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AUTHOR’S NOTE


For the most part, this book is comprised of stories that tend to speak for themselves. They don’t need much preparation or explanation, and in fact I’ve chosen them precisely because they stand on their own so well. That is, they demand little of me, and that is a quality that struck me—a first-time author—as being invaluable. There are, however, two things I should say about these stories that will provide a useful context.

The first is an explanation—a map, really—of the origins of these stories. Physicians have won a generally well-deserved reputation as a conservative lot, averse to novelty and change and ponderously adherent to tradition. But in one respect at least, geographically, we’re actually quite liberated, even nomadic. Medical education usually comprises college in one city, followed by medical school in another, and so on through an endless series of cheap apartments—which we never see—as we make our sleep-deprived way through internship, residency, and fellowships.

My own career has been no exception, and these stories come from several stops along that journey. A handful, for instance, are taken from my days as a medical student at Case Western Reserve University in Cleveland. For four years I bounced back and forth across Euclid Avenue from the hospitals on one side of the street, where my clinical responsibilities lay, to graduate school in medical anthropology, where I found a strange sort of intellectual respite from the routine and rote memorization of medical school. From Cleveland, I went on to do a residency in internal medicine at the University of Iowa, and it was during my training there, and a subsequent chief residency, that I met the patients in the first three chapters—Jacob, Danny, and Alberto.

I spent a wonderful year, next, at the University of Chicago doing a fellowship in medical ethics, where I met Marie, in chapter 5. From there I came to the University of Pennsylvania to do a fellowship with my mentor, Dr. Janet Abrahm, and it was during that fellowship that I met Tom (chapter 6) and Lacy (chapter 7). After my fellowship, I stayed at the University of Pennsylvania and at the Philadelphia VA Medical Center, where my clinical work is based. And it was through my work there that I met Ladislaw (chapter 8) and Jose (chapter 9). Finally, my work as a researcher has given me a chance to meet people all over the country and indeed around the world, and I met Christine, the subject of chapter 10, during one such trip.

Each of these stories is based on my recollections of patients I’ve taken care of. That is, the main themes of each are true, at least as true as memory permits. But these stories are faithful only within the bounds of the infidelities of memory. Some characters are composites, and dialogue is necessarily recreated. The stories are, I suppose, less reconstructions than they are re-creations.

Although I had anticipated and accepted this necessity when I began to write, there was another difficulty that I hadn’t fully appreciated. In sketching the outlines of these stories I found myself worrying about what families might think if they were to read them. (My belief that this book would be read widely enough to create such a risk was surely a delusion, but such delusions are, of course, an author’s prerogative).

I worried, for instance, that many of these stories would divulge details about a patient that families might not have known. And that they might include details that the patient would not have wanted their families to learn. I worried, too, about those stories in this collection—many of them—that offer my own interpretation of a patient’s motivations and goals. It might be inappropriate, I thought, to reinterpret events years after my patient died and families had made their peace.

So in re-creating these stories I’ve adhered to the conventions of medical case reports in the scientific literature that require details about the patients to be omitted, obscured, or altered. I’ve changed all of their names, for instance, and many of their details. And I’ve either omitted or changed the names of some locations that would offer clues to the patient’s identity. Finally, I’ve omitted or altered the names of physicians, nurses, and others for whom these patients would be easily recognizable. For patients, I’ve used only a first name, which is a pseudonym. In some cases I’ve used actual names because these people deserve credit for their roles as colleagues, mentors, or friends.

So these stories are not factually accurate. Unless, of course, the tricks of memory have somehow conspired with the process of concealment to bring these accounts full circle, making them more true than I intended. Nevertheless, I’m confident that they capture the essence of the people they describe and, even more important, their motivations.



INTRODUCTION
Sylvester


Sylvester

It was when I was finishing rounds in my hospital late one evening that I first began to think about how my patients should spend their time when that time was cruelly limited. I’d just spent what felt like hours trying unsuccessfully to wrap up a difficult conversation with Sylvester, an older man who had a particularly vicious form of renal cancer. That his cancer was so extensive when it was discovered was due at least in part to a colleague’s talent for inventing benign explanations for the increasingly numerous symptoms that Sylvester brought to clinic every month. My colleague dismissed Sylvester’s symptoms first as “nerves” and later as “old age” until they were explained, finally, by the cancer that would kill him.

This was the second time that Sylvester and I had met, and again our conversation quickly descended into a protracted and dispiriting review of Sylvester’s treatment options, which were limited, and the chance of success with each, which was essentially zero. We had been talking for well over an hour about his cancer, possible treatments, and even experimental protocols for which he wouldn’t have been eligible anyway. The conversation had become like a juggling act in which clubs were replaced by phrases—“quality of life,” “comfort care,” “aggressive treatment”—that he and I tossed back and forth until, for me at least, they had lost their meaning. In fact, I’m not sure these terms ever had much meaning for Sylvester. His mind was clearly elsewhere, and that night, just as he had during our first visit, he kept circling back to his missed diagnosis with a predictability that was becoming disheartening.

It had grown dark outside his hospital room, which was itself lit only by a pale, flickering fluorescent tube on the wall just above Sylvester’s head. The hospital ward had grown quiet, and even the shouts and metallic hammering of the construction site across 38th Street had been replaced by an eerie silence. And any remaining hope I had for a resolution to our discussion disappeared as I realized that Sylvester, who was Italian, began to lose his already tenuous grasp on English grammar and pronunciation as he became more emotional. He was working himself into a fit over his mistreatment, and our discussion swirled around and around, propelled by language that bore a diminishing resemblance to English.

Finally, though, despite many misunderstandings, we seemed to be making progress across a river of circular arguments and recriminations. But just when I thought we had succeeded in hauling each other out of the other side, Sylvester stopped me with a question that sent us right back to where we started: “What I do now?”

I shrugged—what choice did I have?—and waded back into a discussion of treatment options. But he stopped me again, in English that was suddenly so clear it was hard to imagine our past hour of missed communication and said, “No. No, I mean, I have no time left. What I do?”

I wish I could say that this question—the most significant one he had asked me in our short but intense relationship—led to a meaningful discussion and let us connect as we hadn’t before. But no, I dodged it. Just as most doctors would, I think.

How should Sylvester spend the rest of his life? What sort of a question is that for a physician? He should ask his wife, perhaps, or their children. Or his priest. Or maybe this question was something he just needed to work out for himself. But I was stunned that he would ask me.

I was also reluctant to answer because I was, suddenly, in new territory for which I didn’t have a map. And that is anxiety-provoking for any physician, and particularly for one who was as young as I was then. I thought I would say the wrong thing, and that I might tell Sylvester what he didn’t want to hear. Or worse, that I would give him advice—the wrong advice—that he would accept.

Mostly, though, I think I was reluctant to offer an answer because Sylvester’s question was so intensely personal. An answer, if I’d been prepared to offer one, would have implied a rich appreciation of his life that I didn’t have, and indeed would never have. And his question seemed to imply that he wanted to establish the relationship that my answer would require. It was almost as if he were saying, “OK, it’s so easy for you to talk to me with rehearsed answers about treatment. Here’s a question that will force you to talk with me.” It created a forced, importuning intimacy that I wasn’t comfortable accepting, and an intimacy for which I hadn’t yet mastered the physician’s dubious skill of avoiding gracefully.

I’m not sure what I told Sylvester that night: “Whatever you want,” or maybe “Whatever you think is most important to you.” I don’t know what advice I offered, if I offered any at all, but it was probably as thin and weak as the hospital vending-machine coffee he used to complain about. I do know, though, that his question evaporated as I left the hospital and walked down an empty Market Street that night in time to catch the last train home.

Last Acts

But ideas—at least important ones—are persistent. They may disappear, leaving you alone for a while, but they eventually come back again, and again, until you pay attention to them. This is fortunate, because I suspect that most of us can’t be trusted to recognize an important idea the first time it comes calling.

I wish I could point to an epiphany of my own that led me to return to Sylvester’s question with the intensity that would make a book worthwhile. That would make for a convincing story, but unfortunately it’s not true. The truth, as far as I can discern it, is that this book is the product of an endless series of nudges, increasing in frequency and intensity, which have propelled me from that evening visit to Sylvester’s hospital room to this book.

That his question stayed with me is due largely to my patients. I’m a palliative-care physician, and so most of my patients are near the end of life. Many have several months to live but some, when I meet them, only have a few days or hours. And all of them, no matter how little time they have left, and no matter what their background, have answered Sylvester’s question in their own ways. A few, as Sylvester did, have made the mistake of asking me for advice. But most, fortunately, seem to know better and turn elsewhere. Still, I heard Sylvester’s question, or variants of it, often enough that I gradually began to pay attention.

And once I did, I began to see Sylvester’s question everywhere. In the multiple tragedies of September 11, 2001, for instance. And the Sago mining disaster, and the sinking of the Russian submarine Kursk. All of these events and many more have forced a wide variety of people to recognize, often with tragic suddenness, that they have very little time left. Some—the fortunate ones, perhaps—have a chance to ask the same question that Sylvester asked me: “What should I do with the time I have left?” And a few—the very lucky few—have time to find an answer and to act.

The result, for these victims of tragedies and for my patients, is the last acts that fill whatever time they have. Some last acts are so small as to be barely noticeable, and vanish into the swirl of emotion and activity that surround a death. Notes to family members, for instance, or small changes to a will. Others are the product of grand efforts—novels, films, works of art—that leave a lasting mark. But I began to see that I could learn from all of them.

A Lady in Hyde Park

Visitors to my office are often impressed by the photographs that hang on the walls. It’s a collection, mostly, of large framed color photographs that I’ve taken and sold over the years, to support my university’s partnership with an AIDS hospice in Botswana. So visitors exclaim over my amateurish photographs of children and all manner of wildlife, and occasionally even purchase one, sending a few dollars to people in Africa whom they’ll never meet.

But there is one photograph, hanging over my desk, which they seem to miss. Much smaller than its neighbors, it’s in black and white. It seems to be hiding, unwilling to compete with its bright, oversized neighbors.

The photo frames an elderly woman in profile, resting on a park bench in London’s Hyde Park. Both of her hands are tightening her collar against what I imagine to be a cold London spring day, giving her an attitude that, at first glance, looks like prayer. Her feet are extended delicately along the length of a cane that is propped on the edge of the bench in an artful arrangement that succeeds in seeming both clever and perfectly natural. The few visitors who do notice it mistakenly assume that it is my own work. No one yet has recognized it as one of the lesser-known photographs of the French photographer Henri Cartier-Bresson.

What impressed me about that photograph when I first saw it years ago, and what induced me to pay far too much for an original print in a gallery in Milan, was the graceful ease of the woman’s position within the frame. She doesn’t appear to be particularly fashionable, or elegantly dressed, and she is, after all, merely sitting on a park bench. Yet somehow out of that moment she has created a pose that succeeds in being both perfectly poised and—what is infinitely more difficult—perfectly natural.

Even more striking than her pose, though, is the mental attitude that brought her to that position at that moment. There is an attitude of what I read as comfortable resignation that seems to cradle and inspire her. Her image suggests to me an earlier hidden moment—a minute or an hour before Cartier-Bresson passed by—when circumstances led her to that bench. Perhaps her walk was to have taken her further into the park, to Speaker’s Corner or around the Serpentine, and she became tired. Others no doubt paused at that bench that day, but they did so, I imagine, with a migratory tentativeness—touching down, gathering strength or breath—and moving on. But perhaps she paused for a moment, and the path leading onward disappeared. And it was then that she would have realized that this bench could be her stage, if she wanted it to be.

Although Cartier-Bresson is often credited with having an eye for the “decisive moment” when light and form come into perfect alignment, I’d prefer to give credit for this particular photograph to the unnamed woman herself. I’d like to believe that she recognized the challenge that her minor stage posed, and that she realized she could make something of this opportunity that would be uniquely hers, yet also graceful and natural enough to attract the lens of the passing photographer. And I’d like to think that she took stock of her limited props and decided that she could transform them into a pose that would be a work of art.

It doesn’t matter to me that this story of mine is purely speculative. What is important to me, and why Cartier-Bresson’s photograph hangs over my desk, is that the woman’s attitude of creative pragmatism that I’ve conjured up is one that many of my patients need to adopt, whether they realize it or not. Like her, they’ve all come to a moment at which their lives are made of—and therefore must be made from—a much reduced set of props and materials. Instead of years ahead, filled with family, career, and friends, their future has been truncated by illness. And just as Cartier-Bresson’s lady finds her life framed for a moment by that bench, my patients find their lives framed by whatever time—months or weeks or days—that they have left.

As Sylvester had, many of my patients try to fill that frame they’re given with a picture that is uniquely their own. Sometimes their efforts produce a fine image—meticulously arranged and perfectly exposed—that will leave a lasting and treasured impression on all of us. But often the image that takes shape is one of fumbling trial and error, less like a fine silver gelatin print that belongs in a gallery and more like a snapshot captured at a family gathering.

Nevertheless, even when their compositions are slightly askew and out of focus, and even when they’re populated with grinning awkwardness, these snapshots that describe my patients’ last acts are still the genuine products of aspiration. All of them reveal a version of Sylvester’s desire to fill a moment with the grace that Cartier-Bresson’s lady achieved so effortlessly. So I don’t find my patients’ last acts any less compelling if they fall short of what they could have accomplished. In fact, I find that my attention is caught and held simply by the efforts of those, like Sylvester, who wanted to make something of the time that they have left.

A Taxonomy of Last Acts

This, then, was the frame in which Sylvester found himself an unwilling subject. But what were his options? What could he have done? As I left Sylvester’s room that night and made my way home, I began to realize that I didn’t have any idea.

What do we do when we know, or think, that we’re going to die soon? Do we become more altruistic? Do we seek revenge? Do we seek pleasure, or forgiveness, or spiritual fulfillment?

I’ve seen these responses and many more in my own practice, and the possibilities seem endless. But I began to wonder whether maybe these possibilities are circumscribed by boundaries and categories. Maybe there is an overarching organizational structure—a taxonomy—of the last acts that people pursue near the end of life. So that’s partly what this book is about—a search for some set of organizing principles that lets us understand what we do when we’re faced with death.

The stories that make up this book seem to have sorted themselves, through some organic process that I’m not sure I can explain, into one such taxonomy. It’s certainly not the only one that can be imposed on a universe of stories and examples with such protean manifestations. But it is one taxonomy that has helped me to make sense of what we do and, more importantly, what we can do, when our time is limited.

The result is a collection of ten chapters and about fifty stories that I hope impose some sense and structure on the breadth of what’s possible. These represent categories of last acts that Sylvester might have considered for himself. And, I suppose, they’re the categories that I should have laid out for him that night.

For instance, I’ve begun by describing one patient in the first chapter who was less than a day away from death when I met him. Yet Jacob never seemed to consider the question that Sylvester had asked of me, nor did he do anything with the time he had left. At least he didn’t do anything differently. His goal—his only goal, as near as I could tell—was to cling to life as long as possible. And although his striving won him a few more hours of life, he lost forever the chance to spend time with his family and to say goodbye to his fiancée. That chapter is my latest effort, one of many, to figure out why he was blind to the opportunities, which I saw so clearly, to make use of his time. And it is, too, a meditation on the line that separates people like Jacob who chase survival with a single-minded intensity from those, like Sylvester, who turn instead to consider how they can best use the time that they have left.

In a way, I suppose, the nine chapters that follow have a remedial tone. They’re about people who did what Jacob wouldn’t, or couldn’t. They’re stories of people who saw—more or less clearly—that their time was limited. And they all made a conscious effort to use that time for a purpose. That is, like Sylvester, they saw the opportunity that Jacob couldn’t see. These are the stories and examples that I should have shared with Sylvester that night.

Sometimes these stories reflect purposes that were admirable, and which led to actions that most of us might do well to emulate. These patients of mine reconnected with friends and family, for instance (chapter 3), or made amends (chapter 4) or left a legacy (chapter 7), or helped others (chapter 8). Some examples are less grand but no less admirable (chapters 6 and 10). And at least one describes a course that I wouldn’t recommend (chapter 9). Still others are more nuanced and defy snap judgments. Seeking pleasure, for instance (chapter 2) and seeking revenge (chapter 5) aren’t wholly admirable, yet their imperfection makes them compelling.

But this book isn’t only a balance sheet of good choices, because who of us, really, has made choices that would stand up to that sort of audit? It is, instead, an exploration of why people make the choices they do. It is, too, an exploration of the factors that make a particular choice right for one person and wrong for another.

Learning from Last Acts

As these stories assembled themselves into chapters, I realized that they offer more than a map of what’s possible. Not only did these stories suggest options—options that I could have offered to Sylvester—they also raised questions. Questions I wanted to answer, and assumptions I wanted to test.

I wondered, for instance, how many people take the time to ask the question that Sylvester had asked of me. I wanted to believe that every one of us will devote as much attention as Sylvester did to making the most of whatever time we have left. But will we?

And I wondered, too, how many people ask Sylvester’s question with the same intensity that he did. Sylvester had been a mason who had contributed to many of the homes in Philadelphia, and I could imagine him surveying the last weeks of his life that stretched out in front of him with the same critical attention that he would have devoted to a partially finished wall. I could imagine him squinting a bit, head cocked to one side, testing his trajectory against an invisible plan and rearranging his remaining days as he might have shifted stones into place, seeking the best fit and the truest line. But how many of us will take the measure of our remaining time with the same ponderous scrutiny?

And I was curious, too, about why we make the choices that we do. Why does one woman with cancer devote her final months to raising money for cancer research while another writes a brief autobiography to pass on to children and grandchildren? And why does one man in a hijacked plane join the struggle against the hijackers while the man next to him uses those last few minutes to send a message to his wife?

Finally, I wondered about the impact of these last acts on others. A skeptic might say that any such act is little more than a distraction. That is, that anything we set our minds to in the days before we die distracts our attention from death and thus offers some psychological value, but little more. And in some cases, no doubt that’s true. However, it seemed plausible to me that many acts could have an impact that extends far beyond the individual. An intimate message, for instance, that touches friends and family. Or an ambitious novel that reaches much further.

More broadly, though, it seems to me that these last acts can also have an effect more globally, by shaping the way we think about human nature. Certainly, they’re the stuff of myth and legend, and it’s no surprise that they have such a prominent position in modern film and fiction. And just as these fictional last acts strike a chord in the public imagination, so, too, do real-life acts. For instance, the media’s coverage of public disasters—the Sago mine explosion or the events of 9/11—gives last acts a prominent place. Long after many details of the 9/11 hijacking of United Flight 93 are forgotten, for instance, we’ll still remember the passengers’ efforts to crash the plane prematurely. So these acts are widely visible and, at least in some cases, become touchstones and defining elements of events.

And I wondered how these last acts shape our opinions of those who have died, and also of human nature more generally. How do these last acts provoke us to imagine what’s possible? And how do they expand our ideas of what each of us is capable of? This is perhaps the most difficult set of questions that this book takes on, but ultimately, I think, the most rewarding.

Together, all of these questions became the inspiration for this book when I decided that they’re answerable. That realization came on slowly and was prompted—forced, really—by repeated encounters with my patients that led me back to this topic again and again. But I realized, too, that these answers couldn’t—and shouldn’t—come only from my patients.

Meaningful, generalizable answers, I thought, would need to come from a wide range of examples. From history, for instance, and from biographies. And also from film and literature, even poetry. Nor could answers come solely from my experience as a physician. Instead, I’d need a variety of methods. Psychology, ethics, anthropology, neuropsychology, and even economics, I decided, would all have a contribution to make.

So this book draws on a wide range of sources and methods to understand how we respond when we’re faced with death, and how we choose to spend the time that we have left. The answers are sometimes heartening, sometimes dismaying, and often both. In isolation, each person’s response is a Rorschach blot that reaffirms whatever we know about an individual and whatever we believe about human nature. But taken together, and examined in an organized way, the themes that make up this part of the human experience are the bare structure of who we are, or at least who we’d like to be, if we had enough time.

Examples and Styles

It’s all very well to describe a taxonomy of last acts, and interesting, I think, to understand why we make the choices that we do. And it will be helpful, too, if I can explain why I think that some last acts are better than others. But I suspect this book’s real value to most readers will lie elsewhere.

For most of us, Sylvester’s question is one that we will ask at some point. Most of us will die of chronic progressive illnesses like cancer, emphysema, dementia, or heart disease. And most of us, therefore, will have enough time to be able to make choices about how we want to spend whatever time we have left.

Sylvester’s story serves as my own, nagging reminder of this. And his predicament is hardly unique. I’m certain that many of my patients are overwhelmed by the enormity of the task they’ve been given. How best to spend the days or weeks they have in front of them? It’s a question that has considerable weight because of its significance both to them and to their families.

But it’s also a perplexing question, because there are so many possible answers. How, then, to make the best choices—from among an infinite array—in the right way? This is a question that, ultimately, many of my patients feel they’re not able to answer, or at least to answer well.

And if this is true of patients facing terminal illness whose time can be measured in months, and whose friends and family are close at hand, then it is certainly true of those who die unexpectedly in coal mine disasters, shipwrecks, and the like. Without warning, and without time to consider, it would be surprising indeed if people in those situations managed to make choices that were the best possible ones for them. Particularly when many people—coal miners, for instance—find themselves thrown together. Buffeted by the choices of others, it’s difficult to imagine that anyone could hope to make one that is unique and genuinely their own.

More generally, most people faced with their own impending death lack the intellectual resources to make the best possible use of the time they have. I don’t mean intelligence, unless perhaps you count emotional intelligence. It’s just that very few of us, myself included, have the capacity to engage the question of what we should do with the unrestrained enthusiasm that the question requires of us.

But some do. And what really is most compelling, and what’s driven me in writing this book, are those special examples—from among my patients and others—of last acts that are both unique and uniquely perfect. These are the stories that make up the backbone of this book, and they all describe people who took the measure of the frame in which they found themselves and made within it an individual statement.

Sometimes these are writers, or academics who have the time, resources, and emotional intelligence to reflect on their experiences. And sometimes these are other people—engineers, teachers, gardeners, and housewives—who are utterly unremarkable except for the way they manage to transform the last days of their lives. All of them, every single one, had a style, an imprint that was immediately recognizable.

And nowhere is that style so vibrant and flamboyant as it is in Anatole Broyard’s account of his last year with prostate cancer. In fact, “style” was precisely the word that Broyard himself used. “I really think you have to have a style in which you finish your life” he wrote. “That’s what I’m doing right now. I’m finishing my life.”

His style, to use his term, was enthusiastic and almost joyous. What is so remarkable to me about Broyard’s account is that he fully inhabited the last year of life that he was given. Even the metaphor he used fits: “At the end, you’re posing for eternity. It’s your last picture.”

And Broyard devotes as much attention to exploring the borders and corners of that picture as he does to its center. Others faced with the same diagnosis would have concentrated their attention, perhaps, on their illness and impending death. But he saw his illness as new territory, full of discovery and opportunity. Even his relationship with his physician gave space to invent: “… when my doctor comes in, I juggle him. I toss him about. I throw him from hand to hand, and he hardly knows what to do with me. I never act sick. A puling person is not appealing.” (To “pule,” by the way—I didn’t know what it meant either—is to whine or whimper.)

This enthusiasm and style has become, for me, emblematic of the way that all of us could inhabit our last days. It’s not the specific gestures that are so inspiring, although I still smile every time I read Broyard’s description of the way he manages his doctor. It is instead the intoxicating energy with which he chooses these gestures, matching and interweaving them to create the most beautiful picture he can imagine. He even wryly suggests a contest: “So I think we should have a competition in dying, sort of like Halloween costumes. I think you should try to die the most beautiful death you can. Let’s give a prize for the most beautiful death. We can call it heaven.”

Although Broyard enlisted his own sense of style to create a beautiful and coherent image of his last year of life, style is not defined solely by beauty. Indeed, others writers—several of whom were Broyard’s contemporaries—composed their final pictures with a very different style. For instance, when Harold Brodkey wrote about his diagnosis of AIDS and the events that led up to his death, he did so with a truculence that was self-deprecating and genuinely funny. Rather than a beautiful death, he said, he wanted a death that would be interesting. “I wanted to have the most interesting illness, if not in my apartment house, then at least in my apartment,” he wrote. “I was tired of being unimportant.”

Ultimately, brief vignettes can’t capture the style of either writer. But if Broyard’s last days were painted, they would resemble a Jackson Pollock, perhaps, with exuberant colors and sinuous shapes flung together. Brodkey’s, on the other hand, might be illustrated by the postmodern irony of an artist like Julian Schnabel. You could object to those characterizations—I recognize they’re not a perfect fit—but you’d have to admit that Broyard and Brodkey each brought a sense of style to their last days, and that those styles were singularly their own.

The most important point, though, is that a sense of style gave Broyard, Brodkey, and others an organizing principle that protected them from being overwhelmed by endless possibilities, as Sylvester was. For someone with a developed sense of personal style, some choices are natural, while most are irrelevant. Brodkey, I think, was guided by a mulishly stubborn self-criticism tempered by love, just as Broyard could not really have spent his time in any other way than in an ebullient celebration of beauty.

Style for the Rest of Us

But what about the rest of us—and I count myself in this group—who don’t have a sense of style to guide them? I would be no more likely to inhabit my last days with the style of Broyard or Brodkey than I would be to inhabit a park bench with the style that Cartier-Bresson’s lady was able to achieve accidentally. Nor, I suspect, would most of us.

Simply borrowing one of those styles—say, Brodkey’s irony and distance—would certainly not serve any of us well. Those styles would not have suited me any better that they would have suited Sylvester. And even though Brodkey’s account resonated for me in a way that I didn’t find with others, and offered a narrative that I thought I could place myself in, his style was uniquely his own. So these examples don’t offer us off-the-shelf patterns for our last days.

What I’d hope for instead is a dialogue in which we can learn from the choices of those who have made them thoughtfully. That’s what I’ve tried to create in these pages. And in assembling these stories, I’ve tried to call on people like Broyard, Brodkey, and a few dozen others, including many of my patients, whose choices and styles can help us to define our own.

I imagine, for instance, what Sylvester might have learned from three men who shared a single land line on the ninety-second floor of one of the World Trade Center towers in the Carr Futures conference room, placing calls to friends and families about ten minutes before the tower collapsed. What could those men have told Sylvester about what he could say, and what was important? What was really, truly important, after you strip away the clutter of our everyday conversations?

Perhaps someone like Broyard or Brodkey would have been able to grasp the essence of a message that Sylvester could have offered. Or perhaps they would have glimpsed the outline of an idea that Sylvester didn’t know was there. Maybe they could have helped him to fill in that outline, creating a last image that would fit the frame of his circumstances.

Finally, maybe there is someone whose style and example Sylvester might have recognized and responded to. Because even though Broyard has his own sense of style that allowed him to inhabit his last days as naturally, and as perfectly, as a bespoke suit, he was also enthusiastically appreciative of the styles of others. “A hospital is full of wonderful and terrible stories” he wrote, “and if I were a doctor I would read them as one reads good fiction and let them educate me.” And it’s really the potentialities of these imagined juxtapositions, and the resultant exchanges that they might inspire and provoke, that have made writing this book so enjoyable for me.

Sylvester

Sylvester could sense the opportunity he faced. In fact, he recognized it before I did. He understood that he could make of that opportunity whatever he wanted and, I think, was overwhelmed by that opportunity, and by the endless choices that he could make. In a sense, I think, he was frozen by the enormity of the task in front of him.

How could he possibly fill the time he had left in a way that is commensurate with the magnitude of the opportunity? What words and gestures would be significant enough—and would carry enough weight—to justify his time? It would be tragic not to fully use the time he had, but doubly tragic, perhaps, to exhaust that time on words and gestures that were trivial.

This portrayal of Sylvester’s state of mind is speculative but not, I think, too far wrong. After he left the hospital to go home with hospice care, he would ask his question of the hospice nurse and later his daughter, who then asked me. I wish I could say that I was able to offer an answer the second time, but I wasn’t.

So his question was clearly important to him, and perhaps even a bit of an obsession. It may also have been a question to which he had given some thought before his diagnosis. Indeed, he had suspected long before his dull-witted physician did that he had cancer and would have had ample time to imagine the question and to become convinced of its significance. Though not enough time, apparently, to formulate an answer.

Still, despite the intensity with which Sylvester seemed to focus on the question of how he should spend his time, his last days were much like those of my other patients. He lived for about five weeks after our conversation that night in his hospital room, and in that time he made a few choices. Some were important, and many were necessary, but most were trivial. He went home, which was what he wanted. He reviewed his will, although as far as I know he didn’t make any changes. He saw a few friends from his neighborhood and of course he saw his family. But for the most part, he waited to die.

Perhaps his final days were so ordinary precisely because of the intensity with which he’d tried to decide how to use those days. There were, really, far too many choices. I imagine that, for Sylvester and indeed for many of us, facing these choices for the first time must be a bit like walking into an enormous clothing store without the guidance that a clear idea of one’s own style might provide. He probably felt overwhelmed by countless options, and yet he seemed to know that any choice would be both enormously significant and irrevocably final.

All in all, the last month or so of Sylvester’s life was not a work of art. The way he used his time was, ultimately, the same way that most of my patients use their time—an admixture of daily activities and obligations, interspersed occasionally with a few notable events. I’m left to conclude that he didn’t live his last days in the way that he thought he had an obligation to live them.

But he could have. He was ready, like the mason he’d once been, to get to work. Or almost ready, because there was something else he seemed to need: examples and options. The stones that he could fit in place.

And so that’s ultimately what this book is. It’s a collection of examples and stories that I wish I could have shared with Sylvester that night. As I wrote this book, trying to capture the style that propels each one, I imagined Sylvester weighing them one at a time, judging its contours and weight, and perhaps finding the one that would have been the perfect fit.



ONE
Jacob
Fighting and Survival


Jacob

Throughout the long, tumultuous night that I took care of him, Jacob knew he wouldn’t survive to leave the hospital, yet he steadfastly refused to act as if he were dying. And as his death grew closer, those of us who were huddled around his bed became increasingly insistent, and strident, in imploring him to plan for the end that we all knew was coming and to make the best possible use of the time he had left. But the proximity to death that heightened our sense of urgency seemed only to solidify Jacob’s resolve to keep on fighting.

Before Jacob became my patient that night, he’d been a graduate student in film at the University of Iowa and had lived on the edge of town in a large apartment that was lined with classic film posters. He had a fiancée, Marylee, and a large extended family living nearby. He had a vintage Norton Model 2 motorcycle from 1925 that he had rebuilt in his living room, over Marylee’s sullen objections. And he had a particularly aggressive form of leukemia that was almost universally fatal.

By the time I met him, Jacob had been through countless rounds of chemotherapy and a “salvage” bone marrow transplant, which was a last attempt to cure his leukemia after it had recurred. All of these treatments came with horrendous complications and discomfort but had helped Jacob to live five years since his diagnosis. On average, only 5 percent of patients with the same kind of leukemia live that long, a statistic that put Jacob at the head of his class. Still, he hadn’t yet reached the cure that he and Marylee had hoped for.

At a clinic visit about a week earlier, Jacob’s oncologist had found a mild pancytopenia—a lowered blood-cell count across all cell types—that worried him. Those low cell counts might have been the aftershocks of Jacob’s last round of chemotherapy, or they might have been due to a vitamin deficiency, drug toxicity, or any one of a number of relatively benign causes. Or they might have been the first sign that his leukemia had relapsed. But Jacob didn’t want to have a bone marrow biopsy done at that visit and had planned to come back the following week. Like his oncologist, Jacob had been worried, but he wasn’t really anxious. He’d endured enough ambiguous test results over the years not to be overly concerned.

A few days later, the last Friday in July, Jacob felt more tired than usual. So he called in sick at his job as a teaching assistant and spent the morning in bed with a fever, sleeping and watching television. A brief phone call that morning stoked his oncologist’s concerns. What worried him the most—enough to make a last-minute appointment for Jacob—was the absence of any upper respiratory symptoms that might have indicated a benign cause for his symptoms, like a simple viral illness. But by midafternoon, Jacob felt better, and he called to cancel his appointment and went back to sleep.

When Marylee returned to their apartment that evening, Jacob was confused and half-asleep, unsure of where he was. And he also had shaking chills and shortness of breath that concerned her enough to pile him into her car and drive straight to the hospital. She was worried, but calmly efficient, since she had been through this sort of thing before. Late nights in the emergency room were as commonplace for the two of them as more traditional nights out at the bars near campus were for other couples. She knew the ER nurses by name, which was a comfort. Less reassuring, though, were memories of the nail-biting waits that the two of them had endured while lab tests determined whether the latest problem was a minor incident or a major event.

Still, for Marylee, this late-night trip across town was one of many. More frustrating, probably, since she knew that Jacob should have kept his appointment that afternoon. But Jacob had lived through many late-night trips to the ER, and if there were warning flags flying, Marylee hadn’t seen them.

Those flags were flying, though. And they quickly became visible to everyone on duty in the ER, and especially to Lisa, who was the charge nurse that night. She went out into the ambulance drop zone as soon as she recognized Marylee’s old white Subaru wagon with a prominent “FARMS NOT ARMS” bumper sticker covering half the rusted tailgate. She saw immediately that Jacob was very short of breath and that he was unstable enough, she thought, to be put in the trauma room where he could be put on a ventilator quickly if he became unable to breathe on his own. Lisa and Marylee conferred in the windy hangarlike vestibule, bracketed by two pairs of sliding glass doors that separated the ambulance drop zone from the ER, as the staff hurried Jacob inside. And a few minutes later Jacob lay in the trauma room, surrounded by an array of devices—IV pumps, a ventilator, a defibrillator—that offered a crude foreshadowing of how Jacob’s life was likely to end.

I was already in the ER that night, part of an informal tribunal that would decide whether another patient should go to me or to the cardiac ICU, and so I overheard some of the conversations between Lisa and the ER attending, who waved me over. He was an oddly formal physician. Not old, but with proper old-school mannerisms he had picked up from the local general practitioners he had worked for while growing up in a small rural town. And as a general practitioner might have, he told me about Jacob’s medical history, and about his family, and about Marylee. It was more detail than I needed, and certainly more than I would have gleaned from any other ER physician, but it was welcome context nonetheless. And—in a ceremonial gesture that, sadly, has gone the way of house calls—he escorted me across the ER to the trauma room to introduce me to Jacob in person.

My first impression of Jacob from the door of the trauma room, as we stood 8 or 10 feet away, was that he looked surprisingly vigorous. It’s true that his skin seemed washed out and depleted. But that was mostly the result of the ER’s unflattering fluorescent lights, whose effects were, at least, rigidly democratic, forcing a pallor of chronic illness on both doctors and patients alike.

Despite that, Jacob didn’t look at all like someone with a chronic, serious illness. He had the solid, meaty look of a wrestler, and bristle-stiff rust-colored hair that was brushed back in a tight helmet. And across his face and upper chest above the hospital gown I could see a wide expanse of freckles that were, I later learned, the result of summer afternoons spent on sailboats at the University of Iowa’s “Yacht Club” on Lake McBride. He certainly didn’t look like someone who found himself once again standing on death’s doorstep, waiting to see whether this would be the time that he would be ushered inside.

Yet as the attending and I watched Jacob from the doorway, we needed only a few seconds to see that his respiratory rate, about 40 breaths/minute, was dangerously high. A normal rate is about 15 breaths/minute, and one as high as Jacob’s was worrisome because most people can’t sustain that level of effort for long. When he could no longer breathe rapidly enough to get the oxygen that he needed and to blow off carbon dioxide, I knew that we would need to sedate him and place him on a mechanical ventilator.

I was thinking about all of this, and making a note to myself to call the respiratory technician to let her know to get a ventilator ready, when I realized that Jacob had shifted his head slightly to the side and was looking at us. But intermittently. He would look toward us for one or two coarse, raspy breaths, and then back at the ceiling, as if we were an unwanted distraction. Or perhaps, I thought later that night, as if his energy and attention were consumed by the effort of breathing and he couldn’t spare more than a glance for us.

Introductions were brief. Jacob couldn’t force words in between rapid, urgent breaths, and instead simply offered a handshake that was sweaty and awkward but surprisingly tenacious. Taking turns, the attending and I sketched the barest outlines of his situation. Perhaps, we said, his symptoms were the result of aggressive pneumonia, which we could probably treat. Or perhaps they were due to a fulminant recurrence of his leukemia, which we couldn’t. We told him, too, about what would happen over the next few hours. He would be taken to the ICU, where we would do an emergency bronchoscopy—a look into his lungs with a small, flexible, optical device—to try to reach a quick diagnosis. And we’d also be talking with him about the sorts of treatments he would and wouldn’t want.

Throughout our abbreviated explanation, which didn’t take more than a few minutes, Jacob stared fixedly at the ceiling. He would glance at us occasionally, but would only meet our gaze if we stood over him, in his field of vision. He didn’t say anything, but would squeeze my hand intermittently in response to some of the most important points.

A few minutes later, as I disengaged my hand from his to make preparations for moving him, I realized that, without the structure of eye contact or any verbal exchange, I had been filling in my own interpretation of his hand’s pressure as understanding, acknowledgment, and tacit consent. Back at the door to the trauma room, talking with Lisa, I looked back at Jacob, who was still breathing far too rapidly, his eyes locked on the ceiling. And I considered for a moment that maybe Jacob hadn’t heard anything we had said.

It was after midnight when Lisa and I wheeled Jacob’s gurney headfirst down the hospital’s silent grey-carpeted hallways, with Marylee tucked in behind us like an honor guard. Jacob didn’t speak as we left the ER through the rear entrance, husbanding his strength for each breath. His eyes were rolled upward, anticipating our direction and registering each overhead fluorescent panel with a rapid downward tic.

I plotted a route that bypassed the usual service elevators in the back of the building and instead nudged the gurney toward the public elevators in the hospital lobby. That detour was partly to save time. Mostly, though, I wanted to make sure that the code team could find us quickly with a crash cart if Jacob had a respiratory arrest on the way. But he didn’t, and we arrived in the ICU to find several nurses and the respiratory technician waiting for us. Their extra efficiency, and the apprehensiveness it concealed, made me realize that I was surprised we’d made it.

Saturday mornings in the ICU were typically calm. Admissions from the night before had been tucked in, new problems either hadn’t developed or hadn’t been recognized, and the next admissions were still a few hours away. The muted beeping of alarms and the rhythmic breathing of the mechanical ventilators next to most of the beds created a sort of white noise that softened the normal tensions of the unit’s life-and-death struggles. But Jacob’s corner bed was soon fluttering with activity that was amplified by Marylee’s incursions, whenever the nursing staff let her in.

In his first hour on the unit, we gave Jacob a wide range of treatments—everything we could think of, in fact—to try to improve his breathing. We used 100 percent oxygen, for instance, and inhaled medications to open airway passages, and steroids given intravenously. Finally, during a tense hour in which we were ready to put him on a ventilator, Jacob’s breathing became a little easier, at least to the point at which he could speak in partial sentences. Still, we knew that what we were seeing was no more than a temporary reprieve. Steve, the ICU attending, did a quick and anxious bronchoscopy that showed what Jacob’s oncologist had been afraid of: lungs infiltrated by leukemic cells that stained a deep and dangerous purple under the microscope.

I had a covert conference with Steve and Alicia, Jacob’s nurse, at the nursing station at the other end of the unit. We spoke furtively, our heads down over another patient’s chart, knowing that any indication that we were discussing Jacob would draw Marylee toward us. Mercifully, his extended family hadn’t arrived yet. But they were thirty minutes away at most, so we didn’t have much time. We weren’t avoiding them, but we needed some time to think things through.

None of us wanted to put Jacob on a ventilator. That much we could agree on easily. Doing so would require heavy sedation, taking away his last few hours of consciousness that he might use to say goodbye to his family. Nor could we see any benefit of using a ventilator, because Jacob had very little time left no matter what we did. Without a ventilator, he’d die in the next few hours. With a ventilator, he might survive the night, but we were sure he’d die the following day. The leukemia in his lungs was so pervasive that chemotherapy wouldn’t help him and even steroids, which are often useful in some types of leukemia, wouldn’t buy him any time.

Instead, we thought the best approach would be to treat Jacob’s shortness of breath as aggressively as we could. In addition to oxygen, we’d use morphine to decrease the sensation of breathlessness and lorazepam, an antianxiety drug, to help him to relax. And there were other strategies—tricks, really—that we planned to use, like positioning Jacob so that his respiratory muscles could work more efficiently, and placing a fan by the bedside.

We were certain that all of these interventions could make Jacob more comfortable, and we tried to convey our sense of confidence by telling him about each one. We described what we could do for him in detail—almost certainly in more detail than Jacob wanted—in a clamorous effort to prove to him that we wouldn’t relax our own efforts to make him comfortable. Finally, we promised him that if we weren’t able to control his shortness of breath through other means, we could give him a sedative medication that would induce a light sleep. This was the alternative to a ventilator that we offered, and it was one that we thought was truly the better option.

But it became clear that a ventilator was exactly what Jacob wanted. More generally, he wanted us to do everything we could to keep him alive as long as possible, even treatment that would only buy him a few hours during which he would be unconscious. Jacob told us unambiguously, and repeatedly, that he wanted to die receiving all the treatment we could offer, and we could say nothing, it seemed, that would soften his resolve.

Those conversations, if you could call them that, were among the most difficult that any of us had ever had. With each breath he tensed his neck and shoulders and pushed down on the bed with both hands, as if that might open a little more air space in lungs that were densely lined with leukemia cells. His exhalations came in painful gasps—little more than grunts—that inserted jagged spaces into his normally fluid speech. Yet despite the warning of death’s proximity that came with each breath, Jacob continued to insist that he wanted every additional minute of life that we could offer him.

And those conversations were particularly difficult for Alicia. Like Steve and I, she knew that Jacob was going to die that night. In addition, though, she was engaged to be married to an orthopedics resident that fall. That gave her a unique view of Jacob’s choice to pursue all possible treatment and she became increasingly angry and eventually tearful when she realized what Jacob wanted. Alicia couldn’t believe that Jacob would let go, or “throw away” (her phrase) Marylee and his family, prematurely. She saw more clearly than I did that every minute that Jacob spent arguing with us, or inhaling yet another breathing treatment, was a minute that he wasn’t able to spend with them.

Prognosis and Uncertainty

Jacob’s story shows as clearly as that of any other patient I’ve ever taken care of just how strong the magnetism of hope and survival can be. Keep in mind that Jacob wasn’t making decisions about cancer treatment that offered a small increase in survival in exchange for some discomfort and inconvenience. His was an all-or-nothing choice to give up a last chance for meaningful interaction with family in exchange for a few hours of a heavily-sedated facsimile of life.

Jacob’s leukemia was highly unusual—a medical curiosity that affects fewer than 1,000 people every year. Yet his situation and the choices that he made are not at all unique. Every year in the United States alone, over 300,000 patients die in intensive care units, and many of these die receiving treatments that offer no meaningful chance of benefit. Indeed, this path to death is so well traveled that it often seems as if the primary way—and perhaps the only way—that people choose to spend their last hours of life is by struggling against overwhelming odds. When faced with a choice of how to spend one’s final moments, in fact, the dominant response may be to reject that premise entirely and seek instead to change the rules of the game, buying a few more days.

Perhaps we should assume that when someone like Jacob is faced with what amounts to a death sentence, there is usually enough doubt, hope, and faith to make survival a possibility. Not a good possibility, and in numeric terms perhaps not even a measurable one. But for most people, in most situations, a possibility of survival has enough influence to perturb and rearrange other priorities.

This influence may not always be visible. Indeed, it has become masked, lately, by the increasingly prominent concept of “a good death.” Although each of us is likely to have his or her own idea of what a good death would be, interviews with varied populations of patients and health care providers have elicited attributes that have proven to be remarkably homogeneous. Common themes to emerge from these studies, for instance, include freedom from excessive suffering, peace, a sense of dignity, and connection with friends and family.

The idea of a good death is a compelling one, especially when viewed from a distance by people in good health. But that idea may not actually motivate decisions until very late in the course of illness. Indeed, some have found an emphasis on peaceful, dignified dying to be oppressive if it is introduced too soon. Stephen Jay Gould wrote with some humor and more than a bit of anger about his own encounter with a rare form of cancer and his decision to fight despite the bleak prognosis that he was given. In doing so he defended his decision in a popular science article, and mounted a preemptive counterattack, complete with a nod to Dylan Thomas, on the notion of a good death:

It has become, in my view, a bit too trendy to regard the acceptance of death as something tantamount to intrinsic dignity. Of course I agree with the preacher of Ecclesiastes that there is a time to live and a time to die—and when my skein runs out I hope to face the end calmly and in my own way. For most situations, however, I prefer the more martial view that death is the ultimate enemy—and I find nothing reproachable in those who rage mightily against the dying of the light.

Gould’s dry humor disguises the strength of his feelings, feelings that are readily apparent elsewhere in the article as he argues persuasively that median survival figures tell patients and their physicians very little that is clinically useful. Particularly seen within the frame of his own initially successful fight against cancer, Gould’s argument appears incontestable. And this is the real hegemony that a desire for survival has over us. For Gould, and in fact for most of us, a hope of survival is so powerful, and so enveloping, that it’s surprising that any of us will choose to use our time in other ways.

Health Care Decisions Near the End of Life

To understand the force that a desire for survival exerts even in the last hours and minutes of life, it’s useful to turn first to studies of decision-making in health care settings. Of course, the circumstances of dying in a hospital are very different than those of a plane crash, a mining accident, or a natural disaster. Still, studies of decision-making near the end of life typically involve people—patients—who know that they have a serious illness. And they know, too, that they’re likely to die very soon. So these are studies of people whose choices about life and death are made with adequate information.

If this seems like a trivial point, consider the array of other situations in which people die and how little information many of them have about their chances of survival. For instance, when nineteen miners were trapped after an explosion in the Springhill, Nova Scotia, mining disaster of 1958, the mood of the group alternated initially between resignation and wild hope. On the first day, the miners expected a rescue at any moment. They would become wildly elated at the sound of falling rocks, interpreting them as the signs of an approaching rescue team even though at that point the extent of the collapse was not yet known and missing miners had not even been identified. Over the next several days, the miners’ hopes began to wane as their meager food supply—crusts of sandwiches and apple cores leftover from their lunch break—disappeared. But it was then that rescue teams were working eighteen-hour shifts only a few hundred feet away.

In contrast, most people who die in a health care setting will have enough information to allow a prediction of death with a reasonable degree of confidence. For Jacob, certainly, we felt that we could predict his death with absolute certainty. And all of this information creates a laboratory of sorts in which we can learn about how a hope of survival influences the choices that people make. And by understanding how that hope of survival operates in health care settings, we can gain a better appreciation for the pull that it has on people in other settings, where that information is limited or nonexistent.


Hope


Elisabeth Kübler-Ross’s 1969 book On Death and Dying is generally credited with introducing the words “death” and “dying” into mainstream discourse. Indeed, it’s these words by which her book is best remembered, which is ironic given that it is really about our tenacious grip on life and the reluctance with which most of us let go. At the heart of Kübler-Ross’s book is the suggestion, based on interviews and her own experiences with her patients, that people faced with a terminal illness pass through recognizable “stages,” from denial, through bargaining, to acceptance.

On Death and Dying was embraced widely and unquestioningly by many, but time and more extensive research have prompted critical scrutiny of the stages that Kübler-Ross proposed. These stages, it turns out, do not fit all patients, or perhaps even the majority. In fact, she admitted as much when she acknowledged that “even the most accepting, the most realistic patients left the possibility open for some cure.” She goes on to describe the subtle way that hope of a cure “sneaks in” at unpredictable moments, offering a respite of denial that my patients rely on to endure what are all too often lonely and terrifying nights.

And this hope of a cure appears capriciously to disrupt the smooth progression from denial to acceptance that Kübler-Ross describes so pristinely. Throughout the course of an illness, hope wages a guerilla war and wreaks havoc on neat plans to taper treatments and limit aggressive therapy. Indeed, hope has become a major—arguably the major—theme of modern medicine.

Often the chance of survival is so small as to appear negligible. Nevertheless, that small chance exerts a disproportionate effect on the health care decisions that patients make. And because they’ve been so thoroughly studied, we know a great deal about the choices that patients make, or say that they would make, when the chance of survival is vanishingly small.


The Will to Live


We know, for instance, that about one in five Americans dies in an intensive care unit. We know, too, that among those who die in a hospital their odds of dying in an ICU are about one in two. These dying patients often receive all the treatment we can offer, including antibiotics, mechanical ventilation, dialysis, intravenous medications to maintain blood pressure, and a tangled web of tubes to monitor heart function, measure urine output, and provide nutrition. We also know that these experiences can be extraordinarily uncomfortable. Patients who survive, even if they are grateful to be alive, recall their ICU stay as something not too different from torture, marked by pain, shortness of breath, confusion, and often straps that restrain their arms and legs.

There is also strong evidence that many patients receive aggressive treatment because this is what they want. Terri Fried, a friend and researcher at Yale University, interviewed a group of patients who were seriously ill and had a limited life expectancy even with the most aggressive treatment. By using a series of “trade-off” questions, she was able to define the threshold at which each patient was willing to give up aggressive treatment. She found that the vast majority of these seriously ill patients said that they would accept the most aggressive possible treatment if doing so might return them to their current state of health.

And these preferences take shape in a wide range of clinical situations. In fact, some of the most surprising data about choices come from the decisions that patients with advanced cancer make when they decide to enroll in experimental Phase I trials. These are the first studies in which a potential cancer drug is tested in humans. These studies are designed to establish the drug’s maximum tolerated dose, not to test its effectiveness. Patients are generally told that there is no chance of benefit for them and that the main reason to enroll in such a trial is to help future patients. Still, many patients do enroll in Phase I trials in hopes of an improved chance of survival, or perhaps even a cure. For instance, in one small study, Christopher Daugherty, an oncologist, found that 85 percent of patients in such trials said they were enrolling because of a hope of benefit to themselves.
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