mostly calm with a dash of adventure. My best friend often joined me on hikes along a nearby creek, where we kept our eyes open for the ever-present water moccasins. After short treks, we’d scamper onto a bridge and throw off our G.I. Joe action figures with parachutes attached. On longer journeys, we’d stop at a run-down deserted sugar shack we called “the haunted cabin” until the structure disappeared. Meanwhile, another friend and I spent weeks along a portion of the creek, cutting down tiny trees and roping them together into a clubhouse. We returned to the spot one day to build the roof, only to discover that our ersatz cabin had also vanished. I even enjoyed time alone, lying on the grass while staring at the sky or climbing through a drainage tunnel that ran beneath our driveway.

			
			I always found hobbies, from making yarn pictures on wooden slabs to building glue-soaked model cars. When my neighborhood friend pursued magic, I joined him. The two of us started performing around Dallas; the pay was good, but we invested most of it back into the show.

			I recognized my good fortune and appreciated it, largely because I was exposed to others who faced hard times. My parents volunteered at free clinics for the indigent, and we would assist some of their patients in need. We also sponsored two orphans who visited on weekends, with the younger boy sleeping in my room, where we stayed up talking or jumping on the beds. On Sunday evenings, when we drove them back to Buckner Children’s Home, I always felt guilty that my life was so much easier than theirs.

			My first taste of journalism came at fifteen, and I hated it. I joined the school newspaper, the Remarker, but my assigned stories—budget plans, a play, a speaker, blah blah blah—were beyond boring. I had no doubt that unless they were looking for their own names, my fellow students never read a word.

			A turning point came in my junior year when I was working on a piece about parent-teacher night. Once again, I plunged into the pointless routine: Report on an event nobody cared about, write a story no one would read. I went through the motions by interviewing the head of the high school, Mike Shepperd. After wrapping up, I started loading my backpack.

			“So, do you enjoy working for the paper?” Shepperd asked.

			“No,” I replied. “I’m thinking about quitting. I never write anything interesting.”

			
			“What do you want to write about?”

			Laetrile. I wanted to work on a story about laetrile. This was a supposed miracle cancer treatment that had not been approved in the United States, but plenty of patients traveled to Mexico for the drug and swore it worked. I had first heard about it on 60 Minutes a few years before and discussed it with my father. The controversy fascinated me.

			“So write about it,” Shepperd said.

			The Remarker didn’t allow for that, I replied. We covered school events, not national news.

			Without another word, Shepperd called the Remarker’s faculty sponsor. “Andy, Kurt Eichenwald is in my office, and he wants to do an article about laetrile. He thinks no one will let him. Can he write it?”

			A second passed, and Shepperd hung up. “Okay, so now you’re assigned the article. No more excuses.”

			Weeks of reporting and writing followed; the article filled two inside pages of the paper. I was delighted and proud and even won a local journalism prize. As a reward, I suppose, I was named a contributing editor in my senior year. I didn’t want to be a spoilsport and reject the position, but I had accomplished all I wanted to at the Remarker. So I accepted without enthusiasm and almost immediately distanced myself from the job. That was a flaw in my character—I could devote enormous energy to something that fascinated me, but once I finished, my interest flagged. My obsession with a single task could end as fast as a flip of a switch. A few months into my senior year, that trait became obvious to the paper’s staff, who nicknamed me “the noncontributing editor.”

			That do-it-and-drop-it trait played a large role in my choice of colleges. After four years of high school debate spent whiling away weekends at tournaments, I suddenly and inexplicably lost all enthusiasm for public speaking. As a result, I eliminated schools with strong debate teams from my list of options, fearing I’d be pressured to join. My brother was a junior at Swarthmore College, a small liberal-arts school about eleven miles from Philadelphia that offered little in the way of debate. The school was reputed to be an academic hothouse, so given my middling grades, I assumed I would have no chance at admission. When Swarthmore’s acceptance letter arrived, I raced so recklessly up the driveway in my father’s car that I almost crashed into a fence.

			
			Weeks before graduation, my class performed Senior Follies, the annual song-and-skit roast that poked good-natured fun at St. Mark’s, the teachers, and other students. This event was considered a big deal, and my classmates elected me producer. I spent months huddled with friends writing skits and song lyrics, planning choreography, and getting by with little sleep. My staring episodes escalated, and some teachers worried about my health. One day, Shepperd saw my haggard face and ordered me to skip the rest of my classes, go home, and get some sleep.

			I had never been so exhausted as on the night of Senior Follies. I appeared in a few skits, including one where I caricatured a quirky science teacher. I was reciting a joke about a toy car when I suddenly felt confused. I had stopped speaking and couldn’t recall my most recent words. These “sudden break” episodes had begun earlier that year, and though I considered them minor annoyances compared with the staring spells, I had no idea how long they lasted. All I knew this time was that one had occurred onstage.

			Later that night, the class got together for an after-show party. As I nursed a beer, someone played a recording of the performance. Everybody listened, laughing, but I sank into uneasiness. Had I made a fool of myself when I drifted away? Had my classmates hidden their embarrassment? When they heard the odd pause, would they quiz me about it?

			We reached my sketch, and I listened as my voice broke off midsentence. A second passed, and I started my lines again, repeating two words I had just said.

			As my fellow drinkers—who had noticed nothing amiss—continued enjoying our jokes, I felt lost in wonder. Was that it? The sudden breaks were no big deal. But what about my staring spells? Friends told me they lasted ten to fifteen seconds. Did they? Maybe it just seemed that way.

			Looking back, I realize that my thoughts about these experiences were irrational. The episodes embarrassed me, but I believed they were commonplace. I had scores of questions—Why was I so confused afterward? Why had I picked at my clothes? Why did I think I’d walked somewhere when I hadn’t?—but never raised them with anyone. Had I mentioned them, any doctor would have known I was experiencing seizures. To this day I believe that had I not been so deep in denial, many of my traumatic experiences in the years that followed never would have occurred.

		

	
		
		
			 

				An audio letter from

				MARI COSSABOOM, 1981

				A longtime friend

				In high school, you would have those staring seizures, the staring spells. I assume they’re seizures now, but we didn’t know then. It used to happen all the time….I didn’t worry about them because your parents didn’t worry about them. Everyone always said that the reason those things were happening was because you were tired. And you have to admit, you were always exhausted, because you were always working on a million things at once. So I just accepted it—all your friends accepted it—as just something that happened sometimes.

				 

			

		

	
		
		
			
			CHAPTER TWO

			A deceitful September lured back another summer day, stirring bees that drifted through an open window into my college dorm room. I watched them buzz about as I rocked in a glider chair squeezed between school-issued furniture and a cheap table. One of my new roommates, Carl Moor, sat at his desk with his back to me, brushing aside my questions with one-word responses that left little doubt of his uninterest in chatting.

			Following a miserable summer, I had arrived a few weeks late to my first semester at Swarthmore. In July, I tore ligaments in my ankle, which required me to walk on crutches with a plaster cast. Then, the following month, I contracted paratyphoid fever—the less deadly bacterial brother of typhoid—and was laid up with a temperature that hit 106 degrees. I’d never experienced delirium before, but as fever cooked my brain, I enjoyed conversations with a friend who was not there and grew angry at nonexistent people fighting nearby. By the time I could get out of bed, I had dropped more than ten pounds.

			By then, freshman orientation at Swarthmore had passed, classes were under way, and newly minted classmates had begun forming friendships. I arrived with clothes drooping on my body, crutches, a green pallor to my face, and the misunderstood, not-quite-correct story that I had contracted typhoid fever.

			
			I had been assigned to a four-person suite in Wharton Hall, among the most popular and storied dormitories on campus. Built in 1903, it exuded quaint collegiate charm. Gargoyles depicting every season and the signs of the zodiac decorated eaves of the building. Wrapping around three sides of an expansive patio, Wharton featured some of Swarthmore’s largest dorm rooms; ours included two bedrooms and a living area that easily accommodated four work desks, bookcases, the glider chair, stereo tables, and an ancient, disheveled couch.

			Another roommate, Pat Cronin, had been a friend at St. Mark’s. Fellow Swarthmore students lumped us together as “the Texans,” a segregating designation I hated. Carl was a boyish quasi athlete from Chicago, and the fourth roommate, Franz Paasche—born in New York, raised in Canada, and educated at a Vermont boarding school—rapidly developed a reputation as the coolest kid on the hall.

			In the first days after my arrival, Carl and Franz rarely spoke to me. Carl later told me that my appearance—particularly the sallow face and crutches—had put him off; that, combined with the dreaded “typhoid fever” label, led him to keep his distance. Franz correctly concluded I was decidedly uncool. With my limited ability to roam campus and most cliques already formed, Pat remained my only friend in those early days.

			Then came the bees. After the first few drifted in, I lifted one of my crutches and pushed the rubber tip against one, crushing it into the wall. As more flew through the window, I realized that either there was a nest directly outside or something in the room had attracted a small swarm.

			“Carl, we’ve got a bee problem.”

			He turned around from his desk and saw the buzzing intruders; again I lifted a crutch and flattened another bee into the floor.

			“Give me the other one,” Carl said, reaching for a crutch.

			He closed the window, and for the next few minutes, Carl and I competed in an insect safari. Once, I threw a crutch javelin at a bee, missing my target but ratcheting up the mood of hilarity. Carl dashed about, squashing them on the floor and against walls. We laughed at the spectacle—me hopping on one leg, balancing myself as I whacked at bees, Carl with the other crutch trying to top my score in the killing spree. I lost the competition, but in that bee hunt, I won a friend. From then on, Carl would remain one of my closest buddies.

			
			My strained relationship with Franz persisted—bee hunt or not, I remained uncool—but we became closer a few weeks later when he returned from a frat party feeling ill. He hadn’t drunk much and worried he’d unknowingly downed punch made with grain alcohol. I took him to the men’s room. Whatever he’d drunk came back for a repeat appearance, hitting the toilet, floor, and wall. When the heaves stopped, I put him to bed, then returned to the bathroom to mop up the mess. Apparently, cleaning other people’s vomit passes for cool, and we, too, became good friends. In our conversations I learned he came from an amazing family—his great-grandfather General Kurt von Hammerstein-Equord had been part of a failed plot to kill Adolf Hitler, while this hero’s daughter, Maria Paasche, gained fame for helping Jews escape Nazi Germany on her motorcycle. But my bond with Franz didn’t fully form until spring vacation, when we traveled to his home in Toronto. He showed himself to be enormously thoughtful and kind; he, in turn, learned that I could be a lot of fun.

			Carl, Franz, and I grew to have one of those cliché “three musketeers” friendships. All of us were comedians of sorts—Carl was the king of the one-liner—and we began to attract a circle of friends who hung out in our room chatting endlessly over slices of pizza, sat with us in the dining hall, or accompanied us to parties. We also talked politics. I especially remember debating an ardent Marxist, throwing him off guard with a handful of questions; his face drooped as he proclaimed sadly, “Everything I’ve believed is wrong.” While his obvious feeling of devastation gave me a twinge of guilt, I realized I loved the intellectual swordsmanship, camaraderie, and challenging conversation that came with college life.

			The roommates soon discovered coincidences between us that defied probability, particularly since we had been assigned to share a suite arbitrarily. Franz’s grandfather Milton Levine had been one of my father’s medical school professors, and the two remained lifelong friends. Carl’s middle-school girlfriend in Chicago had attended high school in Vermont with Franz, and even dated his roommate. We continued discovering unlikely overlaps in our lives for decades, well into our fifties.

			
			Time passed, with Pat and I seeing less of each other as we drifted toward different circles of friends. Carl, who shared my love of horseplay, pitched ideas for occasional off-campus adventures that I gladly joined. In one escapade, we hopped a bus to Atlantic City; we met the casinos’ age minimum of eighteen, but Franz, still seventeen, grumbled about being left behind.

			Our destination was Caesars Boardwalk Regency. As we entered the cavernous casino, a security guard demanded identification—no surprise, since Carl looked at most sixteen. Smells of alcohol and grilling meat wafted through the room. Flashing lights, spinning wheels, and ambling waitresses imbued the place with a relentless air of excitement. But when we passed the slot machines, I cringed at the sight of haggard-looking elderly people feeding in coins they obviously could not afford to lose as they searched for a big win that would never come.

			Carl and I decided to limit ourselves to one hundred dollars in losses and hit the two-dollar blackjack table. We had been doing well when a man wearing a white suit and gold chains joined us.

			“They call me The Idiot,” he said out of nowhere. He told us he had just lost a fortune playing high-limit blackjack. “Now I have to sit here with you losers at the two-dollar table.”

			I’d never met a high-stakes gambler before—or even someone who professed to be one—and, despite his self-identification as The Idiot, I was entranced. The dealer slid another round of cards out of the shoe. Carl and I had placed our chips in the betting box when The Idiot spoke up to demean our decisions. He doled out advice; since this was a man who really knew casinos, we did as we were told. And we started to lose, lose, lose. As we approached our loss limit, we suddenly looked at each other in astonishment. I don’t remember if we said it aloud or just understood our shared thought.

			Why are we listening to a guy who just lost a ton of money?

			So we started to ignore The Idiot. His rants about our playing decisions continued even as we climbed back from the hole he dug for us. I don’t remember if we ended up winning anything, but I didn’t care; we had a blast.

			Back at Swarthmore, the four roommates enjoyed ribbing one another in bull sessions about the merits of the places where we grew up—Pat and I in Texas, Carl in Chicago, and Franz in Canada—and the flaws of the others’ old stomping grounds. In early November, when six American diplomats were rescued from Iran by the Canadian government and the Central Intelligence Agency—a caper later depicted in the movie Argo—someone ran a full-page advertisement in The New York Times blaring, “THANK YOU, CANADA.” Franz posted it on our bulletin board. In response, I cut out a photo of the New York City Marathon and wrote a caption beneath it saying, Millions of Canadians flee for America after a guard accidentally left open a gate. That went on our front door. Later that week, the Times published an article about Albert Spaggiari, a French master thief who escaped from the police by calmly opening a window; smiling; saying, “Goodbye”; and leaping out, bouncing off a car before riding off on a waiting motorcycle. The roommates declared him our new hero. We clipped out the story and up it went next to the “THANK YOU, CANADA” ad.

			
			That same month, Carl and I were goofing around in our dorm room. We had started periodically launching into fake fights for reasons only teenagers could understand. During one match, Carl took a swing at me, and I flew backward theatrically. I had not seen the wooden desk chair a few feet behind me and smashed my head on the seat. The next thing I remember, I was on a bed at the campus health center. A doctor diagnosed a concussion. Something about the way I hit my head led the medical team to give me a neck brace, which I was told to wear for a couple of weeks.

			Afterward, friends noticed that I periodically zoned out. I experienced an embarrassing episode when I suddenly became aware I was sitting in the dining hall with wet pants and my lunch mates staring at me. Apparently, I had started to stare while holding a glass of soda; it had fallen onto my chair and shattered.

			Shortly before Thanksgiving vacation, I woke up confused; my muscles and hand hurt, and my head ached. I was on the ground beside my bed. I remembered nothing about what had happened but assumed something had caused me to slide off the mattress, leaving me in this disconnected state.

			Terrified, the next morning I called my mother to tell her I needed to see a doctor when I came home.

		

	
		
		
			 

				An audio diary from

				ELVA EICHENWALD, 1982

				My mother

				I want to go back to the beginning, in the fall of 1979. Kurt called me one evening to tell me he wanted to see a doctor as soon as he came home for Thanksgiving break. He said something was wrong with him, that his stares were worse and something had happened in his sleep. I made an appointment for him to see his pediatrician when he first came home from school. Just before he came home, the pediatrician’s office called and canceled the appointment.

				I was very confused at that time. I had not told Heinz about Kurt’s fears, because he didn’t deal well with family health problems, but once the pediatrician canceled, I felt I had to tell him. Heinz was very upset and tried to find a neurologist, but everyone he knew was out of town. I suggested a neurologist I met through St. Mark’s, but Heinz turned that down because he didn’t know the man. He then said there was somebody at the medical school who was supposedly pretty good. Thus began our trials and tribulations with Charles Nicholson.

				 

			

		

	
		
		
			
			CHAPTER THREE

			In a dreary hospital hallway, I glanced at plastic chairs decorated with gloomy colors that would never be found in a box of crayons, much less in nature. My mother sat beside me, and I studied her face. Her look of fear crushed me. Whatever was happening with me, I felt terrible for the distress it caused her.

			We were waiting for technicians to perform a CAT scan. After hearing about my strange experiences at school, my father, insisting only academic doctors could be trusted, arranged for me to consult a neurologist who worked under him at the medical school. Family medical decisions were always dictated by him, so his choice of a physician was the final word.

			The doctor, Charles Nicholson, rarely saw patients, my father said, instead devoting himself to research. Years would pass before I realized why that made him a terrible choice. Nicholson was a pediatric neurologist who spent his time in the lab; I was over eighteen, an adult, and needed someone with hands-on clinical expertise. To this day, I believe Nicholson would have refused to be my doctor if my father hadn’t been his boss.

			The day so far had been a blur. Because of the episode at school, my parents had forbidden me from driving, so my mother brought me to my appointment. I had spent almost no time with Nicholson but already disliked him. He said little to me and ignored my mother. When he took my medical history, I mentioned the staring spells, which led to numerous questions about how I felt before and after those episodes. His inscrutable face flashed with recognition when I mentioned that I had been seen picking at my clothes while staring. Then we discussed my experience waking up on the floor next to my bed. All the while, he exhibited the bedside manner of a termite inspector.

			
			He performed a neurological test, a process I would repeat dozens of times in the years that followed: Squeeze his fingers, push his outstretched hands, follow a light with my eyes. He knocked my knees with a hammer and squeezed around my neck.

			After the examination, Nicholson sent my mother and me for more tests at Children’s Medical Center. At the time, it didn’t strike me as odd that I was an adult wandering the halls of a pediatric hospital in search of the lab for my next diagnostic test. We found the office for my EEG, a test that records electrical activity of the brain. The technician described how the exam worked and why it was used, then bound clumps of my hair with rubber bands to expose parts of my scalp. Afterward, he dabbed glue in each spot before attaching the electrodes. My mother thought I would be amused at my appearance and brought out a mirror. The sight horrified me. I snapped at her, and she apologized. We were both struggling our way through this, blindly trying to buck up the other.

			Throughout the day, I took each step as if by rote. But when I saw my mother’s face as we sat on the plastic chairs outside the CAT scan office, reality crashed down. A massive machine was about to take innumerable images of my brain. The doctor was looking for a tumor.

			A tumor.

			I hadn’t considered this before but suddenly could think of nothing else. I might be dying. And I would find out soon.

			The technician appeared and invited me in. A giant, donut-shaped machine stood to one side. Its size shocked me; I had thought it would be no bigger than an X-ray device. Minutes later, I was supine on a table, the top of my head facing the machine’s massive hole. I may be mixing up my recollections—I have had many scans since then with different devices—but I believe this was the first time a technician infused a dye into me to make the pictures easier to read. He slid a needle into my arm, and the dye seeped in.

			
			“You’re going to taste something metallic,” he said.

			I waited. I wasn’t tasting anything…Wait, yes I was. Perhaps, I mused, I now knew the flavor of a rust-covered lightning bolt. My face flushed.

			The table quietly trundled back and forth through the donut hole as the technician adjusted my location under a red alignment laser. I stared at the white casing a foot or so from my face. I wondered if this was how it felt to be in a coffin.

			The table moved out a little and then back in. A whirring sound started each time the table stopped.

			“Just a minute,” the technician called out.

			Later, I would learn that CAT scan technicians always checked the images before ending the test. But in my feverish state of apprehension, I thought he had discovered something alarming. Soon, the moving table brought me out of the machine, and the technician said we had finished.

			“Did you see anything?” I asked.

			“You’ll have to ask your doctor.”

			I’m dying. I was sure of it. I considered the technician’s refusal to answer as confirmation that he had seen a tumor and wanted to leave the job of breaking the bad news to Nicholson.

			That afternoon, I rejoined Nicholson, exhausted. My mother had accompanied me all day, and my father came down from his office to hear the verdict. I sat beside my mother in front of Nicholson’s desk; my father leaned against the wall. The desk between my doctor and me gave me an uncomfortable sense of solitude, despite my parents’ presence. I focused on Nicholson’s flattened hair; the image of the villain from the 1930s film serial The Perils of Pauline flashed through my mind.

			Stop it. I was taking out my fears on this man who, despite his disagreeable bearing, wanted to help. I picked at my head. The glue that had been used to attach the EEG electrodes stuck to my scalp like concrete. I felt certain I’d be walking around for days looking as though a drunken barber had taken a hatchet to my hair.

			Nicholson said nothing as he flipped through each sheet of paper, examining all the test results. Then he put the file on his desk and looked at me.

			
			“You have…”

			A brain tumor.

			“…epilepsy.”

			A wave of relief swept over me. Epilepsy. Not cancer.

			“Could that kill me?” I asked.

			“No, it can’t.” His response was wrong; epilepsy can be fatal.

			“So what does that mean?”

			“It means you have seizures.”

			How is that an answer? I thought.

			He told me that the staring spells were called petit mal seizures, and the symptoms I described from the night I awoke on the floor were common after a grand mal seizure.* I didn’t know what that meant, and he explained it was the name used for general convulsions, which often strike when people sleep.

			Nicholson turned to my father and began talking. I wanted this neurologist to explain our next steps, what the treatment was, whether the epilepsy might go away. Or would it get worse? Did epilepsy mean my brain needed surgical repair? I thought carefully, trying to arrange the words for my next question in a way that would force him to give more than flip answers.

			Without looking at me, Nicholson told my father, “He’s going to have to go on anticonvulsants.”

			“All right,” my father replied. “Which are you going to prescribe?”

			“I’ve seen success with Tegretol.”

			As their conversation rambled on, I imagined myself jumping on Nicholson’s desk. I’m right here! I could scarcely believe he was ignoring me and that my father was allowing it to happen. When it seemed their conversation would not end soon, I interrupted.

			“What is Tegretol?”

			Nicholson shifted his gaze to me. “It’s a medication that’s been around for about a decade.”

			
			“Will it stop the seizures?”

			“It should.”

			Don’t yell at him. “I don’t understand what that means. Will it stop the seizures?”

			Nicholson looked annoyed. “Yes, it will stop the seizures.” He hesitated. “Well, let me be specific. You might still have some staring spells until we get the medication adjusted.”

			I was about to ask another question when Nicholson cut me off. “Now, don’t start feeling sorry for yourself,” he said. “There are children dying from cancer, and they’re a lot worse off than you. You’re not going to die from seizures. Those kids could only wish they had epilepsy.”

			What? I had been diagnosed for maybe two minutes, I had asked a couple of questions, and now my neurologist was telling me I should feel lucky I didn’t have cancer? Was I not allowed to ask about epilepsy because there were children with fatal diseases? But in my emotional condition, I didn’t lash out at his comment. Instead, believing he was key to stopping the seizures, I accepted his implicit command to stay quiet.

			Nicholson resumed speaking to my father. I looked at my mother and could see she was as intimidated as I was. She asked about medication side effects. Nicholson ignored her.

			Finally, he turned to me again. “What do you want to do with your life?”

			Were we about to start chitchatting? I still knew next to nothing about my diagnosis or treatment, and suddenly we were discussing my future? I had graduated from high school only five months ago.

			“What do you mean?” I asked.

			“What do you want to do for a living?”

			“I don’t know,” I replied, still confused by his questions. “I’ve been thinking I might want to become a lawyer.”

			Nicholson eyed me evenly. “No, you can’t do that,” he said. “Seizures can be triggered by stress. You need to choose a career as stress free as possible.”

			“But—”

			“I also think you need to reconsider attending Swarthmore,” he said.

			
			I had been about to ask, If the medication would control the seizures, why did I need to avoid a job that might trigger seizures?

			“Swarthmore is tough,” he continued. “It’s not good for someone with epilepsy. You need to discuss with your parents whether it’s wise to go back. You won’t be able to keep up.”

			Each sentence was a kick in the gut. Drop your plans; drop your school; leave your friends; prepare for failure. Oh, and the drugs will stop the seizures. So many questions filled my head that I had no idea which to ask first.

			“Also, don’t tell anyone about your diagnosis,” he said. “If people know you have epilepsy, they’ll be afraid. Seizures are frightening. If you tell people, you might lose friends or jobs.”

			My chest tightened. “But what if I have a convulsion in front of someone?”

			“That’s why you’re on the medicine, to stop that.”

			“Okay, but I’ve been having these staring spells forever. My roommates already know about that.”

			“Tell them not to tell anyone. And if you ever have to say something about this, call it a seizure disorder. Never say epilepsy. The word scares people. ‘Seizure disorder’ is less frightening.”

			I still didn’t understand. If the anticonvulsants would stop the seizures, why were we talking about this? “But the medication—”

			“Yes, that’s critical. Never miss your medication.”

			“Why? What happens?”

			“Just don’t miss it.”

			Don’t yell. “I understand I shouldn’t miss it. But what happens if I miss it?”

			“Don’t even consider that. Don’t miss it.”

			I thought for a second. “Okay, let’s say I’m on an airplane, and it crashes into the ocean. I swim to a desert island. All my medication went down with the plane. What’s going to happen?”

			“You’d just have to find a way to get your medication.”

			I gave up. This doctor, I decided, took pleasure in confusing me. My father seemed untroubled; I figured he knew the answers to my questions. Maybe he would tell me later.

			Nicholson instructed me to never use illegal drugs or over-the-counter medications that might be sedating and to limit myself to one drink of alcohol a day. Then, before I knew it, he ushered my mother and me away. I headed to the elevator baffled. He had failed to explain what caused the seizures, how the medication worked, or what side effects I might experience.

			
			He had, however, convinced me that my life might be ruined by epilepsy. If I didn’t hide, if I didn’t lie, I would be tossed out of college, lose my friends, and spend the rest of my days alone in some low-stress job I hated. His words left me in shock, too emotionally overwhelmed to feel anything.

			My mother and I reached the car, and I slid into the passenger seat. She said we needed to take my prescription to the pharmacy. I sat in silence, looking out the side window as trees and stores moved past. I thought I should be crying, but somehow I couldn’t. I believed Nicholson. I believed I now had to live in secrecy and fear.

			At home, I swallowed anticonvulsants for the first time, a ritual I would repeat almost every night for the rest of my life. My daily dose of death, I thought. I read the package insert that came with the medication, and the list of side effects sounded like the health nightmares suffered by a hopeless patient on a medical television show. Breathing problems, irregular heartbeat, confusion, life-threatening this, fatal that. The drug could cause serious diseases, particularly involving blood or skin, but I recognized none of the names. I didn’t notice the black box, full-caps instructions at the top of the insert saying that, to ensure I didn’t contract a dangerous condition called aplastic anemia, I needed comprehensive blood tests every week for three months and then monthly for at least two years. Nicholson either didn’t know those instructions or, in the months that followed, ignored them.

			My mother drove me to the Dallas Epilepsy Association, and the counselor there put me at ease. He answered my questions until I understood my condition and my medication. He explained that if I missed my Tegretol, I might have a seizure; if I stopped it altogether, I could end up hospitalized or even die. Eventually, I understood that the drug could help or hurt. Taken correctly, it might control seizures. Used irresponsibly, it could cause them. I couldn’t help but wonder: Why didn’t Nicholson just tell me? Why did he play those cruel games?

			
			The counselor mentioned grand mal seizures, and I interrupted him. “I don’t need to worry about those. My neurologist said I won’t have them anymore.”

			“That’s good,” he replied, hesitation in his
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