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For my parents





“ ‘This is the nature of modern death,’ Murray said. ‘It has a life independent of us. It is growing in prestige and dimension. It has a sweep it never had before. We study it objectively. We can predict its appearance, trace its path in the body. We can take cross-section pictures of it, tape its tremors and waves. We’ve never been so close to it, so familiar with its habits and attitudes. We know it intimately. But it continues to grow, to acquire breadth and scope, new outlets, new passages and means. The more we learn, the more it grows. Is this some law of physics? Every advance in knowledge and technique is matched by a new kind of death, a new strain. Death adapts, like a viral agent….’ ”

Don DeLillo
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Introduction


“The job of ethnography, or one of them anyway, is indeed to provide, like the arts and history, narratives and scenarios to refocus our attention; not, however, ones that render us acceptable to ourselves by representing others as gathered into worlds we don’t want and can’t arrive at, but ones which make us visible to ourselves by representing us and everyone else as cast into the midst of a world full of irremovable strangeness we can’t keep clear of.”

Clifford Geertz


Available Light




This is a book about time and death. It is about the bureaucracy, rhetoric, machines, and procedures that define American hospitals and structure time and death within their walls, creating a new reality—death brought into life. It is also about the culture that predominates in the hospital and its deep, internal ambivalence about death. That ambivalence arose with the coming together of three elements: the work and goals of medicine, American individualism, and the market-oriented health care delivery system. It confronts patients, families, and hospital staff with the need to make seemingly impossible choices. Together, these elements have contributed to a vociferous nationwide conversation about “the problem of death,” a problem that is manifested most visibly and dramatically by patients who have entered what I call the gray zone at the threshold between life and death. This book maps the journeys such patients take into and through that zone as well as the culture that surrounds it. Throughout my two years of on-site research, I sought to learn how doctors, nurses, patients, and families experience the hospital and the deaths that occur there. I wanted to understand why hospital death is considered by so many to be “a problem” and to explore the nature of that problem’s recalcitrance. This book traces—through the experiences of the doctors and nurses who work in hospitals, the very sick patients who enter them, and the family members who must decide what to do—the ways in which hospitals shape the deaths that happen within their walls and the social sources upon which those configurations are founded.

Beginning in the 1980s, “the problem of death” emerged as a new topic, part of a broad public discourse in the United States. In front-page news articles, op-ed pages, and popular magazines, on radio and television, people were talking about it. Ordinary individuals were disturbed about the ways their loved ones died in hospitals—connected to tubes and machines, following endless procedures, disoriented and in pain. In general, they died after too much technological intervention and with too little personal say. Doctors made public their dissatisfaction with losing their authority to freely determine the care of their dying patients. Health economists, policymakers, and hospital administrators bemoaned the fact that dying cost too much and went on for too long. Throughout the 1980s and into the 1990s it became increasingly clear to critics and analysts of the health care system that large numbers of people had become critical of the management of dying, the procedures for dying, and the institutional circumstances in which dying was taking place.

American understanding of the relationship between medical care and the dying transition has come to hinge largely on the structure of health care delivery, and that structure has consequences for health professionals, patients, and their families. The ways we think and talk about the “dying process” and the dying person and the ways we prepare for death, stave it off, and respond to medical treatments for those near death are all shaped by social institutions and bureaucratic practices.1 And that led me to ponder the circumstances in which the American health care system allows us to classify people as dying and the ways in which hospital death has come to be understood as a problem. Today, more than twenty years after the public discussion began about the difficulty of dying in American hospitals, the conversation remains heated and the “problem” affects more patients, families, and health professionals than ever before.

Death today is medically and politically malleable and open to endless negotiation. This means that death can be timed, and timing has become the crux of the matter. While the primary task of medicine is to deny death, everyone also knows that, ultimately, death cannot be denied. But medicine can manipulate when death occurs. Cardiopulmonary resuscitation (CPR), mechanical ventilators, feeding tubes, and powerful medications, for example, are all tools that, if applied, can slow death’s arrival and, if withheld or withdrawn, can speed it up. Because these tools are ubiquitous in the hospital and natural to it, the compelling, inescapable questions when death seems near become whether to start or continue their use, when to stop their use, and on what grounds these steps should be taken. Attention is focused on the timing of events and procedures, and this has determined the possibilities available for approaching life that is near its end and, ultimately, death.

Yet medical tools and procedures are not the only contributors to the way hospital deaths happen, and they are not the only contributors to the widely felt disquiet. In American society, with its strong emphasis on the ideal of individual rights, the decision-making power of a person facing death is deemed necessary and central. The importance of listening to the patient’s point of view, the need for others to intuit that view when the patient’s voice is silenced by disease, and judgments about how long the life of a very sick patient should be maintained by medical means all become essential factors in the timing of his or her death. A specific rhetoric—of “suffering,” “dignity,” and “quality of life”—shapes those judgments and is deployed often in hospital discussions about what to do for and about the critically ill individual. That rhetoric emerges as a strong determinant of when death occurs.

People today want things from death, and their desires are both contradictory and unprecedented. Many want dying to be an experience that can be characterized as “good,” yet persons near death and those who care for them often perceive it as difficult or painful, harrowing or humiliating. People want death to be made comfortable by the tools of medicine, which they expect can eliminate both the disturbing visible signs of the body’s disintegration and the patient’s experience of suffering. Yet they also hold vague ideas that death can somehow be “natural”—and by that they usually mean peaceful and easy, like the sleep of a child—and without the overuse of drugs or machines. People want the medical profession to offer hope and compassionate intervention, but they are distraught when death is preceded by “too much” invasive medical technology. Many want to control the way death happens for themselves and their loved ones by planning ahead for it, yet few are actually prepared for the moments when decisions must be made or for the kinds of questions that will emerge when death is near.

Hospital death is framed as a problem in the United States because, while many claim to want that elusive “good” death for themselves and their loved ones, they also want—equally or more strongly—that their loved ones not die. These contradictory emotions emerge from a particular view of medical progress—that the tools of contemporary medicine can effect more and more cures, stop (for a while at least) the process of growing old or repair the failing bodily systems that accompany very late life, and deny death indefinitely. Thus a great many people experience—as patient, family member, friend, or clinician—the seemingly insoluble tension between, on the one hand, the desire to extend someone’s life and the expectation that it can and should be extended using the tools of medicine and, on the other, the contrasting value of allowing death to occur “with dignity” or without “artificial” technological prolongation. The ways we respond, inside the hospital, to the contradictory emotions, and to the conditions of the very sick people who inspire those emotions, result from the manner in which the hospital system structures treatments and organizes the experiences of patients and their families. Our responses result, too, from historical developments in the doctor-patient relationship, the institutionalization of “patient autonomy,” and the cultural traditions we as individuals draw on to invest with meaning the “appropriate” moment for death.

Struggling to find ways to either stave off death or arrange for “good” deaths, hospital staff, together with the powerful technologies that are part of hospitals today, can also allow a third possibility—a prolonged hovering at the threshold between life and death. Instead of death, the hospital opens up an indefinite period of waiting during which patients do not cross that threshold until it is decided when it is time for them to die. Scenarios of patients being maintained at the threshold, and of dilemmas that arise there about what to do and when, are common.

I carried out my research at three community hospitals in California for a total of two years (1997 and 1999–2000).2 I observed the course of over a hundred critically ill patients who died (and many more who did not). I followed them through procedure after procedure, day after day and sometimes week after week, and spoke with about a third of them—with most, quite briefly. I talked, generally repeatedly, with scores of family members whose relatives were hospitalized. I stood with families at patients’ bedsides for brief chats, sat in waiting rooms with them while they cried, paced, made phone calls, and wrung their hands, and had coffee with them in hospital cafeterias as they talked at length about the patient’s history and condition and the dilemmas they faced while trying to fit this hospitalization into their lives and think about long-term care-giving. They constructed hypothetical scenarios of recovery or decline that changed, sometimes daily, as the patient’s condition improved or worsened. They considered choices they might have to make soon, whether they would discuss those choices with other family and friends, whether others were capable of hearing and talking about the situation. Some spoke with conviction about doing everything they could to keep their relative alive. Some said they did not know what they wanted for the patient or what the patient would want now. I watched them react to information from doctors—information that meant a decision had to be made about, for example, amputating a gangrenous limb in order to give the patient more time, or transferring a relative from the intensive care unit to a hospital for long-term, ventilator-dependent patients, or arranging for death as soon as all the relatives were able to assemble, or the need to bring an end to suffering. Often I watched family members slowly change their minds about their relative’s condition, saw them realize, after days or weeks and after many conversations with physicians and nurses, that their relative was now, in fact, dying.

At each of the hospitals, I also interviewed, watched, followed around, listened to, and talked about patients’ conditions and treatments with health professionals: doctors, nurses, social workers, and respiratory, physical, occupational, and speech therapists. Almost everyone showed compassion. Almost everyone was efficient. I had access to patients’ medical charts, to rounds on various hospital units, and to some staff meetings and family-staff conferences. I attended team meetings on some medical units every week for a year. In one ICU, I accompanied the medical team on bedside rounds several times a week for eighteen months.

I listened to nurses talk to family members and respond to their questions but never state outright that a patient would soon die. I watched as nurses tried to communicate with very sick patients who could barely speak. In the ICU, nurses monitored machines, gave intravenous medications, never took their eyes off a patient (even while writing in the medical chart), and spoke reassuringly to patients and families. They were a conduit of information to doctors. They told me how their day-to-day tasks of making patients comfortable and keeping them alive worked as advocacy on behalf of patients. On the medical floors, nurses gave medications, organized the flow of patients from procedure to procedure and out of the hospital, and explained what was going on to families. They joked at the impossible circumstances of their work—when, for example, they learned that impoverished homeless patients who required extensive medical follow-up had been discharged to the streets, or when very old people clearly at the end of their lives were given life-prolonging treatments. They complained often that they had too many patients to give them the kind of care they wanted to give.

I listened as doctors asked nurses, respiratory therapists, and other hospital staff about patients’ physiological functions and asked nurses and social workers about how families were coping. I watched them do surgical procedures on patients in the ICU. I listened to their deliberations about what to do next and when, often when all the options seemed hopeless. I stood with them in the hallways when they told family members what they wanted to do next to a patient, and why. When families asked questions about life support and prognosis, I listened to doctors explain why, for example, a comatose patient connected to a mechanical ventilator would not recover, or how medicine could not know for sure if a condition was irreversible but felt strongly that it was. I watched them tell extremely ill patients who would not recover that staff could make them comfortable with medications and allow them to die, and then I listened to them explain to families how dying would physiologically occur and what it would look like.

I followed respiratory therapists as they watched mechanical ventilators and adjusted oxygen flow. I stood at bedsides while they worked with doctors to put breathing tubes carefully, correctly, but swiftly down patients’ windpipes. I accompanied them as they calmed patients and tried to make the oxygen masks more comfortable, tested lung capacity, wrote everything into the medical chart.

I sat in social workers’ offices as they talked on the phone with families about meetings with doctors, nursing home placement, taking the patient home to die, and the necessity of filling out Medicaid forms. I walked the hospital corridors with them as they sought out discharge planners and physicians, and I sat in on their visits with patients. Sometimes they acted as patients’ counselors or therapists, talking about what was meaningful at this time in their lives, simply being present to listen. Often, too, they worked as bureaucrats, trying to assess which less-costly unit the patient could be moved to and talking with patients and families about the timing for a move to a nursing home or hospice care.

I stood at bedsides with chaplains who led prayer services for patients who were close to death. I listened as they asked families what was important about their faith, what was important for the patient, and what they would like to do to mark the passing of their relative.

I sat with discharge planners as they complained that a patient’s care was no longer reimbursed by Medicare and that the hospital would have to cover the costs. I listened as they talked about the inherent conflict in their job—the pressure to move patients out of the hospital in a cost-effective manner even as doctors refused to discharge very sick patients.

After my two years of observation, I learned that each patient’s hospital stay is seen by medical personnel through the lens of the passage of time, through the institutional demand to move through time with economic and clinical efficiency. For doctors and nurses in the hospital, the timing of decisions and procedures (that is, the speed or slowness with which they occur), the ability to get things done in a timely way, the obstacles to that timeliness, and the timing of death all represent overarching concerns. Time is the marker for things health professionals think should happen and for things that must get done, and it weighs heavily on everyone who works in a hospital.

The scenes I witnessed were sometimes unsettling, yet it is important to emphasize that nothing was unique or unusual. People who work in hospitals across the United States will recognize these scenarios—dependence on the mechanical ventilator, extended periods of watching a patient hover at the threshold of death, endless and perhaps “futile” procedures, the decision to insert a feeding tube or withdraw life support, and all manner of dying itself. Many doctors and nurses have written about these things in their own books and articles as ordinary occurrences, all part of hospital routine. They are all considered “normal” because they have been normalized over time. In each of the twenty-seven patients’ stories I reconstruct, the death scenario—or the death-in-life scenario—is clearly the inevitable outcome of ways in which the hospital system guides events and individual choices. I have chosen these particular stories because, taken together, they represent a range of hospital phenomena and patient and family experience that are considered problematic in the public discourse. They are not meant to be considered, individually or as a group, “typical” of adult deaths or of medical care in hospitals across the United States. In my years of observations, I saw an equal proportion of hospital deaths that no one considered problematic. Yet, the events I describe here are common. And that is troubling.

My experience in these hospitals led me to recognize and consider four topics that have been missing from the growing conversation about problematic death, and this book aims to describe them. First, the hospital system shapes medical practice and practitioner and patient experience, yet that system has not often been acknowledged in the ongoing lay discussion of problematic dying. (Health care policy analysts, health economists, and a few outspoken physician critics have, however, long been concerned with the ways in which the health care system operates to determine forms of dying.) The hospital system organizes how lifesaving biomedical technologies are used as well as the ways in which day-to-day activities are carried out. Together the bureaucracy, the technologies, and ordinary medical practices create the phenomenon of the threshold between life and death, and the waiting that occurs there, and thus spark the conversation of complaint. At that threshold, the hospital acts as a laboratory, an experimental space in which new kinds of persons, new forms of life itself, are made and questions are raised about what it is to be alive and to be human.

Second, the rhetoric used by hospital staff, families, and patients to make sense of an individual life when it hovers at the gray zone is not acknowledged in the public conversation for its powerful role in determining when to allow death to happen. Though that rhetoric circulates widely in American society and thus seems “natural” in the hospital setting, it is deployed and negotiated at the bedside of very sick patients to control the dying transition.

The next overlooked topic concerns the hidden kinds of knowledge that doctors, nurses, and other health professionals share among themselves about hospital procedures, hospital routines, and what needs to be done at the threshold between life and death. The information they possess stands in sharp contrast to what patients and families experience and grasp when they enter the hospital and confront critical illness. Despite the widespread critique of the overuse of medical treatments and the apparent desire for change, professional knowledge of what goes on in the hospital when death is near and why, as well as hospital staff’s expectations about patient and family responsibility, remains sequestered there.

Lastly, neither the management of the threshold nor the way death occurs in the hospital is inevitable. Both are complicated cultural fabrications. Our understandings of how hospital death occurs and is staved off, and of what is “right” and “wrong” with either, are determined by historical trends in politics, medicine, and social life. Those include the changing power relations among the institutions of science, religion, and the law; the ways in which biomedical technologies have come to be used and valued; developments in Medicare and other federal regulations and policies; the transformation over the twentieth century of ideas about the body, the person, and old age; and the evolving roles of medical specialists, ethicists, legal experts, managers, hospital patients, and families in that transformation.

Like the ordinary hospital practices that have become cause for so much complaint, medicine, too, derives from complex social sources that contribute to the tenacity of ideas about “how things are done.” Medicine today is a web of complex social institutions, diverse kinds of knowledge, fragmented systems of care, and a broad array of clinical practices. In all those ways, it has become the most powerful framework in the United States for understanding critical illness and for approaching the dying. There is a widespread demand to have control at the end of life through having greater choice. This presents a paradox, for medicine both provides and constrains that choice. It offers an abundance of treatments. But it also organizes—perhaps in the hospital most dramatically—how one can know the problems of the body, what makes a person alive or dead, what the role of the family should be, and the relations among patients, families, and health professionals. It declares what is important to know and what needs to be imagined. Then, it ignores other, perhaps equally important things. Thus, it produces particular forms of dying.

With the tools of anthropology, by traveling into the hidden yet taken-for-granted world of the hospital and by closely observing what occurs in territory both familiar and strange, I wanted to dismantle any simple views of technological overload and lack of personal command that so commonly characterize how American hospital dying is understood and to expand the concept to include the institutional structures and cultural forces that shape it. I wanted to understand what goes on at the threshold between life and death, to see if I could discern the range of activities that makes hospital patients poised there such a common, and yet unwanted, occurrence. I also wanted to investigate some of the paradoxes that the hospital world sets up, both for the people who work there and for the patients and families who come through it, because, like any highly complex institution, the hospital is a frustrating and demanding place, full of contradictions and practices that seem to serve only the bureaucracy itself. Finally, I wanted to explore the historical sources of hospital culture that have shaped the way people see the pressure of time, the patient’s condition, what must be done, and what cannot be done, and that have forced so many to make what seem to be impossible choices.

In the hospitals I saw several phenomena in play—the work of medicine and the workings of the hospital, the dominant ethics of individualism that gave rise to the public conversation about control and “better dying,” and the myriad individual responses to critical illness and to the hospital itself—and I wanted to understand how, together, they are implicated in how we come to assess and negotiate what to do when a person is at the threshold. But I also realized that an even broader concern is at stake for everyone in American society; for entangled with shifting notions of life at the end of life and the limits and promise of medical care is an ambivalent social responsibility toward the very vulnerable in our midst.

Natives and Strangers in the Territory of Dying

As an anthropologist, I wanted to try to understand and then describe how the American hospital organizes dying, how it makes certain kinds of deaths possible and inevitable, and to do so, I entered the lives of patients and families and the workplaces of hospital staff. But every time I entered that strange world where treatments, rules, technologies, expertise, compassion, and tragedy combine, I felt caught in the conceptual conundrum that anthropologist Clifford Geertz has described (now famously) as “a scientistic worry about being insufficiently detached” and a simultaneous “humanistic worry about being insufficiently engaged.”3 There are two tensions that characterize anthropological work: tensions that arise between immersion and detachment and between engaged participation and dispassionate reporting. These have been framed traditionally in “insider/outsider” terms, with “insider” awareness and unself-conscious response on the one hand and “outsider” analytic discovery that enables comparison on the other. These tensions are thought to be productive, eventually yielding interpretive insights through the “double consciousness” produced by tacking between different realms of understanding—insider and outsider, native and stranger.4 When I entered the world of hospital medicine, I began to wonder, who is insider, who outsider—and where did I, the anthropologist, fit? What did the answer to these questions mean for what I was seeing and for how I was interpreting hospital practices and the dramas surrounding them?

These questions nagged at me because I was troubled about my own relationship to what I wanted to learn. I felt myself to be both insider and outsider. The lack of a suitable label for my position in relation to the hospital and to the people I met and the practices I observed made me somewhat uneasy every time I walked through hospital doors. Yet my uneasiness, my lack of definitive status, helped me think through the contradictions I encountered, the differences of feeling and understanding between doctors and nurses, between health professionals and families, indeed, among all the players. My fluctuating position enabled me to hear the cacophony of their voices—all their different kinds of truths—and to explore the criteria on which those truths were established.

I was studying phenomena characterized as problematic in my own society, and I was observing activities considered troublesome yet ordinary, expected yet feared. Since much of what I saw seemed routine to me (after all, the hospitals are in “my culture”), and since the rhetoric that shapes the practices surrounding dying was part of my own, ordinary vocabulary (I, too, favor “dignified” dying and a high “quality of life”), I initially wondered how I could achieve an outsider’s “objective” distance to appraise what was going on. Like most Americans, I am generally familiar with the workings of the hospital, any hospital. I have been a hospital patient, though not with a life-threatening illness, and have visited friends and relatives there. I had also conducted research in hospitals prior to this project. Most important, I am a participant in the widespread dialogue about problematic death. I share with many others the wish for a death (far in the future) that is somehow natural, whatever that means, and not fraught with dilemmas about maintaining the body when consciousness and life seem gone. I participate in the making of the tension that is at the heart of the “problem” of death because I, too, want what is considered “the best” medical treatment (perhaps high-tech, definitely scientifically informed) for family and friends who become ill. More broadly, I am native to a culture that values individualism, the necessity of speaking and being heard, the right to know about disease and treatment and to have options. There is no doubt that I am deeply entrenched here, an insider/native in the land of biomedical explanation and an only-sometimes critic within its logic.

On the other hand, at the start of my research at least, I was also an outsider to the organizational principles of hospital treatment and a stranger to what health professionals are thinking when death seems near. I did not have the knowledge of disease, physical decline, and treatments that doctors and nurses have. I did not know how many lifesaving procedures existed or what regulations and policies guided hospital activity. I was ignorant about the constant change and turmoil in the world of health care finance and of the extent to which those changes affect hospital work and patients’ experiences. I was unaware of the extent to which, in the hospital, choice is inevitably encumbered by bureaucracy. Like any sick person’s family member, I learned the rules of the institution, the reasons for specific procedures, the limits and powers of technology, and some things about bodily systems and disease processes by sitting with patients and talking with the nurses, doctors, and social workers who came by. But unlike family members, I sat by hundreds of beds, and I began to learn how health professionals think about what they do and how they decide what is important. And so, at some level, I became an insider to two ways of knowing the hospital world—the staff’s and the family’s.

Eventually, I came to wonder whether anyone was entirely comfortable, entirely an insider in such an out-of-this-world place. From one perspective, all hospital staff are insiders. They have daily and weekly routines that they take for granted. They have specialized languages. They know the rules and rituals, the shortcuts, the machinery and the symbols, the ways to get around. They know what counts as normal and ordinary in terms of the progress of disease, medicine’s responses, coworkers’ activities, and institutional procedures. They know the policies that affect their particular jobs, even if they balk at some of them. Though much must be learned—from knowledge of the sick body to the uses of medical equipment, from the etiquette of doctor-nurse and staff-patient interactions to hospital rules governing patient placement and movement—those things are, ultimately, assumed by hospital staff to be natural to the place, to be part of its very constitution.

But even what seems “natural” can undergo change, and hospitals are places of ongoing social change and reorganization. During my observations, hospitals in the greater metropolitan area where I work merged and closed, and new arrangements for patient treatment were forged between and among hospital groups. Certain specialized units closed in some hospitals; others opened or expanded in size. Nurses periodically went on strike. In one hospital, physicians changed the lines of authority and communication in the intensive care unit, and the organizational hierarchy and the role of ICU nurses changed twice. In another hospital, ethics committee members proposed new guidelines for Do Not Resuscitate orders that were debated throughout the hospital for months. In yet another, “palliative care” became a distinctive form of end-of-life medical practice. All of these changes became part of the “insider” knowledge held by health professionals.

Hospitals, however, are highly complex, small societies, unknowable by any one individual. So when, for example, the frame of reference shifts to include the changes in power relations between administrators and medical staff that are brought about by health care finance reforms, doctors and nurses, too, feel that they are outsiders. They feel alienated and marooned in a corporate business landscape where they have no authority to care for patients in the ways they were taught were ideal. For a long time, and certainly during my research, physicians and nurses have felt besieged by corporate cost-saving demands. Across the United States, hospitals’ first cost-cutting measure seems to be to reduce the number of nurses they employ. Thus, nurses are the most vulnerable “natives” in the system because their employment is frequently at stake.5 Physicians experience a different sort of vulnerability and alienation. They feel like expendable commodities at the service of the bureaucracy and thrust into unwanted negotiations with hospital administrations and managed care companies about how fast they can discharge patients and how few procedures (and which ones) they can prescribe. Their work is under constant surveillance by utilization review committees, risk management departments, and those whose job it is to watch the bottom line. Both nurses and doctors complain about working in a system that above all does not respond to their professional priorities, a system that is no longer deemed habitable by those whose job it is to treat and care for patients. One young physician I spoke with characterized the first year of her residency training in internal medicine as a period of learning to be disciplined by the bureaucracy to be a cog in the system. Patients were merely an epiphenomenon, she remarked, the objects acted on to ensure the smooth running of the institution.

And what about the patients and families who come and go, who enter the hospital once or circulate through it repeatedly? To what degree are they insiders or outsiders? On the one hand, they are definitely outsiders. Most of them have only vague knowledge, if any, of human physiology and disease, medical procedures, or those organizational features of the hospital that determine what happens to patients. Most patients and families struggle to make sense of the routines, sights, sounds, language, and personnel inside what they see as a strange and sometimes terrifying place. They are visitors, travelers outside their own lives and severed by medical necessity from their own biographies. Yet, on the other hand, whether patients and families are born in the United States or are recent immigrants, whether they are highly educated or not, most want access to the hospital’s tools when they are in crisis. Medicine, the dominant system by which we understand the human organism and its malfunctions and diseases, can stave off death regardless of the patient’s condition, age, or degree of frailty. Almost everyone knows this, and this knowledge is always in the background of people’s awareness when they are in the hospital environment. In that sense, patients and families are insiders indeed. They are also true insiders in another sense—they are participants in the dying. Although they are not native to the complex ways the hospital works, they are the real stakeholders—in how death is made and how the hospital makes death—in a way that the hospital staff and that I, the anthropologist, could not be.6

While doing my research, I felt more like the professional staff than like the patients and families for a variety of reasons. I was not ill or receiving treatment. Unlike a patient’s family member, my observations and questions were not clouded by worry, anxiety, grief, or emotional turmoil, nor was I faced with monumental decisions. For staff, the hospital is a fixed, permanent place and patients are transitional objects that must be moved along; for staff, as for me, the hospital is where they go on a regular schedule to do a known job. For patients and families, the hospital is the transitional thing—a stressful limbo—and being there heightens their sense of physical and emotional vulnerability and lack of control.

I could empathize with patients and families whenever I recalled the hospitalizations of my own relatives, but my empathy could go only so far because I lived outside their experience and suffering and nothing was presently at stake for me. I was aware that at any time I could be in their shoes, but unless that happened, I could not share the intensity of their feelings or the meanings they derived from their only-partial understanding of the hospital environment and what went on in it. For them everything that happened in the hospital was unwanted and disconnected from their ordinary lives. In contrast, like hospital staff, I quickly learned that everything was routine, many things were predictable, and I could interpret as ordinary occurrences the crises and dislocations that patients and families faced. And I realized that, along with staff, I am implicated in the normalizing of hospital routines simply because, after a few months of observations, I, too, came to view the routines and events and bureaucratic logic as ordinary and as “natural” to the place.

Emotion and the Ethnographer

When I told people I was studying how death occurs in the hospital, the most frequent response was “How could you do that? Isn’t it depressing?” I replied that I had great empathy for the very ill patients and shocked and grieving families I came to know, as well as for the doctors and nurses, who carry enormous responsibility. I also had my own fears and sense of horror that arose in the face of terrible disease and sometimes equally terrible treatments. But these were tempered, for me, by the analytic challenge each case presented: Why is this scene unfolding in this way? How is the hospital making this death? What are the sources of ambivalence and contradiction—about treatment, death, and life itself? Most important, I was observing strangers. I had no special bond with any of the patients or families, nor was I acquainted with any of the hospital staff before my research began. Because I was emotionally detached, watching hospital activity did not depress me.

Nonetheless, repeatedly watching death, and watching people poised on the threshold between life and death, from so close a perspective has had an emotional impact on me that is difficult to describe because those scenes were both hard and not hard to observe. I remained emotionally detached in part because I was privy to such an essential moment without being a player in the decisions that surrounded it and without experiencing the grief and guilt that accompanied it. Task-oriented, I was trying to understand what I was seeing by comparing different points of view within a disjointed system. One can look at language, and perhaps especially the language of emotion, in two ways. One is to view language as representing experience, and from that perspective my vocabulary to describe the impact of what I witnessed seems impoverished. My struggle to articulate my emotions reveals that my “feelings” and “thoughts” cannot so easily be separated. How to describe witnessing young and old deaths, expected and unexpected deaths; watching health care professionals stave death off or acknowledge its inevitability and prepare for it; seeing the surprise, incomprehension, and chaos that arise within families; being in the presence of dead bodies? I was simultaneously sad and curious, anxious for families, apprehensive about diagnoses, appalled at what patients went through, and at times very uncomfortable about interfering (sometimes simply by being present, sometimes by asking questions) in others’ work and lives. My emotions regarding patient and family suffering were inseparable from my emotions about being a careful researcher, constantly on guard about the impact of my intrusion on staff routines and into patient and family privacy.

Much of the time emotions did not arise from “inside” me but were generated by a particular situation—the tense conference in which the medical team asked for a decision, but the family could not possibly choose; the exhausted family members waiting anxiously at the bedside; the technical, purposeful, and tension-filled lifesaving activity that gave rise to ethical dilemmas for some hospital staff and hope for families; the humorous banter and macabre jokes shared among medical and nursing staff; the frustration everyone felt when things did not go well; the immense sadness felt by doctors and nurses when their patients died unexpectedly; the shock and grief that families experienced when their relatives died without, seemingly, any warning signs. In such instances, I absorbed the feelings in the room, though I did not fully share them.

The second way to view language is that it actually creates experience and emotion, that our vocabularies shape and in fact give us what we feel and what we know. The language of medicine and of hospital routines and hospital death is deeply entrenched in the way things work there, and it guides what families, especially, are expected to feel. It is rational and instrumental. It forces objectivity and decisiveness. Frustration, grief, uncertainty, fear, and surprise are given voice (occasionally by hospital staff as well as by patients and families), but through a vocabulary of pragmatism that emphasizes problem-solving and decision-making. Such language ignores or redirects incoherence, anxiety, breakdown, diffuse suffering, and any other expression of affect that lacks rationality. Similarly, the talk about “control” and “dignity” as death approaches, about “the good death,” that is common among staff, patients, and families can only be known through institutional activity that organizes how these terms are given shape within the hospital world. Talk about grief and “grief work” operates in a similar fashion. Therapy, support groups, and self-help books are available to help manage and structure the stages of grief and thus to define it. Emotional understanding of dying and grieving is shaped through phrases such as “being ready to die,” “knowing it is time to die,” and “accepting death,” phrases that delimit emotion as instrumental and organized—not inchoate and overwhelming—experience. That kind of language normalizes hospital deaths. In addition, the particular language used to describe the existential features of the patient’s condition—especially his “quality of life” and degree of “suffering”—shapes and even determines the time for his death. And it was the vocabulary through which I experienced—and thus wrote about—the dying transition.

There is another difficulty in describing what I feel about all of this. My opinions, indeed my moral stance and my values, regarding what I observed are not firm. Though I began my research holding the common, negative opinion about “being attached to machines,” and I was against “artificially prolonging death,” I quickly learned that it is not simple to make those stock phrases—and the assumptions that surround them—specific. For example, “life support” is not a discrete activity or procedure, and thus its presence and role are not always easy to discern. “Artificial life prolongation,” though seldom wanted in the abstract, is rarely perceived as such by the family at the bedside. Hope for a return to “normal” is ever-present while there is life. Yet life itself can be a matter of debate. Faith in medical treatment is tenacious and powerful, and hope for continued life usually trumps the desire to bring an end to suffering. Family feelings for the person-now-patient are sometimes expressed as demands that physicians extend treatments past the point of effectiveness. For their part, doctors often use equivocal language when speaking with families about the chance for “meaningful” survival. Thus, emotion, opinion, and “fact” become impossible to separate.

If emotions can be conceptualized as an expression of values or apprehensions, as anthropologist Catherine Lutz suggests,7 then mine, given what I have seen, remain decidedly mixed and unresolved. I learned, while I watched many “life-and-death” dramas unfold, that I could not possibly stand in judgment of other people’s decisions. What if the person lying in that bed, attached to tubes, unconscious, on the brink of death, were my parent or my child? After two years of observing such scenes, I think I know what I would want or what I would do, how long I would ask for life-sustaining procedures, and how long I would maintain hope—but I learned also that I cannot be so sure. I have learned enough to know that if something like this happens to me or my loved ones, I’ll be equally unnerved, equally caught up in the pathways, the waiting, and the rhetoric that this book details. At some level, I learned that all you can do is the best you can do at the moment, and if you love the person who lies in a hospital bed at the threshold, you want that person’s life to be longer.

 

The medical, nursing, and social work staff welcomed me to their units and graciously and thoughtfully responded to my queries. No one ever asked me to stop observing them. Acutely aware of how hospitals make death problematic, they hoped that an anthropologist, someone with an outsider’s critical eye, would be able to suggest some solutions. They were not opposed to criticism of hospital practice. “How can we make death better?” was the question they posed to me. Like staff, families and patients also welcomed me and my research endeavors. Only a few patients who were able to talk did not want to do so, and only three families did not want me present at the bedside or at conferences with the medical team. After a meeting with the health care team or after the tape-recording of a private conversation, family members sometimes asked, “Did you get the information you needed?” Even in their grief and exhaustion, they, like the staff, hoped I would be able to learn things that might ease the treacherous journey through the hospital, might provide some guidelines that would help “make death better.”

I had intruded on patients’ privacy and on staff work routines, and I felt I owed all of them something—some sort of translation of their experience into a practical solution for the sorrows of families and the burdens of hospital staff. Part of me wanted to be an engaged activist and work toward the worthy goal of “improving” hospital death. But that would have meant paying closest attention to an agenda for political and social change and compromising my goal of “seeing,” as comprehensively as one person working alone could, the multiple strands of cultural formation, institutional constraint, and production of power that make hospital death happen. To the extent I could, I needed to stand outside the logic of the hospital world, including its desire for change. I thought that if I was able to pay attention to the activism I encountered but remain distanced from it, to be sympathetic to the activists’ goals while also being critical of the context of their work, and to concentrate on looking at how cultural forms emerge and are organized, my study had the potential to be more analytically useful for a practical reconsideration of the ways American death is made.8

My research made it clear that I could not provide direct solutions to the “problem” of hospital dying—that problem is deeply, perhaps inextricably embedded in the political and economic organization of American medical care, the logic of hospital routines, the values and language associated with individualism, and a complex history of the ways in which doctors have come to understand both disease and their patients and in which medical practices have shaped the nature of relationships among disease, its management, old age, and the end of life. Within this complex context, I map for readers the routes toward dying in American hospitals. I show what the different roads to that destination look like, their impact on those who travel them, and some of the cultural foundations on which they were built. I show how all individual decisions about travel on those roads (which byway to take, when to stop, when to speed up) are mostly not “decisions” at all, but rather are determined by the existing grid—the structural patterns of the hospital system. That system works by forcing decision-making on us all, by claiming that we have choices to make; and my discussion of how the system operates does not and cannot change that, for the ideologies and values that support the system reach deep into American society. My discussion does show, however, how we got into the present dilemma and what its contemporary features look like. The web of routines, regulations, and finance mechanisms that both coordinate and fragment the health care delivery system, of which the hospital is one part, cannot easily be dismantled or abandoned. And the values of individualism and individual rights, along with the powerful rhetoric that supports those values and guides many of us in deciding what to do at the threshold of death, cannot easily be ignored. But they can be described. My aim is to show why the so-desired “unproblematic” death is so hard to attain. My hope is that what I reveal can be a useful guide for all who face a journey through the hospital in the future.










Part I

The Predicament

Death Becomes a New Kind of Problem





“Consider modern medicine, a practical technology which is highly developed scientifically. The general ‘presupposition’ of the medical enterprise is stated trivially in the assertion that medical science has the task of maintaining life as such and of diminishing suffering as such to the greatest possible degree. Yet this is problematical. By his means the medical man preserves the life of the mortally ill man, even if the patient implores us to relieve him of life, even if his relatives, to whom his life is worthless and to whom the costs of maintaining his worthless life grow unbearable, grant his redemption from suffering…. Yet the presuppositions of medicine, and the penal code, prevent the physician from relinquishing his therapeutic efforts. Whether life is worth while living and when—this question is not asked by medicine. Natural science gives us an answer to the question of what we must do if we wish to master life technically. It leaves quite aside, or assumes for its purposes, whether we should and do wish to master life technically and whether it ultimately makes sense to do so.”

Max Weber


“Science as a Vocation,” 1919




“Following social conventions, we avoid labeling persons as being ‘near the end of life’ unless they are unambiguously very close to death. Regardless, most of us will die following a course of illness with a persistently ambiguous prognosis.”

J. Lynn, A. Wilkinson, F. Cohn, and S. B. Jones


“Capitated Risk-Bearing Managed Care Systems


Could Improve End-of-Life Care,” 1998




“My mother, Georgia Hansot, died recently in the intensive care unit of a major hospital in the eastern United States. She was 87 years old…. As I think back on it, I am astounded that I had so little inkling of how hard it would be to help my mother have the death she wanted…. I tried to accompany her into the intensive care unit but could not…. An hour later, when I was allowed to see her, she was attached to a respirator and had a feeding tube inserted down her throat. What had happened?…Exactly the opposite of what she had wished had occurred; the living will had become invisible just when it was needed most…. I found that I was dealing with a bewildering array of medical specialists trained to prolong lives, not to let patients die…. My mother’s wishes, as they were understood by her family physician and her daughter, were now subject to the approval of strangers: the cadre of cardiologists, neurologists, and pulmonologists who attended her. None of these specialists knew my mother, and they all had their convictions about how to do best by her…. My stress built over the ensuing 5 days as mother’s distress was palpable. She successfully tore out her feeding tube only to have it reinserted and her restraints tightened. An attempt to remove my mother from the ventilator failed; her swollen larynx prevented her from breathing on her own…. The hospital came to feel like alien territory, full of medical strangers intent on maintaining my mother’s vital signs at all costs. During her ordeal, my mother became increasingly frantic…. My sense of being trapped in a nightmare intensified…. In the long days that I spent with her…I was able to ask my mother twice—with her nurse as a witness, and with 4 hours between each question—whether she wished to die. My very clearheaded and determined mother thus was able, finally, to assert herself for the necessary last time…. The hours dragged by as the specialists were persuaded, one by one, to give their consent. Finally, a technician was allowed to pull the tube from my mother’s throat….

“In retrospect, as I review the events of those painful 5 days, there seems to be no simple explanation for what happened…. All told, I think my mother was fortunate. In the long run, her wishes were followed; 5 days in the intensive care unit compares favorably with the experiences of many other elderly persons. But the experience was harrowing, for her and for me. What is routine for hospital staff is all too often the first experience of its kind for critically ill patients and their families…. This essay is written in the hope that hospitals will devise procedures so that patients and their families can, with less pain and perplexity than I experienced, decide when and how death arrives.”

Elisabeth Hansot


“A Letter from a Patient’s Daughter”
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Death and Hospital Culture




“…What death is becomes a matter of deciding at what point a person should be treated as having died, in respect of the cessation of various types of bodily function…. Death becomes a point zero: it is nothing more or less than the moment at which human control over human existence finds an outer limit.”

Anthony Giddens


Modernity and Self-Identity




The Emerging Conversation of Complaint

In the United States during the twentieth century, death moved out of the home and into medical institutions. Today, more Americans die in hospitals than anywhere else,1 and the most frequent response to critical illness there is to try to stave off death with the most sophisticated technological means available. Approximately one-quarter of all hospitalized patients are treated in intensive care or cardiac care units before they die.2

Not all family members experience the death of a loved one as Elisabeth Hansot did, yet over the past twenty-five years many like her—family members and health professionals alike—have contributed to a conversation that has become increasingly prominent in American life. The discourse about the problem of death has been promulgated and spread by articulate and activist health care consumers and by growing numbers of physicians, nurses, ethicists, health care economists, and others critical of hospital practices. Its essential feature is the notion—born of the values of autonomy and individual rights—of patient control over decision-making at life’s end. Patient (and family) control is considered essential for reducing or eliminating the pain, suffering, loneliness, and humiliation that are perceived to accompany life-prolonging (or death-prolonging) medical treatments. Inevitably, conflict arises between patient determination of the extent of medical intervention and physician or institutional domination of treatments near death. This conflict is played out in countless daily hospital scenarios as health professionals, patients, and families struggle in the face of tensions that have been created in choosing treatments labeled “heroic” or “humane” and in defining responsible, ethical medical care.

In efforts to reform the way Americans die, proponents of patient control and choice have focused their attention mostly on individual initiative—for example, choosing home hospice over hospital care, writing living wills or other advance directives, and participating in grass-roots efforts to supplant or enhance standard medical care with family and community involvement. All of those efforts are based on the activities of an educated, informed middle class, and they have generated a great deal of media attention. Another example of individual initiative is evident in the widely felt need to stockpile sleeping pills, sedatives, or other medications so that death can be timed according to one’s desires.

But the problem of death is broader and deeper than the widely publicized quandaries of individual choice-making. Public discussion has much less often engaged the impacts of the structural environment in which most deaths occur—a patchwork health care delivery system designed to save life and to treat patients with acute, short-term medical problems. Nor does that public discussion engage the absence of access to medical services among the poor. However, a number of physicians, health care analysts, and other observers are drawing attention to the economic structure of health care delivery, asserting that dying can only be made “better” by instituting significant changes in the financing of end-of-life medical care.3 To a great extent, current payment schemes guide treatments and shuttle patients from institution to institution.

The focus on individual autonomy and on reforms to enhance self-determination also downplays the voices of those without adequate access to medical services and/or without political and media clout. Many marginalized people, for example, are worried about the widespread debate surrounding the right to euthanasia. Their anxiety, that the legalization of euthanasia could lead to the unwanted deaths of persons deemed “less worthy” by others, gets far less attention in public discourse than the cry for the right to control the time of one’s own dying.4

Though it expressed only certain concerns and reflected only some voices, by 1990 the public discourse about the problem of death and the desire to make it better was loud and clear. Throughout the 1990s it grew ever louder and was given substance in law, medicine, media reports, the arts, and many kinds of professional and lay activity. It was apparent, for example, in legal decisions such as the federal Patient Self-Determination Act of 1990 (a result of the influence of academic bioethics on hospital policy, in which all hospital patients must be informed of their right to make treatment choices) and in the U.S. Supreme Court’s consideration of physician-assisted suicide in 1997. It was heard in the vote of the people in Oregon to legalize euthanasia in 1994 (reaffirmed in 1997). Television and radio also took up the subject, airing programs in which dying persons and their families and friends were interviewed on such topics as family care of a dying relative, advance directives, and euthanasia. Newspapers across the country ran articles about lack of communication between patients and doctors, the overuse of technology, and the problems of managed care. Popular books were published, advocating personal control of one’s own death. The hospice movement became better known as an alternative to the high-tech hospital. Jack Kevorkian inspired both fascination and ambivalence. Many case studies in medical journals and personal testimonials in newspaper opinion pages told of “unwanted” kinds of dying.

The conversation about problematic dying also led to a plethora of community education efforts to change the ways in which death occurs and to new medical school and medical residency curricula to sensitize students and young doctors to the inevitability and naturalness of death.It was the subject of a Pulitzer Prize–winning play, Wit (first performed in 1997 in theaters, later in academic medical centers, and eventually made into a television movie), depicting the tyranny and humiliation of aggressive treatment for those who die in teaching hospitals. Public policy organizations developed goals for improved end-of-life care that does not prolong agonized dying. By now there is exceptionally far-reaching discussion about the tensions created by standard medical practice thought to have run amok in an obsolete health care delivery system designed only for the diagnosis and treatment of acute medical problems.

The end of life in the hospital cannot be disentangled from the operational details of a complex social/legal/medical institution that strictly guides the flow of events and how they are understood. The hospital is a place of disconnection. When a death is near, it is a place of bureaucratic logic without logical purpose, a place where everyone muddles through regulated-yet-improvised, routine-yet-disquieting arrangements of medical algorithms, professional relations, and strategies for getting patients through the system. The contemporary hospital, with its remarkable tools and complicated ways of organizing health professionals’ work and moving patients and families through the system, is on the cutting edge of culture-making. Its systems, techniques, and logic shape the forms of dying that occur there.

 

All cultures contain contradictions and hospital culture is no exception. I encountered four striking examples of this. First, though patient autonomy (and its extension, in practical terms, to family members) serves as one important source of an ethic of medical practice,5 the notion of patient autonomy is actually applied only within a narrow sphere—decision-making about specific medical treatments offered by individual physicians. Further constraint comes from a constellation of institutional imperatives. Thus, while patient and family decision-making is considered paramount, decisions, when they are made at all, are constrained by hospital rules, reimbursement mechanisms, and standards of care. The onus of responsibility for deciding what to want often is on the patient or family, yet they rarely have an informed sense of what is best. Scenarios in which families are offered choice about the goals of medical treatment when death is near reveal the dark side of autonomy—full of anguish, guilt, and above all the absence of knowledge about medical outcomes. Patients and families are given choices but only among the options made available by hospital norms and regulations and within the framework of the almost unstoppable march of treatment. Patients and families do not know and cannot know what to want when reacting to a complicated system of rules that is strange to them. Given this system, patients only want to breathe, to escape the place, to get better, or to die.

Second, other than in relation to certain kinds of diseases (e.g., terminal cancer or end-stage AIDS), death is rarely spoken of or foreseen until shortly before it occurs. Medical care emphasizes the stabilization and normalization of organ systems and the gathering of laboratory data in service of that stabilization. Especially in the intensive care unit, concrete life-sustaining activities (e.g., mechanical ventilation,6 medication to stabilize blood pressure) preclude the anticipation of death. Clinical medicine in the ICU is like surgery—its gaze falls only on a carefully circumscribed field, the analyzable interior of the body. A waning life is rendered invisible, or nearly so, in the reading and then treating of signs of the body’s pathology. Disease is treated until there is no more physiologic response to therapy. Only then is death expected. Only then does it “need” to be acknowledged by hospital staff.

The third contradiction is that heroic, aggressive medical care now exists alongside “palliative care,” a relatively new approach in which the reduction of pain, anxiety, and other symptoms of distress and the goal of overall comfort replace curative or stabilizing treatments when disease is no longer responsive to those treatments.7 However, the switch from curative to palliative activity is often fraught with conflict because the core purpose of hospital medical care is to maintain life. The organization of the institution pushes everyone toward lifesaving treatment, even when hospital staff, patients, or their families do not want to prolong dying.

Finally, although most people die in hospitals, hospitals are not structured for the kinds of deaths that people claim to want. For example, Medicare’s reimbursement methods dominate what happens to the majority of hospital patients at the end of life. In its attempt to control spending over the last two decades, Medicare has systematically been eliminating its cost-based payments to hospitals and nursing homes, and hospitals are not explicitly reimbursed for providing palliative care.8 The institutional response to these cutbacks has been for nursing homes to transfer dying patients to hospitals to avoid the cost of intensive treatments, and for hospitals to discharge patients, once they are labeled “dying,” so as not to incur the cost of palliative care.9 Simply put, at this point in history, dying people are not wanted in medical institutions, and it shows.10

The wake-up calls from various sectors of society—for advance directives (bioethicists and health professionals), for better doctor-patient communication (patients, families, media, medical and sociological research), for revision of treatment policies (hospital committees and medical organizations), and for health care finance reform (doctors, health economists, politicians, consumers)—are all important. However, the broadly acknowledged quandary over dying is more complex than any single change of policy or behavior can address. Medicine’s technological and bureaucratic imperatives are coupled with its lack of clear social obligations. The pervasive quest for an emotionally satisfying death exists uneasily with the fact that dying has become a technical endeavor, a negotiated decision and a murky matter biologically. Potential litigation hangs over and even guides health practitioner activity. These developments have an enormous impact on how life at the end of life is made and interpreted.

The acute care hospital is merely one piece of a larger system, one piece of an extremely complex bureaucracy. The ways in which that system operates largely determine when health professionals label someone as dying, how life and death sometimes come to be interpreted as matters of family responsibility, and the ways in which being alive and the value of life and of a particular life are debated and decided.

The Facts of Death: The Data Speak

The most comprehensive study ever conducted on dying in the United States was carried out in five university hospitals over four years beginning in 1989. The SUPPORT study (Study to Understand Prognoses and Preferences for Outcomes and Risks of Treatment) documented in considerable detail that many critically ill hospitalized people undergo prolonged deaths characterized by the use of invasive life-sustaining medical technologies.11 When the results of the study were published in 1995, health care analysts and consumers alike agreed that much of end-of-life hospital care was neither appropriate nor satisfactory and that major changes in business-as-usual needed to be implemented. To understand the character of hospital dying, forty-three hundred patients diagnosed with life-threatening illnesses were enrolled in the first, two-year phase of the project. Their average age was sixty-five. The study investigators concluded, as most any collection of personal testimonials would reveal during the 1990s, that dying in the hospital is not comfortable or supportive and may be the cause of suffering for patients. Investigators found, for example, that only 47 percent of physicians knew when their patients wanted to avoid cardiopulmonary resuscitation (CPR); that 38 percent of patients who died spent ten or more days in an intensive care unit immediately preceding death; that 46 percent of Do Not Resuscitate (DNR) orders were written within two days of death even though 79 percent of the patients had a DNR request somewhere in the medical record;12 and that for 50 percent of conscious patients, families reported moderate to severe pain at least half the time in the three days preceding death.

A subsequent second, two-year intervention phase of the SUPPORT study was intended to have a positive effect on medical care and the perceived quality of hospital deaths by enhancing the flow of information between doctors and patients. It involved approximately five thousand additional patients, about half in a control group, half in an intervention group. Nurses—not physicians—were trained to carry out the intervention through various intermediary means: by providing information to physicians about patient preferences regarding resuscitation and other interventions; by providing information to patients and families about prognoses and treatments; by facilitating conversations between patients and physicians; and by providing emotional support to patients and families. The results were startling. The interventions aimed at improving physician-patient communication and physician knowledge of prognosis and patients’ end-of-life wishes did not change the use of aggressive intensive care treatments, the timing of DNR orders, avoidance of CPR, or provision of pain relief. Nor did those interventions alter the quality of patient and family experience.13 Even where a focused and concerted effort was made to reduce pain and to respect patient wishes regarding limiting the use of high-technology measures that prolong dying, no overall improvement was made, either toward reducing the level of pain or toward reducing the use of high-tech interventions.14

A plethora of related studies conducted since that landmark project have attempted to document and understand the hospital barriers to doctor-patient communication, standard end-of-life treatments for a variety of medical conditions, the uses (and nonuse) of pain medications, patient and family decision-making, the training needs of physicians and nurses, and the financial basis for uncoordinated end-of-life medical services and for lack of services. Their findings have shown that some of the difficulties surrounding end-of-life medical care are intractable indeed. For example, one difficulty is the practical matter of how physicians can know and then honor patient preferences when patients themselves do not know what to want. It is impossible for many, if not most, people to itemize in advance of critical illness what they will “want” in the way of specific interventions (ventilator? defibrillator? vasopressors? emergency surgery?) if they fall seriously ill. A second intractable problem arises from the limits of medical knowledge—it is not possible to prognosticate accurately about the nearness of death and then to assess which treatments are excessive or inappropriate. Both these difficulties are rooted in the widespread contemporary idea that death can be disciplined—that is, that it can be planned in conjunction with medical treatments and can and should be managed well.

Years ago, policymakers and bioethicists thought that the existence of documents stating preferences about end-of-life medical intervention would ameliorate the problem of “too much” or inappropriate hospital treatment, and they advocated their use. Yet less than 10 percent of the general population has written advance directives, that is, a written “living will” or more formalized legal document such as the durable power of attorney for health care.15 The SUPPORT study investigators found that having an advance directive had no significant effect on limiting the use of resuscitative efforts at the time of death. Indeed, most patients’ advance directives (61 percent) did not explicitly state a preference to forgo CPR. Advance directives were, in general, found to be too vague to be relevant to medical decision-making about resuscitation.16 Those documents that do exist are noted to be vague and uninformed about a person’s current medical condition.17 Some studies show that large percentages of people do not necessarily want their future treatment to be determined by previously written documents,18 and thus directives specified in advance of need cannot and do not resolve many dilemmas about how aggressive to be with treatments at the bedside.

Physicians, too, encounter intractable end-of-life problems, perhaps chief among them the problem of prognosis about death. For the most part, physicians avoid making such prognoses, and when they do, their accuracy is poor. Physician-sociologist Nicholas Christakis notes in his study of medical prognosis among American doctors that the lack of accuracy has two components: “First, physicians’ prognoses are prone to error, meaning that they tend not to be correct for any given individual. Second, their prognoses are prone to bias, meaning that they err in a systematic way—exhibiting, for example, a tendency to overestimate survival in their…prognoses.”19 Physician Joanne Lynn and her colleagues have shown that the course of most diseases and the timing of most deaths simply are too unpredictable for accurate prognoses.20

The most common popular understanding of “the dying process” is that there will be a relatively long period of stability followed by a short period (sometimes only hours long) of physical decline. While that trajectory often characterizes cancers, it does not, in fact, characterize most disease that precedes death. A more common situation is one of long-term disability, with periods of acute symptom exacerbation that may or may not be accompanied by obvious decline. Patients, families, and sometimes physicians expect that, given the right medical treatment, patients will survive each exacerbation, and the patient frequently does survive many flare-ups or acute episodes. Thus, when death finally occurs, it seems “sudden.” This protracted dying trajectory is typical of chronic heart failure and chronic lung disease, which together account for about a quarter of all deaths annually in the United States.21 Lynn reports that in the case of advanced heart failure, for example, the vast majority of patients who were thought by physicians to have at least a 50 percent chance of living six months died the day after that prognosis was made.22 Persons with strokes, dementia, or degenerative disease often follow yet a third trajectory, one of increasing frailty and diminished function. Yet prognosis about death does not seem to be any more accurate for that category of patients.23

In an attempt to show that not all medical care at the end of life is excessive and inappropriate, even in intensive care units, groups of physician investigators have responded both to the widely expressed wish for “death with dignity” and to the SUPPORT study findings and have documented that the frequency of withholding and withdrawing life-supporting measures in ICUs has increased among physicians.24 However, in a national survey of end-of-life care for critically ill patients, investigators found extremely wide variations in the types of interventions used, whether aggressive or not. This underscores the absence of any national consensus about end-of-life care, and the fact that there are no shared standards of practice. For example, among patients who died in 131 intensive care units in thirty-eight states, the median frequency of CPR was 23 percent, but in some ICUs more than 75 percent of deaths were associated with failed CPR attempts.25 In a survey of CPR use among emergency room physicians in all fifty states, researchers found that although 78 percent of survey respondents honor legal advance directives regarding resuscitation (when those are available), only 7 percent will follow unofficial documents or verbal wishes. Many (62 percent) make the decision to do CPR because of fear of litigation or professional criticism, and 55 percent had attempted numerous resuscitations despite physician expectations that those attempts would be “futile.”26 In a study conducted at a university-affiliated public hospital, 52 percent of participating physicians felt that CPR should be “offered” to all patients regardless of its potential benefit and despite a hospital policy allowing them to do otherwise.27

Private Anguish: Taking It Public

Patients’ and doctors’ individual experiences are not visible in the SUPPORT study, but they are poignantly expressed in the thousands of personal testimonials and confessions that appear regularly in the media—most often from family members of persons who have died, but also from doctors. Taken together those stories describe the full range of disquieting features of hospital dying and point to complicated gray areas of treatment that the SUPPORT study only alludes to: What kinds of treatments get defined as aggressive, as “artificially” life-prolonging, as inhumane, and under what circumstances? Is use of the mechanical ventilator always a heroic measure? What about medications that stabilize blood pressure? What about dialysis or feeding tubes? When is using any of these considered “comfort care” and by whom? Under what circumstances does using them change from being the standard of care (that is, assumed to be appropriate) to constituting an unnatural (that is, inappropriate) prolongation of life? Then there are gray areas of clinical/moral understanding about “suffering” and “quality of life,” the rhetoric within which family members, especially, try to make sense of the patient’s future and “what should be done.” Is there a moment when life is no longer worth living or worth preserving—for instance, when a person suffers great pain that cannot be relieved? Or becomes comatose? Or has been comatose for a week or a month or a year? Are antibiotics or antidepressants—when given to comatose or near-comatose patients—contributing to a better quality of life? Or are they prolonging suffering? Who or what defines “quality of life” and “suffering”? The list goes on…and on.

The testimonials also highlight two important facts that the SUPPORT survey could not reveal. First, they underscore that patients and families, when faced with health crises and the surrounding plethora of medical options, do not know what to want, other than recovery or an end to suffering in a general sense. Second, it is clear that the hospital is a setting in which health professionals’ ability to act with conviction is constrained by professional relations, hospital regulations, standards of practice, finance arrangements, the legal implications of their treatment choices, and the demands made by patients’ families. Both groups must act and respond within the institution, and they do so with different sorts of knowledge and priorities.

The media abound with stories about the inability to categorize medical treatments as good or bad, appropriate or not, and whether a family member should “assist death.” For example, in a newspaper opinion piece the daughter of an elderly man with advanced lung cancer writes that she asked for antibiotics to fight his infection. She wondered, when told by a physician that the patient would only get repeated infections and die soon anyway, whether withholding antibiotics was a form of assisted suicide. Her father had instructed her to “make sure they keep giving me antibiotics, even if they don’t want to” when he regained consciousness following another bout of pneumonia. She authorized the antibiotics, then was plagued by the next set of questions: “Did we want a feeding tube if it came to that? Did we want to withhold his insulin? His potassium? Would we agree to stop having his blood tested?” She noted that her father “had made me promise not to stop treatment. He was a man who did not want to die, even then.” “Slowly,” she wrote as she acknowledged his decline, “we agreed to stop the blood tests, the potassium, the insulin. We agreed to give him morphine in anticipation of his suffering…. Perhaps foolishly, we kept our promise: the IVs of antibiotics and fluids and nutrients did not stop.”28 Such confusion is commonly felt by family members who enter the hospital only to be overwhelmed by the seemingly endless treatments available there. Which procedures prolong life? Which are only prolonging pain and dying? Is one complicit in causing death if one refuses the insulin or the antibiotics? What does it mean to say yes or no to a certain treatment or procedure?

There are stories from the doctor’s point of view as well, stories of too much treatment, of attempting to modify or resist the technological imperative despite overwhelming pressures from a variety of sources to use the most advanced technologies all the time. A doctor writes of wanting to remove the ventilator that was only postponing the death of an elderly man who had been fighting cancer: “Organ by organ, the Unit had taken over his life functions. The ventilator served as his lungs, the dialysis machine his kidneys, transfusions his bone marrow.” The doctor, knowing that resuscitation would not restore health or life in this case, and wanting to spare the dying patient a final violent intervention, urged the patient’s wife to issue a Do Not Resuscitate order. But the wife said to him, “I know he’s going to die, but I can’t tell you to stop trying.” The wife did not issue the order and was resentful of the “pressure” the physician exerted on her. The doctor informs the reader that a few days later, when the patient’s blood pressure dropped, he “began a 20-minute exercise of pounding on the ribs, pushing pressors, and drawing blood from the lifeless corpse.” The patient did not survive the procedure, and the physician bemoans the fact that he was powerless to stop it.29

Though physicians claim in newspaper and magazine articles that patients and families want procedures that will neither restore health nor help at all, the greatest number of personal stories are about unwanted treatments and come from the family perspective. There are many reports of relatives who were resuscitated, had surgery, or underwent “aggressive” procedures against their wishes, only to die anyway—frequently in a hospital intensive care unit—hours, days, or weeks later and following pain, fear, and suffering. The following examples are typical: A man writes poignantly of three relatives who received “too much care.” A doctor insisted that the writer’s ninety-seven-year-old grandmother have her gangrenous leg amputated, or she would die a painful death. Though the patient did not want the surgery, the leg was amputated, and she died following three days of searing pain. The angry author of the tale questions the medical judgment that would authorize the procedure. Then he wrote of his eighty-four-year-old stepfather, who, following two strokes, had placed a notarized Do Not Resuscitate order with both his doctor and the hospital. When he had another stroke, the patient’s wife (the author’s mother) told the attending physician about his wish not to be resuscitated and that a DNR order was on file. The doctor responded, “You want to kill him?” The stroke patient was resuscitated and spent a week in the intensive care unit and two more weeks in the hospital. Then, with the encouragement of family and friends, the patient’s wife “got up the gumption” to ask the doctor to disconnect the mechanical ventilator. The patient died a few hours later. A third family member, who had had cardiac bypass surgery in the past, was told at age seventy-eight by his physician that he needed another bypass operation. The man refused the surgery, but the doctor persuaded his wife of more than fifty years “to talk him into the operation.” During the surgery the doctors realized the man had a failing kidney. Though this patient also had a notarized DNR order in his medical chart, “the doctors used a defibrillator on him five times to bring him back to what they call life. He spent his last days in intensive care, kept alive on tubes for his family’s last good-byes, which he probably didn’t hear.”30

Similar accounts have been appearing in the popular media and in health professional journals with growing frequency for more than two decades. They attest to the difficulty of bringing about change either in the complex environment where deaths mostly occur or in the expectation that something can and should be done about dying. “Death with dignity” is difficult or impossible to achieve in the hospital, according to these reports, because of the compelling pressure on everyone there—medical staff, patients, and families—to employ the most sophisticated technologies and to make choices among them. The pressures are insidious, and their far-ranging sources include the American attraction to and reliance on powerful and costly medical equipment and procedures, public and private health care finance arrangements, and a history of ambiguous information, both in the medical community and in the general public, about the relationships among aging, disease, decline, and mortality.

Staff Tensions at the Threshold: A Web of Dilemmas

Doctors’ Voices

When physicians speak about the tensions the hospital produces, they reveal the troubled clinical and moral reflection they bring to problem-solving. Physicians are not always sure how to act, or which treatment, if any, is best in the long run, yet usually they are compelled to make a choice and do something. The autonomous and unencumbered doctor-as-decision-maker—characteristics that simultaneously describe the ideal physician (even in the era of managed care) and constitute a source of consumer dissatisfaction—no longer exists because the responsibility for decisions is today embedded in the structural components of medical practice. For example, physicians are dependent on referrals from their peers. Thus, a gastroenterologist will insert a feeding tube in a ninety-five-year-old, frail, bed-bound, and demented patient to extend life, not necessarily because that physician thinks the feeding tube is appropriate medical treatment in this case, but rather because the patient’s internist has asked him to do the procedure. For another example, physician choices regarding the costs of medical procedures are overseen by hospital utilization review committees that urge physicians to choose the least expensive treatment options and to discharge their patients as quickly as possible. The constraints of hospital oversight come up against physicians’ felt need to pursue diagnoses as well as therapies through whatever tests and procedures they deem necessary. In addition, doctors feel pressured, sometimes by families of patients, sometimes by their physician colleagues, to pursue aggressive treatments that they may personally consider inappropriate, nonbeneficial, and a potential cause of pain and suffering. These and similar very real forces influence how doctors practice their craft.

Beyond such considerations, it is also important to note that actual decision-making by an individual clinician is often not a deliberate and premeditated act. And a “decision” may have no practical impact. Events sometimes simply unfold. Sometimes decisions emerge during negotiations with patients, family members, other health professionals, and occasionally hospital administrators. They may also occur without overt discussion. Many patients who require emergency lifesaving treatments are not considered terminally ill at the start of those interventions. Treatments are not thought, initially, to be prolonging only the end phase of a dying process that is already under way. Also, doctors are trained to respond in an emergency as though death were not inevitable.

Even when physicians’ decision-making is an explicit act, it can be a murky enterprise. A critical care specialist was well aware of his position in a much larger system of health care delivery when he described to me what is, for him, a common decision-making quandary: What to do about the frail, demented patient who “ends up” in an intensive care unit? His description provides a good example of how one practitioner’s ideals about treatment must continually be negotiated amid pressures from institutional forces.

“A typical situation here is that a demented person in a nursing home can’t swallow very well, food goes down his lungs, he gets pneumonia, the people in the nursing home panic, they send the patient to the hospital, the doctor panics, the patient goes to the intensive care unit, and the whole sequence of events and interventions gets played out.

“I might have a lot of judgments about the demented person with pneumonia who comes in from the nursing home. This person shouldn’t be in the intensive care unit, shouldn’t be in the hospital. Probably should be back at the nursing home, probably should be allowed to die. But he is the person who is in the intensive care unit and you are stuck with him. So the best thing, the most efficient thing, to do is to try and get him well as quick as possible so you can reverse the process and get him going back to the nursing home. So what that means is doing a certain amount of aggressive or active work. Instead of withdrawing, you might actually think, ‘Well, the quickest way out of this is to get him over these little humps so then I can get him out of here.’ So it gets tricky sometimes.”

In many instances the line between some ideal notion of “humane” end-of-life care and aggressive medical intervention that delays death is not clear to physicians in practice. Confusion over what actually constitutes comfort care or palliation, and whether that set of practices can be separated from unnecessary, optional, or unwanted life-prolonging interventions, creates dilemmas for physicians. Many physicians see their ideal role in caring for the terminally ill as providing comfort. But some of them note that it is the physician who must assess how to provide comfort and point out that diagnosing disease and treating acute problems, even if that requires the use of intensive care procedures, may be the best way to achieve that goal. Thus, palliative or comfort care is not really a discrete activity that can be identified in the abstract. It is defined by physicians, on the ground, in relation to kinds and degrees of treatment. “Comfort” has to be continually redefined in the context of a treatment-oriented health care delivery system. In that system, immediate aggressive intervention is sometimes rationalized as the most efficient way for the patient to receive palliation at some later point.

Ambivalence about what to do as a patient’s condition deteriorates and ambiguity about medical goals as death approaches are common. The actual unfolding of activities that give form to hospital dying is, in many cases, much less purposeful and much more muddled than either the public conversation about problematic dying or the clear-cut goals of patient autonomy in decision-making, comfort, and pain relief suggest.

A community geriatrician told this story when asked to describe the kinds of dilemmas she faces regularly:

“To me the most difficult decisions are those that involve someone who is so frail that it’s difficult to know how aggressive to be for the treatment. It’s also very difficult if it’s a patient I’m not familiar with. I took care of a woman in her nineties, very demented, with Parkinson’s disease. I was told that when she heard that others had died, she said, ‘Could they move over so I can lay down with them and die also?’ She wasn’t very happy about being alive in this state. She developed a fever and very low blood pressure, and I was told that she did this occasionally and it was usually because of an upper-respiratory infection. By the end of the day she was doing very poorly. I wondered what we should do because she was so sick and frail; maybe it was just best to keep her comfortable at home.

“But not knowing her well and not knowing how the family would feel, I admitted her to the hospital and I did everything I could do on the day of admission to make sure she would stay alive. I checked her blood for evidence of infection; I started her on antibiotics and gave her a lot of fluids so the blood pressure would come up, but she remained comatose. The next day I didn’t really do much. She wasn’t turning around. I made a decision not to look into what was wrong, figuring that if it was something that needed an operation, I didn’t think she would be operated on.

“Another physician took over her case three days after she was hospitalized. Some information accumulated and that physician decided to progress further. In an abdominal ultrasound we found that there were gallstones despite the fact that the woman had had her gallbladder removed. Some of the staff thought, ‘We wouldn’t operate on her but maybe we can do a relatively safe procedure and try to get those stones out because then she might improve.’ That’s not what I would have done. As it turned out, there were some stones removed and she was discharged from the hospital, but she expired the day she was discharged.

“I felt that no matter what was done it wouldn’t have helped because she was so malnourished and frail. But I have a lot of trouble with situations like that, not knowing how far to push when I’m really very confident the situation is dismal. How hard should I try to maintain someone’s life when I think my intervention will only have the person last a few days longer? It’s also difficult when you’re working with a group of physicians and each physician might treat a case in a different way…. Sometimes it’s very difficult to know when to stop being very aggressive because you get very attached to people. We care a lot about them, and I can make the mistake of thinking that keeping them alive is good for them. When it may not be.”

The technological imperative in medicine—to order ever more diagnostic tests, to perform procedures, and to intervene with ventilators and feeding tubes to prolong life or stave off death—is one of the most important variables in contemporary medical practice and is the source of innumerable clinical-moral qualms. It determines thought and action, and it provides a restrictive language—“do everything,” “not very much,” “only a little”—through which choices are framed and dilemmas are understood. By confining choice to either/or terms and by forcing physicians to equate good, appropriate care with maximum intervention, the technological imperative narrows doctors’ field of possibilities and thus removes options. When the patient is old and has multiple, complex medical problems, the impact of the technological imperative is especially destabilizing, both to ideas of good medical care and to the idea that certain conditions should not be prolonged. The geriatrician’s personal preference was to forgo invasive treatment because of the patient’s frailty and advanced age as well as her understanding that any procedure she ordered might add to the patient’s pain; but it distressed her to know that her opinion differed from that of other physicians. Her fundamental uncertainty about medicine’s uses of aggressive treatment “to keep them alive” and about her own responsibility “in situations like that” is powerfully expressed at the close of her story: “I can make the mistake of thinking that keeping them alive is good for them.”

Nurses’ Voices

Like physicians, nurses function in a world of clinical and moral ambiguity when it comes to dying patients, but their mandate is different and so, therefore, is their focus when talking about end-of-life care. The nurses’ role is to make the patient as comfortable as possible, while at the same time ensuring the best possible medical outcome. Nurses use the word comfort more often than doctors do and in a different sense. For nurses it simultaneously encompasses a moral stance, clinical knowledge, and the tangible, practical skills in which they have developed expertise. They also use specific words such as torture and suffering to define the opposite of comfort, words that physicians use much less often. When doctors use the term comfort, especially as an alternative to invasive interventions at the end of life, it remains secondary to locating disease and dysfunction and discovering, through clinical skill and diagnostic procedures, what is hidden in the body. Those tasks almost always take priority in the physician’s perspective, especially in the ICU (at least until multiple-system organ failure can no longer be ignored). The primacy of the need for diagnostic discovery and then for medical action contributes to the unease many doctors experience when death is near. In contrast, nurses have a clear mandate to alleviate pain and suffering, especially in the intensive care unit. This presents them with ongoing challenges, both for working well with physicians and for creating a space in which the well-being of the patient can be demonstrated to their own satisfaction.

When I asked nurses to talk about how they handle those challenges, they responded with portraits of how they see their work, their patients, and the practices that define comfort. A nurse with sixteen years’ experience in intensive care units talked about her goals of care for patients who spend days or weeks in the ICU but neither recover enough to leave nor die:

“Well, for the most part what I say is, this is my opportunity to practice good nursing so that when someone comes along who can be saved, I’ll be really good at my job. And I do mean that. The fact that these people are there, that they are sort of trapped in their disease, in their bodies, in the ICU, isn’t my fault. And it isn’t up to me to change it. So my goal for those people is that they have the most comfortable day possible. Whether that means being left alone, and sometimes it does, or getting a nice bath, or helping their families come to terms, or whatever. Maybe tune up their pain meds. Pain that isn’t obvious and that isn’t being addressed. My moral sense of it is to say, I just want my patients to be more comfortable at the end of the day, when I leave them, than when I found them in the morning.

“That can be a challenge in the ICU. To just help this purgatory that they are in—to use this ever so Catholic term—to be tolerable, to be somewhat more manageable at some level. And for myself, to have the opportunity to be really good at what I do. I get to sit down and listen to a daughter or wife or mother or lover and let them talk and let them cry. And I try to do that, to just be there, because if it were up to me, I would probably change it. I would say, what are the chances of this person living? At what point are we being futile? How many days are we going to pursue this treatment? And if we really did something less elaborate, maybe one out of a hundred would live, but the other ninety-nine would not be tortured.”

Another experienced critical care nurse spoke about the tension between technology and care and creating comfort in its midst:

“I think nurses go into critical care and get into that environment because there’s a sort of rush they get by taking care of someone who is not doing well, and there’s this constant emotion and they’re involved and really active. The doc and the nurses work very well together, so there’s this collegiality that goes on differently than it does in other units, and that is very appealing to the nurses. Technology can sometimes be a bad thing in the critical care environment because the more technology you have, the more people want to try and use it in situations where it’s not necessarily advantageous. When I’m taking care of really sick patients, I want them to be comfortable. I want families to be comfortable, and I want them to trust that I know what I’m doing and will do my best to make sure that they get what they need. So if they’re going to improve, they’ll do it, and if they’re not going to improve, then they’ll be comfortable, and I’ll be honest about what’s going on with them. It’s a tough question because technology is so much what we do. Critical care nurses are very technology-oriented, very task-oriented. We’ve come a long way about thinking about what the plan is for this patient. Forget about the monitor, forget about the IV, forget about this stuff. What is the plan? Where are we going? What’s the ultimate goal here, the goal for the patient? Is the goal to get them home? Is the goal to let them die in peace? Is the goal to get them to a med-surg unit? What is the goal here? And to that end, what are all the steps we need to take to get there—to get away from thinking about the monitor that they’re on, or the IV that they’re hooked to, or the machine that they’re attached to.”

A third nurse described her responsibility to create comfort in the presence of physical suffering:

“You have a responsibility to sedate people. But there are people who are undersedated. On a routine basis, undersedated. You have a huge tube in your mouth. When I talk to people afterward who have been through it, I love to hear what they have to say, because I don’t know at the time, and I’ll ask, ‘How was that for you? What were your perceptions of it?’ because that’s what’s real, what they’re perceiving. And people have said, ‘Oh, it felt like there was a shoe in my mouth, this huge thing was in my mouth.’ You’re not eating, you’re not breathing on your own, all the things that you take for granted. You’re not clean. People don’t get their hair washed, you’re just laying there matted, and that’s sort of the baseline discomfort. But if you add on to it their aches and pains and the inability to communicate, which in and of itself is one of the biggest stressors any human being could go through. Imagine if nobody could hear what you said, or you were voiceless, how impotent and frustrated you would feel. So that’s just your basic baseline suffering. And then you can add on to it the uncertainty of your family. If you’re a mother, and your children are unattended, and you’ve got cancer, or you’re bleeding for some reason, and you can’t get out, then utter panic.

“And so all that is there. It’s just a given. But we don’t see it, we’re immune. And you have to sort of think about it as a given, all the time. If you forget that, then you’re doing everybody a disservice. If you remember, then you’re going to talk to everybody very, very differently. You’re not going to be put out to do something for them—put a cool cloth on their head or wipe their face or do their mouth care—because it’s the least you can do.

“Suffering beyond that is subjective. And I’ve had to convince doctors on occasion. I had a young man, a thirty-five-year-old man, who had arteriovenus malformation. That’s like a freeway in your brain, an intersection of vessels in there, and sometimes you get these things from birth, and they have many weak walls, and they can rupture. It’s like a time bomb if you have one. And his had ruptured. And he was young and energetic and full of life going into it. And the pain. When he was awake and going downhill, he was holding his head and said it felt like a balloon bursting and there was just this horrible pain. The next day, it made him unable to talk, and we were sitting there watching the death, and there was nothing we could do. He had already bled and they couldn’t get in there to repair it because he would die on the [operating] table. You don’t take anybody to surgery if they’re not going to survive the surgery. At that point he hadn’t had anything, no pain medicine whatsoever. The doctor on call didn’t know him, and he wasn’t thinking about the long night that this human being was going to have. But then every five-, ten-minute increment, if you’re standing there, you can see it, and you just, all you have to do is put your hand there, you can just feel the suffering, you don’t have to even hear him say it. The doctor said, ‘Well, his blood pressure is fine and his heart rate isn’t high,’ and I just knew he had the worst headache of his entire life. And I said, ‘You know, if he is in fact dying, couldn’t we just give him something?’ And they don’t want to because it’s a neural injury and then you would obscure further decline. There are many times when nurses intervene.

“So he did get something and he did relax, visibly relax. And at that point, you have to think what it would be like to be alone, dying, in the middle of the night. If there was no one there to hold his hand, and you could have held his hand [but didn’t], then it makes you less of a person.”

Nurses describe a tension between the “purgatory” of invasive medicine on the one hand and their mandate and ability to reduce suffering on the other. Those who choose to work in intensive care can articulate (more easily than physicians, it seems) a critique of medicine’s most sophisticated tools when those tools interfere with the patient’s need for comfort and nurses’ deeply felt imperative to provide it. Nurses sometimes worry about what kind of people they are as they struggle to work amid the conflicts generated by hospital, and especially ICU, medicine.

Evasiveness about Death and the Problem of Prognostication

Both nurses and doctors are evasive about death—the nurses because they do not want to overstep their authority, the doctors for more complex reasons. Physician evasiveness is a major factor in heightening the tensions families and patients sometimes feel at the threshold and in maintaining the illusion that they have “choices” about what to do. Doctors are particularly evasive when discussing death. Filmmaker Frederick Wiseman has made an extraordinary six-hour documentary film, Near Death,31 about minute-to-minute decision-making, deliberation, and treatment in the intensive care unit at Beth Israel Hospital in Boston. Wiseman lets viewers observe the private bedside conversations between physicians and critically ill patients about their precarious conditions and their treatment options as well as the long deliberations in the ICU corridors among the doctors and nurses about how much to do, which treatments to employ and when, and what the patient and the patient’s family want to do next. We, the film’s audience, become privy to the language physicians and nurses use when they talk to and about very sick patients, and we hear how patients and families respond. This is not like the television show ER. The conversations are not short, dramatic, authoritative, or to the point. In fact, they are the opposite—long, tedious, equivocal, repetitive, and without resolution.

The camera follows four very sick patients and their families. In each case the physicians spend considerable time at the bedside and in the hallways in earnest discussion about what to do with patients, families, and other medical staff. In each case they claim to want to be guided by patient and family decision-making. The physicians in the film continually ask patients and families what they want to do next—about specific treatments, about whether the patient wants to stop treatment, about whether the patient wants to “live” indefinitely on a ventilator in the ICU. (Physician to patient with end-stage heart disease: “There are very few people who could make as informed a judgment as you can with everything that you’ve been through.”) But doctors and nurses are often ambivalent about how, and whether, patients or families should actually be in charge of decision-making regarding the withdrawal, continuation, or start of new treatments. (Nurse to doctor: “Include them, but do not let them make the decision. Families have way too much responsibility.”)

The filmed physicians are articulate and compassionate. They come across as sincere and knowledgeable. Their talk seems endless. Yet in each case, regardless of the hours and hours of talk with and about patients, the physicians remain entirely evasive about death. Instead they talk extensively about stabilizing the medical condition or about potential organ system recovery, and that talk misleads patients. (Doctor to patient: “Your lungs aren’t going to get better, and so the act of putting you on the machine is almost a futile effort. We’d use the tube if you got worse, if something went wrong with your heart. We only want to do what you want to do—if you want to live.”) They rarely mention death per se. They never tell patients that no matter which treatments they choose, their medical condition will lead to death, or that death is imminent. (Physician to medical team: “We can probably drag this out for a week. That’s okay with me if that’s what he wants. But let’s get the cardiologist up here to make sure there isn’t something else we can do.” Or, nurse to wife of patient: “We can expect him to get worse, to decline. But we can still look for treatable things.”)

Doctors in the film insist over and over that they do not know what will happen and that they cannot predict the future. (“You’re in a borderline situation between surviving and not surviving.” And, “God decides. We don’t. These things have a life of their own, they really do.”) They talk almost exclusively about treatment options for the control of disease and regulation of specific systems, and the fact that patients (or families) have the right to choose among those options. With other medical staff they speak about organs and organ systems and what they could do to reverse a particular problem. And they confuse patients and families by telling them that they can, at any time, change their minds about their advance directives and, specifically, about emergency CPR, thus intimating that resuscitation could “save” their lives.

The physicians in the film believe in hope, and they say repeatedly that there is always hope. To families and to each other they speak about hope in terms of percentages—Mr. Smith has a one-in-a-million chance. They never speak about decision-making in the face of death.

The film’s final credits report that all the patients profiled died either in the ICU or within a week of being discharged from the ICU. None ever left the hospital.

In his study of medical prognosis, Nicholas Christakis ponders deeply the ways in which prognostication about death is avoided in clinical medicine and notes that prognosis is surrounded by a “structured silence” that is learned and then cultivated in everyday medical practice.32 Physicians talk about prognosis only when it is unavoidable, and when they do, they tell “bad news” in highly formulaic ways. They favor a “staged, statistical, and optimistic form of prognostication”33 in which an unfavorable prognosis is given to patients in stages, is couched in optimism and hope, is influenced by what doctors think patients want to hear, and refers to statistics about similar patients. Physicians tend to overestimate survival both to themselves and to patients.34 Furthermore, they are inadequately trained in prognosis. They tend to experience emotional stress when they feel forced to predict the future, and they fear that blatant prognostication can harm patients.35 Physicians are mindful of the ways in which information is delivered to patients and families, and they understand “truthfulness” in prognosis to have many forms of expression, depending on their reading of how severe the patient perceives his or her disease to be as well as on their own need to deliver a sense of hope. Most do not view “truth” as a single fact, disconnected from the ways in which patients express a need to know things and with only one form of telling. It is an exceptional doctor who talks about death straight on, before visible signs of dying are evident, even when patients or family members start to ask questions around it.

Illusions of Choice

Patient and family participation in decision-making has been hailed as a positive development in contemporary medicine. In the context of serious illness and decline in the hospital, however, it is a distortion or misrepresentation because the choices available are actually guided and limited by the options physicians and others present. Those, in turn, exist within a system of institutional directives. In addition, patient and family “decision-making” when death is or seems to be near confounds notions of physician responsibility and good communication. Critics of medical practice suggest that, in seeming to offer multiple treatment choices for end-of-life conditions, physicians’ expertise and experience are devalued and their accountability is potentially or actually abdicated and eroded.36 Patients and families are thus thrust into choice-making situations for which they are entirely unprepared. At the same time, patients assume that physicians have a great deal of authority and expertise and want them to use it to decide what is best. A recent Harris poll found that two-thirds of Americans desire “personal choice” at the end of life.37 But inside the hospital such choice is elusive, far from simple, and it fuels the “problem” of death.

Two ubiquitous features of the hospital world, the mechanical ventilator and the ever-present possibility of emergency resuscitation, figure prominently in the widespread conversation of complaint and contribute to impossible choices for patients and families, and sometimes, to disagreement among physicians.

Imagining Imminent Death:


Code Status and Emergency Resuscitation

One tension that permeates hospital culture is created by the possibility of employing emergency cardiopulmonary resuscitation, CPR, a potentially lifesaving, yet always dreaded, procedure. The issue of “code status”—determining whether a patient wishes to have cardiopulmonary resuscitation attempted in the event of cardiac or respiratory arrest—looms large in hospital culture, and it is frequently a dominant preoccupation of doctors and nurses when death seems near. While in the popular view CPR “can bring the dead back to life,” this is not actually the case. In cardiac arrest, the heart is unable to effectively maintain the blood flow and blood pressure necessary to sustain life. In respiratory arrest, the patient is unable to move enough air to oxygenate the blood supply and tissues and thus to sustain life. In both situations, at the moment of arrest, the patient is in danger of imminent death unless something is done to reverse the problem.

Performing emergency CPR is called a code in hospital jargon, and if seriously ill hospital patients do not state that they wish to forgo a resuscitation attempt in the case of cardiac or respiratory arrest (or their family members do not speak up for them in this regard), the default procedure in nearly every American hospital is to attempt resuscitation in emergency life-threatening situations. To change the default “code status” of performing emergency resuscitation (referred to in the medical chart as “full code”), a written order stating “no CPR” or “no code” or “DNR” must be in the medical chart instead.38 Thus to override the default action, patients must decide at some point prior to or during a hospitalization whether, during an emergency that threatens their survival, they would want medical personnel to thrust a breathing tube down their windpipe, perform chest compressions (possibly breaking ribs), and electrically shock the heart in the hope that a life-sustaining heart rhythm would be restored. Patients, and often their families, must envision a medical crisis in the future based on a hypothetical scenario. This, of course, is impossible to do. But this is what the hospital system sets up for people. Choice about a code status designation is not really open. Doctors often do not want to talk about code status to desperately sick persons or their families and frequently do not do so. Very sick patients usually do not initiate or wish to have those discussions either. So CPR is typically performed if no one speaks up against it, if the physician in charge of the case does nothing to prevent it, and if there is no DNR statement included in the patient’s medical chart.

Hospitalized patients and their families generally do not realize that they must speak up if they do not want emergency resuscitation attempted. Most are unaware of the code status designation in the first place and have no idea what the term code status refers to. They do not think in terms of the specific, technical jobs that their doctors and nurses may perform to “save” their lives. After all, one comes to the hospital to turn care over to professionals, to relinquish the enormous responsibility for sustaining life and for making medical decisions. Medical treatment is always invested with a sense both of possibility and of foreboding because the interventions that may cause “miracles” also take place in a Kafkaesque setting where events unfold in ways one hardly understands. The result is that most of the time very sick persons do not really “decide” about resuscitation efforts at all.

Doctors do broach the topic of code status with patients and families when they feel strongly that a resuscitation attempt would be unsuccessful and would be terrible to perform prior to death—for instance, on those who have a terminal diagnosis and are thought to be near death anyway, as in the story below about Carol Jones, or on those frail elderly who have multiple, serious medical conditions indicating that the end of life is near. In such cases that I observed, physicians work to convince the patient or family “to choose” against a resuscitation attempt, and their efforts in that regard are a significant topic in the medical literature.39 Since cardiac arrest often occurs at the end stage of an illness and is, under those circumstances, almost inevitably fatal, the standard to perform CPR is no small matter.

One of the most striking paradoxes of this feature of hospital culture is that the pressure physicians sometimes experience—to make sure patients or family understand that resuscitation will be attempted in an emergency if no one speaks up against it—makes families feel coerced, guilty, and without control. When presented with a mandatory “choice” of CPR or DNR, families infer that they have been handed the responsibility for determining the “life” or “death” of their relative. Many think that “choosing” to forgo a resuscitation attempt on their relative means that they are choosing the patient’s death.

Resisting Choosing: The Family of Carol Jones

The CPR or DNR choice becomes important, indeed central, for Carol Jones’s physicians when they recognize that she will soon die despite their efforts to treat her. They confront the patient’s family with the request for a “decision” because they want to organize the least traumatic death possible. Having recognized the inevitability of death, the doctors want to avoid a resuscitation attempt, which they are certain will not succeed. In contrast, the physicians’ moment of recognition comes as a shock to the family members, who, two weeks after the patient is hospitalized, apparently face for the first time both that the patient is unequivocally near death, regardless of her code status, and that they are responsible for choosing either a resuscitation attempt (with unknown outcome) or death without such an attempt.

Background: Carol Jones, age fifty, had not seen a doctor in ten years. When her abdomen swelled considerably, she went to her physician, who drew off a gallon of fluid, examined it, and found cancer cells. Her husband, brother, and three (young adult) children were shocked by the cancer diagnosis and could not imagine what the future would hold. They hoped and assumed that her condition could be treated; that is, that it could be made to go away. Mrs. Jones was hospitalized, and then things happened fast from the family’s point of view. The surgeons found extensive cancer that was impossible to treat. They were not sure where the primary site had been, where it had begun.

After the surgery the physicians found they could not remove Mrs. Jones from the ventilator. Her condition was too precarious and she could not breathe without it. Following ordinary hospital protocol, Mrs. Jones was sent to the intensive care unit so that medical staff could attempt to stabilize her condition. Their goal was to allow her some time to live, and hospital staff hoped she could be removed from the mechanical ventilator and sent home, if only for a few days, to be with her family before she died.

Day 14: Two weeks after surgery Mrs. Jones is still in the intensive care unit, her life sustained by powerful medications, delivered intravenously, that keep her blood pressure at a viable level, and by the mechanical ventilator that breathes for her. She is not getting well enough to go home. She cannot be removed from the ventilator. All her organ systems are failing despite the stabilizing treatments, and so the physicians feel the time has come to shift their strategy. It is time for Mrs. Jones to die. The physicians want the family to acknowledge that the patient is dying and give the go-ahead to stop the treatments, which, staff now acknowledge, are only postponing her death. But the family, as is so typical, does not know what to want. They certainly do not want Mrs. Jones to die. They do not understand her condition in the same way the doctors do, and they have not been informed yet about her impending death.
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