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Praise for Changing the Way We Die


“As a former hospice volunteer, I am thrilled to recommend Changing the Way We Die. Finally there’s a spotlight on a crucial conversation that has the potential to reduce the suffering of millions of people at the end of life. A must-read for anyone with elderly parents as well as those who want to be choiceful about their own lives.”

—M. J. Ryan, 
author of Attitudes of Gratitude and The Power of Patience


 



“Hospice is one of the truly humane innovations in our culture, and Changing the Way We Die not only shows why, it demonstrates the importance of treating death as part of the great mystery and privilege of being alive.”

—Sue Halpern, 
author of A Dog Walks into a Nursing Home


 



“My interest in the hospice concept began in 1978, and hospice has been my passion ever since. I watched and participated in its birth and have grown right along with its continued evolution. When I started reading Changing the Way We Die, Sheila and Fran had me from the introduction, and I was riveted to the last page. The book is thoroughly researched and documented. It is a comprehensive look at the hospice movement from its idealistic inception in the 1970s to today with its many challenges.


Changing the Way We Die is accurate and detailed. What lies upon its pages so needs to be said, examined, and hopefully addressed. I highly recommend this read for anyone directly or indirectly involved with end-of-life issues. I guess that means everyone, since all of us have to deal with the end of life sometime, for ourselves or those we care about.”

—Barbara Karnes, R.N., 
author of Gone from My Sight: The Dying Experience 
(“The Hospice Blue Book”)

 



“There is nothing to be afraid of within the pages of Changing the Way We Die, but there is a great deal to be learned. Using compelling stories about people from all walks of life, this book offers a preparatory primer for people contemplating the final chapter of life for themselves or their loved ones. It will also help those who struggle to understand the medical care that their loved ones receive in their later days. And it provides a calm and persuasive case for greater compassion toward people who are seriously ill, and those who care for them. If you invest a few hours in reading this book, it will help you avoid months of suffering for people you love in the days to come.”

—Stephen P. Kiernan, 
author of Last Rights: Rescuing the End of Life from the Medical System


 



“For an experience that is universal, the act of dying remains one of the least discussed aspects of American life. Changing the Way We Die is a welcome addition to a growing body of work that documents the benefits of hospice care. Inspired by the very different deaths of their fathers, journalists Fran Smith and Sheila Himmel embarked on an investigation of what is now a $14 billion industry, interviewing patients, survivors, and providers, and asking those at the doorstep of death: What do you want to do with the rest of your life? For even the frailest and sickest, there are choices. Enhancing the quality of life that remains is the principle of hospice, and this book is a valuable contribution toward the authors’ goal of lifting hospice out of the shadows.”

—Eleanor Clift, 
author of Two Weeks of Life: A Memoir of Love, Death, and Politics


 



“Changing the Way We Die honors patients, their families, their cultures, and their values. Many misunderstood concerns about dying are addressed. Most of all, this book celebrates the end-of-life dignity to which every person is entitled. I highly recommend this enlightening resource that adds significant layers of practical knowledge to death journeys everyone will experience.”

—Frances Shani Parker, 
author of Becoming Dead Right: A Hospice Volunteer 
in Urban Nursing Homes


 



“A wonderful book full of captivating stories of people’s lives. Fran Smith and Sheila Himmel tell the marvelous story of the history of hospice and rightly raise concerns about its destiny. As a clinician with almost thirty years of hospice and palliative care involvement, I urge readers to dig in, appreciate the writing, and learn from the lessons shared here.”

—Perry G. Fine, M.D., author of The Hospice Companion


 



“With almost four decades of steady growth since the first U.S. hospice program opened in New Haven, misconceptions still abound about this model of care designed to make life’s final chapter free of pain, peaceful, and fulfilling. Patients, families, and many clinicians still think it is a place where you go to die—and only after you have given up all hope for the quality of remaining life—instead of a highly skilled care team that comes to your home. The cost of those misconceptions is untold pain and suffering for patients receiving futile medical treatments in hospitals and ICUs, and the frequent complaint, “Why didn’t we know about hospice sooner?” Changing the Way We Die: Compassionate End-of-Life Care and the Hospice Movement attempts to shed light on these murky misconceptions with lots of stories about real people. Starting with their own fathers’ deaths, one with hospice and one without, the authors make it clear that dying is usually messy, ambiguous, and difficult. But that’s our birthright. They also show the ways that hospice can make the final chapter a time of poignant and meaningful farewells and wrap-ups.

They emphasize hospice as a way to live—not a failure, but an inevitable passage—once we ‘acknowledge that dying is not “if” but “when.”’ Finally, they delve into the unfortunate current complexities of profit-driven hospice companies and government crackdowns on hospice profiteering—both of which make it harder for the terminally ill to get the right help at the right time. But armed with the information in this book, readers may be better equipped to make choices that could allow the richness of living at the end of life that hospice at its best can help to facilitate.”

—Larry Beresford, 
medical journalist and author of The Hospice Handbook







For our parents,

 




Dorothy and Carl Smith 
Elaine and David Highiet







foreword

THIS BEAUTIFUL BOOK OPENS THE LID ON ONE OF THE most important treasures in our lives—how we can change the way we die. Changing the Way We Die reminds us that we often can choose to enter the embrace of hospice, with its deep roots in the heart of compassionate care.

Hospice in the United States has been a movement as well as a practice. Dedicated, sensitive professionals and volunteers bring love and care to those who are facing death, in their homes, hospital rooms, and freestanding hospices.

The words of patients and hospice people that fill this book reflect great wisdom and self-honesty. They are a testament to the vision of Dr. Cicely Saunders, the founder of the first modern hospice, St. Christopher’s, in England.

I was honored in 1972 to spend time in St. Christopher’s with Dr. Saunders. Hospice was just beginning to find a footing in the States. It is now a global practice and has given death the dignity it deserves.

I am grateful to the authors of this inspiring book.

 



Joan Halifax, Ph.D. 
Upaya Zen Center 
Santa Fe, New Mexico






introduction

NOBODY WANTS TO DIE BADLY. HOSPICE CARE OFFERS THE best hope for dying well and living fully until we do. It should be routine, like surgery for appendicitis or antibiotics for a bacterial infection. But it is not, because hospice occupies a strange, uneasy place in the health care system, in the popular imagination, and in a famously youth-obsessed society that does not like to think about mortality.

We wrote this book to lift hospice out of the shadows. We set out to explore how its compassionate, holistic approach is changing the way Americans die and how its principles can be integrated into health care broadly, to improve care for everyone. We discovered that hospice is much more than a way to relieve the discomforts of dying. It is a way to live.


Hospice use is soaring, yet most people come too late to get the full benefits. Most Americans want to die at home, not in hospitals, hooked up to machines. And with hospice help, more people are dying at home, but often only after tumultuous hospital stays and intensive, sometimes painful, ultimately futile last-ditch measures—surgery, a ventilator, a feeding tube, one more dose of chemo.


Hospice is the most successful segment of the health care system, in family satisfaction and cost effectiveness, yet it is widely feared and misunderstood. Many people think hospice is a place, and not a place you’d ever want to go. A friend—smart, worldly, accomplished—told us that she thought hospice was like a “parking garage where you’re waiting to die.” Hospice is not a place but a philosophy about living, dying, and dignity, and a set of practices to ease suffering. It does not mean giving up. Against all expectations,  hospice care can open up time and emotional space for hope and healing.


Just as the age tsunami hits America and the need for end-of-life care grows, increasing commercialization by big business threatens hospice as we know it. For-profit hospices account for all the growth in the field over the past decade, and, as we show in the book, this shift raises troubling questions. Meanwhile, 8,000 people turn sixty-five every day, and will for the next sixteen years. We need great hospice care more than ever.

In our research, we sat at the bedsides of patients, talked with families, followed around doctors and nurses, and interviewed some of the founders of the hospice movement in America. Among the many truths we learned, we both found this to be the most resonant:

When people acknowledge that dying is not “if” but “when,” the essential question is: What do you want to do with the rest of your life?

 




About 1.5 million Americans a year die in hospice care—44 percent of all deaths. A $14 billion industry serves the growing demand. Hospices seem to be everywhere—in nursing homes, hospitals, and prisons. You can even get hospice for your pet when the time comes. In some communities, competition for dying patients drives hospices to advertise on AM radio, like car-donation hustlers and the makers of anti-wrinkle creams. Shares of hospice companies trade on Wall Street.

We’ve come a long way since the early days, just forty years ago, when a handful of crusaders started the hospice movement. They met with derision and hostility. Was hospice a New Age indulgence? A quasi-religious practice? A rejection of wondrous medical advances? Many skeptics believed the movement would fade, certain that no red-blooded American would just go home and die rather than fight like hell, try every technological marvel out there, until that final breath.

The skeptics were wrong about the movement, but right about something deeper. Call it denial, blind optimism, or faith in the curative power of medical science—there is a collective resistance to accepting death as inevitable and to seriously planning for it. When we started telling people about this project, the less they knew about hospice the more warily they  reacted. “Why hospice?” some friends asked, stiffening or subtly leaning away, as if we had a contagious disease. “Isn’t it depressing?” Nurses and doctors who work in hospice get used to these questions and to the implication: that the experiences of the dying are far removed from the concerns of the living.

But people who had hospice support while caring for a dying loved one and those who wished they had, after watching someone die without it, eagerly shared their stories. Strangers did too. The first time we met our book agent, in a busy café near Manhattan’s Union Square, we talked about hospice for nearly an hour. As we stood to leave, a woman alone at the next table came over, admitted to eavesdropping, and told us about the wonderful hospice care her late husband had received. Again and again people said they wished they’d known about hospice sooner.

Our own losses planted the seeds for the book. Our fathers died around the same time, Fran’s in a hospital, Sheila’s in hospice care. We talked about what happened and how we felt about it, as friends do. It is always sad when a life winds down, but we realized that it does not have to be awful. With Fran’s dad it was.

 



FRAN: My mother was alone by his side at the Veterans Administration Hospital in Brooklyn. As his breathing turned shallow and labored, she stroked his hand and whispered, “It’s OK. You can rest now. I’ll be fine. Go to sleep.” Then, as if on cue, he did. She told me this when I arrived about forty minutes later. It was a cold January morning.

“Where were you?” she asked me. Simple question or accusation?

Before I could answer, she broke down in sobs.

I had taken the night shift. We did not call it that, but in those shapeless days, as my father lay there with pneumonia, my mother, my brother, and I fell into a pattern of taking turns, spelling each other: I’ll stay, you eat, I’m not hungry, get some sleep. We knew the end was imminent. It was his second hospitalization for pneumonia in a month. This time we decided against antibiotics. My father had checked off this option on the advance directive that he had signed years earlier—and that we’d looked at, for the  first time, just days before. But what was supposed to happen next? The directive did not hint at what my ninety-year-old father would have wanted as the clock ran down. Should my brother and I keep vigil? Did he want his wife of fifty-seven years to witness his death by herself? Did she?

Nobody on the hospital staff brought up such questions, and we did not think to raise them. Nobody mentioned hospice, and we did not ask for it. Instead: You eat, I’ll stay, should I pick up milk on the way home?

My father had vanished long before he died, slipping away into dementia and almost complete physical incapacity. It started just before my husband and I had our daughter. At her first birthday party, she and my father both knocked around with their walkers. He joked about it, we all did, as if he, like the baby, would soon outgrow the contraption and run free. Over time, I realized they were like two arms of an X, intersecting at a single point as she developed and he declined. He shed the walker not long after she did, because he needed a wheelchair. A year or so later, when I no longer had to buy diapers, my mother began to order them in bulk. By the time my daughter learned to write her name, he did not remember anyone’s.

Sitting beside him that last night, I silently begged him to talk to me. Families often hope for a miracle, and this was mine. “Hey Daddy, it’s me,” I said, more than once. And then, partly to fill the silence, “I love you.”

Late at night a nurse came, all brisk efficiency. After she left, I slid onto the bed’s edge, and his eyes flew open and met mine. His gaze seemed clear, focused. “Hey Daddy,” I said. “I’m so happy to see you.”

I wanted to believe he recognized me. More likely it was I who recognized him, able at last to see my father inside the shell he had become.

“Look at that!” said the nurse, who had come back. “He’s smiling at you.”

After he fell asleep, I drove back to my mother’s apartment to nap and shower. When I woke up, she had already left for the hospital. I scrambled to get ready and join her, but on the way I decided to run an errand. Even the most astute hospice professional cannot predict the moment of death, but I have wondered whether I would have been at my father’s bedside that morning if our family had known more about what to expect.

I have wondered even more what his life in the lead-up would have looked like had hospice been involved, or any professional with the will and skill to talk frankly about dying and the decisions ahead. He died peacefully, but after years of hell for everyone, him especially. He had been treated for infections and other ailments in his last years. In hindsight, we could have said no to antibiotics much earlier. I know he would not have wanted to live utterly helplessly, as he did. But nobody asked if we wanted to consider an alternative, and the possibility never crossed our minds.

 



SHEILA: My father turned toward the daylight the moment before he died, as if following a movie script. The dutiful elder son, he believed in doing things the right way. On a sunny Easter morning, Mom, my sister, and I crunched around his diminished body in the nursing home bed. Mom and Nancy each held a hand while I rubbed his bony shoulder. We cried, told him we loved him, and said we’d be OK; he could go. He hadn’t been conscious in many days, hadn’t eaten in a week. His feet were cold and blue, his skin papery gray. His breaths got raspier and more startling—the proverbial rattle—and further apart. Then, he wasn’t there anymore. We waited for another breath, but his spirit had flown away and left its lifeless casing, like a husk. It was so peaceful. There had been four of us in the room, and now there were three.

All the elements of active dying we knew to be normal because the hospice nurse had told us. For four and a half months, we had the hospice nurses, social worker, aides, and a 24-hour hotline to ask about what might happen next. He died a month after turning eighty-three, officially from heart failure. The California death certificate requires one immediate cause of death.

Three years earlier, dementia had descended, and instability on his feet. He stayed in bed and was uninterested when people came to visit. Mom hired a companion, who helped a lot until Dad became incontinent. The man didn’t change diapers.

As months went by, he fell, setting off alarms and hospitalizations, each time coming back weaker, like a broken prizefighter on the way down. Still, he clung to a tradition he had followed in business and personal matters— weighing the facts, making a plan, doing things right. For a while, being in a nursing home was the right choice. He became his friendly self again, and got up for meals and occupational therapy. Until he didn’t. The nursing home staff suggested it might be time to consult hospice.

Again, life improved temporarily. Medications were simplified, side effects eliminated, including dizziness that may have been caused by the blood pressure medication he’d been taking for years. There would be no more badgering him to go to OT, no more ambulances. It was as if a shroud of anxiety had lifted because we could ask someone what was OK, what to do or say that might help him or us. We could just sit there with him, talking, holding his hand. Thanks to the hospice nurses, we knew he didn’t have to do anything.

As they told us he would, Dad grew weaker and more confused until the intermittent responsive days dwindled to a stop. In the last weeks, he wasn’t in pain, but it was as if he was visiting elsewhere while his body stayed in bed.

On a Friday in April, the hospice nurse told Mom he would likely die in the next day or so. My sister, Nancy, and her family again flew in from Seattle.

Saturday afternoon we gathered in Dad’s room, with cards, photos, and kids’ art on the walls, and started talking about funeral arrangements. “Just so you know, hearing is the last sense to go,” the nurse said, not unkindly. We had to laugh, because Dad wouldn’t have minded: We were making plans so that things would be done right.

 



 



THE LONG ROAD TO THE END

 




Our own experiences got us thinking about the difference that hospice can make, but they do not make us experts. Our training and instincts as journalists are to make sense of complicated situations by documenting other people’s experiences. That’s why we collected so many stories from people on both the receiving and the giving ends of hospice care. With  their consent, we use only real names—no composites or invented details to protect anonymity. Hospice can emerge from the shadows only if we all see how it works for people living lives as real, as rich, and as flawed as anyone else’s.

Death comes differently today than at any other time in history. Most of us are not likely to have the swift, sudden death of a virulent infection, the leading cause of death until the twentieth century. We probably will not die in an instant of a heart attack (or in a plane crash, a terrorist attack, or any of the headline-making catastrophes we worry about). Sanitation and modern medicine have transformed dying from a quick, unhappy event that takes loved ones by surprise into a gradual process.

We have time to anticipate the end. Families have time to prepare. That may sound like a curse. Changing the Way We Die shows that hospice can make it a gift.

Part One, The Choice, explains what hospice is all about. Why do people suffer? Can hospice care really bring relief? How? Why don’t more people seek such help? We trace these questions back to the founding of hospice, when high ideals created a revolutionary way of caring for the dying only to collide with economic and political realities.

Part Two, The Patients, focuses on the decisions that hospice has allowed some people to make—and the outcomes of those decisions. What prompts people to turn to hospice? How do they know the time is right? What is their experience? Do their loved ones have regrets? We tell very different stories—from a young father who loved the care he received in hospice only to get transferred out, to a ninety-one-year-old woman whose fifteen months on hospice got her walking again, visiting favorite places, and meeting her first great-grandchild. We profile a man who fasted to death rather than suffer a slow, torturous decline, and a man who endured years of brutal cancer treatments to buy every bit of extra time.

Part Three, The Survivors, looks at one of the most underappreciated aspects of hospice care: the help it gives families not only while a loved one is dying, but also afterward. How do survivors look back on the time in hospice? How does hospice help them get on with their lives? What have  they learned about dying, living, and the choices we all will face?

Part Four, The Providers, goes inside the rapidly changing hospice universe. How does hospice help people find meaning or face death if they don’t believe in God or an afterlife? Why do some doctors choose to work with patients they cannot cure? And what about patients who can be cured—shouldn’t modern medicine work to ease their suffering too? How did Wall Street discover hospice and alter hospice? Will hospice survive?

Although making the choices that hospice affords is never easy, perhaps it’s easier when a loved one is old and failing, like our fathers. We begin with a man named Rusty Hammer, who faced the choices in the prime of life.






PART ONE

The Choice





chapter one

What Do You Want to Do with the Rest of Your Life?

“Oh no, he’s giving up. He’s just going to die.”

 



ALL ALONG, DOCTORS DIFFERED ON RUSTY HAMMER’S prognosis. One told his wife, Pamela, “If he lasts five years, he’ll be lucky.” Another kept reassuring Rusty, “You never know. You’re doing fine. Just get more rest.”

He did last five years, but Pamela will always wonder whether the treatment was worth the torment.

Rusty was diagnosed with acute myelogenous leukemia, a rare and aggressive blood cancer. By the time he died, on Monday, January 28, 2008, he had taken more than 250 medications, received more than 350 blood transfusions, had a stem cell transplant, and spent nearly 600 nights in six different hospitals. He developed severe diabetes and osteoporosis, heart and lung failure. He needed an oxygen tank for breathing and a shunt in his brain to relieve the pain. Visiting the doctor took all day, with  the wheelchair, the drive, managing a hospital bed on the other end. It left them both exhausted, and hopeless that their family’s suffering would ever end.

But hospice care brought them comfort and calm. In the last six months of his life, Rusty enjoyed the company of family and friends. He explored his religious heritage. He wrote a book, and in a strange way he also became the author of his own experience—a person again, not a medical record number or an object to be handed from one specialist to another for yet another debilitating treatment. The hospice team listened to him. Pamela found herself becoming a better listener too.

This was not how Rusty thought of hospice when a friend first suggested it. He did not imagine an opportunity to reclaim his life, let alone do something new or grow. He thought of hospice as a place you go to die, and he was appalled.




THE BEST MEDICINE 


Rusty’s fear is common, as is the desire not to die in a hospital. By better than two to one, Americans consistently say they want to die at home, without pain, among the people they love. As they tell pollsters: no breathing tube down the throat, electrodes plastered to the chest, IV lines snaking from arms. In a March 2011 poll of 1,000 adults by the Regence Foundation and National Journal, 71 percent said it is more important to improve the quality of life of a seriously ill patient than to extend life through every medical intervention conceivable.

Hospice delivers on these wishes. It is the best medicine for dying patients and their families when quality of life, however a person defines that, is the goal. Nothing else in health care matches it for breadth of services or compassion. If you are sixty-five or over, Medicare pays. Medicaid does too, and many private insurance plans.

In medical literature, where just about every treatment, innovation, and guideline seem to stir controversy and confuse rather than clarify the best  choices, there is no dispute about the benefits of hospice. And, in an economy where every expense is on the table, the cost-effectiveness of hospice cannot be ignored.

The rapid growth of hospice speaks to its appeal and to the depth of our collective desire for a better way of dying. The first hospice in the United States, in New Haven, Connecticut, began caring for patients in 1974. Four years later, fifty-nine hospice programs served patients (though only a handful in most cases). The 1981 directory of the fledgling National Hospice Organization listed 464 hospices in operation and 353 trying to get off the ground. Just about all these groups ran on the sweat and dreams of volunteer nurses, clergy, doctors, and social workers. Today there are more than 5,000 programs. A cadre of end-of-life experts is developing ever more refined techniques to control pain and other symptoms. Medical schools do a better job of teaching students about the once unmentionable subject of dying. Fellowship programs train hundreds of young physicians a year in hospice care and palliative medicine.

Yet, even as hospice gains ground, the use of aggressive last-gasp medical interventions is increasing. From 2000 to 2009, hospice use among Medicare patients nearly doubled, to 42 percent. But more patients enrolled in hospice only after aggressive treatment in intensive care units in the final weeks and months of their lives. Nearly one in six patients was moved from one setting to another in the last three days—from home to a hospital, for instance, or from the hospital back to the nursing home. For too many patients, hospice was just another quick stop in a chaotic journey through a fragmented health care system.

The fear of death and the resistance of the medical profession prevent many of us from embracing the opportunities hospice affords to live the end of our lives in a way we find meaningful and to have the kind of death we say we want. Medicare and many insurance plans cover hospice care for people with a life expectancy of six months, and if you happen to live longer, you can remain on hospice or leave until your condition worsens. But the median length of service is just nineteen days. Thirty-six percent of hospice patients die within a week of enrollment. Rabbi Mychal Springer, director  of the Center for Pastoral Education at the Jewish Theological Seminary in New York, trains seminary students of diverse faiths to provide pastoral care in hospices, and she says her students are always shocked to discover that, by the time they are called in, many patients can no longer communicate or seem to register their presence.

Waiting until the very end to choose hospice, clinging to the sliver of hope that the next new drug or procedure will bring the miracle, diminishes the possibility of dying well. It robs patients of the time and energy to hug a loved one goodbye or to sit in the sunshine of the garden or to stroke the soft fur of a beloved pet or to tie up loose ends financially, emotionally, and spiritually. “If you sign up for hospice and you have twenty-four to forty-eight hours left to live, you’re not up for very much,” Springer said, perhaps stating the obvious. “It’s such a waste.”

The Hammers would take a different path.




“ALL I WANTED TO DO WAS GO HOME FOR GOOD” 


Rusty Hammer thought hospice meant giving up, and he was not a quitter. All his life, he took action, blazed trails. At the age of eighteen, he had been voted onto the city council in Campbell, California, becoming the youngest elected official in United States history. Now Campbell is just another dot on the map of Silicon Valley, but back then it was a cannery town surrounded by orchards. His election was the biggest thing to happen there since the invention of fruit cocktail, to which Campbell laid a claim. While on the council, Rusty attended the University of Santa Clara full time and worked at Steve’s Pharmacy in downtown Campbell. In 1975, he became the nation’s youngest mayor ever elected, an accomplishment covered by such wide-ranging news outlets as Seventeen and the London Times. The National Enquirer headlined the story, “Youngest Mayor is Only 22.” For once, the tabloid downplayed the story; Hammer was twenty-one.

As mayor, Rusty worked with a vocal advocate for disabled access, a woman who had been paralyzed by polio. She liked the earnest young man presiding at long, contentious meetings. She went home and told her daughter, Pamela, “Oh, I’ve met this wonderful man.” Nine months later, Rusty and Pamela were married.

Pamela gave birth to twins and Rusty went on to a career as a corporate and nonprofit executive. As years went by, they moved to Florida, to Sacramento, and then to Los Angeles, where he ran the Chamber of Commerce. When the twins, Gerald and Jennifer, were about to graduate from college and Rusty was turning fifty, his back started hurting. The Hammers and their doctors thought it was from an auto accident, but the pain persisted and a PET scan lit up a mass of tumors. The orthopedic surgeon who had ordered the scan said, “I think we have bigger issues than your back.”

Rusty had a surgical biopsy. Diagnosed with acute myelogenous leukemia, with a 20 percent chance of living five years, he was hospitalized in preparation for a bone marrow transplant. After two weeks of high-dose chemotherapy to clear up the cancer as much as possible, his white blood cell count dropped dangerously low and his stomach became infected. Then he developed symptoms of congestive heart failure. The bone marrow transplant was postponed, and it was six weeks before he was allowed to go home, for five days.

“All I wanted to do was go home for good,” he later wrote. “I kept going back to the hospital over and over again.”

Instead of the bone marrow transplant, Rusty’s doctor decided to do a less painful stem cell transplant. He was hospitalized for four months. Then came a cascade of complications, from diabetes induced by the steroids he was taking, to pneumonia, to a staph infection from a catheter.

When he was strong enough, the Hammers moved back to Silicon Valley to be closer to friends and family. Two or three times a week, Pamela got Rusty dressed and into the car for the half-hour drive to oncology appointments at Stanford Hospital. There they had to find a room supplied with oxygen equipment and wait, usually hours. Another season went by, and Pamela said, “Rusty, what do you want to do?” He wanted to keep up the  treatments. But Pamela was worn to the bone, he could see, and he felt responsible. “My illness was sapping Pamela’s life,” he later wrote.

Although Hospice of the Valley had been around almost thirty years—like Rusty, a local institution—he knew almost nothing about it. But, four and a half years after his diagnosis, he agreed to let a hospice worker come to the house—just to explain the services. He learned that Hospice of the Valley was not a building to house patients but a service that would come to him.

The social worker told him that, even in the final stages of a terminal illness, there are choices. Is there someone you need to mend fences with? Do you want to travel? See friends? Keep your family close? Is there work you want to finish? The young man distilled the essence for Rusty: “What do you want to do with the rest of your life?”

Some friends argued it was too soon. A relative, horrified, protested to Pamela, “Oh no, he’s giving up. He’s just going to die.” But the social worker’s list of choices took up residence in Rusty’s mind. He wanted to spend time with Pamela, the twins, and his lifelong friends. He might even have time to write the book he’d been thinking about, to help other people deal with cancer. Rusty and Pamela had long talks: What did he want to do with the rest of his life?

 




That question gets to the heart of what hospice is all about. It is much more than physical comfort care. Relieving agony is of course important, and hospices have pioneered techniques to ease pain, breathing difficulties, agitation, and other distressing symptoms. These methods and the broader emphasis on relieving suffering are finally finding their way into hospitals, through palliative medicine services, to the enormous benefit of sick people who are not necessarily about to die.

But hospice services extend well beyond the medical. Hospice offers counseling, spiritual support, and help with practical issues, from filling out tax forms to arranging a visit from an estranged child. St. Christopher’s Hospice in South East London, the first modern hospice and the lodestar for programs the world over, once allowed a circus owner determined to  cheer up his dying father to bring a baby elephant to visit.

No hospice in America would go that far, but the ethic of expansive patient-driven care runs strong. Pets are often welcome to stop by inpatient hospices, and if a patient at home is too sick to care for a pet, many hospices will send a volunteer to help. It is not unusual to find hospices offering aromatherapy, massage, art therapy, life reviews, and music therapy. All these can forge almost magical connections with a patient who seems beyond reach. One spring day in an inpatient hospice unit in California, a harpist played in the room of a moaning, thrashing woman with cancer. The tone, pitch, and rhythm of the instrument matched the sounds of the patient, and soon she quieted and drifted off to sleep.

Underlying these practices is the concept of “total pain,” a phrase coined by Cicely Saunders, the nurse-turned-social worker-turned-physician who founded St. Christopher’s in 1967. Hospice care is built around the idea that anguish at the end of life does not stem only, or even primarily, from the physical ravages of disease. “Bodies don’t suffer, people do,” said Charles F. von Gunten, editor in chief of the Journal of Palliative Medicine. “The emotional component, the practical issues, the spiritual dimension—that’s where the suffering is.”

Another hallmark of hospice is its view of death not as failure but as an inevitable passage. If we face it honestly, we can prepare for it. If we prepare, we may find meaning, value, and deep human connection up to the very end.

Whether that sounds like common sense or wishful thinking, the perspective diverges sharply from the medical model and its almost exclusive focus on the mechanistic causes and treatment of illness. In a fundamental way, the hospice mission of helping people to die well runs counter to a medical system geared toward fighting death at all costs. On cancer wards, where hospices found their first patients, physicians initially viewed a specialty devoted to dying as a rebuke—“the antimatter of cancer therapy, the negative to its positive, an admission of failure to its rhetoric of success,” Siddhartha Mukherjee writes in his history of cancer, The Emperor of All Maladies.

Physician attitudes have changed since the early days, but not enough. It is the unusual oncologist or heart specialist who presents hospice as the next step along the continuum of expert care, a program like any other in medicine, staffed by people highly trained to meet the particular, complex needs of patients at this phase of their lives. More commonly, hospice is offered up as the sad last resort, after doctors have tried everything and the patient has “failed” to respond. Sometimes hospice is not offered up at all.

When Rusty decided at last to sign up for care from Hospice of the Valley, his oncologist refused to sign off. Rusty was not going to die from his leukemia anytime soon, the doctor insisted. Normally respectful of authority and always polite, Pamela lost it. She fired off an angry email noting that they understood there was always one more thing to try, but time was limited. The doctor relented.

 




With hospice care, Rusty Hammer’s symptoms were kept in check. Doctors, nurses, and medicines came to the house. The doctor stayed an hour each time—an hour!

Rusty set up shop in his recliner, with his computer, printer, phone, and side table, friends and family coming and going, talking about politics. His children, Gerald and Jennifer, visited often. The living room became a salon, and he presided over it with the same charm, humor, and intelligence that had gotten him elected to the city council so many years earlier.

In the living room, Rusty wrote about his cancer experience. He described chemotherapy, acknowledging, “We were most naïve about the side effects and risks of treatment at the various stages.” He railed at hospital doctors who just prescribed painkillers and left the room, with never a palliative care consult or a referral to a pain specialist. “I am a living example that, in many cases, the treatment can be worse than the disease.”

Students at a nearby high school were rehearsing Wit, a play about the final hours of an English professor dying from cancer. To better understand the play, they had done research about death and dying and read a Hospice of the Valley newsletter mentioning Rusty’s forthcoming book. Students came to interview him. Rusty published When Cancer Calls, Say Yes to Life,  and had a book party at the hospice offices. More than fifty people came, including the teen-agers involved with Wit.


Hours before Rusty died, he called to wish an old friend happy birthday. Another dear friend—the woman who had first suggested hospice—dropped by. The housekeeper was there that day, which usually gave Pamela a chance to run errands, but she had a feeling she should stay. Rusty worked the phones and his computer, and that night, in his recliner, his breathing changed. He told Pamela, “I love you,” and nodded off.

For a long time afterward, even as she faced her future and joined a hospice-sponsored bereavement group, Pamela could not help but look back and think about how much suffering Rusty would have avoided had they considered hospice sooner.

Hospice should not be such a hard choice to make, but our health care system and even hospices themselves make it so. That’s in large part because of the way hospice grew in America and because of the compromises it had to make as it matured, which brings us to the idealists who started it all.





chapter two

Birth of a Movement

“Constant pain needs constant control.”

 



THE STORY BEGINS WITH THREE WOMEN WHO DID WORK nobody else wanted to do and said things many people did not want to hear. Each articulated ideals that lie at the core of the hospice approach and put them into action. Two of the women, Florence Wald and Cicely Saunders, met at Yale University in New Haven, Connecticut, in the spring of 1963.
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