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Dedication

For Sadiye and Sinem, who gave more than I could have asked.

I love you.





Epigraph

Remember, effective relief takes just two.

—Advertisement for OxyContin, 2002

Life is pain, Highness. Anyone who tells you differently is selling something.

—The Princess Bride
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Part I





Chapter 1

A Salvage Situation

May 23, 2015, started out as such a good day.

Awoken by the sweet jabbering of my daughter, I quietly slipped out from under the covers, snuck out of the bedroom, and pulled the door closed behind me. The giggles were coming from just one room over, and I smiled as I entered to find Baby Girl standing in her crib, holding her favorite blanket, waiting patiently for her rescue. Stretching her arms up as I approached, she inquired, “Baba?”

“Good morning, sweet girl,” I whispered as I crossed the room. “Now let’s be quiet so we don’t wake mommy, okay?” I hoisted her out of the bed and pulled her tightly into my chest with a shush, before sneaking her quickly downstairs, leaving my partner, Sadiye, to get just a little bit of extra sleep. Those are the rules in our house: if you’re planning to leave for the day, you get morning duty. And I had a date with the beautiful, winding roads of the Shenandoah Valley. Just me, my riding buddy Nathan, and our motorcycles on a sunny, Memorial Day weekend.

One-and-a-half-year-old Sinem was in a good mood, and for two blissful hours I enjoyed one of those perfect mornings of early fatherhood, where the work of parenting is easy and you just get to soak up the good stuff. We made breakfast together, played on the floor, and watched cartoons. I had been lucky enough to stay home for the first eight months of Sinem’s life, and now that I was almost a year into my new career as a junior faculty member at Johns Hopkins, I really missed this. “Soak it up,” I would tell myself, looking at her face and realizing how much she’d already changed. Although her incredibly fine brown hair remained short and fuzzy like an infant’s, that was the only sign of the baby she so recently was; she was tall and lean, and her looks of curiosity and happiness seemed to reflect more depth of personality than I would have thought possible at this age. If I blinked, I was sure I’d be dropping her off at high school.

Later in the morning, Sadiye woke up and took over kid duty, and I pulled on my leathers, body armor, and full-face helmet. “Have a wonderful time, sweetie,” she said, walking me to the door. I smiled and bounded down the few steps from our townhouse to the parking lot where my bike waited, and turned around to see Sadiye with Sinem on her left hip, both of them waving goodbye. Although Sinem was thin like her mom, she had gotten more of my complexion, and her fair skin contrasted with Sadiye’s more olive tone and thick, dark hair. I blew them both kisses through my helmet, threw my leg over the seat, and fired up my Triumph Daytona. Relaxed and excited for the day’s adventure, I pulled out of the driveway and settled in for the thirty-minute ride to meet Nathan.

As it turned out, my morning with Baby Girl would be the only good part of that day. I hadn’t even gone three blocks when I saw an ominous-looking white van ahead to my left. My rider’s sense of alarm went off because the driver, although seemingly looking right at me, appeared to be nudging into the intersection. I had no stop sign and was simply going straight, and it looked like he was going to turn left out of a housing development onto my street. Although I had the right-of-way, I didn’t trust him; I closed the throttle to decelerate and looked to my right to see whether I might have an escape route.

I hadn’t even fully taken in my options or begun shifting my body weight for evasive maneuvers when I felt the impact. In just those few seconds, I had covered the distance to the intersection, and the van hit me squarely on my left side.

Although it happened in an instant, I seem to have recorded minutes’ worth of memories.

I remember seeing the van’s bumper contact the front wheel and the bike’s fairing, and the feeling of the bike rippling underneath me. I remember the fleeting thought that maybe I was just getting bumped a little, and while that was certainly not good, maybe I could stay on the bike. Somehow, in that mere instant, I feel like I had an entire debate with myself about whether this was going to be an unfortunate incident that made me late to my ride or if I was about to really hit the ground. I’d crashed before, and I knew what it felt like to go down; I also trusted my gear to protect me from the asphalt. I wasn’t panicked. At least, not at first.

But then everything felt different: there was what I can only describe as pressure on the whole left side of the bike and my left leg, as the full force of the collision transferred from van to motorcycle. One moment, I was in control of my body and my bike, and the next moment I wasn’t. I was in the air. For an improbably long time. I clearly remember landing on my back and the bike landing on top of my left leg. My head snapped back as I hit the ground, my helmet cracking against the asphalt with a sickening sound. But even after that, I wasn’t worried. “No pain yet,” I remember thinking. “The helmet seems to have done its job.”

But then the pain did come—just not from my head. The bike was sliding on my left foot, and something was wrong. My foot really hurt—in that very alarming, this-is-not-okay, danger-alerting sense of “hurt.” As I slid to a stop, the bike flipped off of me and I felt an explosive pain on the bottom of my foot.

I had barely stopped moving before I was reaching down to take off my boot. The pressure on my foot was more painful than anything I had ever experienced, and I had to get it off. Armored boots aren’t the easiest things to put on or remove quickly, but I was motivated—while one shaky hand fumbled to open my helmet visor so that I could breathe, the other was undoing Velcro flaps and unzipping. At about the same time that I had the boot completely open and was pulling it off, I heard a voice from across the street. A witness to the accident was jumping out of his car to come to me, yelling. I think he was saying, “Leave the boot on!”

But it was too late. I slipped the boot off with a gasp and was relieved by the release of pressure, but only for a second. Because almost immediately after the pain from the pressure had eased, it was as if the contact between my foot and the air caused a vacuum, sucking a new, more intense pain into my foot. I had traded the pain that my boot was keeping in for the pain that my boot had been keeping out, and it was not a good trade.

I thrusted my head back and gritted my teeth, breathing in sharply while muffling a cry. I closed my eyes and took a moment to gather myself before opening them again and looking down to see what my boot had been hiding. My thick, wool riding sock was red with blood, and what should have looked like a foot from the top looked like a fat, shapeless mass. The sock had somehow torn on the bottom of my foot, which I thought was weird; it was as if something had exploded outward from inside my foot. And indeed something had. As I folded my leg to get a closer look, I saw that sharp, broken fragments of bone were sticking out through the large hole they had torn in the bottom of my foot. The hole was deep, but there was very little blood in the wound itself; instead there was raw meat, bone, and white tendon.

I gingerly set my foot back down and started shaking as the first witness arrived at my side. The street sign above me read ISLAND COURT. I was three blocks from home.

It had started out as such a good day.

Someone called an ambulance. A helpful witness—who had some medical training—stayed by my side while we waited. He kept me calm, assuring me that the accident hadn’t been my fault. I was relieved, but also still in shock. I wondered out loud whether I would make my Memorial Day plans to cook out at a friend’s house the next day. My new friend smiled sadly at me. “I’m sorry,” he said, “but I don’t think you’ll be doing anything very soon.”

I groaned. “It’s bad, huh?” I looked back down at my mangled foot and tried to flex my ankle to get a better look at the bottom. Although I could only see part of it through the torn, bloody sock, it looked like something from a zombie movie.

“Yeah, it’s pretty bad,” he said. “Look, you’re going to be okay. But you’re going to need some surgery. This isn’t just a broken foot.”

Surgery? I hoped against all reasonable belief that this guy didn’t know what he was talking about. After all, I had a new job, a family. I didn’t have time for surgery. I laid my head back down and tried not to think about my exploding foot. I also tried not to think about the phone call I needed to make. I needed to let Sadiye know what had happened, but I didn’t want her to see me like this. Gritting my teeth, I pulled my cell phone out from my jacket and dialed her number.

“Hey, sweetie,” I said, my voice shaky despite my best efforts to sound casual. “Now, don’t worry—I’m fine. But I need to let you know that I’ve been in an accident.”

“Okay . . .” she responded slowly.

“I got hit by a van just down the street. Now, I’m going to be okay, but my foot is broken, so an ambulance is coming.”

“Oh my god,” she whispered. I could hear tears and panic sneaking into her voice. “Let me get Baby Girl ready, and I’ll be right there.”

I tried to convince her not to come, but in retrospect, that’s proof that I wasn’t thinking straight. There was no way she would stay home.

When Sadiye got there, I could see that it took all of her strength not to freak out. I knew it looked bad, but in my mind, it only looked bad. I had a broken foot, but I would live. The helmet did its job, and nothing else felt badly hurt. As Sadiye ran up to me, I opened my mouth to say something, and I’m not even sure I knew what I would tell her. What came out, all in a rush, was something like, “I’m so sorry I did this, I can’t believe I kept riding on the street, I’m done with motorcycles, I’m just done, this was so stupid, I’m so sorry . . .”

Now, motorcycles had been a huge part of my life for almost a decade—a fact that had not always made Sadiye very happy. She worried about me riding, and I know that she would have been thrilled at my decision to stop riding at any other time. But this was not any other time, and so she did something that must have taken every ounce of willpower. She breathed deeply, took control of herself, and said, “Well, you’re in a lot of pain right now, so we’ll just talk about that later.”

“Okay,” I said. “We’ll talk about it later. But I’m telling you now that I’m done with motorcycles. I can’t believe I risked this. I can’t believe I let this happen to us.” The overwhelming feeling of the moment was guilt and shame, and the only thing I could do right then was assure her that I would never let something like this happen again. She smiled at me and said, “Okay.”

By this point, police officers had shown up, and they began to ask Sadiye for information. The pain was becoming unbearable. I started asking when the ambulance would get there. “Soon,” I was told. I think they were right.

I remember my leathers and my armor being cut off of me, and I remember it being so cold. I heard bits and pieces of reports being made by the paramedics, and one of the things I heard them say was “potential degloving of the left foot.” I knew what “degloving” meant, and hearing that was the first time I was really scared (if you don’t know what that term means, just imagine that your skin is a glove, and the injury is exactly what it sounds like). I think I asked a lot of questions, but I don’t remember most of them. I do remember asking if it was cold out, or if there was something wrong with me. I remember Sadiye saying, “Yes, it’s cold, baby. You’re okay.” I was, after all, lying on the street in my boxer shorts.

I started to wish that I would pass out. The pain was all-encompassing. I didn’t know that pain could be like that. I mean, it was just my foot. How could it hurt like this? Getting me strapped to the gurney and getting my head immobilized was taking a long time, and I finally asked whether there were IV pain meds on the ambulance. One of the guys said to me, “Oh yes. We’ll get you taken care of.” And he kept his word. When they finally loaded me onto the ambulance, the paramedic said to the guys riding in back with me, “Travis here would not turn down some morphine.”

“You got it,” said another paramedic. As he worked to get the IV line hooked up, the driver called back that Memorial Hospital was prepped and ready for me.

“Why Memorial?” I asked. I was confused, and I struggled to express my confusion. “Is there some kind of contract between particular ambulances and hospitals or something?” It was a strange thing to ask, but we would pass a half-dozen hospitals between the accident site and Memorial, and I was beginning to get a sense of urgency about seeing a doctor and getting some answers.

“Oh no,” said the paramedic. “Memorial is the trauma center. Trust me, that’s where you want to be.”

That was more scary information.

The paramedics closed the doors, the sirens came on, and we took off. Someone told me that the morphine was coming, and then things got very strange. There was heat in my arm at the site of the IV, and then in my chest, and my face. After that, an incredibly strange, unpleasant sensation crept across the top of my head and began moving down the back of my neck. As the morphine completely took hold, I felt as though my brainstem was melting, sliding down my spine. I started to open my mouth to say something to the paramedics; but then suddenly: the pain was gone. As was thought, attention, or any other feeling. For the moment, the world was reduced to motion, noise, and chaos.

My memories get selective after that.

I remember that being wheeled out of the ambulance and into the hospital is just like it is on TV: a flash of fluorescent light bulbs whizzed past my field of vision, since I was immobilized on the stretcher. I remember that I was in and out of consciousness throughout most of that day, and that every time I woke up, it was because the pain had gotten unbearable and I needed more morphine, or fentanyl, or Dilaudid (the brand name for hydromorphone—all names that I would get more and more familiar with in the coming days).

Later that day, I remember a nurse coming in to see me. It was early evening, and I still hadn’t gotten to surgery—it was Memorial Day weekend, after all. Sadiye told me that there had been a bunch of bicycle accidents and that some of them involved head trauma. Despite having a gaping hole in my foot, my injury was nowhere near the most pressing on this particular day. I was starting to worry that if the surgery was put off any later, I might have to stay in the hospital overnight, which I’d never done. So I asked the nurse, “Do you think I’ll be able to leave tonight?” And I remember her expression—it was like the expression of the helpful witness at the crash site when I asked about making it to the next day’s barbecue, and like one that I would see on many people’s faces over the next few days. She said softly and sweetly, “Oh, honey. I don’t think you’ll leave tonight. In fact, I think you probably won’t leave tomorrow.” She paused. “You might be here for just a little bit.”

And still I didn’t understand the full extent of my injury.

What happened next was the first of three hospitalizations, during which I had the first three of six—to date—surgeries. It was also the beginning of my coming to terms with the truth: that I had sustained a serious trauma, and that this was different from the other kinds of accidents, broken bones, and injuries that I had incurred throughout my life.

Now, to be sure: by traumatic standards, mine wasn’t that bad. Many people, all over the world, find themselves in situations much worse than the one in which I found myself. But traumatic injury is a different sort of thing to have happen to oneself, and I hadn’t realized this in my rather fortunate life up to this point. Even seeing war vets come back from Iraq and Afghanistan with debilitating injuries, or understanding intellectually how serious it could be to be in, say, a car accident, I hadn’t appreciated that these are not merely serious injuries; they are a different kind of thing.

A trauma.

The very earliest seedling of this understanding had begun while lying on the road, talking to the witness, and it continued for days (or likely weeks), but I can pinpoint the turning point in my understanding quite easily.

In the first couple of days after the accident, when I was conscious, I was in fairly good spirits. I’m not a dark person, and while this was a bad injury, I’d been injured before. This was going to suck, for sure, but I would heal and things would be fine. I joked with nurses, and I told my friends and family not to get worked up. But in retrospect, I could identify an uneasiness I had from early on when talking to my family. They all seemed so sad and so serious. Whether in person in the hospital, or video-chatting on the phone, I could see it in everyone’s faces. I tried to liven up the situation—I mean, I was alive! I would be fine!—but they were so worried.

On day three, I found out why. Dr. Patel, the orthopedic trauma surgeon, had come in to give me and my family an update. In the first surgery, he had inserted several metal pins that stuck out of my foot in various directions. He would come in regularly and check different parts of my foot for feeling, and check on those pins. On this day, he was telling me what the goals were for this next set of procedures, and I must have asked him something about recovery time, or number of surgeries. At this point he looked up at me and said something confusing and frightening.

“Look, this is a serious situation. I’m sure your wife told you . . .” He let his sentence trail off and looked at Sadiye. She looked surprised and angry at being put on the spot, and then shook her head and said something like, “I really didn’t think it was best coming from me.” Her eyes directed fury at Dr. Patel, and her voice cracked as she answered. I was confused and getting more worried every second. I looked at the doctor apprehensively.

“Travis, you need to realize that you will likely lose this foot, or at least part of it.”

My chest froze up. I couldn’t breathe. Pressure was building throughout my body, my stomach twisted, and I rocked forward in agony. I looked at him, and then at Sadiye, and then back at him. I was in complete shock.

“Travis,” he continued, “the purpose of these surgeries is to do what we can to save as much of your foot as possible.” He paused and took a breath. “This is a salvage situation.”

The words echoed around my brain: a salvage situation.

I stayed frozen. Sadiye had known. Our parents had known. But they couldn’t bring themselves to tell me because they knew I’d have questions that they couldn’t answer. I would eventually come to understand their reasoning, but at this moment, I simply couldn’t process what was happening. I started shaking on my hospital bed, while involuntary sounds escaped from my mouth.

And at that moment, for the first time since the accident, I cried.

I suddenly understood what everyone else already knew: I was going to be an amputee. I was going to need assistance. Would I ever walk again? I had been an active guy: I liked to work out, to run, to compete in races and obstacle courses, and to hike and explore. I liked to physically push myself. How many of those things was I going to lose?

Oh God. And what about my daughter? Would I ever carry her around again, or wrestle with her on the floor? These questions and more assaulted me all at once and left me in total ruin.

I had finally started to appreciate my situation. I was thirty-three years old, and my life would never again be the same.

Although Dr. Patel’s revelation helped me begin to understand the seriousness of the situation, I now know that it still hadn’t really set in. There are lots of reasons for this. Drugs are a big one, and shock is another. I cried for a while that day, and then my dad (who had come down from Indiana the day before to be with me) and Sadiye held my hands while I met my first physical therapist. She told me that she thought I’d keep my foot, and she thought I’d walk again. I was young and otherwise healthy, and she didn’t believe Dr. Patel’s prediction. I decided at that moment that I didn’t either, and I chose to believe, instead, that this was a bump in the road. I would heal, and this would be a nasty memory of a bad time.

Largely—to a truly shocking degree, in fact—I was right about this. But I still had no real idea of what it meant to have an injury that your body can’t fully come back from. It never could have occurred to me in those early days that physical therapy would last years, and that I would be in some amount of pain for the rest of my life. This wasn’t information that I could really internalize in a few days’ time.

So instead, I focused on more immediate goals. I needed to be a good patient, to give my doctors the best chance of saving my foot. I needed to learn what I could do to get home to my daughter the fastest. I needed to keep my pain under control so that I could sleep, but I also needed to keep my oxygen levels up, as they could drop dangerously from the pain medication. These sorts of considerations became our—me and my family’s—all-encompassing focus. So we asked questions of the doctors and nurses, and I tried my best to do what they told me to do.

The morning of my second surgery, Dr. Patel came by the room again to discuss the upcoming procedures and do his normal tests. I hadn’t had feeling in most of the top half of my foot since the accident, but this morning, as he traced his finger along various parts of my foot, I snapped my head up in surprise: “I felt that!”

Dr. Patel looked taken aback and immediately began pressing and poking on surrounding areas, some of which I could also sense. And for the first time since the accident four days prior, Dr. Patel smiled.

“Well, it’s certainly not a done deal,” he said cautiously, “but you might just get to keep the foot—and maybe even all the toes. Your body is trying very hard to keep this tissue alive.”

Although he would issue many caveats, and continually tell me not to get my expectations up, I knew at that moment that he wasn’t going to take my foot. Pessimistic Dr. Patel would tell me before each of the surgeries that, although I was doing better than anyone could have predicted, this was still a salvage situation; even if he could keep the foot alive, clean up the obliterated bones, rebuild some of them, and remove the shards of others—even if he could do all of this, there was still the issue of the large hole in the bottom of my foot where the bones had exploded outward. The process for closing that wound would be handled by plastic surgeons, and how much of my foot—and its function—I could retain would depend on what they could do for that wound.

But I wasn’t hearing these warnings as warnings; I was hearing a stepwise instruction book. First, I would get my foot put back together. Then, I would get the wound closed. Finally, I would heal from the injury. Then, I would be back to being myself.

The strange sense of knowing the facts of the case but not really understanding what they mean is difficult to explain. Even as this first week in the hospital wore on, I don’t remember exactly when it was that I finally conceded that our family’s summer might be really altered. Sadiye and I had spent the last year planning a vacation—a honeymoon that we had put off for more than a decade—in celebration of our eleventh wedding anniversary. Plane tickets and hotels were booked, and itineraries were set. We were to fly out of Washington, DC, on June 6, departing for Northern Cyprus, where Sadiye’s family lives. We planned to spend a week there, and then leave Sinem with her grandparents while Sadiye and I took our long-awaited, eight-day, fantastically romantic vacation in Italy. I think it was the second day in the hospital that Sadiye started telling me that we’d probably have to cancel the trip, which I refused to believe.

“So I’ll be on crutches,” I’d say. “I guess we probably will do less hiking. But there’s no reason we can’t go and eat and drink, right?”

Remember that sad, sweet smile that I said everyone would give me? Well, she’d give me one of those and say, “Okay, baby. We’ll just wait to see how it goes. But it’s really okay. If we have to cancel, we’ll do it some other time. It’s not a big deal.”

Of course, that trip was rendered impossible the minute my foot was crushed between a van and my motorcycle. The recovery timeline from this accident wasn’t going to be weeks, with some limited mobility. It would be years, with months of total incapacitation. When I finally got home from the hospital, leaving the house for doctor’s visits would be major outings, requiring monumental effort. But none of this was something I could understand at the time.

After the first three surgeries, I was sent home to rest while my foot “granulated”—which is to say, while it prepared to accept a skin graft. In order to speed up the process, the hole in my foot was packed with a sponge and attached to a “wound VAC,” which is a device that applies negative pressure to the wound and stimulates healing. Although I was grateful to be allocated a portable VAC and allowed to go home, the sponge needed to be changed every other day, and so a nurse would come to the house and pull the sticky material out of my foot before repacking the hole with a fresh sponge. These “VAC changes” were the stuff of nightmares, with blood-soaked sponge clinging to the raw tissue as it was pulled out. Each time felt like the nurse was pulling off my skin (which, in a way, she was, since the VAC was doing the job that skin normally does), and I was advised early on to load up on painkillers an hour or so before she arrived.

Even before the next surgery, the regimen of opioid painkillers that I had been sent home with was no longer keeping up with the pain of a continually retraumatized foot, and I was prescribed a stronger dose.

The goal of the fourth surgery was to harvest a layer of skin from my forearm and graft it onto the open wound. Looking back at the pictures, it’s hard to believe that my doctors thought that a mere layer of skin would effectively cover such a large, deep hole. But they did, and I went to a separate hospital to have the plastic surgery team attempt the graft. Unfortunately, even if such coverage was at some point possible, more tissue had died while I was home, and after the surgeon cut away this necrotic tissue, there was no denying that the wound was now much too large to cover with a skin graft. Upon waking up, I was informed that the surgery had not been successful and that the team would need a new plan for covering the wound.

Again I was sent home, and again I wrestled with new, fresh, more intense pain from the now-expanded hole in my foot. In addition, the surgery had irritated the wound, which began to bleed significantly, requiring another trip to the hospital in which two young podiatrists cauterized the open wound without anesthetic. For nearly forty-five minutes, they burned the inside of my foot both with chemicals and with heat, trying to seal whatever veins and capillaries were soaking my bandages with blood.

My days revolved around trying desperately to stay ahead of the pain, watching the clock tick by so that I took my next dose of opioids the minute I was allowed to, and taking extra doses any time I needed a VAC change or if the doctors were going to do something to the wound. When it became clear that the medication was simply no longer able to keep the pain under control, the plastic surgeon increased the dose again.

Fortunately, the medical team came up with an ambitious solution to my foot’s problem: my young surgeon’s mentor from residency worked at a world-class limb-salvage center in the region, and she had agreed to take my case. Together with several other specialty teams, my surgeons would carve out a portion of my left thigh, harvesting muscle, fat, and skin to fill in and cover the wound in my foot; they would then clip an artery to deliver blood supply to the new tissue, and a nerve that would hopefully eventually allow sensation in that portion of my foot. The procedure is known as a “free flap,” or a “full tissue transfer,” and my new doctor, I was told, did them all the time.

In the very early hours of June 15—just over three weeks after the accident—Sadiye loaded me into the car and drove me to our third hospital for the free flap surgery. We were told to expect the surgery to last eight and a half hours, as each tissue would need to be transferred and the artery and nerve would need to be microsurgically connected to my foot’s existing structure. It was a delicate process, and there was no guarantee of success; but my team was exceptionally good, and we were optimistic.

After each of the surgeons had paraded by my pre-op bed to introduce themselves, the anesthesiologist came by to give me the initial sedative. I said goodbye to Sadiye, and they began to wheel me away. The last thing I remember thinking is that when I woke up, I would finally have a whole foot again.

Before I could even open my eyes, the pain and panic overwhelmed me. I don’t remember thinking about where I was, or what had happened; all I could think about was the pain. But I was having trouble communicating it.

“It hurts . . .” I moaned, trying to get someone’s attention. I could tell that my gurney was being moved, and I could hear people talking around me. “It hurts!” I cried, more insistently, trying to move my arms and head.

As I slowly opened my gummy eyes, the blurry image of a hospital hallway came into view. A middle-aged nurse in blue scrubs turned her attention from whatever conversation she had been having and tried to calm me. “You’re okay, Travis. You’re just coming out of anesthesia. You’ve been under for a long time, so it might be confusing. Now where does it hurt?”

“My arm. Oh Jesus, the inside of my elbow. What’s wrong with me?” I was in excruciating pain that I didn’t understand, but I also felt sick and unable to speak clearly.

“Your arm is fine,” the nurse reassured me. “The surgery was on your foot, remember?”

Although my foot was in pain, I had become accustomed to that, and my half-working brain found the new pain terrifying. “You don’t understand,” I told the nurse, working to enunciate each of the words. “Something is wrong with my arm.”

Having studied and taught disturbing medical ethics cases, I knew a bit of the literature on medical error, which is the name given to avoidable negative outcomes that result from some mistake in the hospital setting. A landmark study by the Institute of Medicine (now the National Academy of Medicine) had shaken the medical establishment a decade and a half earlier by estimating that as many as ninety-eight thousand people die each year from avoidable medical error. And many more are grievously harmed in ways that don’t result in their death; some such outcomes are so terrible that they are called “never events”—the kind of thing that should never, ever be allowed to occur but somehow still happens. One never event that has haunted me ever since I learned about its existence is something called “wrong site surgery,” in which the surgical team operates in the wrong place, sometimes even amputating a healthy limb. All my anesthetized brain could think was that one of my doctors had mistakenly done something to my arm, perhaps cutting it open by mistake.

When I was able to look down and focus my eyes, however, I could see that the inside of my right elbow was free from any obvious damage. So I tried to bend my arm, which led to an involuntary yelp and another panicked plea to the nurse to figure out what had happened. She promised me that she would find a doctor.

As my gurney came to a stop in the postoperative room, a little bit of the fog lifted from my brain and my panic turned to a more steady concern. What in the world had happened in that operating room? I had lots of questions: Had the surgery been a success? What time was it, how long had it taken? And where the hell did this new pain came from?

As I began to take stock, I realized that I had other sites of new pain as well: my left thigh, from which the surgical team had harvested the tissue, slowly became the source of the most dominating pain, edging out both my foot and the strange searing in my arm. I couldn’t see either of the surgical sites—the thigh from which the tissue had been taken or the foot to which it had been attached—but as the general anesthesia wore off, the extent of the surgery began to become clear. The pain of shattered bones played second fiddle to the boiling pain of carved tissue, which extended from my toes up past my ankle, and then from my knee all the way to my hip. The process of coming out of anesthesia was basically the process of discovering how awful it was to be conscious.

Thankfully, before too long, someone came by to load up my IV with fentanyl, which would make all of those pains fade away (along with consciousness, typically). I did, however, start to get answers to my questions, both before the IV dose and during later spells of awareness. The surgery had been a success and had taken nearly nine hours. That, combined with my time in post-op, meant that it was late in the day before they let Sadiye back to see me. And no one knew what happened to my arm. Each nurse and doctor gave the same response: a quizzical look and a statement of the obvious—that the surgery hadn’t involved my arm at all.

As the pain in my elbow slowly faded in seriousness next to the severe pain of my two surgical sites, one of the surgical nurses who came by offered a hypothesis: My arm had been left dangling off the operating table, palm up. Since the surgery had been so long, it had slowly hyperextended. “It happens,” she said. The pain would subside.

It happens? I would have been furious if I’d had the energy for it.

She was right, though, and the pain did subside, although it certainly remained noticeable. But as I was moved into the intensive care unit (ICU), where I would stay while the medical team kept an eagle-eyed look on my very delicate, newly transplanted tissue, my hyperextended elbow was the least of my immediate concerns. When it occasionally made me wince while moving, Sadiye and I would make frustrated comments about how the surgical team had let it happen. I mean, surely this wasn’t the first time they’d had to worry about how someone was positioned for a long surgery, right? But the team had also just pulled off a miracle, saving my foot using a piece of my thigh, so I supposed I should cut them some slack.

I would think to myself: if a sore elbow is the worst thing that happens after all of this, I should be grateful.

By the morning after the free flap surgery, my pain was spiraling out of control. Overnight, the regularly interspersed doses of oral oxycodone and IV hydromorphone were just barely taking some of the edge off the bone and tissue pain in my foot, and the new surgical site on my thigh only ramped up in intensity. This new, worsening pain was different and sharper—sometimes fiery, sometimes electric—and I could sense that I was losing the battle with keeping any semblance of control. No matter how recently I’d gotten the drugs, all I could think about was needing something more. The only relief I got was when the powerful IV drugs would knock me into a short, restless nap for thirty minutes or an hour. But then I would wake up to pain even worse than before. I started to panic.

When I first reported my uncontrolled pain in the ICU, that report was made to physician interns, residents, and nurses. This is often the case, since these clinicians are the ones who have the most contact with patients; however, it can also result in things moving slowly, as interns and residents are doctors-in-training, under the supervision of an “attending” physician, and nurses do not have prescriptive authority. So I became frustrated as my pain began to snowball and I received no attention. Although I don’t remember for sure, I likely began to lose my patience with the kind doctors, who checked on me regularly but wouldn’t prescribe anything to get my pain under control. I imagine I stopped being quite as kind and compliant a patient as I tend to be.

After some time like this, I noticed a large flock of white coats pausing outside each room’s door, and eventually coming to mine. Since I work with clinicians, and have spent time in hospitals for my own clinical ethics work, I knew that this group of doctors was on “rounds”—with the attending physician leading the residents, each of whom has taken responsibility for some number of patients and makes recommendations to the attending regarding those patients’ care. She, in turn, would then make the ultimate decision concerning how to treat each patient. This is a core component of the clinical training for young physicians. I found it strange that they stood outside my door, far enough away that I couldn’t participate, as I kept hearing my last name being mentioned. At my own university hospital, rounds are typically performed in the room, with patients (and their families) invited to participate. I was confused and frustrated that I wasn’t part of the process.

After what seemed like quite a long discussion in the hall, the group of doctors entered the room and asked me the by-now-routine questions, while checking my vital signs. I anxiously waited for the attending to ask about my pain so that I could blurt out, “It’s really bad; I haven’t had it under control since I came out of anesthesia; something’s really wrong. Isn’t there something else you can give me?”

Although it barely registered at the time, my foggy, underfunctioning brain must have noticed that there was something strange about the attending’s response, because I remember it perfectly. She looked at her residents and her clipboard, and then looked down at me and said, somewhat curtly, “Yes, Mr. Rieder, your repeated requests for more pain medication have been noted. My team and I will discuss its appropriateness.” And then they swept out of the room.

Its appropriateness? I didn’t quite understand what had just happened, but I knew enough to feel insulted and somehow ashamed, as if I had done something wrong. Why did this doctor, whom I had never met before, talk to me as if I were a suspect? As if I were merely trying to get high? Did she not notice the two major surgical sites on my body, or the pins sticking out of my foot? Maybe she hadn’t seen in my chart that I had just had my fifth surgery in as many weeks?

“Are they really not going to do anything about my pain?” I wondered, desperation sneaking up on me as I contemplated my undermedicated future. Sadiye was at work for the day, and being without my advocate made me feel especially vulnerable.

So I rang the bell on my bed to call for one of the ICU nurses. When she came in, I asked her if she could get ahold of my plastic surgeon’s residents—not one of the ICU residents (the group who had just been on rounds) but one of the young physicians training under my limb-salvage surgeon.

Finally, that got the ball rolling, as one of the residents stopped by just a little while later. Although I don’t remember his name, I remember his face well, as he always spent a little extra time with me. He was an enthusiastic and warm young man—almost certainly younger than I was—who had made a point of telling me how good my surgeon was, and that young doctors fought for a residency spot with her. When he first checked on me the night before, he had asked about my academic work, and he was the only physician at any of the hospitals to refer to me as “Dr. Rieder” rather than “Mr. Rieder.” I was relieved as soon as I saw it was him who came by, and I begged him to figure out something for my pain. He assured me that his attending would have a plan.

And he kept his word. A little while later he stopped by just to tell me that he had spoken with his attending on the phone. She, in turn, had requested a pain management “consult,” in which the hospital’s in-house pain specialists would come talk to me and try to help get my pain under control.

I could have hugged him.

Like everything else in the hospital, the process took some time, as the pain team’s residents came first to ask a long series of detailed questions about my pain. They then reported back to the attending pain physician, who didn’t make it to my room until much later in the day. When he finally did come by, though, he was well briefed and ready to fix me up.

After confirming his notes from the residents, the doctor gave me his theory: “It sounds to me like you’ve gotten ‘behind the pain,’” he said, “which makes catching up more of a challenge. So we’re going to make some changes to your opioid regimen. We’ll increase the dose of both your long-acting oxycodone and your short acting oxycodone, and that should go some way toward providing relief. But to help catch up, I’m going to order three doses of IV acetaminophen over the next two days, to help you make it through between doses of hydromorphone. Okay?”

I certainly had no opinion on the matter, so I just nodded.

“Now, the fiery pain in your thigh—that’s probably neuropathic pain, from where they clipped out that nerve. The problem here is that opioids don’t work particularly well for neuropathic pain, so we’re going to add a regimen of gabapentin, which is particularly good for that.” Oh thank God, I thought.

I thanked the new doctor profusely, and he gave orders to the other clinicians in the room to set up my new pain management strategy. In my current state, I certainly didn’t think to ask any follow-up questions, or about whether the doctor knew how long I would be on these medications. And he didn’t offer any of that information. I was in pain, and he had something to address that. He told me what we’d do, and I enthusiastically and gratefully accepted his help.

The outcome of that meeting was, as far as I could tell, nothing short of a miracle. The gabapentin almost immediately dulled the electric nerve pain, the increased doses of opioids took the edge off the bone and soft tissue pain, and the interspersed IV acetaminophen provided a truly shocking degree of relief, getting me through to the next heavy hit of hydromorphone. I remember thinking that the IV acetaminophen—the same drug that you can take orally under the brand name Tylenol—worked nearly as good as morphine for short-term tissue and bone pain.

I was amazed, and I thanked the pain doctors every time they came to check on me. The work that this specialist team did was incredible, and although much of the rest of this book will be spent discussing the challenges of pain management, I was and still am grateful to live in a time and place where my severe pain was able to be medically managed.





Chapter 2

Pain and Drugs

Pain is strange. Mundane, yes, and something that we all live with, sure—but it’s also deeply philosophically puzzling. And although that might seem surprising at first (How could such a familiar experience be genuinely puzzling?), it takes only a few moments of reflection to recognize just how strange the reality of pain is.

The first thing to note about pain is that it seems, for all the world, to be located in some place—to be in our bodies. If you stub your toe, it’s your toe that hurts; and if you whack your funny bone, your elbow vibrates with that awful, sharp, electric pain.

Indeed, pain even seems to exist within specific tissue of one’s body. Over the course of many months, I became quite good at isolating the deep bone pain in my shattered metatarsals versus the sharp surface pain of soft tissue from stitches or VAC changes. The damage to our bodies causes pain, and it seems true when we say things like, “My broken foot hurts.”

If this description, which seems straightforwardly and obviously true, were in fact the whole story, then a couple of other things would be true: first, only our actual tissue could hurt; and second, other people would (in theory) be in a pretty good position to know whether or not we hurt. This is because the pain would always be “out there, in the world,” as a direct result of some damage. So I would only be able to have foot pain if I had a foot (where the pain could be located), and a doctor, for instance, could have a pretty good idea of whether I was in pain by examining the foot for damage. An undamaged foot couldn’t be in pain (and a nonexistent foot definitely couldn’t be in pain).

It turns out that both of these implications are wrong. And that makes pain much stranger than it initially appears.

Pain actually happens in the brain, and the brain—being quite good at what it does—largely uses the pain experience to alert us to damage in particular parts of our bodies. So a mangled foot typically tells the brain to signal severe pain to the owner of the foot, and typically the brain won’t signal severe pain in one’s foot if it’s not mangled. But here, like in all aspects of life, the body’s systems can misfire in interesting ways, leading to a disconnect between actual, observable damage and one’s subjective experience of pain. This leads not only to the problematic case of pain that a doctor can’t identify (“Huh, as far as I can tell, there’s nothing wrong with this foot.”) but also to the far stranger case of “phantom pain,” or the amputee’s perception of pain in a nonexistent limb. How does one experience pain in a foot she doesn’t have? Well, because pain doesn’t occur in the foot, but in the brain.

All of this initial observation is in service of a fairly obvious but crucial point in understanding the challenge of pain medicine: namely, that pain is an essentially subjective phenomenon, meaning that only the person experiencing a pain truly knows what that experience is like. I can never know what your pain is like, and your doctor can never know what your pain is like. Never truly know, that is. Like with all things, we can communicate, describe, and discuss our pain, but someone who has never experienced childbirth simply cannot know what the pain of childbirth is like, and someone who has never experienced traumatic or surgical pain can never know what those are like either.

This point is so important in understanding the nature of pain that it gets built into the definition promulgated by the International Association for the Study of Pain (IASP). According to that group, pain is an “unpleasant sensory and emotional experience associated with actual or potential tissue damage, or described in terms of such damage.” They then add a lengthy note to the definition, which includes the following claims: “Pain is always subjective . . . Many people report pain in the absence of tissue damage or any likely pathophysiological cause; usually this happens for psychological reasons. There is usually no way to distinguish their experience from that due to tissue damage if we take the subjective report. If they regard their experience as pain, and if they report it in the same ways as pain caused by tissue damage, it should be accepted as pain.”

So pain, according to the IASP, tends to be associated with tissue damage, but is, most importantly, an unpleasant experience that is accessible only to the person in pain.

You might not be impressed by this point, as all of one’s mental states are essentially subjective. You can’t know what my experience of the color blue is like, and I can’t know for sure what you see when we look at the same chair. This point is a favorite of philosophers for blowing the minds of eighteen-year-old college freshmen: We think that we all perceive fairly similar worlds because we are able to navigate them together. But there is no way to know for sure that what I experience as blue is the same as what you experience as blue. We both call the color created by light reflecting off certain objects “blue,” but we each have our own, private experience of that color.

The difference between seeing something as blue and being in pain, though, is that the physical features of the world that cause us to perceive colors are located out in the world, accessible to everyone. You see something and I see something and we talk about it, coming to the conclusion that we see approximately the same thing. Although my experience of the things in the world is subjective, those things are intersubjectively available, which is just a fancy way of saying that other people can confirm my experience. Our very ability to act and cooperate depends on the fact that others can confirm one’s experience of the world. The progression of science is precisely the gathering of evidence that is available to be checked and rechecked by anyone.

But pain is not like that. Not only is my experience of pain subjective, but it only tends to be associated with physical features out in the world, accessible to anyone. What is essential to pain is not that it is caused by tissue damage, but that it is an unpleasant experience. And so if I’m having that experience, even in the absence of any verifiable tissue damage, I’m in pain. Neither you nor my doctor can check that I’m reporting my pain “correctly,” because that’s just not the kind of thing pain is.

As a result, I seemingly can’t be wrong about my own pain. Although I can be fooled by an optical illusion (a stick in the water that appears bent), or mishear something said to me (“Did Grandma just say she launched the granola into space? Oh, she wants to be in control of her own space!”), there is no standard concerning my pain other than how I experience it. And so if I perceive myself to be in pain, then I am—that’s even if the pain is “in my leg” but my leg has been amputated. If I said
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