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	 I Setting the Stage for a Contemporary Art of Dying

	  



   1 Dying, a Lost Art

	 Lydia S. Dugdale

	 The outbreak of the Bubonic Plague in the fourteenth century claimed the lives of up to two-thirds of Europe’s population and thrust death to the forefront of human consciousness. The Plague struck with a uniformly fatal blow, and less than a week separated early sickness from death. Few clergy survived to attend to the dying or bury the dead, and the laity lacked the expertise to perform proper burials in the custom of the Catholic Church. Conscious of the potentially eternal consequences of improper attention to dying and death, the Church responded with a call for the articulation of an Ars moriendi, or art of dying, that could guide laypersons in their preparation for death. This initiative subsequently gave birth to a body of literature that gained mass appeal, circulated widely, and shaped both religious and secular practices in the West for several hundred years.

	 Late in the nineteenth century, as Western societies grew increasingly concerned with the art of living, practices concerned with dying were largely neglected. Scientific advance came to represent progress, and death suggested failure. By the middle of the twentieth century, technology’s ability to delay the moment of death fostered a “medicalized” death. Hardly an “art,” medicalized dying is perhaps more aptly described as a technique of dying or as a technical approach to death. It replaced the practices and prayers of the Ars moriendi with procedures and protocols for the efficient management of patients in intensive care units (ICUs). Yet at certain moments in the latter half of the twentieth century, death briefly recaptured public attention, particularly during the “death and dying” movement of the 1960s and the 1970s (which followed the introduction of the intensive care unit, organ transplantation, and cardiopulmonary resuscitation) and during the emergence of AIDS in the 1980s. Both of these moments affected how particular individuals and their communities thought of dying, but neither had a lasting effect on the broader society’s approach to death; that is, neither prompted a return to an Ars moriendi.

	 It therefore remains true that Americans in general are not well equipped for the experience of dying. The reasons for this are many. Perhaps most obvious among them is the fact that Americans don’t see death. Increasingly, it has been relocated from the home to the institution, and technological advance has obscured the distinction between the living and the dying. I recall standing alongside the family members of patients who have been repeatedly admitted to and discharged from an ICU. As a physician, I may be fully aware that this time the patient will not survive. But to family members, the patient looks much the same during his or her last visit to the ICU as during the first. The sedated, mechanically ventilated body appears much the same whether transiently ill or dead.

	 Beyond this “obscuring factor” of technology, other things contribute to the lack of preparedness for death. Many people struggle to accept death’s reality—even physicians, who have firsthand experience with it. But many patients, and even some physicians, pledge an unwavering faith in technology’s capacities: “With technology, all things are possible.” But technology doesn’t enable us to face our fears or confront what unsettles us about death.

	 The rise of a pluralist culture has further confounded the tasks of preparing for death. Western society lacks consensus on broader existential questions: on the purpose of life, on the significance of death, and on the possibility of an afterlife. In contrast to the religious substructure of the Ars moriendi, the secularization of Western culture, and of biomedicine in particular, has marginalized the role of religion. Until the middle of the nineteenth century, the doctor might have ceded his position to the priest when healing proved impossible, but now physicians control the life-sustaining technology that delays the moment of death. And even though hospital-based chaplains have a greater presence now than a few decades ago, it is ultimately the doctors who have supplanted the priests at the deathbed. Yet physicians remain notoriously ill-equipped to address issues of death and dying with their patients. And religious institutions—themselves not exempt from the secularizing forces of society—have shirked their responsibilities to help prepare their parishioners for the afterlife in which they profess to believe.

	 Although the field of bioethics has, since its earliest days, debated end-of-life issues, it has offered no definitive guidance to the broader public. The challenge, then, is to outline a framework for aiding a diverse population to prepare for death. In order for such a framework to support the retrieval of an art of dying, it must both meet the needs of a plural society and prove relatively easy to adopt. In the chapters that follow, bioethicists take up this challenge.

	 Ethics, Not Theology

	 Before attempting to assess the necessary framework for a contemporary art of dying, it is worth asking why the framing should be ethical, even bioethical, in nature. If the original Ars moriendi emerged from within the Catholic Church, one might ask whether one should not then look to religion to provide a new framework for preparing for death. Is not death, in the view of many, a transcendent experience? Indeed, as the palliative care physician and ethicist Farr Curlin explains in chapter 4, most patients want their doctors to ask them about their spiritual or religious needs, particularly as they approach death.

	 The language of medical science, however, is not the language of religion. Curlin has noted elsewhere that more than half of physicians in the United States claim that their religious beliefs influence their practice of medicine, and that those religious characteristics are diverse, with varied implications for practice.1 Though individual clinicians may feel equipped to address the spiritual concerns of dying patients, many more would, no doubt, shy away from it—and perhaps with good reason.

	 Furthermore, the discourse of contemporary religion lacks consensus. In the fifteenth century, the vast majority of Western Europe’s population could look without hesitation to the Catholic Church for answers to existential questions. No such religious authority exists today in American society. The bioethicist Stephen Latham notes in chapter 3 that approaches to dying have varied significantly across time periods, places, and cultures. Latham draws on the work of Joanne Lynn, another bioethicist, who observes that Americans typically die in one of three ways: either they maintain good function despite a known illness until a sudden decline leads to death, or they suffer from a chronic condition characterized by periodic exacerbations and remissions, or they retain generally healthy bodies but deteriorate cognitively. All three patterns of dying involve significant reliance upon health care. Thus, preparing patients for death falls to the health care system. As a result, the language of medical science has come to be spoken universally, in contrast to the language of religion.

	 Contemporary bioethics, then, is the common tongue for moral discernment, for conflict resolution, and for descriptions of normative practices within biomedicine. In pursuit of these aims, bioethics has a tradition of drawing on philosophy, theology, law, medicine, politics, the life sciences, and other disciplines. Although discomfort with the language of religion has led to the marginalization of theology within bioethical discourse, Lisa Cahill has argued, “it is more appropriate to construe theological contributions as overlapping and coinciding with philosophical ones, than to see secular, philosophical bioethics and religious, theological bioethics as two distinct or even competing entities. … Public bioethical discourse (or public policy discourse) is actually a meeting ground of the diverse moral traditions that make up our society.”2 In chapter 5 of this book, the ethicist-theologian M. Therese Lysaught casts doubt on the ability of bioethics to deliver the depth of content necessary for meaningful moral deliberations about death. Lysaught suggests that bioethics as currently practiced is insufficient for the task of helping individuals to die well and that the methodology of bioethics should include virtue ethics. One might argue instead that what is required in order to be able to articulate a contemporary art of dying is a robust bioethics that doesn’t shy away from the richness of the philosophical and theological traditions, but rather engages them.

	 Preparation for Death

	 As a preface to the articulation of a latter-day Ars moriendi, I will outline the evolution of Western approaches to death, focusing on five historical moments: the Bubonic Plague, the American Civil War, the advent of intensive care and life support, the death and dying movement, and the AIDS crisis. Though these moments may seem disparate, each moment had an effect on societal approaches to death.

	 The Bubonic Plague

	 As I have already noted, in 1347, the Bubonic Plague (also called the “Black Death,” because infected flesh turned black) claimed nearly two-thirds of Europe’s population, and typically less than a week passed between the first sign of illness and death. According to historical records, the death count rose so quickly that the living could scarcely manage to attend to the dying or conduct proper burials. Since priesthood conferred no special immunity to the Plague, a pressing need arose for a mechanism that would enable parishioners to prepare for death in the absence of clergy.

	 The Catholic Church, then Western Europe’s leading religious authority, responded to the perceived need by issuing texts, collectively known as the Ars moriendi, to guide the laity in preparation for death. These books emphasize that a Christian can prepare for a good death by leading a repentant and righteous life. They argue that the dying faithful should not fear death, since God is in control of every moment, including death itself. The texts warn against temptations to unbelief, despair, impatience, pride, and avarice, and lead the dying through a series of questions for reaffirming belief and receiving consolation. The Ars moriendi texts also prescribe specific practices and prayers that might be performed by attendants on behalf of the dying—activities that would, in turn, encourage them to prepare for their own deaths.

	 The books were quickly translated and circulated throughout Europe. Over the course of the next several centuries, as the Black Death continued to strike—in Seville in 1647, in London in 1665, in Vienna in 1679, in Marseille in 1720—the Ars moriendi literature was adopted, modified, and redefined by non-Catholic religions, always with a view to preparing the faithful to die well. Such books remained in wide circulation, including in the United States, until the end of the nineteenth century.

	 The American Civil War

	 Americans of the Civil War generation were certainly acquainted with the art of dying. Jeremy Taylor’s 1651 revision of the Ars moriendi, titled The Rule and Exercise of Holy Dying, had established the genre within Protestantism, which dominated nineteenth-century America’s religious landscape. But by the 1860s concepts of a “good death” had moved beyond the domain of religion and into mainstream culture, promoted in stories, poetry, and music. Elements of a good death had become, as the historian Drew Faust notes, “as much a part of respectable … behavior and expectation in North and South as they were the product or emblem of any particular religious affiliation.”3

	 But the Civil War forced a radical rethinking of death. The war was, in effect, a plague, affecting nearly every household. An estimated 620,000 soldiers died, a number exceeding deaths in the Spanish-American War, the two world wars, and the Korean War combined; some historians contend that even this is a gross underestimate.4 Although before the war Americans had been accustomed to high infant mortality, those who survived childhood were expected to live at least into middle age.

	 But it was not simply the numbers that compelled Americans to rethink death. “Death’s significance for the Civil War generation,” Faust writes, “arose as well from its violation of prevailing assumptions about life’s proper end—about who should die, when and where, and under what circumstances.”5 Young men snatched from the fullness of life gave themselves in service to the cause of country. No longer solely a matter of God receiving his faithful into eternal glory, death became patriotic; sacrifice connoted citizenship and honor. Soldiers would routinely ask that their families be informed of their courage in battle should they not survive. According to Faust, “dying bravely and manfully became an important part of dying well.”6

	 The Civil War also changed the context in which death was experienced. Nineteenth-century deathbed practices stemmed from the Ars moriendi. Death was a domestic affair in which loved ones ministered to and received direction from the dying. Around the deathbed family members sought reconciliation and made peace. War, however, offered no guarantee that soldiers could die at home; often they died far away, in the company of strangers or even enemies. Families were unable to comfort their dying loved ones, to record their last words, or to reconcile differences.

	 In addition, the magnitude of the destruction wrought by the war forced the United States to restructure its national commitments toward dead soldiers and their families. At the start of the war, the armies had no formal process for registering the graves of dead soldiers, providing for decent burials, or notifying next of kin, nor were there national cemeteries. By the war’s end, five national cemeteries had been established, and when it was practicable the Union dead were gathered from around Southern battlefields and re-interred in burial grounds maintained by the federal government. When bodies were moved to centrally managed cemeteries, death was distanced from and symbolically transplanted out of the communities of the deceased. Death became a national commitment, and national commitments, in turn, shaped death.

	 Thus, the Civil War forced death out of the community—with its traditions, rituals, and religions—and into the public sphere, in which death and the associated practices were recontextualized. Death came under the domain of the state and the hospital, and the deathbed ritual began to lose its appeal. After the war, churches began to deemphasize the concept of dying well and to promote instead the notion of living well. And within an increasingly secularized society, the advances of medical science offered new glimpses of an immortality achievable on Earth.

	 The Advent of the ICU

	 Society was thus prepared for the promises offered by cardiopulmonary resuscitation and intensive care: promises of an indefinitely prolonged life. And such new technology furthered the distancing of death from an Ars moriendi model in two ways: by permanently removing death from the purview of the community; and by transferring power over life and death to the doctor.

	 Though after the Civil War the United States returned briefly to familiar habits of dying at home, that didn’t last long. In 1908, according to the Bureau of Health, 14 percent of all deaths in the US occurred in institutions, most of them hospitals. But by 1914 the percentage had jumped to 25.7 In the early 1930s, as reports emerged about doctors’ experiences of caring for and resuscitating critically ill patients in recovery rooms (which functioned as “the first ICUs”), the hospital gained increasing importance.8 By the middle of the twentieth century, half of all the Americans who died did so in a hospital, and in the 1990s the percentage was closer to 80.9 Although by 2009 only about a quarter of deaths occurred in hospitals, another 42 percent of Medicare beneficiaries died in hospices; nearly one-third of them had been there for three days or less.10 Death in an institution, shrouded from view, remains the norm today; the community rarely bears witness to the process of dying or participates in the rituals associated with preparing for death. In chapter 5, M. Therese Lysaught expounds on this new geography of death.

	 At this point one might object that the hospital cannot force the dying to discard traditional community practices at the door. While this may be true in theory, two distinct cultures cannot coexist without the dominant affecting the weaker. And the culture of medicine, as the physician and philosopher Jeffrey Bishop explains, has developed its own belief systems, to which the dying are subjected when they elect institutional care: “Medicine believes that it can respond with technologies and techniques to the stranger without violation. … Whether Jewish or Christian or Muslim or Hindu or agnostic, we are all one under medicine’s assessments and operationalized definitions. … Through its techniques, medicine dilutes difference into the sameness of the assessments.”11 Bishop argues that, as the culture of medicine seeks to systematize the care of the dying, it disembodies patients, cutting them off from “the histories, capacities, projects, and purposes into which they have been initiated by a community.” Whereas respect for community practices might become, in the ICU, a matter of assigning the appropriate social worker or chaplain, a question of the sort that the Ars moriendi sought to address would by met by no such consultant.

	 The introduction of cardiopulmonary resuscitation and intensive care also furthered the secularization of death practices through a power transfer from the clergy to the doctors. Before the middle of the nineteenth century, the doctor would give way to the patient’s priest as death drew nigh; but with the advent of new technology, the physician became the keeper of the keys to everlasting life. Bishop contends that the ICU “has created the illusion of individual immortality. … It is a different quest from the one pursued by religion, for it is no longer a search for a life after death, but rather an attempt to maintain material life and function indefinitely.”12 Such a contention might, to some doctors, appear hyperbolic. “We care for our patients with vexing uncertainty,” they might say. “Courses of illness can wax and wane for years, and as physicians we are constantly discussing with patients the risks and benefits of treatment, the chances of recovery, and the goals of care. It is not simply a matter of keeping the patient alive at all costs.” But although Bishop would recognize that the practice of medicine is extremely complex, his intention is to show that the overall thrust of medicine is toward action; and there exists within medicine no greater locus of action than the ICU. By contrast, when it comes to death, the patient would be better served by an art of dying than by the action of applied technology. In chapter 4, Farr Curlin further considers how a technological approach has become the default pathway for dying.

	 One can readily follow the implications of this paradigm shift. As doctors became the gatekeepers of death-delaying technology, the line between life and death became increasingly blurred. Ordinary people, who previously had little difficulty discerning when a person had died, now relied upon experts to determine whether a patient was good-and-alive, barely alive, or dead-but-appearing-alive. Patients entered the black box of the ICU, received various interventions, and exited, often in a state of restored health. When they left the black box in a state approaching death, death often came without warning, leaving little time for preparation. Uncertainty over death’s imminence was exacerbated by doctors’ unwillingness to confront death or relay bad news, or by their notorious inaccuracy at prognosticating.13 Thus, a hope in technology’s salvific powers, combined with an ecclesiastical emphasis on an art of living well, all immersed in medicine’s own culture of maintaining the functions of the animal-machine, provided the necessary set of conditions to isolate the process of dying from a religious context. Indeed, dying lost its process and became instead a decision about whether to disconnect machines; withdrawal of life support became its own kind of deathbed ritual.

	 The Death and Dying Movement

	 In his 1955 essay “The Pornography of Death,” the anthropologist Geoffrey Gorer reacted against what I have labeled the “black box” of the ICU. In a new kind of prudery, death, which had once been a welcomed subject of discussion even for children, became “unmentionable.” It came to be considered “as disgusting as the natural processes of birth and copulation were a century ago.”14 According to Gorer, such mid-century “prudery” stood in stark contrast to the deathbed scene so common to Victorian and Edwardian prose, “one of the relatively few experiences that an author could be fairly sure would have been shared by the vast majority of his readers.” In the middle of the twentieth century, as also happened with other social taboos, death became fascinating, even titillating.15

	 It was against this backdrop that the death and dying movement gathered momentum in the late 1960s and the 1970s. Medical practitioners began to recognize the absurdities of the life-at-all-costs, black-box model of care for the dying. Both within the realm of medicine and in society at large, there was a renewal of interest in speaking of death openly and plainly. Many in the profession of medicine responded to calls for such conversations.16 In 1967, Cicely Saunders launched the hospice movement in the United Kingdom by opening Saint Christopher’s Hospice. The psychiatrist Elisabeth Kübler-Ross fueled the conversation with her popular 1969 book On Death and Dying. Instead of calling society back to an art of dying, however, Kübler-Ross proposed a scientific description of the stages of psychological reactions to death. According to Bishop,

	 As a product of a member of the medical establishment, her work was central to the movement of medicine from the pursuit of technological mastery of death to the pursuit of psychological mastery of death—to owning death, to accepting it. She succeeded where other, more scientifically, psychiatrically, and psychologically rigorous accounts that had appeared before hers could not have succeeded. However, it is also clear that she gave the five stages of dying/grief a scientific veneer, with the result that the five stages could be heard and accepted by those who would master death technologically.17

	 Bishop goes on to show how Kübler-Ross’s work led to an explosion of grief-assessment tools, reinforcing medicine’s technological mastery of death with the supplemental pursuit of a psychological mastery—all ostensibly quite distant from an art of dying.

	 Others, however, see Kübler-Ross’s work as helping to inspire an art of dying through the establishment of the hospice movement in the United States. In 1968, Dean Florence Wald of the Yale School of Nursing took a sabbatical to work with Cicely Saunders at Saint Christopher’s Hospice. In 1972, Elisabeth Kübler-Ross testified on the subject of “death with dignity” before the US Senate Special Committee on Aging; two years later, Florence Wald founded America’s first hospice.18 And yet, although the death and dying movement and the hospice movement have done much to improve contemporary care of the dying, both fall short of reinvigorating an art of dying, a point Farr Curlin addresses more fully in chapter 4. Perhaps a crisis beyond the control of biomedicine, such the emergence of a new and devastating infectious disease, could revive the Ars moriendi.

	 The AIDS Crisis

	 In the 1980s, AIDS—not unlike the Plague—stripped away youthful illusions that life would never end. And for a brief period, AIDS changed the medical establishment’s approach to death. One doctor recalls that in the early days of AIDS the medical team at his New York hospital made rounds with a rabbi, a pastor, and a funeral director.19 AIDS forced medicine to recognize that preparation for death was an important aspect of caring for patients. It is worth noting, however, that because those who were affected by AIDS were largely members of marginalized populations, and because of medicine’s quick response to the disease in the form of pharmacotherapy, AIDS didn’t have a lasting effect on how society at large approached death. Peter Selwyn takes up this subject in chapter 10.

	 Toward a New Ethical Framework for the Art of Dying Well

	 The evolution of practices surrounding death can thus be traced through a series of steps: from a nearly universal art, to a matter of national interest, to an expert-driven implementation of technology, to an object of scientific and therapeutic mastery. This overview is limited and omits much, but it clearly reveals that the Ars moriendi tradition, which spanned more than 500 years, has gone the way of its earlier practitioners.

	 The goal of this book is to begin to articulate a bioethical framework for a contemporary art of dying; but before we can even attempt such a task, we must recategorize death from unmentionable to mentionable, and even to anticipated. In chapter 2, Jeffrey Bishop takes up the subject of human finitude and demonstrates how finitude threatens both the dying and their doctors. Our finitude both brings into focus the things we value most and takes them from us. It demands of us, Bishop argues, a kind of humility before the complexity that characterizes the human being, a humility that seems a prerequisite for the recovery of an Ars moriendi.

	 In chapter 3, building on Bishop’s chapter, Stephen Latham addresses the question of whether plural approaches to death are merely relative. He begins with the notion that, over time and across cultures, humans have conceived of many different types of death as “good.” He then analyzes this plurality of types of death by drawing from the German philosopher Nicolai Hartmann’s work on the hierarchy of values. The achievement of high values—such as universal love or artistic beauty—is praiseworthy. It is a great wrong to deprive a person of strong values such as those of health and life. By giving consideration to strong values but reaching for high values—even in dying—Latham shows that a good death is not simply relative.

	 In chapter 4, Farr Curlin takes up Latham’s argument that not all deaths can be considered “good.” Curlin explores current practices of hospice and palliative medicine and shows how they both recover an art of dying and undermine the spirit of the Ars moriendi. Curlin warns that hospice and palliative medicine, as a professionalized form of caring, has adopted some practices that don’t necessarily allow for the achievement of higher values in dying—values that, as Latham shows, are necessary for the articulation of a new art of dying. Rather, Curlin suggests that hospice and palliative medicine is best practiced within medicine and under the constraints of that profession; despite a more limited role, it is within the context of medicine and its associated telos that hospice and palliative medicine can best help patients engage in the tasks of dying well.

	 The chapters in part II explore the substance of the Ars moriendi—rituals and practices, spiritual preparation, and the role of community. In chapter 5, M. Therese Lysaught argues that, whereas rituals and practices had played important roles in the art of dying from the Middle Ages until the early twentieth century, today they are ambiguous concepts on unsteady footing within secular biomedicine. Society has lost the rituals and practices that helped to guide patients and their communities through the dying process. Lysaught turns hesitantly toward bioethics for a solution. She draws on earlier work by Daniel Callahan, whose vision for a new art of dying turns on a person’s character. Lysaught shows how “the formal, procedural logic embraced so passionately” by present-day bioethics cannot offer a robust solution without undergoing substantial changes to its own framework. All is not lost, however, and Lysaught leaves the reader with some practical steps for working toward an art of dying.

	 In chapter 6, Michelle Harrington and Daniel Sulmasy interweave philosophy, theology, and medicine in an exploration of the role of spiritual preparation in a contemporary art of dying. Building on Lysaught’s observation that the rituals and practices of the Ars moriendi are meant largely for spiritual preparation for death, they address the aims of the patient autonomy movement to take control of dying and death. Through a narrative account of the life of Saint Francis of Assisi, they show that there is a freedom to be gained in choosing how to live in such a way that we may die well. The repercussions of death itself, they contend, might produce the greatest freedom.

	 The Ars moriendi, as developed over several hundred years, was practiced within the context of community. In chapter 7, the ethicist-theologians Autumn Ridenour and Lisa Cahill build on this notion as they address the role of community in the articulation of a contemporary art of dying. They question whether conventional interpretations of patient autonomy best serve the dying patient, and argue instead for Kant’s notion of relational autonomy, which, in their view, corrects overly individualistic conceptions of autonomy. They show how current bioethical and philosophical views of personhood both clash with and support their call for a relational autonomy, and they conclude with practical ways in which patients, their communities, and health care professionals can collaborate to promote improved care of the dying.

	 The chapters in part III address special cases at the deathbed. In chapter 8, the ethicist and pediatrician John Lantos takes up the subject of the deaths of children. Attempting to make sense of the deep suffering and “radical uncertainty” that accompany such deaths, he appeals to both narrative and empirical studies. Lantos shows that how we think about critically ill children and how we care for them and their parents are important to an art of dying. Care of dying children remains an important representation of society’s response to the most desperate suffering.

	 In chapter 9, the ethicist Daniel Callahan addresses special concerns at the opposite end of the spectrum. He invites the reader into a discussion of grief and of Alzheimer’s dementia, of the moral problems facing individual caretakers, and of the broader question of intergenerational responsibility of children to care for their parents. Callahan makes use of personal narrative to provide practical guidelines for the use of life-sustaining treatment for advanced dementia. His conclusions, like so many in this volume, are limited and cautiously optimistic, and he underscores themes articulated earlier by Ridenour and Cahill pertaining to the role of community in continuing to meet the needs of the dying.

	 In chapter 10, Peter Selwyn, a front-line “AIDS doctor,” revisits the bedsides of his dying patients, recounting the lessons learned from the early years of the disease, when no treatments were available and caregivers could do little more than stand with their patients in humble solidarity. Advances in drug therapies, however, have radically changed the nature of care for AIDS patients, and have threatened the unmediated human connection between patient and caregiver. Selwyn’s comparison of early and current approaches to care of patients suffering from AIDS offers insight to all who may be tempted to hide from their own anxieties about life and death behind a thin partition of machines, drugs, and statistics.

	 In the concluding chapter, I collect the themes that emerge from the preceding chapters and show how together they might contribute to the rediscovery of an art of dying. I respond to the concerns raised by Lysaught and, after reconsidering whether bioethics is in fact suited to the task, conclude that only a very robust bioethics could foster both the contemplation of finitude and the cultivation of community that would be necessary for a present-day Ars moriendi. Returning to the rich complexities of finitude and community, I outline the obstacles that impede progress. I conclude by identifying the areas that remain to be explored, recognizing that the contours of this exploration must themselves continue to shift as the needs of dying generations change.
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    2 Finitude

	 Jeffrey P. Bishop

	 Any attempt to reinvigorate an Ars moriendi in the twenty-first century first requires the acknowledgment and acceptance of human finitude. One cannot talk of preparing for death without accepting that death is a personal and real inevitability. By way of a narrative, I will describe human finitude in its epistemological, scientific, and existential senses, showing how both patients and doctors are necessarily subject to it. Yet, I also claim that grace is possible even when we suffer at the hand of finitude.

	 In contrast to the gods, human finitude governs meaning; finitude seems to be both destructive of human meaning and productive of it. A number of years ago, I was reminded of this paradox. I was the weekend general internist on call when a 29-year-old woman, whom I will call Elaine, was admitted to the hospital by the neurology department.

	 Four years earlier, Elaine had presented to an emergency department after a seizure. She was 32 weeks pregnant, and she and her husband Jim had been out shopping for the baby’s nursery. A CT scan of Elaine’s head had shown an astrocytoma, a type of brain tumor. The name of the tumor is, in part, descriptive of how it looks, because it spreads throughout the substance of the brain with little “star”-like arms moving in every direction. Her tumor was staged as a grade III astrocytoma. Elaine decided to delay her treatment until after delivery. At 36 weeks, she gave birth to a healthy boy, who was named Jacob. Shortly after delivery, she underwent brain surgery and then radiation. After the treatment course, she was slightly more emotionally labile and had lost some of her inhibitions, but she was alive and able to care for her son.

	 A few weeks before I met Elaine, a head scan showed a recurrence of the astrocytoma. This finding was to be expected; grade III astrocytomas nearly always recur. Her neuro-oncologist decided to place her on a high dose of dexamethasone (a steroid that reduces inflammation and swelling) in addition to chemotherapy; she tolerated this treatment pretty well. Then, three days before I met her, she developed diarrhea, fever, and light-headedness. Her blood pressure was low, and she had a very low white blood cell count (WBC): 2.0. Taken together, her symptoms (diarrhea, fever, and light-headedness) and signs (low blood pressure and low WBC) suggested an infectious diarrhea. The physicians in the emergency department sent urine and stool samples for culture and discharged Elaine. In my opinion, they should have admitted her that day. Two days later, she called her neuro-oncologist, who sent her to the hospital again; this time, she had dangerously low blood pressure and WBC count, low sodium, high potassium, and significant kidney impairment. The neuro-oncologist called me in to see her, because she was gravely ill.

	 When I saw Elaine, she had a wild-eyed look—a look I had seen only a few times. Most people are lethargic, or not quite with it, when they are dying. A few are bright-eyed and able to answer questions, but their answers are a bit off. Elaine was just that way: bright-eyed, edgy, not quite right, but still conversant, almost vibrant, but dying nonetheless.

	 Elaine’s heart was racing, her blood pressure was low, and she had profound electrolyte and acid-base abnormalities in her blood. She was breathing too fast. I took blood cultures, administered intravenous fluids and antibiotics, and gave her a dose of hydrocortisone to treat her adrenal problems. She was critically ill, probably in septic shock, and in need of immediate intervention if she was going to survive. I could tell that she knew she was dying (patients often know these things) and the strong face, the wild-eyed look, was in part an attempt to reassure loved ones that everything was going to be fine. Despite the fluids and the hydrocortisone, her blood pressure didn’t improve and her blood became more acidic. Not only did she need a breathing tube because of her acidemia and her respiratory failure; she also needed it to help increase her oxygenation. Before I intubated her, I asked Jim to bring Jacob into the intensive care unit so that Elaine could see him for what would be the last time. She held him, kissing his cheeks and forehead. When Jim left the room with Jacob, Elaine was coherent enough to recognize the gravity of her circumstances.

	 Our finitude threatens all that we value, and the fact of our finitude brings into relief what we value most.
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