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	For Alyssa, Emery, and Lily


	But this too is true: Stories can save us.


	— Tim O’Brien, The Things They Carried
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	Author’s Note


	This is not a memoir based solely on what I remember. When I first knew I wanted to write a book about this time in my life, one thing I realized early on was that my memory of those days in the hospital was not reliable.


	As such, Part I of this book and parts of Part II have been built using my medical records, as well as interviews with many of the people I interacted with, including my parents, nurses, and, on one day in December 1997, Dr. Alex Koufos. Anything that appears in a quotation marks in Part I is an approximation of what most likely was said, based on the notes that my nurses recorded in their flow charts or based on a very clear rememberance on my part. Because some of the interviews I conducted were done more than a decade ago, I no longer have notes from many of these interviews, but I do still have many pieces that I wrote (but never published) based on those conversations. As for the medical records and the nursing flow charts, sometimes I was lucky and my nurses put my own words in quotation marks, although most often they didn’t. They never put their own words in quotation marks, either, and so it is in those places, where I have created dialogue between a nurse and me, that I have approximated what was said.


		Parts II and III are largely built on interviews or correspondence I have done with family members of my doctor, one of my nurses, and several patients I knew. Anything in quotation marks in thecse sections was either remembered by those being interviewed, was actually said by them to me, or showed up in the form of emails, letters, or other forms of correspondence.


		I also utilized videos, newspaper articles, diaries, and and other writings done by the people I am writing about. Anywhere I mention what the weather was like, I have double-checked that in online archives. In short, I’ve tried to confirm that everything in this book is an accurate a portrayal of what happened to me and everyone I write about.


Prologue



	When I lace up my shoes to go for a run, I lace up the shoes of ghosts from a lifetime ago. When I strap on my watch, it transports me back to a different time, a time when my ghosts were alive, when we interacted and all faced the same unknown future. When I step out onto the road, they are there. Todd hobbles along, a prosthetic left leg replacing the one he lost when he was a little boy. Tim is there, and he is strong, able to keep up with no trouble thanks to the endless hours he spent in a pool as a high school swimmer. Melissa is there, especially when I run trails and have to be careful about picking my feet up high to avoid rocks and roots. We called it the stork walk in 1992, and it was necessary back then because our legs and feet were emaciated by the drugs designed to save us. Janet is there, with her runner’s body, telling me about her children, who are close to my age, asking me how I am feeling and whether or not I am experiencing any pain. When I run with her, I am not. Finally, there is Dr. Alex Koufos. He is big and slow, but keeps churning on alongside me, whispering into my ear that my heart is strong, that I need to keep pushing forward, that the finish line is within reach.


		I’ve run with my ghosts on back roads in rural Ohio, cutting through corn and soybean fields. I’ve run with them through the curving, hilly roads of southwest Connecticut, where I live now. I’ve run with them in the middle of the night in the middle of nowhere Kentucky, as rain was pounding down on me. I’ve run with them on the beaches of the Florida Gulf Coast and on the sidewalks of Traverse City, Michigan. I’ve run with them on the desert plains of north central Texas in late July. I’ve run with them in a foot of snow in February through a cemetery and an arboretum in Wooster, Ohio, and on those paths in the summer with my son and daughter as we raced a 5K together. I’ve run with them in the cold morning air of Indiana, just hours before my grandpa’s funeral. I’ve run with them on the streets of Akron, during a marathon, where they pushed me forward, toward a finish line that sat in the shadow of Akron Children’s Hospital, where we all came together a quarter-century ago, where I was saved and they were not.


		I cling to my ghosts because they tie me to those days when my life was in the balance. It’s a time I am continually drawn to as I try to understand more about my own life and how it was shaped by a random (or perhaps not) blip on my DNA, a chance mutation that threw everything into chaos. They were there in that chaotic time, suffering through their own chaotic lives, and I find myself thinking about them all the time. And yet, I often realize I know so little about them, as well as myself.


Part I


Sick Cookie


Chapter 1 – It Begins


I woke up on the morning of January 2, 1991, at 6 a.m. I always woke up at 6 a.m. I liked to get a quick shower and watch the news on channel 8. The weatherman—Andre Bernier, still a weatherman on that station—had a thing in the morning called Andre’s Coffee Quiz. People throughout northeast Ohio sent in postcards with their names and phone numbers on them, and then each morning, Andre would draw a name out, call that person, and ask them a science-related question. If the person got the question right, they won fifty dollars and a coffee mug. When I was in the eighth grade, I sent a postcard in. A couple months later, he pulled my name. The question had something to do wit h what the basic element in plastic was. It was multiple-choice, but I didn’t need the choices. I knew it was carbon. I got the fifty dollars and mug in the mail a couple days later.


	I loved to watch Andre do the quiz, even though I was no longer eligible to participate. I had always enjoyed testing my knowledge against others, but I also liked watching the news, seeing what was going on in Cleveland and Akron, even though I lived about an hour south of the city on the lake and forty-five minutes southwest of Akron. There was something compelling to me, even as a young teen, about always knowing what was happening around me, and I was fascinated with the people who got to tell others that information.


	I got dressed, pausing to consider what new Christmas clothes to wear on the first day back to school. I walked to the bus stop along with my brother John, who was in the eighth grade. As we walked, I started feeling tired again. I had been feeling tired a lot lately. My legs were sluggish and my eyes wanted to close. My head swam a bit, but I pushed on. The walk was about a half-mile from our house, and we were there in about fifteen minutes.


When we got to school, I hung out with my friends in the lobby. The space was huge, and all of the kids in the high school lounged about, standing on the marble floors or sitting on wooden benches that lined the walls on either side of both sets of doors. My friends and I had claimed a bench that we stood around early in our freshman year. It was right beside one of the doors that everyone walked through after getting off the bus or after parking cars. Rarely did anyone sit down on the bench. Instead, we stood—Jim (Pag to everyone), Doug, Ken, Bob, Jason, Josh, and me—and talked about what we did over break. I didn’t mention the doctor’s office visit on Friday, where our family doctor looked closely at the tiny red dots on my feet and ankles, pressed my back where I claimed it hurt, and ordered blood tests. Our primary objective on mornings like this was to just kill time with useless banter—making fun of each other, bragging about things we claimed to do but never did, that sort of thing—until the bell rang, when we would all walk off to our home rooms. This morning, that bell would signal the start of the second half of our freshman year.


	While we were catching up, sweat started beading up on my forehead and my ears felt like they were on fire. I felt my head start swimming again. My vision went in and out. When it was in, it was blurry. I couldn’t even see my friends, who were standing just a couple feet away from me. I felt like I was about to fall over. I stumbled around, looking for something solid  to grab onto . My friends noticed and guided me down to  a sitting position on the bench. I put my head between my knees, not because I knew I was passing out and that’s what you do when you start to pass out, but because it seemed like the most logical thing to do. Slowly, my eyes started to focus again, and the dizziness left. While I no longer felt like I was about to end up on the floor, I was exhausted and wanted nothing more than to curl up on the bench and go to sleep.


	The bell rang and my friends went to their classes, but not before I promised them I was all right. I waited for the lobby to clear and made my way, slowly, to the office, where I told the secretery I wasn’t feeling good and needed to call my dad so he could come get me. Dad was at home but only for another couple of hours. He was a truck driver and had a load he was taking to South Bend, Indiana, later in the day. I walked back to the bench by the door and waited for Dad to pull up in his silver Mercury. When I saw him outside, I walked to the car. Every step was a chore. I was so tired, I just wanted to lie down on the sidewalk and fall asleep.


The fall of 1990 was hard for me. Sometime in September or October, Mom took me to a doctor to get a physical so I could play basketball on the freshman team. I wasn’t very good, but I loved playing, and I loved being on the team. While baseball would always be my one, true, athletic love, basketball was certainly becoming my clear second-favorite sport. Unfortunately, when the doctor grabbed my scrotum and told me to turn my head and cough, he felt a bulge, a tiny spot where the lining had given way, and my intestines risked plunging down into my ball sack. I had a hernia, he said, and I wouldn’t be playing basketball that year. Instead, I would be going under the knife of Dr. Walter Kerney.


And so I found myself entering Wooster Community Hospital just before
Thanksgiving. Before surgery, though, my blood was drawn and tested. It was routine, just part of the surgical procedure. That blood work showed an elevated number of white blood cells in my body. It wasn’t high enough to postpone the surgery, or even for a doctor to investigate further. Mom and I explained it away by the fact I had just had a cold. I had the surgery and was kept in the hospital for just about twenty-three hours, at which point I was discharged, not because I had recovered from the anesthesia—I was still vomiting up anything I ate—but because if they kept me any longer, I wouldn’t be considered an outpatient, and that was not an option. I hobbled into the house, feeling every bit like a ninety-year-old man, hunched over and shuffling my feet, the two-inch incision in my lower-abdomen blazing with pain. But slowly, very slowly, I recovered from that surgery. A couple weeks later, my friends and I spent the night toilet-papering houses in the area, including the house of our vocational agriculture teacher. Right about the time I felt like I was back to normal, though, I started feeling like I wasn’t. I had a cold I couldn’t shake. My back started hurting. I was tired.


Had they looked more closely at those white blood cells before my surgery, they likely would have found immature cells, mutant cells that could not and would not fight infection in my body. Bone marrow makes all of the cells that come together to form our blood. It makes white cells, which fight infection; red cells, which carry oxygen to the body’s organs; and platelets, which help clot the blood when it needs to be clotted. But sometimes, as in my case, something happens. This was the beginning. This was when my life changed, and it changed without anyone ever knowing. Somehow, my marrow started producing immature white cells—blasts—and stopped producing red cells and platelets. That’s why  my white count was elevated.. 



As we neared Christmas break at school, I found that the pain in my back was growing, and that I felt it in my side now. Every time I sneezed or coughed, it felt like I was being stabbed. If my brothers hit my back because we were fighting about something, I collapsed to the floor, spasms of pain shooting through my body. I came home from school each day and immediately fell asleep. We—my parents and I—rationalized it at home. I probably had mono, which explained why I was so tired. I probably broke a rib sneezing (which seems ridiculous, until you heard me sneeze) when I had that cold, the cold that wouldn’t go away, and that explained the pain I felt.


We made the typical trips to southwest Ohio and Indiana to visit grandparents, aunts, and uncles over Christmas Break. One day, during the week between Christmas and New Year’s, we went to a movie theater in Troy, Ohio, and watched Home Alone in a matinee showing. The theater was deserted because a massive snowstorm was blowing in. When we walked into the theater, there was no snow on the ground. When we walked out a couple hours later, there was at least five inches of snow on top of our car. As that snow belted down, we laughed at a young boy who had stymied two invaders who were trying to break into his house. Little did we know there were invaders inside my own body, mutant cells massing and planning an assault that would leave me alone and scared in a way I had never felt before. But we didn’t know that, and for the movie’s ninety minutes, I stopped feeling tired. I didn’t concentrate on the pain in my back and side. I stopped feeling like there was something wrong with me. It would be the last normal thing I would do for a long time.


On the weekend after Christmas, we went to Indiana to visit my grandpa and Dottie. This was always one of my favorite trips because Dottie made the most amazing food—turkey, mashed potatoes, noodles, and more. The noodles were what I lived for every Christmas, that and all of her cookies: sugar cookies with icing and snicker doodles and chocolate chip and no-bake cookies. We could eat as much as we wanted. There was so much food, but there were also so many people. My dad has three brothers and two sisters, and by this trip, his youngest brother, Bob, and wife had already had their first daughter, and Kim was expecting another any day now. This was the one time a year when all of the Tullis cousins were gathered in one place, and because I was the oldest, I often set the tone, at least for the kids.


Except this year, I didn’t eat anything. I didn’t play with my cousins or brothers. I didn’t even hang out in the living room and watch football with my uncles. Instead, I collapsed on the living room floor, smothered myself in the shag carpet and slept the entire day.


On New Year’s Eve, a Monday, Mom took me to the doctor. This is the visit I didn’t tell my friends about two days later at school, the visit where he asked funny questions and looked really closely at my feet and ankles, where he made sure I had more blood drawn. That night, I went to church, where the youth group was having a lock-in in the church gym. I had gone to these twice before, and they were so much fun I looked forward to them more than just about any other activity. We stayed up all night playing games, eating massive amounts of junk food, drinking Coke and Mountain Dew, and generally just being kids. But on this one, I curled up in a corner, covered myself with a coat, and went to sleep. I couldn’t muster any energy at all, and I didn’t know why. All I wanted to do was sleep and not move, lest pain shoot through my back.


I had been living for a month with my body fighting a war within itself. The mutant white cells had taken over. Very little oxygen was getting to my organs. Once the marrow became packed with the immature white cells, they were pushed out into the blood stream. Then they coagulated into a mass in my chest, which was the source of the pain in my back and side. The marrow just kept pumping out the mutants, over and over and over again. If I got sick, and I had been fighting a cold for what seemed like a month now, my body couldn’t fight it off. I had bruises everywhere because my blood was flowing freely throughout my body. When the vessels broke in my legs and feet, something that happens all the time even in normal healthy people, the blood couldn’t clot because there were no platelets, so I had tiny red pinprick dots all over the tops of my feet.


But I didn’t know any of this. I knew my back hurt. I knew I was tired.


Chapter 2 – First Night


It was just after 8 p.m., and I was sitting in a hospital bed and watching Hoosiers. The movie had come out in theatres about four years earlier. It was already a basketball classic, but I still hadn’t seen it. Over the past couple of years I’d developed a love for the game, so I was excited when I learned the hospital had the movie in its VHS collection. As I watched, I was struck by how the buildings in the movie looked like ones I lived around, despite the fact I lived in small-town Ohio and the movie took place in small-town Indiana. Hickory High School looked a lot like Apple Creek Elementary School—the school I had gone to from kindergarten through the sixth grade—both in the exterior and interior shots. The barbershop where Gene Hackman’s character meets all the men in the town looks like the place where Dad took me to get my hair cut. The movie felt like home, and at this point in time, I was aching for home. 



Mom had gone back to our house to be with my younger brothers, John and Jim, for the night. Dad had gotten all the way to South Bend in his semi when he finally got the news that I was in the hospital. He was driving back now, as I sat and watched this movie and thought about what had happened during the course of the day, the strangest so far in my fifteen years.


Earlier in the day, I woke up from a long nap at around 1:30 p.m.  Dad had left for South Bend shortly after he brought me home from school. Mom came home from work and took me to Dr. Frank Cebul’s office in Wooster. I was feeling better, a bit rested, but that feeling always waned quickly, or at least lately it had been. But when we got to the doctor’s office, we didn’t go to an exam room. Instead, we went to the doctor’s actual office and sat in chairs facing him as he sat behind a desk. Dr. Cebul said the results from my blood work, taken two days earlier, had come back, which was why he wanted to see us. Eventually, he asked me to step out into the hallway, and he talked to Mom alone. I don’t know how long they were in there. Five minutes. Ten. Fifteen. Eventually, Mom came out and said we needed to go to the hospital for some more tests. She promised me pizza later that evening. In the minivan, as we made the short drive to the hospital, she said something about leukemia, but I didn’t know what that was and didn’t ask. I thought maybe she had actually said Lou Gerhig’s, as in the disease that struck down one of the greatest baseball players of all time. I loved baseball. I thought it would be cool to have the same problem as Gehrig, which just goes to show I didn’t know anything about his disease or leukemia or anything other than the fact that I wanted to play basketball that weekend and I wanted pizza for dinner.


I imagined I would be in the hospital for a short amount of time. Maybe a day. I would have some tests done and then go home. But I was immediately admitted, at 2:20 p.m., to room 404 in the pediatric wing of the hospital. A nurse walked into the room shortly after I got settled in the bed and started talking to Mom. The nurse had long brown hair, glasses. She looked like she was about Mom’s age. She was quiet and acted like she was used to dealing with much younger patients than someone like me, a teenager.


Eventually, she started asking Mom questions from a piece of paper. At one point, Mom said I had been exposed to mono sometime in the previous four weeks. She also mentioned my hernia surgery in November and told the nurse that I was nauseated after the surgery.


“How do you feel as a parent?” the nurse asked.


“Okay,” Mom said.


“Why did you bring your child to the hospital?” she asked.


“He’s tired,” Mom said. “He’s not eating as much. He says his back and side hurts.”


I had also lost three pounds in the last week, Mom said.


“What have you told your child about coming to the hospital?” the nurse asked.


“Nothing,” Mom said, although that wasn’t entirely truthful. “The doctor just said he needed to be admitted.”


Mom left the hospital around 3:30, but returned at 5 and brought Little Caesars pizza with her. I ate several pieces and drank a Coke, the second one of the day. I didn’t often get to drink Coke, and here it was being freely offered, so I took it. I talked on the phone with my friend Pag and told him I was in the hospital, but that I expected I would still play in the Future Farmers Association club basketball tournament over the weekend. I had been looking forward to that tournament ever since I found out I couldn’t play on the freshman team because of the hernia surgery.


It was the talk of basketball with Jim and my hopes that I would play that weekend that pulled me into Hoosiers. I tried to concentrate on the movie, but now that I was alone, I started getting nervous. I had spent a night in this hospital before—just about a month and a half ago—when I had my hernia surgery, but this just seemed different. Then, I entered the hospital early in the morning, had surgery, and spent time in a room I shared with a high school classmate who had surgery on his broken nose. I spent most of that day throwing up. Nurses kept giving me toast and telling me I couldn’t go home until I kept food down.


But now I was in a room by myself, and nobody was talking about going home. Dr. Cebul had also sent in a new doctor who I had never seen before, Dr. Jeffrey Spiess, an oncologist, although I didn’t know what that meant, and this man talked more about leukemia. He talked about all the tests I would have the following day—more blood tests and something about bone marrow.


“Then we’ll know more,” he probably said. “We’ll know where we go from here.”


Additionally, Pastor Don, the youth pastor at my church, stopped by the hospital just after I finished eating. I loved Pastor Don. He was so different from any of the other preachers I had ever met. He was young and related to the teens in our church at a time when I had just become one. He asked me how I was feeling, and truthfully, I felt fine at that moment. I felt rested. My stomach was full. That’s what was so confusing. I didn’t feel like someone who should be stuck in a hospital bed, at least not at that exact moment. But I also knew, deep down, that something was wrong.


As I watched the boys from a small town in Indiana play basketball for a school that wasn’t much bigger than the one I went to, I wondered what was happening to me. My nerves kicked in, and I started twirling the long curly hair at the back of my head with my left hand. The room was dark, just a fluorescent light affixed to the wall above my bed. I liked to watch movies with the lights off, and so the only light was the buzzing fluorescent and the glow off the television as Gene Hackman tried to teach these boys who looked like men how to play basketball, how to be a team, how to slay giants. I liked the darkness for the movie, but it also amplified the loneliness. I could see bright white lights outside my hospital room. The entire place was quiet—the only sound coming from the musical montages of the boys from Hickory winning basketball games—a complete departure from my previous stay, when saws and drills and jackhammers, sounds of construction, flooded the room I constantly vomited in.


Around 8 p.m., the nurse came into my room and sat down in a chair beside my bed. It had been at least five hours since she had asked Mom those questions. I glanced at her but then looked back at the television. She asked me how I was feeling, and I mumbled that I was fine. I cracked my knuckles, all of them multiple times.


“Why do you do that?” she asked.


“They hurt if I don’t,” I said.


Earlier, before Mom left, the nurse told us that if we had any questions about any of the upcoming tests, we just had to ask. Now that Mom was gone, I didn’t have any questions. Or rather, I had hundreds of questions, but none of them had answers, or at least none that I figured could be answered now. Why was I here? When was I going home? What is leukemia? What is bone marrow? Will I ever play basketball or baseball again? Does this have anything to do with my surgery from a month ago? What is wrong with me?


I focused on the movie to push those thoughts out of my head. I thought that if I could pay attention to the boys from Hickory and see if they could really win a state championship against a big city school, then I would be fine. Everything would be fine. But my mind kept wandering to the creeping loneliness of this hospital room and the feeling that my life was changing in ways I could never imagine.


Tears rolled down my face as I looked at the TV. I didn’t say anything and neither did the nurse. She sat there quietly. Had she left, I would have begged her to come back into the room, but she didn’t, and the loneliness and fears lifted, if only for a short time.


I stayed awake until after midnight. I didn’t want to close my eyes because I didn’t know what would happen when I opened them. Every so often, I started crying again, worried about
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