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Praise for THE GOOD DEATH





“Transforming death to a subject discussed openly by the dying, their families, and the medical community is the greatest value of this book. The Good Death receives my strongest endorsement and should be read by physicians and lay persons alike.”

—S. Jay Olshansky, Ph.D.,
Journal of the American Medical Association




“The Good Death addresses what may be the most important and least discussed issue facing Americans today in an extremely authoritative, accessible, and ultimately riveting way.”

—Richard B. Patt, M.D., M.D. Anderson Cancer Center, Houston, Cochair of the International Association for the Study of Pain, Task Force on Pain and AIDS




“A sweeping overview of dying and end-of-life care in contemporary America. The poignancy of these stories and the clarity and force of Webb’s investigation provide a foundation from which to explore what ‘dying well’ can mean.”

—Ira R. Byock, M.D., author of Dying Well




“With the no-nonsense stance of an award-winning journalist and the compassion of a natural healer, Marilyn Webb takes us with her into death’s secret places.”

—Rachel Naomi Remen, M.D., author of Kitchen Table Wisdom




“The Good Death is simultaneously informative and affecting. In advising readers on how to prepare for what must finally remain a mystery, Webb speaks to … a generation respectful of technology but increasingly skeptical that it holds all the answers.”

—Winifred Gallagher, The New York Times Book Review




“Ms. Webb is an extraordinarily gifted writer whose analytical abilities and compassion make for an incredible book. There is simply no match for her work.”

—Stuart Lazarus, President, National Hospice Foundation




“Marilyn Webb’s exhaustive research gives us a superb overview of dying today, enabling us to face our inevitable ends intelligently.”

—Derek Humphry, author of Final Exit




“The Good Death is an excellent resource for us all, though we may deny that we are all mortal and must face the inevitable. With the proper resources, death can be a healing. Read on and learn.”

—Bernie S. Siegel, M.D., author of Love, Medicine, and Miracles




“The Good Death is the story of the remarkable possibilities for grace in the very human process of fully dying. Marilyn Webb traces the growth of the gift that modern medicine has given us in prolonging life and the new medical, psychological, and spiritual paths for using that extra time to prepare well for the extraordinary moment of death.”

—Stephen Levine, author of Who Dies? and A Year to Live




“Even as Marilyn Webb put the finishing touches on The Good Death, assisted suicide had come before the Supreme Court for legalization.… Since then, the nation has struggled with myriad legal, physical, and ethical sides to the issue of assisted suicide.… Whatever your approach, you’ll want to spend time with The Good Death, whether relishing or reeling from the stories or just pondering the values that shape the culture of death.”

—Amazon.com




“Last year, while reporting on Florida’s assisted suicide case, I began to collect books on the subject of death and dying.… Now, with the arrival of Marilyn Webb’s book, I can throw away all the others.”

—Jeanne Malmgren, St. Petersburg Times




“Moving and comprehensive … Webb provides in-depth information on the medical and insurance establishments, aggressive treatments for terminal illness, pain management, resuscitation, assisted death, and other issues. The result is, paradoxically, a joy to read.”

—Don Wallace, New Age journal
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Foreword

As medical treatments became more effective at extending life in the latter part of this century, the physician’s age-old duty to treat suffering and provide support for dying patients and their families was largely forgotten. Death became viewed as a medical failure rather than a natural and inevitable part of the life cycle. Beginning with Elisabeth Kübler-Ross, and later with the hospice movement, American medicine began to refind a vision about caring for dying patients. Careful attention to pain and other physical symptoms is the foundation. When patients are relatively free from physical suffering, they are better able to attend to the psychological, social, spiritual, and existential aspects of the final phase of their lives. The dying process is in no way simple or uniform, but when approached with skill and caring by medical professionals, death can usually be made meaningful, or at least tolerable, for most patients.

There is ample evidence that we in medicine do not always do an adequate job providing palliative care for our dying patients. Yet, it is hard to find a more contentious issue than whether a physician should help a suffering patient to die. Too many patients still die in acute care hospitals where their final days are dominated by futile technological interventions that aggravate rather than alleviate suffering. Because of reluctance by both medical professionals and families to face the possibility of death, hospice care is frequently offered very late if at all. Many patients are thereby deprived of the opportunity to achieve a meaningful closure to their lives, to say nothing of losing access to adequate pain relief and a multidisciplinary team of support services. Many doctors, patients, families, and regulators still have unrealistic fears about addiction, and insufficient knowledge about the potential effectiveness of modern pain relief. Although there are signs of improvement, physicians are still not adequately trained to communicate openly with dying patients and families, nor to provide pain management. Furthermore, the multidisciplinary team support at home for patients on hospice programs is available only to those with proper insurance and a relatively certain prognosis of six months or less. Hospice programs work for patients with cancer, but for those dying more slowly and uncertainly from cardiac, respiratory, or neurological diseases, access to similar systems of care is unavailable. With all these inadequacies, how can we possibly talk about doctors’ more actively helping some of their patients to die?

I have never met a terminally ill patient who actually wanted to die, but I have met many who want to stop living the way they are forced to as a result of their disease. Such patients definitely exist, and not all of their dilemmas can be solved by improving access and delivery of palliative care. In fact, we negotiate openly with these patients if they happen to be on a life-sustaining treatment such as a mechanical ventilator, kidney dialysis machine, or feeding tube. There is a societal consensus that these patients should be “allowed to die,” and physicians are implored to listen more carefully to their requests. However, for patients whose suffering is similarly severe and unrelievable, but who aren’t receiving life-sustaining therapy, many in our culture are willing to question and devalue their requests, and suggest that doctors should be prohibited from responding. Many physicians do provide potentially lethal medication in response to these requests, but they do so in secret, without the benefit of consultation by those with expertise in palliative care. Unlike the cessation of life supports, where we utilize our most experienced clinicians in the decision-making process to ensure that all possible alternatives have been considered, the practice of physician-assisted death is almost completely underground, and kept that way by laws that are completely unenforced as long as one does not publicly talk about it.

Is this secret, arbitrary, unpredictable process better for patients and families than a more open process subject to safeguards and mandatory consultations? Many patients fear dying in the midst of severe, unrelieved suffering that their health-care providers will be afraid to address because of the legal and ethical uncertainties. Yet those who know that their physicians will be responsive can spend their last days, weeks, and months free of the worry that if their suffering becomes extreme, they would not have access to an escape. In reality, few persons will need such assistance if they receive adequate palliative care, but the freedom from fear is very important to many who have witnessed severe suffering by a family member or a loved one.

Of course, there are many frames of reference that must be considered in addressing this complex topic. Suffering patients and their families have the most compelling interests, but the interests of potentially responding physicians must also be considered, as should the potential effects on the larger communities of patients and physicians. Physician-assisted death intersects with clinical medicine, ethics, law, religion, and public policy. It touches on individual liberty as well as on the kind of commitment and responsibility we want doctors to have to their dying patients. There is an inevitable tension between the narratives and experiences of real individuals and the interests of the larger community. The challenge is to create a public policy that ensures access to palliative care as the standard of care for the dying, that is responsive to individual persons whose suffering becomes extreme in spite of unrestrained efforts to care, and that at the same time protects other potentially vulnerable populations. With 40 million Americans currently uninsured, and medicine in the midst of radical reform driven much more by cost containment than quality improvement, the stakes of this debate could not be higher or more complex. Are these forces more dangerous in a secret or an open system? Is not the cessation of life supports subject to similar pressures? How does keeping some dying patients alive against their will protect the larger community?

Many pundits addressing these issues overemphasize one side or the other in this debate in support of their ideological positions. Thoughtful, accessible reviews with a balanced, unbiased presentation are rare. Marilyn Webb’s remarkable book provides such a synthesis. Her approach integrates landmark legal cases, personal interviews with nationally known experts from a variety of disciplines and points of view, literature reviews from pain management, hospice, law, and medical ethics, and personal narratives by patients and families with firsthand experience. The result is a highly readable integration of ethical, legal, religious, and clinical perspectives, in a historically accurate account of the evolution of the American way of death over the last thirty years that emphasizes the persons involved and their families.

Those who find themselves struggling in the middle ground of today’s “right to die” movement—feeling we should be able to respond to troubling cases, but worried about the social consequences in today’s complex world—should read this book. You will find no shortage of complexity, nor any overly facile conclusions. The Good Death should improve your depth of understanding and your ability to look at the issues in the context of recent history and clinical reality. Since we all have to die at some point, we should learn to explore the middle ground in all of its complexity and ambiguity before our own time comes.



—Timothy E. Quill, M.D.
    Professor of Medicine and Psychiatry
    University of Rochester School of Medicine


Introduction

Americans commonly claim that we are a death-denying society. Mostly, though, we are simply unfamiliar with death—at least with the kind of dying that most of us actually face. At the turn of this century, most people died quickly and at any age. The average age at death was just forty-six years old, and most people died of infections and accidents. Now, however, most of us will live into old age. Three-quarters of Americans die after age sixty-five, and the average age at death for adults is nearly eighty.

Until the last half century, young people would become familiar with death when siblings and parents died. Now, most of adulthood passes without personal contact with dying. Often we become caregivers for a loved one who will be “sick unto death” without any sense of how that person or the family could live well under the shadow of death—and we have so little guidance. Our popular culture almost completely ignores the life experience of people with serious chronic illness that will end in death. No evening television shows tell the story of old people slowly dying. Even newspaper obituaries tell the deceased’s life story only until retirement—and say nothing of the life that was led in the ensuing twenty years, including telling nothing about the dying except its putative “cause.”

We are a nation that desperately needs stories—perhaps even myths—about dying to provide some guides to appropriate roles and worthy behavior. For a long time, my elderly patients claimed that they would not want to survive “like Karen Quinlan.” The fate of being persistently unconscious yet still breathing is exceedingly rare. Nevertheless, the shared mythic figure gave us all some language by which to communicate the claim that some fates are too awful to condone. Recently, the decent, even graceful, dyings of Jacqueline Kennedy Onassis, Richard Nixon, and Cardinal Joseph Bernardin have told stories which celebrate a style and pattern of dying.

Marilyn Webb here tells some much less public stories, mostly of people whose lives will soon end, and who are finding ways to have worthy lives. The stories are richly spun, enough so that one can tell whether one’s own experience might follow that path or might find it unwelcome.

Any retelling of such a story must fail to tell it all. The storyteller has a perspective and has to craft a coherent tale. There is always more to be said, and not all of it can be said coherently. However, this is the strength of stories, not their shortcoming. The stories are not the stuff of myth. The people are real enough to be flawed and the stories complicated enough to avoid simplistic summary. Readers can engage this book as interesting tales of our age, or as a cafeteria of experiences from which to pick and choose as one contemplates what to admire in good dying, or as a reminder of the array of often-ignored possibilities in shaping one’s life at its end.

At the close of the twentieth century, America is at a crossroads. One of the fondest hopes of the start of the century surely was that most people could live long and mostly healthy lives. As we learned in childhood fairy tales, having the genie grant the wish does not ensure that the wish maker will be happy with the outcome! Within the first quarter century of the next millennium, we will nearly double the aggregate challenge of disability in old age. Death will once again come back home, as we will not use hospitals for most who are old and dying. Families and nursing homes will have to learn how to make good on the promise of old age, even with illness and disability. The shortcomings that these stories illuminate are real—people really don’t know how to talk about or plan for dying, services to relieve pain are unreliable, costs of care are often crippling, and many people have little help in finding meaning and cherishing their own lives.

We could do better. We could set about reshaping our social institutions so that the end of life is worthy and valid, comfortable and comforted. Some of what needs to be done lies in the realms of public policy and professional education—to change Medicare reimbursement formulas, to demand measurement of the quality of care, and to learn the new sets of skills for professional caregivers, for example. However, much improvement requires that we once again become familiar with what is possible, and that we reinvent a meaningful language. For that, we need stories, and those you will find here.



—Joanne Lynn, M.D.
    Center to Improve Care of the Dying
    George Washington University


A Personal Introduction

During the six years it took to research and write this book, people often asked me whether it wasn’t depressing, even morbid, to report about death in America. They were surprised when I said that not only had this been the most inspiring work of my life, but the most magnificent times were spent with people who were dying.

I came to this book haltingly, no doubt out of personal need, but in the end I realized I had been preparing to do this book all my life. I was a child of the fifties, when death was not spoken of, especially not to children. So when death came, it came as a shock.

I was sixteen when my sister died, and she was thirteen and a half. Her name was Netta, after my mother’s sister, Nettie, who’d also died at thirteen and a half, when my own mother was sixteen.

Nettie was run over by a hit-and-run taxicab driver one afternoon on her way to buy bread for dinner. She lingered in a Brooklyn hospital in a coma for nearly a month before she died, but the family had known it was just a matter of time.

It was different with my sister. Netta died in 1959 at North Shore Hospital on Long Island, after she’d been sick for three years. We thought all along that modern medicine would cure her.

Netta contracted nephrosis, a kidney infection, as a complication of a strep throat when she was ten. Those were the days just before kidney dialysis or transplants. What she had was fatal, but I never knew, not for any part of those three long years it took her to die. I later learned that her doctor had told my father, but he’d tried to “protect” my mother by not telling her. The doctors went along with the lie. My mother still says she never knew. She functioned on dreams, fantasies of medical miracles, and denial.

I lived in dreams of my own. I remember nights of dreams pockmarked by noise outside my bedroom door. My room was at the end of a long hall; my sister’s was closer to my parents’ room, the bathroom between her room and theirs. Many nights they were all up, dashing back and forth from their bedrooms to the bathroom. Sometimes I’d wake up and get ready for school with just a neighbor in the house, telling me that my parents had to take Netta to the hospital once again.

The last time I saw Netta alive was a Friday afternoon, the day before I went off to a boarding school weekend dance. By then, I’d already gotten used to what I saw. Her body had swelled, she’d grown weak, she’d long been vomiting blood, her skin had yellowed. She never complained, but—also by then—she’d become nearly tyrannical toward me. Maybe I should have known the end was near when she gave me her favorite food—vanilla ice cream.

When I returned on Sunday evening, my house was filled with people, many of them strangers. My mother was in the living room, crying. Crowds enveloped her. That wall of people soon symbolized for me the muzzle our family put on talk of death.

Years later, I discovered that Netta had had a final heart attack while my mother rushed to change the sheets on her hospital bed. She’d soiled herself—as frequently happens in death—but my mother didn’t know, or couldn’t admit, that Netta was in the process of dying.

When I came home, someone at the front door merely told me that Netta had died, and also that my mother needed me to be strong. It was better if I would try not to ask too much. Our family shut down. I imagined that Netta had died in great pain, and the not-knowing made me scared. I didn’t know what death was; I wasn’t prepared, nor was I helped afterward to understand or to grieve. I adopted a pose of black humor, with a literary twist. I called Netta’s story “Death by Vanilla Ice Cream.”

In 1963, while I was away at college, my father died. He went to dinner and never made it home. The police found him slumped over the steering wheel, his car parked around the corner on the side of the road. My mother later identified him in a drawer at the morgue. They said he’d had a heart attack. I thought he’d died of a broken heart.

We never talked about this death either, but this time there was something more: My dad and I had been in the midst of a feud about someone I was dating. No surprise, we broke up, but my relationship with my father remained unresolved. Now I was filled with guilt, unfinished business, and anger. I called this story “Death by Bad Boyfriend.”

Over the next few years, all four of my grandparents died. By then, my family—or what was left of it—began using black humor, too. On a scale of deaths, my paternal grandfather’s was the best: He died at home at the age of ninety-five, sitting in his dark leather chair, feet up, reading the Wall Street Journal. It was still open to the page with the stock market quotes when they found him. On that day, Grandpa’s stocks had gone way up.

I’ve since learned that the way death occurs in families has tremendous weight and can leave a legacy that is lasting. Those deaths that are good pull families together and leave a legacy of peace. Those that are bad leave a legacy of grief, anger, and pain that can continue across many generations. Our family used silence, which compounded the pain. And I’ve since learned that our way was no different from that of most families in America.

When my sister became ill, antibiotics were still so new that her doctor didn’t even know the correct one to prescribe for her infection, and later, as her kidneys failed, there were no dialysis machines or transplants. My father died swiftly because that was what heart conditions meant at the time. But America was on the cusp of enormous change.

Today, thanks to modern antibiotics, heart bypasses, cancer treatments, organ transplants, life-support equipment, dialysis, and intravenous fluids, medicine has changed the way this nation dies, giving us a life expectancy at birth of an extra twenty-seven years since the turn of the century. But, as I discovered in researching this book, it has also made the dying process harder.

In defeating many previously lethal diseases, new ailments have taken their place that keep people in long-term decline and even less clear than my family was about when an illness is likely to lead to death. Medical success may have even allowed death to become more hidden, lulling Americans into losing knowledge not just of the physical process of dying, but of the psychological and spiritual dimensions of death.

This was brought home to me by a later family death. My stepfather, Macy, was a funny, street-smart attorney, but during the mid-1980s, this ruddy and raucous man began dying inch by terrible inch of Alzheimer’s disease.

Like D. Hale Cobb III, whom you will meet in Chapter 7, as his dementia grew worse, his doctors continued to treat his physical ailments aggressively—heart attacks, diverticulitis, infections, pneumonia—as if there were something they might do by treating his body that would also cure his mind. All of this in the face of our explicitly stated family wishes against such treatment. In a way, it was lucky his mind was gone because Macy’s death was so slow and so debased that had he known what was going on he would have been humiliated beyond all enduring.

My stepfather had already lost track of our names and faces when he was hospitalized for pneumonia. One day I found him sitting alone in a regular chair. He wasn’t braying, or hanging off his walker or wheelchair, or cursing, as he usually did. In fact, he looked almost normal. He turned to me when I walked into the room, and with full recognition, he said, “Your father was here to see me this morning.”

By then, my father had been dead for twenty-five years. My stepfather had never met him, nor did he know a lot about our relationship, yet when I asked what my father had to say, he answered, “He told me to tell you that he loves you very much, even though you don’t think so.” He also said some personal things my father would likely have said, things my stepfather could never have known. Then he went back to his braying.

Over the next few months, this incident ended up unraveling and ultimately healing my unresolved anger with my father. It also made me realize that far more is going on as we prepare to die than medicine might have us think.

Journalists cope with their personal lives by writing stories about other people. After Macy died in 1989, I wrote an article for New York magazine about how Americans are coping with the vastly altered landscape of modern medicine and with illnesses like Alzheimer’s, cancer, and AIDS.

I realized at the start of my reporting that individual deaths—like those in my family—are played out against a vast scope of medical, legal, social, cultural, political, and financial issues. I began to search this larger background, trying to examine death not just as the private ordeal it always is, but as part of an enormous and shifting social fabric.

I learned that such cataclysmic changes are occurring in how we die that these issues may well be among the most crucial challenges we face as we enter the twenty-first century.

A confluence of crucial events occurred in June 1990 that set in motion many of the debates that continue to this day.

• Dr. Jack Kevorkian, a retired Michigan pathologist, helped Janet Adkins, an Alzheimer’s patient from Oregon, die in the back of his rusty Volkswagen van, using a makeshift suicide machine.

• Dr. Timothy Quill, a former hospice physician from Rochester, New York, helped Patricia Diane Trumbull, a leukemia patient of his, die by giving her a prescription for “barbiturates for sleep,” knowing that she would take them when she felt it was time. To protect him and her family from prosecution, she would have to take them and die alone. Dr. Quill later sued the State of New York, challenging its law prohibiting physician-assisted suicide and became one of the plaintiffs in the cases before the Supreme Court in 1997.

• The U.S. Supreme Court decided in the case of Nancy Beth Cruzan—a thirty-three-year-old woman who lay comatose in a Missouri hospital, subsisting on a feeding tube and in a persistent vegetative state—that patients legally could refuse feeding tubes, just as they could any other medical treatment, even if that refusal meant death. The Cruzan decision spurred Congress to pass the Patient Self-Determination Act, requiring hospitals and nursing homes to let patients know they had the right to sign an advance directive about the kind of treatment they preferred at the end of life.

• Eighty-six-year-old Helga Wanglie had just been brought to the Hennepin County Medical Center in Minneapolis, Minnesota, on life supports after suffering both cardiac and respiratory arrests. By July, doctors had diagnosed her as being in a persistent vegetative state and recommended removal of the respirator and feeding tube. The Wanglies refused, arguing that Helga was a religious woman who would have wanted to continue treatment. The following February, the hospital filed court papers requesting that a new guardian be appointed to make medical decisions for Helga, replacing Oliver Wanglie, her husband of fifty-three years. This was a legal landmark, the first time physicians had sued to discontinue treatment against a family’s wishes. The judge ruled in favor of Oliver Wanglie’s right to make decisions on his wife’s behalf.

Changes in medicine and the law have now penetrated into the most intimate areas of life, confounding all our prior ways of handling illness and death. As this book was being finished, the Supreme Court ruled on the issue of legalizing assisted suicide. The nation as a whole was struggling with what improvements might need to be made in health-care finance and in the care of the dying. More significant, it was also struggling with the question: When it comes to each of our own deaths, who decides? and how?

Although the high court ruled that assisted suicide is not a constitutional right, it challenged the medical profession to improve care of the dying and threw back to the states the right to create local legislation. In 1997, 60 percent of Oregon voters made theirs the first state to legalize physician-assisted suicide. By 1998, however, 70 percent of Michigan voters had rejected it, several state legislatures—including Michigan’s—had created laws against it, and Congress had debated a federal ban on doctors prescribing lethal medications for aid in dying. This is an issue that will not go away, but this book focuses on much more than the right to live or die.

In undertaking this book, I wanted to take death out of the shadows of secrecy. I wanted to talk to those who are dying about what their dying is like, to learn more about what happens to our fading bodies and minds. I wanted to look at how the seriously ill and dying are treated, and what we might do to bring about an eventual good death for ourselves and for those whom we love.

That search set me on a lengthy investigative path. For six years I immersed myself as a reporter in America’s medical and healthcare system, probing the medical environments and styles in which most people die.

At the very beginning of my work, I practically moved into the inpatient unit of Cabrini Hospice in Manhattan for a month. There I spent days and nights with patients and staff members and was lucky enough to learn at the start about the psychological dimensions of dying. My guide was Sister Loretta Palamara, one of the most gifted people in the care of the dying that I have ever met, who died of a cerebral hemorrhage just as I was finishing this book.

At Cabrini Hospice I also met two extraordinary patients. Audrey Hill, who died of ovarian cancer, helped me understand the spiritual dimensions of dying, and that those moments like the one I had with my stepfather are available to many, if we know how to listen. Peter Ciccone, who died of AIDS, was the first to show me that pain management in America is not always what it could be.

They were the first of some fifteen patients and their families who allowed me into their lives, who let me follow them, talk with them—in person, on the phone, at their deathbeds—week after week, month after month, telling me in detail what they were feeling and thinking, nearly until the moment they died. I am particularly honored that except in those few places noted in the text, everyone I interviewed or wrote about allowed me to use his or her real name. They helped me to know the dying process itself, and in sharing that process with me, they allowed me to reshape the private puzzle of my life. It was an immense gift, and for that I will always remain grateful.

Needing to understand more, I began attending intensive medical training seminars at major teaching hospitals and their nursing home affiliates. I also went to conferences held by professional organizations—for example, the American Society of Clinical Oncology, the National Hospice Organization, and the Academy of Hospice Physicians—and to workshops and training intensives on more highly focused medical issues held by a variety of medical groups.

I crisscrossed the nation, going to small communities like Pass Christian, Mississippi, or Sebastian, Florida, places where there are modest hospitals and quieter ways of death, and visiting or interviewing those at large teaching hospitals and medical centers in New York, Detroit, San Francisco, New Haven, Washington, Boston, Los Angeles, San Antonio, Chicago, Minneapolis, Montreal, Philadelphia, and Houston.

I went on cardiology rounds at Mount Sinai Medical Center and to pain management sessions at Memorial Sloan-Kettering Cancer Center and Beth Israel Hospital, all in New York City. I visited palliative care centers and hospices like the Royal Victoria Hospital in Montreal, the Hospice of Michigan and its inpatient affiliates at the Detroit hospitals, and the Coming Home Hospice in San Francisco’s Castro district.

To learn what doctors are taught about dying I studied textbooks—often under the guidance of medical school faculty members—used in the best medical schools today. I focused particularly on texts on internal medicine, pain management, and palliative care. And I pored over the history of medicine in the reading rooms and rare book rooms of the New York Academy of Medicine’s vast library. I also interviewed nearly three hundred physicians, nurses, and health-care workers about their work, their training, their relationships with patients, and about their general understanding and views of modern medical care.

Among those interviewed were people who now play a significant part in our modern saga of dying—familiar names like Dr. Elisabeth Kübler-Ross, Dr. Joanne Lynn, Dr. Jack Kevorkian, and Dr. Timothy Quill, as well as countless other people actively involved on the front lines in shaping, and changing, our American culture of dying: doctors, nurses, psychologists, social workers, hospice volunteers, hospital administrators, ethicists, lawyers, spiritual advisers, and philosophers on death.

While I talked extensively with Jewish, Catholic, and other Christian clerics and theologians, I also explored how influences from the East, particularly Tibetan Buddhism, are changing the terrain of dying in America. And I reported on the new kind of spirituality emerging from hospice care and from popular accounts of near-death experiences.

I was also interested in differing political points of view and what impact they have on our care of the dying. To that end, I interviewed people with diverse opinions—from pro-choice liberals involved with the Hemlock Society, Choice in Dying, and AIDS organizations to pro-life conservatives involved with the National Committee for the Right to Life, or disability activists with a group called Not Dead Yet.

I tried to understand the new ethical and legal issues involved in dying, spending a month as a journalist-in-residence at the Hastings Center in Briarcliff Manor, New York, and interviewing noted end-of-life attorneys and ethicists. I listened to the families who were key to the growing body of ethics and case law that we are learning to live by—the Quinlans, the Cruzans—and I talked with their lawyers, their doctors, their priests.

When I began reporting, I could not understand why someone might want to die in the back of Dr. Kevorkian’s rusty van. Now I do. But I also learned that if we are to have good deaths, the culture of dying needs to change.

These needed changes involve the information we are given and the way we make our own personal decisions. They also involve altering the sociomedical context in which we die. We need to change the way ill patients are treated, the way health-care financing is handled, the way we care for those who are at the edges of life. I also learned that there is hope, since many of the changes that I found were needed in medicine, end-of-life care, and the law are now being addressed.

In the past year, I have again been crisscrossing the country, speaking about death and dying at medical conferences and in communities large and small. In these “town meetings,” I have sensed the birth of a new grassroots movement fed by the personal experiences of tens of thousands of people with a story to tell about the death of a loved one gone bad. Hearing these stories is like lighting a match in a room filled with gas. People want to take immediate action to improve how we die. But all of us—health professionals, families, and the dying alike—need language, tools, and networks of support to make this happen.

Surely, none of us wants to die, but there are decisions to be made that can make our dying easier. Each person, of course, will make his or her own choices and they will not be the same for everyone. I have learned in writing this book which choices can help make death less painful.

All decisions require open conversations rather than secrecy about death. Against the backdrop of confusion and sorrow that is always there when someone we love dies, I have also learned something more: It is possible to have a good death in America, but as a nation that has grown used to medical miracles, we now have to develop the will to learn how to bring closure to life when a cure is no longer likely.
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Dying Well:
The Death of
Judith Obodov
Hardin

Except for the fact that his mother died, the summer he was ten was the best summer of Justin Hardin’s life. At least, that’s how he tells it now that he’s fourteen.

That year, he moved with his mother, Judith, his father, Moh, and his five-year-old sister, Cecily, from Nova Scotia to a house high on a hill in the Sangre de Cristo Mountains of southern Colorado. Standing on their front deck or looking out through the picture window in the living room, Justin could see over the San Luis Valley for two hundred miles. Inside, standing in front of the picture window, he could look up through two huge skylights and watch traffic jams of clouds traveling above. At night, when Justin loved it best, if he tilted his head back and squinted hard, he could see clear through the black sky and beyond, into a kaleidoscope of galaxies and stars, and imagine universes filled with the most awesome fantasies.

During the days, Judith would swing in her hammock, strung outside the deck between two tall pine trees. When it was hot, a window fan would blow on her, propped up on the grass and plugged into an extension cord that wormed its way to a socket back in the bathroom. She was like a squid feeding on the house. Near the extension cord lay another tentacle, this one fatter and clearer, a tube that brought her oxygen wherever she went, seeping through two little prongs in her nose.

At night, Judith slept in her La-Z-Boy recliner in the living room in front of the picture window, directly beneath the skylights—an egg being cooked by the moon. And every third night Justin would have a “spendover,” those nights when he’d sleep on the couch beside her, under the stars and that moon. Before they went to sleep, he and Judith would play Monopoly or Gameboy, or read aloud to each other from novels.

One novel they read over and over. It wasn’t something out of great literature, something Judith picked to be sure Justin thought great thoughts. It was a book called Borgel—his all-time favorite. “It’s about this kid whose uncle—whom he didn’t even know he had—comes and takes him in a car that turns into a spaceship and they fly out into space,” Justin says. “Halfway through the book, you realize the uncle is trying to find this big monument in space to show him. In the end, they find it, but it turns out it’s a giant Popsicle. It’s a really cool story.”

But mostly, they’d just stare at the stars and talk, especially when they both woke up in the middle of the night, which they often did. By that summer of 1990, Judith had been fighting breast cancer for three years. Yet now, even four years later, Justin still thinks of that time as totally magical.

Judith was dying, and everyone knew it. Weird as it sounds, that’s probably what made the summer so special. “It was so quiet and peaceful,” Justin says. “There weren’t any screams and tears. Nobody got in any big fights. Everything was just focused on her dying. I felt closer to her than I ever had, because we spent more time together, just talking. We had that house on the hill and I built a fort outside and she slept under those big skylights. It was so beautiful.”

The thing Justin remembers most about Judith’s dying is the love that filled the house. It was euphoric and absolute. When he talks one hears one of those few people who have been completely and unconditionally loved by their mothers, even if for a brief period of time. There is a calmness, a certain wisdom, a feeling of confidence, a tinge of humility mixed with good-natured humor. Never had Justin felt so utterly surrounded by such intense, immensely accepting love. Nor had his father or sister.

“To us, it became just ordinary,” Moh says. “It’s what we did day after day. But when people came to visit, they were always blown away. Judith had gotten so thin, and she had this oxygen tube attached to her wherever she went, but she was so bright and had such a great sense of humor. Friends would say they never felt so much love and real caring.”

Watching Judith, holding her, being with her, saying good-bye, transformed everything her family and friends had thought before about death and dying. “She was so inspiring to be around,” Moh says. “It was like seeing her off on a great journey, very uplifted and humane.” The way she died taught them something profound: Awful, wrenching, painful as it is to lose someone you love, the process of dying isn’t necessarily terrifying. That feeling has changed the lives of Judith’s family.

Judith Hardin was just thirty-six when she died. Moh was ten years older. They were, though they didn’t know it, part of an American movement that is beginning to explore the notion of natural dying, much as the Lamaze movement explored natural childbirth several decades ago.

This movement affects not only those who are the Hardins’ age—baby boomers at midlife—but almost every American. People of the Hardins’ generation are now the nation’s caretakers: They are rearing children, succoring their ill and dying peers, and taking on responsibility for their often frail, elderly parents. At the same time, some are facing painful, early deaths of their own.

Just as members of this generation have altered everything else they have passed through in their life cycle—from sex to childbirth to marriage—they are now in the process of altering how Americans handle the experience of dying. What they are doing may well be the most important social change we will see as we enter the twenty-first century. This move toward natural dying is predicated on a revolution in medicine—on sea changes in medical technology and cultural thinking, on a revamping of end-of-life law, and on changes in the basic definitions of life and death.

Rather than being organized, this movement is a spontaneous, grass-roots response to how difficult dying seems to have become. To die “naturally” is to find a way to have a graceful death when the prognosis is terminal and further treatments are of questionable value. It is not a rejection of medical science, but rather an attempt to use the sophistication of modern medicine to treat—in a different, better way—those who are seriously ill or near death.

Just as medical advances—such as pain medications and fetal monitors—have been incorporated into natural childbirth, modern medications can be incorporated into natural dying, helping us manage pain or other uncomfortable symptoms at death. New laws have given us the unprecedented ability to say no to unwanted treatments.

This movement is an attempt to return dying to the intimacy of American families—whether it occurs at home, in a hospital, or in a nursing home. Like natural childbirth, natural dying is a way to cope with one of the great milestones in life, a movement searching for ways to bring closure to lives well lived, and to help us appreciate that all of life is about connections, relationships, and unconditional love. It is helping us feel comfortable again holding, kissing, caressing loved ones as they die, and reinvesting death with a new kind of sacredness.

Some of those involved are eminent physicians—many of them working in the most prestigious medical centers—who are worried about what they see as overly aggressive treatments that prolong life excessively and grant a paucity of attention to care that could give comfort to the dying.

Some are psychologists or philosophers in the process of developing new fields—for instance, medical bioethics or psycho-oncology (treating the psychological and emotional issues of cancer patients).

Some are hospice doctors, nurses, social workers, aides, or volunteers who believe that home care with social and nursing support and pain and symptom management is the best way to care for those who are terminally ill. But most are ordinary Americans—like the Hardins.

Judith first found the lump about two years after Cecily was born. She was taking a rare lazy bath that day, soaping up her right breast, and there it was, a hard little acorn hiding in the soft tissue. It had been about three years since they’d moved to Nova Scotia from Vermont, and life was good. She and Moh had bought a greenhouse in rural Maitland (about an hour and a half from Halifax), they had a lot of friends, Moh had a job he loved, writing government publications, the babies were thriving, and Judith adored running the greenhouse. She thought the lump must be nothing. Her mother and her cousin both had fibrocystic breasts.

But six months later, the lump was still there, so she consulted her doctor, who sent her to another doctor in Halifax for a needle biopsy. As Moh tells it now, Judith and that Halifax doctor didn’t get along. “Judith was one of those independent women, a Leo,” Moh says, “with long, flaming red hair and a fiery spirit. It sounds like this was an old-time male doctor who didn’t have much patience with women who asked a lot of questions and had their own strong opinions. And she certainly did.”

Not only did Judith come home from his office in tears—with her breast slowly turning black and blue where he’d poked her—but the doctor didn’t get the tissue he needed for the biopsy. Judith was so upset that she didn’t return to any physician for another six months—a wait, Moh says, “that probably had implications for her future.”

She stopped thinking about the lump. Judith had a knack for making friends, and one of the traits her friends most loved about her was how involved she got in listening to what was happening in their lives. She’d walk around hanging on to the phone, saying things like, “No, he didn’t!” and “How did it make you feel?” and “Then what?” She’d sit on the porch, making it fun for people to be around, organizing little outings like cross-country ski trips or telling lively, raucous jokes to cheer up friends. She’d agree, disagree, give advice, have intense, emotional fights, but she was always there when she was needed.

Judith wasn’t really beautiful, but with her long orange-red hair, her face full of freckles, her lean, tanned body, her sharp humor, her witty, foxy ways, she seemed more beautiful the longer you knew her. She was at home in Nova Scotia, rather like an Anne of Green Gables grown up and come back.

But in another six months, the lump was not only still there, it felt larger—maybe as large as a walnut now, but definitely bigger than an acorn. This time she went to a woman doctor. “That day Judith drove to Halifax with a girlfriend for a mammogram,” Moh says. “I remember no one was particularly concerned. But then she called me at work and told me it was positive. I was scared out of my mind.

“When she got home, Judith said the doctor wanted to do a full mastectomy as soon as possible, which was in three days. This was in December of 1987, right after Christmas. Cecily was only three and Justin was about to turn seven. They were going to do it on New Year’s Eve, that’s how serious they thought it was. All she wanted to do then was lie in bed and go to sleep. I was in shock. I remember going outside and thinking, ‘Who can I talk to, who will understand if I cry?’ ”

At that time Judith was thirty-three, Moh forty-three. They’d met in San Francisco when she was just twenty-two, wild, fresh out of acting school and Boston’s Emerson College. Moh was more sophisticated—a musician and a landscape designer who’d gone to Duke University, the best in North Carolina, where he’d grown up—and he thought he could tame her. He fell in love. Moh, the son of a Methodist minister, was a man who could be relied on—devoted, steady, loving, brilliant. He often thought that since he was Judith’s senior, he was the one in charge. But sometimes, especially times like this, he caught a glimpse of Judith’s vast emotional strength.

For the operation, her mother, Adele Obodov, flew in from Colorado Springs, where Judith had grown up. Adele, Moh, Justin, and Cecily all stayed at a bed-and-breakfast in Halifax to be near Judith. Fourteen of Judith’s women friends also took turns being with her at the hospital around the clock.

“Before the surgery Judith and I were alone in her hospital room,” Moh says, “and she took her breast out and said, ‘Good-bye, it’s been nice.’ I felt so embarrassed; I didn’t know what to do. Afterward, the doctor said he’d taken out fourteen lymph nodes and the cancer had spread to nine of them. It wasn’t twelve or fourteen, so it wasn’t the worst, but she had to start on chemotherapy the next morning.” That’s how Moh and Judith spent New Year’s Eve.

On the first day of 1988, Judith woke up with bandages where her right breast had been and a needleful of chemicals slowly seeping into her arm. She wasn’t given Adriamycin, one of the strongest chemotherapy drugs, which would have made her striking red hair fall out and menopause begin. Doctors were trying to avoid that, since she was so young. But over the next six months, she had to come back to Halifax every three or four weeks for four more chemo treatments targeted to her particular type of cancer.

Each time, she’d sit in a room in the hospital while the poison dripped into her veins. She could feel it going in, a sense of cold marauding through her body, like little frozen threads continually spreading. If it wasn’t done right, if even a drop got out of a vein and under her skin, it could cause a serious burn. She wondered why it didn’t burn the veins. But within a few hours, she began to feel it burn something deeper; her consciousness began to dim as the poison within her slowly started to work.

That was when the fear would come, when she and her oncology nurse would talk. Judith shared secrets with her that she didn’t talk about at home—fear of dying, fear of leaving her children, fear that they were too young to grow up without their mother. The nurse told her she’d seen chemotherapy work wonders, but that she understood why Judith would be scared. She had kids of her own.

Usually a girlfriend would drive Judith in for chemo. On the long drive back to Maitland, Judith would sit in the car, hoping to get home before the exhaustion set in. Then she’d lie in bed, rolled up in a ball under the covers, for three days, not eating. “The strange part of having cancer,” Moh says, “is that the illness doesn’t make you feel at all sick at first. It’s the chemotherapy that’s so rough. It sapped her energy, took away her spirit. In a way, it took away her very being, her sense of who she was, her confidence. And as soon as you begin to feel better, they zap you again. It made her sick for months.”

After the treatments ended, Judith was fine for almost a year. They decided to sell the greenhouse and move to Halifax to be nearer Judith’s friends. She wanted to be around women, have them there for advice and support. Moh got a job doing economic consulting for mining companies. Judith took charge of selling their greenhouse. She began looking herself again, tanned and lean and healthy, so much so that Moh felt he’d better start jogging lest he be the one who looked sickly and soft-bodied. Their lives slowly came back together. Judith was glad to be alive.

She found herself falling in love with Moh all over again. He’d been so loving, so supportive. She was glad to feel his body next to hers at night, to watch his eyes at dinner, to hear his voice when he talked with the children. And he fell in love again with her. She also realized how desperately she loved her kids. Only then did she begin to have nightmares about what it would be like to leave them. She’d wake in the night and find her pillow wet with tears. She’d roll over and cling to Moh like one half of a twin Popsicle, grateful to be there.

But within the year the cancer returned, this time in the skin around Judith’s mastectomy and in her armpit. The day they told her, Moh found her lying on the couch, just staring. For weeks after that, she hardly moved. Secretly, when her husband and children weren’t around, she would talk on the phone long-distance to her mother about her terror of dying.

Doctors cut out the lumps and she had another round of chemotherapy, which was stronger this time and made her sicker than ever. Her hair fell out in bunches, and though she wasn’t entirely bald, she mourned how much it had thinned. Then she had radiation, which she found wasn’t as bad. But with this recurrence, her prognosis grew more bleak. Her friends deluged her with books on breast cancer, books on treatments of one kind or another, but she found she didn’t want to read them. Judith was overwhelmed, and Moh and her friends began looking for other doctors to consult.

During this time, Judith’s mother flew from Colorado Springs to be with her, to help her, to talk with her. She must have gone back and forth six times. Judith’s father was ill, having attacks of nausea. Adele was trying to take care of him and run their family business, but Judith kept wanting her to come again and again. Finally they had a fight. Judith was asking for more than Adele could give.

Adele is a Holocaust survivor, one of a trainload of children smuggled into England from Germany during the war. Many of her relatives perished in Auschwitz. She didn’t want to lose Judith, but she had learned something about pain and survival. “Judith would say, ‘Mother, you are my strength,’ ” Adele says. “I knew I couldn’t be her strength. I wanted her to build her own strength, because I felt if she didn’t, she wouldn’t get through this. Most of the really important things in life you do alone. Your husband may be there with you when you have your baby, but you’re going it alone. You lose your mother or your father and you’re alone. You’re born alone and you have to die alone. But out of that fight—as terribly guilty as I felt at the time—I think Judith found her strength.”

Like many Americans, once traditional methods seemed to be failing them Moh and Judith began to look to alternative therapies for help. Reliable researchers estimate that 40 percent of all cancer patients, most of them highly educated like Judith, ultimately turn to alternative treatments when their hope for a cure is running out. A dying Steve McQueen went to Mexico to try laetrile when he had cancer. Michael Landon went on an all-juice diet before he, too, died of cancer.

When traditional medicine can’t cure by attacking the invading microbe or the marauding cancer cell through chemotherapy or radiation or surgery, other patients will do what McQueen and Landon did. They might also sign up for cancer camp, seek out self-help and meditation groups, try acupuncture, dose themselves with vitamins, take Tibetan or Chinese herbs, go on macrobiotic diets, or buy books on visualization—like those of Bernie Siegel, M.D., author of the best-seller Love, Medicine and Miracles. Most of these alternative treatments are based on Eastern views of medicine, which seeks to revitalize the body’s immune system so that the system itself, rather than drugs or chemotherapy, can fight off illness.

These therapies made sense to the Hardins. By the time Judith discovered her cancer, they had been studying Buddhism for more than ten years. (Buddhism often uses visualizations in meditation—imaginary images, like the mental pictures of a perfect high jump or spectacular dive that athletes create to help them achieve peak performance.) She and Moh liked the idea of using visualizations to try to battle cancer, of trying to stimulate the immune system by imagining healthy cells galloping through the body, sweeping away cells that had become sick. This new, self-help culture of illness also seemed a lot like the familiar self-help culture of natural childbirth.

In 1979, when Judith had had Justin, and again in 1984, when Cecily was born, they had prepared with the help of natural childbirth classes. Just as Moh had coached Judith then, he began coaching her now to fight cancer. “We found a book that was one of the early self-help programs for cancer patients, with visualization and relaxation exercises,” Moh says, “and we started doing them every night before we went to sleep. I’d say the visualization instructions out loud to her: ‘Relax, starting from your toes, going to your feet, to wherever.’ It’s hazy now, but you imagine yourself in a meadow, you create your own space so you can relax and find comfort. Then you visualize the cancer, with white knights coming in to kill the cancer cells. For months, we lay next to each other in bed and did this for twenty minutes almost every night before she fell asleep.”

But as the weeks went by, although the visualizations may have helped Judith sleep, they ended up having another, unexpected effect. “They set up the notion that you can heal yourself if you really want to,” Moh says, “and if you don’t [heal], you don’t want to get well. Judith began to feel guilty, thinking that if she couldn’t do it all right—if she couldn’t visualize well enough so that the cancer went away—then death was some kind of failure; it was all her fault. Finally, the whole thing made her mad.” She stopped wanting her friends to come over or call to tell her to try harder. Then, in the fall of 1989, she noticed new lumps in profusion.

The lumps were removed. Judith began relying more and more on the meditation practices she’d learned in her study of Buddhism. When a Tibetan Buddhist doctor came to town, she went to see him. He gave her a different kind of visualization: She had to picture cutting herself into little pieces and offering all her parts to the deities. The image was powerful—comforting, in a weird way, because it created a visceral feeling that even if the body is diseased, some other, healthy consciousness exists separate from the body and might conceivably live on.

She also plunged into ever more experimental treatments—shots of 714x, a black-market cure offered by a Montreal doctor; gulps of an underground drug, said to have been used by the Indians to cure cancer and produced by an old farmer in Arkansas who sent it in reused milk cartons; a seventy-year-old European treatment called anthroposophy, based on Rudolf Steiner’s teachings and practiced by a physician near New York City that Judith’s sister, Janet, told her about. None of
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