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Praise for

The Best Care Possible

“This is a profoundly truthful book. Ira Byock uses powerful stories about real people to explain the complications, nuances, and, often, absurdity of advanced illness in twenty-first-century America. He shows how courage, shared decisions, wise doctors and nurses, and palliative care can make the difference. Above all, he calls for a cultural transformation so we can deal with the end of life as individuals, families, and society. Who should read it? All of us who are mortal.”

—Bill Novelli, professor, Georgetown University, cochair,
the Coalition to Transform Advanced Care, and former CEO, AARP

“In a world in which politics are polarized and ethical discussions often descend into a food fight, Ira Byock is that rare doctor: a humane guide leading us with honesty and compassion through complex stories about living and dying well. He’s a real-life rebuke to those who think palliative doctors are ‘death panels’ and a mentor to every medical student inevitably faced with mortality. This is must-reading for everyone trying to make humane decisions in a high-tech world.”

—Ellen Goodman, syndicated columnist, The Boston Globe

“Dr. Byock, one of the country’s leading experts in palliative care, shares his wisdom and insights on how to get the best care possible when we are confronted with a potentially life-limiting illness. When my own mother was seriously ill, Ira’s words helped our family make the right choices and make sure she got the care she wanted—and no more—during her last months. His words can help you.”

—Elliott S. Fisher, M.D., M.P.H., director, Population Health and Policy, The Dartmouth Institute

“This is an extraordinary and wise book on how dying people can be cared for. Written by a master clinician, a man of great compassion, Ira Byock has a vision of health care that is brilliant and kind.”

—Roshi Joan Halifax, abbot, Upaya Zen Center, Sante Fe, and author of Being With Dying

“In a world of sound bites, end-of-life concerns are framed politically with emotionally charged rhetoric. Above the clamor, Dr. Byock writes a compelling case for consistent, compassionate, and enduring palliative care for all people as they reach the winter of their lives. Through vignettes, he outlines the challenges for the patient, the caregivers, and the medical community, and ably advocates a revolution of care for the end of life. This is a revolution sorely needed and worth fighting for.”

—Pastor Robert Fleischmann, national director, Christian Life Resources

“Dr. Byock lets the stories of patients, families, and medical colleagues open windows into the heart of the issues. He leads the reader captivatingly from story to story to see and feel what the best care through the end of life can be and deftly invites our nation to envision the best care for our diverse society and cultures. Dr. Byock captures the fundamental human impulse to care lovingly for one another at the most sacred and privileged moments of our lives… now and through the end of life.”

—David Lichter, D.Min. executive director, National Association of Catholic Chaplains

“Dr. Byock’s book rejuvenates me professionally. In allowing us the special privilege of entering the sacred space of their final journey, people teach us precious lessons about ourselves. Dr. Byock has a gift of sharing the lessons he’s learned in a most readable narrative marked by compassion, love of life, and lucidity.”

—Rabbi Bunny Freedman, founding director, Jewish Hospice & Chaplaincy Network

“In The Best Care Possible, Ira Byock tells us why we need to move beyond medicine’s fixation on conquering death to a vision of end-of-life care focused on the quality of the patient’s experience. This is a beautifully written, highly personal account that makes real the struggle of patients and families to escape the “high-tech,” more-is-better imperative that dominates the American way of death. It provides compelling examples of how the physician, committed to reform, can help patients achieve the care they want and need. But Byock goes further: he makes the case that professional reform is only part of the solution; overcoming the medicalization of death will require the mobilization of the wider community in the support of the dying (and those with chronic illness).”

— Jack Wennberg, M.D., author of Tracking Medicine:
A Researcher’s Quest to Understand Health Care

“Once again, Dr. Ira Byock delivers a message of hope and promise to all of us who will face our own deaths. Dying is always sad, but with proper professional insight and skill an individual’s last chapter need not be dominated by suffering and isolation. Dr. Byock demonstrates that growth and completion are possible in the midst of grief and loss. His clinical stories and commentary point to the resilience people find and the importance they discover in their relationships as they face life’s final challenges. This is an important look at the personal, social, and political implications of how we care for one another and how we die. The Best Care Possible is a rallying cry to all of us who are concerned about the direction of health care in the United States.”

—Donald Schumacher, Psy.D., president and CEO, National Hospice and Palliative Care Organization

“Having traveled this landscape with loved ones, taking care of individuals at the end of their life is both a privilege and a tremendous challenge, both physically and spiritually. We need a map. Ira Byock has created a map of compassionate intelligence for palliative care with grace. Through the power of story and his own intuitive sense of what dignity means to the dying, this is more than a manual; it is a godsend. It is also a call for health care with heart, conscience, and consequences.”

—Terry Tempest Williams, author of Refuge
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Author’s Note

This book is not intended to be reportage. I have written from my personal and professional experience and the experiences of people I have met through my clinical work. A number of stories are accounts of actual persons, told as faithfully as I am able. In most instances, I have changed identifying details and people’s names to preserve their privacy. Some people’s real names appear in the Acknowledgments. Other stories are composites drawn from two or more patients and families I have known.

In general, the situations and conversations are reconstructions from my memory and any contemporaneous notes and quotes. In writing several stories, I complemented my contemporaneous notes with subsequent interviews with patients, family members, and clinicians.

The subtitle, A Physician’s Quest to Transform Care Through the End of Life, is intended to set this book in the first person. This is my perspective. I do not represent or speak for any organization or group. However, this quest is not exclusive. People from a variety of disciplines and walks of life are working to transform care for people through the end of life. Over several decades many physicians, nurses, and other health care professionals have contributed to developing the field of hospice and palliative care. I feel privileged to count myself among them.
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Introduction

Americans are scared to death of dying. And with good reason. While rarely easy under any circumstances, we make dying a lot harder than it has to be.

A large majority of Americans still die in hospitals or nursing homes. Many suffer poorly controlled pain or other physical miseries and endure their final days feeling undignified and a burden to others.

Few of us can even imagine how things might be different. Therein lies the crux of the problem. Our society and mainstream American culture have never grappled with the fundamental fact of mortality; therefore, we do not know what to expect or what is possible. When someone we love is diagnosed with a life-threatening condition, the worst thing we can imagine is that he or she might die. The sobering fact is that there are worse things than having someone you love die. Most basic, there is having the person you love die badly, suffering as he or she dies. Worse still is realizing later on that much of his or her suffering was unnecessary.

This book is about understanding the dangers that confront seriously ill and dying people and their families, and avoiding the pitfalls that ensnare so many. It is about how things could be better—much better—for ourselves, the people we love, and, eventually, for our national community and culture. Most immediately, The Best Care Possible is about how to make the best of what is often the very worst time of life.

When it comes to caring for people with advanced illnesses, our social systems are so broken and our health care system is so dysfunctional and, frankly, neglectful that it would be easy to become furious. In truth, however, this predicament is no one’s fault. It is a consequence of living in remarkable, unprecedented times.

Death is the most inevitable fact of life. But the experience of dying has changed over the course of history, especially within the past fifty years. In many ways dying has become a lot harder. We are the benefactors and victims of scientific success. Serious, chronic illness is an invention of the late twentieth century, the fruit of our species’ intellectual prowess, the culmination (at least so far) of millennia of scientific progress. Throughout history, Homo sapiens have mostly died quickly. Primitives commonly died in childbirth or as infants. Children and adults died due to trauma and infections that today would be considered almost trivial, things like appendicitis or a fall that results in an open arm bone fracture that then gets infected. But our ancestors also died in short order from cancer, kidney failure, and heart failure, which people in the twenty-first century are either cured of or live with for many months or years.

These advances exemplify the good fortune we have to be living in the present day. But our species’ epochal success in staving off death impacts contemporary individual and communal life in ways we have yet to understand. Prolonged serious illness, physical dependence, senescence, and senility are now common facts of late life. Our society and culture—all of our respective cultures—must factor this new normal “waning stage of life” into our expectations and plans.

It is not easy to die well in modern times.

Because so many treatments now work, many people survive longer with one, or several, previously lethal conditions. Clinicians now talk about a patient’s “illness burden,” a term for the accumulated aches, pains, and disabilities that come with diseases and the side effects of treatment. As odd as it may sound, people are sicker before they die today than ever before.

In general, our health care system doesn’t do a good job of helping people deal with the burden of illness. Striking medical advances in prolonging or replacing organ functions have not been matched by proficiency in preserving comfort and quality of life for people who are ill or their families. Even in otherwise excellent medical centers, conscientious professionals lack key skills that are essential for comprehensive caring. Busy clinicians tend to give short shrift to communicating fully with patients, treating pain or nausea or difficulty sleeping, or coordinating appointments for blood and imaging tests, office visits, medications, and transmitting critical information among various specialists. The unwavering focus on treatments for sustaining life can leave someone who is living with an advanced disease physically uncomfortable, feeling lost and confused, not knowing how to get through each day or how to plan for the future.

Nearly everyone who is asked where they would want to spend their final days says at home, surrounded by people they know and love and who love them. That’s the consistent finding of public opinion surveys and, in my experience as a doctor, remains true when people become patients. Unfortunately, it is not the way things turn out. At present, just over one-fifth of Americans are at home when they die. Instead, over 30 percent die in nursing homes, where, according to opinion polls, virtually no one says they want to be. Hospitals remain the site of over 50 percent of deaths in most parts of the country, and nearly 40 percent of people who die in a hospital spend their last days in an ICU (intensive care unit), where they will likely be sedated or have their arms tied down so they will not pull out breathing tubes, intravenous lines, or catheters.

Dying is hard, but it does not have to be this hard.

As the process of dying has changed, so, too, caregiving has become much harder than it used to be. Modern civilization’s historic successes against disease have multiplied both the complexity and duration of family caregiving. Today, more than 60 million Americans are tending a frail elder or sick child or adult at home. Even otherwise excellent medical treatments and hospital care may leave a family not knowing how to care well at home for a dying loved one. By the end of a long illness, family caregivers are commonly physically and emotionally exhausted. Up to a third of close family members of people treated in an ICU experience anxiety or depression consistent with post-traumatic stress disorder. In a health surveillance study, family caregivers who reported the highest levels of emotional or physical strain from caregiving had nearly two-thirds higher risk of dying in a four-year period than age-matched controls.

Caregiving is hard, but it does not have to be this hard.

Clearly, a transformation is needed in the way our society and culture—not merely our health care system—cares for seriously ill peo-ple and supports family caregivers.

Right now, effective advocacy by patients and families is needed to avoid common mistakes, avert suffering, and prevent regrets. Knowing what to expect, what to demand, and what limitations to accept can lessen the burdens of illness and caregiving.

The collective impact of longer lives and common periods of physical dependency affect the economic well-being of individuals, families, and society as a whole. Families commonly miss the lost income that results from sickness and caregiving, absorb out-of-pocket expenses, and worry that costs might exceed the lifetime limits of insurance coverage. Tens of thousands of home foreclosures are attributable to lost wages and medical costs of long-term illnesses. Even before the recent deep, prolonged recession, well over a million American families annually filed for bankruptcy due to health care costs. Aggregate health care expenses are felt by employers, large and small, and by all of us who pay taxes that underwrite Medicare and Medicaid. These medical costs erode our national capacity to engage in other pressing priorities: education, social services, and our country’s infrastructure of bridges, roads, railways, and information highways.

As difficult as things are now, these may turn out to be the good old days. How we die is already a public health crisis, and care for people through the end of life is poised to become a generation-long social catastrophe. Within the next few years, a demographic tidal wave of aging and chronically ill Americans will overwhelm our already stressed systems. As a nation, time is fleeting to avert a full-blown disaster.

Very soon, for the first time in human history, older people will outnumber younger people on our planet. In the United States, one in five adults is sixty-five or older. The 75 million baby boomers have begun paying senior prices at the box office and every day thousands more qualify for Medicare and Social Security. Consider that in 1940, when Social Security benefits were first paid, there were an estimated 41 workers paying into the fund for every recipient of benefits. This ratio has progressively diminished and is on track to be 2.1 workers for every beneficiary by 2030. Those of us who are concerned about long-term care have good reasons to worry. The nursing homes of the future—our future!— may make today’s nursing homes look like luxury hotels.

It doesn’t have to turn out that way.

Living in unprecedented times is not all bad. Quite the contrary: the historic challenges we face come with historic opportunities. As a society, we can collectively transform the way we die. But if we want to reclaim a sense of optimism about our future—and our children’s futures—we must act wisely, courageously, and decisively.

As important as doing something is, before leaping into action, it is worth pausing to understand why we haven’t taken action sooner. I am not the first person to note that our nation’s social systems and services have not kept pace with advances in treatments and survival, leaving urgent catch-up work to be done. For years sociologists, public health professionals, gerontologists, and members of my own field of palliative care have been warning about the looming problems of aging, dying, and caregiving. In 1997 the Institute of Medicine concluded, “Too many people suffer needlessly at the end of life, both from errors of omission and commission.” One reason our nation hasn’t acted sooner is that there are always more immediate crises to deal with: terrorism, foreign wars, hurricanes, floods, the bursting of financial bubbles, and the near collapse of our economy. All rightly vie for attention of the voting public, politicians, and elected leaders. However, competing social priorities alone do not explain our country’s inaction on these pressing issues.

Let’s face it: A more basic reason is that the subject of how we die is depressing. “I don’t want to think about it!” aptly expresses the American mind-set. Our cultural tendency is to avoid serious conversations about the end of life. Pain, pus, puking, being at the mercy of doctors, the astronomical expenses, the utter disruption of life. Who wants to think about any of that?

The complex social and system challenges we face make it all the more tempting for politicians and social leaders to keep deflecting—or at least deferring—the topic. Public policy discussions related to incurable illness, dying, death, and grief are typically confined to either the costs of health care or the pros and cons of physician-assisted suicide. Neither are adequate proxies for the fundamental questions of how our society should respond to our most fragile elderly or ill members and the families who care for them. Politicians shy away from the issues because they don’t want to depress voters. Savvy candidates strive to ignite a sense of optimism and can-do enthusiasm among voters—even if doing so means postponing some pressing social responsibilities. The topic of how we die is just not energizing.

And, of course, as mentioned, there are always more urgent problems to attend to, which provide plausible cover for putting off these morbid discussions. So, like passengers on a river raft we drift along, toward a precipice we have been told lies ahead, effectively distracted and seemingly unaware that the longer we wait, the harder it will be to avoid disaster.

Last, and most maddening, mortality has recently become a politically polarized issue. It is almost comical, but the consequences aren’t funny. One would think that mortality would provide the ultimate common ground for bringing people together. Instead, suspicion pervades and divides public opinion on the way we die. In addition to being depressing, the subject has now become politically toxic.

On the one hand, ardent proponents of legalizing physician-assisted suicide accuse doctors of forcing people to suffer by refusing to prescribe lethal medications. Doctors and nurses who do not support right-to-die legislation are alleged to hide a religious agenda or have a profit motive in keeping patients alive.

On the other hand, vehement elements of the Pro-life movement accuse doctors and nurses of promoting “a culture of death” whenever we allow people to die gently—without subjecting them to CPR (cardiopulmonary resuscitation), breathing machines, dialysis, or feeding tubes. Vocal Pro-lifers loudly equate writing a DNR (do not resuscitate) order with killing patients, advance care planning conversations between doctors and patients with “death panels,” and palliative care with rationing or “killing granny.”

The only thing these two passionate and disparate poles of public opinion have in common is a deep-seated distrust of doctors and nurses, the very professionals society relies on at the end of life.

No wonder our politicians and elected officials avoid these topics as if they were radioactive. Year after year, pressing problems that deserve—and might be solved by—thoughtful consideration and constructive public policy remain unattended. Needless suffering continues. This seems the very definition of social irresponsibility. Fixable problems go unfixed and far too many Americans die badly. No wonder there is public distrust.

What a morass.

Unless and until we can bridge the cultural chasm of distrust, we will not substantially improve the way we die.

Most practitioners in my own field of hospice and palliative care largely choose to ignore the outrageous allegations that we promote death panels and the killing of vulnerable people. In being too polite, or too timid, to confront the controversy, I fear that we have allowed the distrust to fester. To a public that is worried about care, silence from the accused can be easily misconstrued. Uncorrected accusations reverberate within media echo chambers. Unchecked, political vitriol of this nature will derail socially responsible, constructive actions. It’s unnecessary.

In truth, reverence for life permeates the care that I and colleagues in our field provide. Love for life motivates everything that I do and teach. Reverence for life does not include hastening death, nor does it include forcing people to suffer as they die. As a clinician, it does require me to show up—with all the resources and skills my training and experience provide—and to lean forward, listening to the persons before me and learning how I can best be of service.

I don’t think of myself as religious. I was raised by Jewish parents, and although I am not particularly observant of holidays or rituals, my sense of the inherent value of life has roots deep within my ancestry and upbringing. Life is an absolute value for Jews. Many Jews wear the Hebrew symbol for life, chai, as pendants around their necks. We toast L’chaim! (To life!) as we raise glasses in celebration. If reverence for life constitutes a religious agenda, I suppose I have one.

However, the value of life is embedded in secular medical and nursing care as well. It is also, of course, evident in health care chaplaincy, regardless of the individual chaplain’s faith. Life’s intrinsic value motivates clinical trainees and professionals of every discipline. Although many of the patients we care for could be considered to be dying, my experience of hospice and palliative care is of an unrestrained team effort to preserve, honor, and celebrate life.

The branding of the term “Pro-life” by conservative political activists has had an unhelpful, polarizing effect on the culture. People who are not “Pro-life” are, therefore, what? Pro-death? I don’t think so.

In truth, my colleagues and I in hospice and palliative care represent the most genuinely Pro-life segment of American society. An unwavering affirmation of life leads most of us to oppose legalizing assisted suicide and euthanasia. But it is not about politics. It is simply that love of life—not in the abstract but love for the people we care for as patients—is the reason we do what we do. People who work in this field understand that to truly affirm life, one needs to affirm all of life—and that includes the part that we call “dying.”

An authentic, consistent Pro-life message could resolve cultural controversies surrounding how we die. Knowing that, in addition to alleviating symptoms and distress, we can honor and celebrate the people we love as they die opens up fresh approaches to difficult, unavoidable life-and-death decisions. The ethics of care must no longer be confined to considerations of when and under what circumstances life-prolonging treatments can be withheld or withdrawn. Ethics must elaborate when and under what circumstances we must act to enhance a person’s comfort, sense of dignity, and well-being through the end of life.

I am convinced that Americans across the social and political spectrum can come to broad agreement on what the best care possible looks like and what it means to die well. Most people already agree on the fundamentals of high-quality care. We can stand on common ground well above the scarred fields of old culture wars. We can provide excellent lifesaving treatments, while respecting people’s right to determine when enough is enough, always ensuring that their pain is treated expertly, that they and their families are treated tenderly.

Sadly, the way many Americans die remains a national disgrace. Yet, this is one national crisis we can solve. To succeed we must face hard truths and act courageously. We must be willing to collaborate even when—especially when —our social, religious, and political beliefs and personal preferences are very different. The stories that fill The Best Care Possible are evidence that medical excellence and tender human caring can coexist.

Upon closing this book, I hope you will have a sense of what “the best care possible” looks like in the twenty-first century. And if a time comes when you need it, I hope you will be prepared to get the very best care for you and those you love.


Part One
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The Best Care Possible

Gerry Thorsen sat across from me in the examination room, next to his wife, Elaine. He did not look ill, far from it. He appeared healthy and considerably younger than his seventy-two years. I glanced at his date of birth on the identification stickers of his chart’s billing sheet; it confirmed his age. His pink cheeks and tanned, deeply freckled scalp were noticeable during our overcast late fall in New England. His lean, muscular frame filled the arms and chest of a gray turtleneck, beneath the blue polar fleece vest he wore. I thought to myself that Mr. Thorsen had the look of a veteran distance runner—someone who might be profiled in Parade, a senior health magazine, or AARP’s Bulletin.

I was glad he appeared so well, but I knew that he was seriously ill.

At the moment, Gerry Thorsen also looked like someone who was feeling vulnerable and a bit bewildered. I introduced myself as a physician from the Palliative Care Service, quickly adding that our team focuses on people’s comfort and quality of life, and that it is routine at this cancer center for us to see patients recently diagnosed with pancreatic cancer. I explained that our team often helps people through treatments in ways that are medical—such as helping to manage side effects of treatments—but also practical and personal.

His face relaxed. “Oh, that sounds good. To be honest, we were not sure why we were here. We were given this appointment but didn’t know what palliative care was. We looked it up on the Web and it said it had something to do with hospice. But I am not ready for that.”

Until a few weeks ago, as far as he knew, Gerry Thorsen had been in peak health. I commented that he looked fit and asked if he exercised regularly. He explained that he usually exercises every day, either outdoors or, if the weather is really bad, at a fitness club. He gave up marathons six years ago when he had his right knee replacement, but he still plays tennis, jogs, bicycles, or, in the winter, cross-country skis most days.

“At least I did,” he said. His voice trailed off and he gazed at the floor as he paused. He looked at me before continuing.

He said that he and Elaine, also in her early seventies, often hiked together three seasons of the year and skied together each winter. I asked if he had a connection with Killington, the Vermont ski area whose logo was embroidered on the left breast of his vest.

“I have been on the ski patrol there for fifteen years,” he said, adding, “I guess this year may be an exception.”

Since retiring from his own real estate business seven years ago, the Thorsens have traveled at least eight or ten weeks each year—mostly to Chicago and San Francisco, where their son and daughter live, with their spouses and the Thorsens’ young grandchildren. They had also taken walking tours in England, Ireland, Italy, and the Himalayas.

“We have a good life,” he concluded.

A week before Halloween their life changed. Gerry began having pain in the pit of his stomach that ached into his back. He cast it off as indigestion, took Prilosec OTC each morning and a laxative every other day. Occasionally, for a few hours at a time, he felt better. After two weeks, however, the pain was more constant and he decided to see Grant Edwards, his family doctor. An examination and routine blood tests showed that his serum bilirubin and alkaline phosphatase, two tests of liver function, were elevated. An ultrasound scan of his abdomen, performed at their local hospital, showed that the bile ducts in his liver were enlarged. Even though no gallstones were seen on the ultrasound, the most common cause of these symptoms remained small stones or sludge from the gallbladder blocking the bile ducts. The next morning, a gastroenterologist placed a fiber-optic scope through his mouth and throat, traversed his stomach, and looked at the ampulla, or opening, of the common bile duct and pancreatic duct as they drain into the duodenum. He placed an 8-millimeter tube or stent through the opening, releasing a small gush of thick bile and pus. The gastroenterologist administered one dose of an intravenous antibiotic to prevent an infection from the procedure and sent Mr. Thorsen home on oral antibiotics three times a day. The pain disappeared. Over the weekend, he felt great.

On Monday afternoon, Grant Edwards’s office manager called to say that the doctor wanted Mr. Thorsen and his wife to come to his office at five p.m. “This can’t be good,” Gerry said to Elaine. It was 5:35 before Dr. Edwards finally was free and able to sit with the couple. He explained that the brushings of cells that the gastroenterologist had taken from the blocked bile ducts were positive for pancreatic cancer. He said plainly that this was a very serious diagnosis and that this type of cancer was definitely life threatening. Dr. Edwards told them that there were treatments available and that because his cancer was found early, there was a chance that it was curable. He referred him to Dr. Marc Pipas, the head of the pancreatic cancer program at Dartmouth-Hitchcock Medical Center’s (DHMC) Norris Cotton Cancer Center.

That was just two and a half weeks before our visit.

“It all seems so sudden,” Mr. Thorsen said.

Since that Monday afternoon, Mr. Thorsen underwent a CT (computerized tomography) scan to reveal the exact anatomy of his tumor and the extent to which it invaded other tissues or enclosed the major arteries and veins of the stomach, liver, and small intestine. His case was discussed at GI Tumor Board, a weekly meeting in which specialists in medical, surgical, and radiation treatment of cancer, along with palliative care specialists, dieticians, and physical therapists discuss the optimal treatments for each patient’s specific condition. The consensus of the Tumor Board was for Gerry Thorsen to continue the staging evaluation and, if no spread of the cancer was found, to recommend aggressive, potentially curative treatment.

Six days later, he underwent a diagnostic laparoscopy, an outpatient operation. Under general anesthesia, a surgeon made an incision above his umbilicus, inserted a scope into his abdomen, and looked for any signs of cancer deposits on and around the liver that were too small to be seen on CT scans or MRIs (magnetic resonance imagings). Fortunately, none were found. That meant that Mr. Thorsen was eligible for neoadjuvant treatment—a combination of chemotherapy followed by radiation treatments—designed to shrink the tumor in preparation for surgery to remove it all. It is an arduous course of treatment, but the surgery—the Whipple procedure in which most or all of the pancreas, part of the stomach, the duodenum (first portion of the small intestine), and the common bile duct are removed and new passages for the flow of bile and food are created—remains the only chance people with pancreatic cancer have of being cured.

And it is a slim enough chance at that. There is roughly a 75 percent chance of getting through neoadjuvant treatment and having surgery. Even after this radical surgery, chances of being alive at five years are just over 20 percent. But without undergoing a Whipple, the chance is nil.

Pancreatic cancer is diagnosed in nearly forty-five thousand Americans every year. Men and women are equally at risk. It is the tenth most common cancer but the fourth leading cause of cancer deaths. By the time cancer of the pancreas is detected, it has often spread beyond the pancreas to encase blood vessels, track along small nerves, or seed lymph nodes. All too commonly when it is diagnosed, cancer cells have spread beyond the pancreas, invading the duodenum or sending satellite tumors into the liver or beyond. Although nearly 25 percent of people diagnosed with pancreatic cancer are alive in one year, barely 6 percent are still alive at five years. With rare exceptions, all who survive have undergone a Whipple operation. The chance of curing even one in twenty people diagnosed with pancreatic cancer fuels the hopes of patients and doctors alike. Medical oncologists and cancer surgeons typically remember the names and faces of every patient with pancreatic cancer they have cured.

One very public example of success appears to be Supreme Court Justice Ruth Bader Ginsburg whose pancreatic cancer was found at a very early stage. Early in 2009 she had a CT scan performed for routine follow-up on colon cancer for which she had undergone surgery, chemotherapy, and radiation treatments a decade earlier. Justice Ginsburg underwent a Whipple procedure in February 2009 and, as far as we know, remains free of pancreatic cancer today.

The potential for pushing the envelope of cure and of long-term survival of people with this disease motivated me to become active in the multidisciplinary pancreatic cancer team at Dartmouth, which conducts research on new treatments. Therefore, I was familiar with the sequence of procedures the Thorsens described. Indeed, things were proceeding according to a well worked out plan. The Dartmouth clinical research group designed this sequence of diagnostic and staging tests to minimize time between the diagnosis of pancreatic cancer and initiation of treatment. Cancer biology mandates haste: delays decrease chances for cure. So time is of the essence.

Gerry and Elaine Thorsen, however, felt as though they had stepped on a moving walkway, which quickly accelerated to a breathtaking speed, compelling them to hold on for dear life. They were composed as we discussed his health and upcoming treatments, but I could almost hear a whoosh in the ether surrounding them. I knew the pace was probably in his best interest; still, they looked like they could use a breather.

Doctors are often criticized for becoming callous to patients’ feelings. In trying to remain sensitive to what patients may be experiencing, one simple practice I have is to ask myself how I would feel in similar circumstances. Even now, after thirty-four years of clinical practice, much of it in hospice and palliative care, when I think of being diagnosed with cancer, I imagine taking a few weeks to get away. My fantasy is to go to a beach somewhere—to take stock, get some perspective, consider my choices, and rest before starting treatments. The rational part of me fully realizes how unlikely it is that I would have the chance. The fantasy persists because it is hard to imagine being sucked so abruptly into the diagnosis and treatment vortex.

In reality, when someone is diagnosed with a serious illness, such as cancer, or a dangerous, progressive heart, lung, kidney, liver, or neurological condition, most often the disease imposes its own agenda. In order to get the best care, it is usually necessary to start right way. There are almost always more tests needed in order to determine which potential treatments would be best so that the person can make an informed decision. Even if the condition is changing slowly, these illnesses are so scary that people naturally feel pressure to do something.

The Thorsens certainly did. Less than three weeks after Gerry Thorsen went to see Dr. Edwards for a stomachache, here we were, on a Thursday afternoon in November, one week before Thanksgiving, in a small unadorned exam room at Dartmouth-Hitchcock’s Norris Cotton Cancer Center in Lebanon, New Hampshire.

They had driven an hour and a quarter from central Vermont, parked, registered for the day, and had just come from the lab where he had his blood drawn. He had just seen Dr. Pipas and, after our visit, he would be headed to the infusion suite to begin chemotherapy. I was hustling to stay on time and not keep the Thorsens waiting; I had just printed, signed, and delivered three prescriptions and said good-bye to the previous patient on my morning schedule.

From reviewing his medical chart earlier that morning, I knew the basics of Gerry Thorsen’s medical history, the recent diagnostic and staging scans and tests he’d been through, and the current plan for treating his cancer. I also knew his age and that the couple had been married for thirty-two years. Yet on entering the room, I’d been surprised by how young and fit they both seemed. Meeting them socially, I probably would have guessed they were in their early sixties.

Seeing him appear so healthy, and recognizing how threatened his life was, reminded me to consciously take a breath and slow down. I smiled in greeting and let a moment of silence—probably all of two or three seconds—pass as I deliberately changed pace. I was acutely aware that this normal workday morning for me was part of a surreal, shattering, and life-changing experience for the couple before me.

Gerry asked me to tell them more about palliative care and what our team could do for them.

“Simply put, our job is to make sure you and your family receive the best care possible.” I chose my words carefully. I explained that cancer affects more than a person’s physical health. It is well-recognized that being diagnosed with cancer affects how people feel, and not just physically. It affects their plans, their jobs, their hopes and fears for the future. It changes things overnight.

“Amen to that,” he said, nodding.

“To state an obvious fact,” I said, “I learned a long time ago that when one person gets a diagnosis, their family gets an illness.” I paused. His expression was serious but attentive. “That is nobody’s fault,” I continued. “It is just part of human nature. It is because we love one another.”

He turned from me to his wife and as their eyes met, they half smiled and tears welled in his eyes. He barely blinked and made no motion to wipe them.

“This has been like being kicked in the head by a mule,” he said. “I served in the army for three years, half of the time in Vietnam. I promised myself that if I got home in one piece, I would never complain about anything again. And I kept that promise.”

He said that through all of his years, whatever his problems at work, difficulties with personal finances, even through the deaths of his and Elaine’s parents and two brothers, he had been a “glass half full” kind of a guy. Now, however, he was having a hard time staying positive.

Elaine had been quiet, appearing to be consumed with thought, occasionally nodding her head in agreement. Now she spoke up. “It’s true. ‘Kicked in the head by a mule’ is what our daughter—who is a writer—called it on a blog she started. Gerry has always been the most upbeat person I know. But it has been hard trying to stay upbeat with what we’ve been reading about this cancer. It is all so unreal.”

It is remarkable how often people mention a sense of unreality in talking about recent diagnoses and the impact on their lives. “This can’t be happening,” people plaintively declare. But of course, it can happen. For the Thorsens it was happening.

“This is hard. There is no getting around it,” I said. “As I think you have been told, the treatments that lie ahead are no picnic. There is no way to sugarcoat the situation. All I can say is that we will all do whatever we can to support you both through it. We all work closely together around here—the medical oncologists, surgeons, radiation treatment specialists, and our team in palliative care. We all agree that in addition to fighting this cancer, your well-being matters. That is our palliative care team’s special focus.”

I paused. Despite the weight of all we had discussed, the mood in the room was lighter than when I had entered. The Thorsens were not smiling, exactly, but they looked at me expectantly, even hopefully.

I could well imagine that they were feeling raw, exposed, and vulnerable. I had spoken slowly and in small chunks, reading their expressions and not wanting to overwhelm them with information. The brief silences invited them to ask questions. Even though they sat quietly, pondering what had been said, it was important to pause within the flow of our conversation. I had already given them a lot to think about. And I had a lot of ground still to cover.

I took the opportunity to frame the upcoming conversation by watering a seed I had planted.

“A moment ago I said that I want to make sure you receive the best care possible. In addition to all the treatments for this disease, that includes attending to your symptoms and sense of well-being. It also includes offering practical, problem-solving help and emotional support to your family.”

I intentionally use the phrase “the best care possible” in my conversations with people early in our relationship as doctor and patient.

When it comes to life-threatening illness, it is the one thing everyone agrees on. If we or someone we love becomes seriously ill, we want the best care possible. So, too, those of us who are doctors want the best care possible for our patients. What that phrase means, of course, differs from one person to another. One size does not fit all. Given the Thorsens’ palpable apprehension when I entered the room, it felt particularly important to explicitly name my intentions during our first visit.

“I want to find out what the best care possible means for you, in this particular situation, as you and your family look ahead.” I looked at each of them in turn, inviting a response. They met my gaze, but neither spoke. They were taking it all in.

I use the expression as a way of starting an open-ended conversation—a nonthreatening way of approaching some scary topics. However, introducing the expression “the best care possible” is not merely a clever expression. It is a way of getting to things that, as a palliative care physician, I really need to know.

Within the panoply of medical specialties, the goal of this new discipline is for patients and families to receive the best care we can collectively deliver. Striving to provide the best care possible provides a conceptual frame for employing specific palliative treatments and services in the course of a person’s illness and care: treating pain, shortness of breath, or other symptoms; communicating and coordinating services among different specialties; clarifying goals of care. Each component would likely contribute to providing the best care for the Thorsens—in due time.

Today, their focus was on getting through chemotherapy and radiation treatments in preparation for a big operation several months in the future. We were fully on board in his fight against the disease. And, if the time were to come, we would be there to help him die gently, as well as to support Elaine in her caregiving and in her grief.

Whenever circumstances allow, my clinical work begins before I actually meet a new patient. In addition to reviewing a person’s medical history and test results, my habit is to check the administrative part of their medical chart. I am particularly interested in the demographic information the individual gave on the hospital’s admission forms. As thin as this information often is, it can help me get a sense of the person’s background and social situation, and it is a way of preparing for a first encounter.

On the lines following questions of his employment, marital status, and religion, Mr. Thorsen had written Retired, Married, Catholic. His responses did not tell me who he is, but it was a start. (They were different from Unemployed, Divorced, No Preference, which my last patient had written.) The demographics did not provide a clear picture of Mr. Thorsen but, like the early paint on a canvas or the first day’s work of a sculptor’s hammer and chisel, I could begin to glimpse an emerging shape.

The preparation is useful. In the interview that would follow, I listened closely to what Mr. Thorsen did for a living prior to retiring, how long he and Elaine had been together before being married (and whether he had been married before), how active a Catholic he considered himself, and how his religion was affecting his experience of being ill.

When I asked, he said that he had been raised Catholic. “But after what I saw in Vietnam…my religion is ‘do unto others,’ ya know what I mean?” He looked at me and I nodded and told him he was clear.

“I guess you could say we are ‘Christmas Catholics.’ We go to Mass every Christmas Eve with our children when we are together.”

“Easter, too,” Elaine added, smiling for the first time.

“Yes”—he chuckled—“on Easter, too,” and looked at her affectionately. It struck me that Gerry and Elaine Thorsen were not only husband and wife; they were best friends.

The only way a clinician can become expert in the practice of palliative medicine is one patient at a time.

In meeting a patient in a clinic exam room, or in a hospital room, or across a meeting room conference table, I need not formally examine the person to be attentive to his or her appearance, facial expressions, and body language. Doing so allows me to sense how the person is faring at the moment and enables me to adjust my own pace. I can gauge how much to try to accomplish in a single session and decide how much information and level of detail to convey at this visit. People vary greatly—one from another and from one day to another—in how much they are able to absorb or grapple with in one sitting. If I am to serve them well, I need to read and be responsive to their reactions—their readiness, reluctance, or need for respite.

Of course, it is a process. Clinical care tends to be delivered in discrete episodes: office visits, tests, procedures, hospitalizations. Yet from the perspective of someone who is ill—and their family—care is a process that takes place over time. People’s situations evolve as treatments take effect—or not—and as they get better or their condition worsens. Each person’s illness has a course. The meaning or interpretation of “the best care possible” may well change over time.

As clinicians, our team must keep clarifying what the best care represents for each patient and family on any given day—and then come as close as we can to delivering it.

Besides the knowledge and skills that come with training and experience, palliative care is a practice that requires commitment. That commitment entails being willing to change course as a person’s clinical condition improves or worsens and his or her priorities shift. It includes staying engaged if things go badly. When people are seriously ill, sometimes everyone can do everything right and things can still go miserably wrong.

For many of us, the toughest part of practicing medicine is sometimes feeling powerless to make things a lot better. While it is my professional commitment to give the best care I possibly can, I cannot make things perfect. I wished I could take away the Thorsens’ distress and tribulations and suffering that may lie ahead. But this is real life—their life. I could, however, commit that our team will accompany them to every extent we can through whatever the future may hold.

By introducing the question of what the best care possible means for them, I hoped it might help the Thorsens to retain—or regain—firm personal footing, despite the experience that was enveloping them.

It is easy to lose perspective on the role of medicine relative to personal aspects of life—and important not to let that occur. The moment a person becomes ill, his or her personal priorities tend to be subordinated to medical priorities.

When any of us falls seriously ill, we naturally turn to doctors and hospitals to keep us alive. That is what the health system does best. Applying the advances of medical science and technology, doctors cure deadly infections and keep failing hearts, lungs, livers, or kidneys functioning, or replace failed organs with transplanted ones, or with machines that breathe or beat or filter blood for us.

It is understandable to focus on survival. What is more personal, after all, than staying alive?! But doctors do not have to diminish lifesaving treatments to attend to sensitive, and even intimate, aspects of people’s experience. Unfortunately, modern doctors are taught to view sick patients through a lens that primarily sees their medical problems. The problem-based frameworks and clinical assessment procedures that are intended to streamline and focus doctors’ attention have become like horses’ blinders, keeping the focus straight ahead on diseases and their treatments but constraining a broader view.

From their very first introduction to clinical care, medical students are taught to create a problem list for each patient they see. The problem lists form the table of contents of each patient’s medical chart. However, to a person who is living with an incurable illness, life is more than a set of medical problems to be treated. The fundamental nature of illness is not medical; it is personal.

But in health care today, people’s personal lives take a backseat to medical treatments. When a person becomes seriously ill, it is likely his or her doctor who will say, “We need to run some important tests and start treatments right away.” In that sentence is the tacit message: “Put your personal life on hold.”

Of course, for someone with a life-threatening condition, life can’t be put on hold for very long. Doctors—including those I train—must be able to use the problem-based approach while also tending to personal realms of people’s experience—how the illness affects their self-image, their work, relationships, plans, priorities, hopes, and sense of the future. Doing less in not acceptable.

From the moment of diagnosis, people like Gerry and Elaine Thorsen are at risk of becoming strangers in a strange land. For someone who is seriously ill, today’s medical centers can be dizzying technological environments that offer hope and threaten despair. For people whose diseases will not be cured but instead progress despite aggressive treatments, the very places that are meant to provide the best care can become dystopias of discomfort, false promises, and foreboding. By virtue of being treated at Dartmouth-Hitchcock, the Thorsens already had access to the best cancer treatments available. I wanted to help them to retain some perspective on their personal life and priorities.

For the Thorsens, the best care possible would require the right diagnostic tests and treatments for Gerry’s pancreatic cancer. The best care would also require meticulous attention to managing his symptoms—pain, breathing difficulties, GI upset, constipation or diarrhea. It would entail someone to coordinate services and appointments; consistent, ongoing, and clear communication; frank discussions of potential problems; and planning about how to prevent crises and what to do if they occur. It would require personal attention and genuine human warmth, an amalgam of technical expertise and tender, loving care.

I began today by establishing some rapport and, hopefully, laying the foundation for a trusting, therapeutic relationship. I was banking capital. There might well come a time when I or another member of our team would draw on that trust in helping the Thorsens balance the potential benefits of further treatments against the risks of making things worse and the known costs to their personal time and quality of life.

Before parting, the Thorsens and I made an appointment to see them in three weeks, the day of their next scheduled oncology clinic visit with Dr. Pipas. I gave them my business card and our Palliative Care Service brochure, pointing out phone numbers and emphasizing that there is always a palliative care physician on call 24/7 if they had an urgent problem.

As I left the Thorsens I was struck by how unique and yet all-too-familiar their experience seemed.

No two people are alike. Even physiologically and medically, no two people with the same diagnoses will have the same manifestations of the disease. Illness is the interaction of a person with a disease. Clinicians I think
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“In this strikingly important book, Byock presents an agenda for end-of-life care that should
serve as an ideal template on which to build our best hopes for the final days of those we love
and ourselves—and a corrective for our society.”

—Sherwin B. Nuland, M.D., Yale Interdisciplinary Center for Bioethics, author of How We Die
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