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I want to dedicate this book to my parents, who inspired it by living
 well and dying peacefully; my sisters, who worked together to make those
 transitions possible; and my wife, who encouraged me to reinvent
  myself after my medical career—an incomplete endeavor.
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Most of the medical scenarios and examples are drawn from my professional experience with individual patients. Some examples are composites made from multiple patients; then they are introduced as “hypothetical” or “representative.”


Where patients’ names are used, they have been changed to protect their privacy.


This book does not intend to dispense specific medical or legal advice. It is written to inspire older patients and their families to view aging, disease, and dying through a personal lens that challenges the status quo of the medical establishment. In doing so, it raises awareness about medical and legal issues that affect end-of-life decision making. Medical decisions should be discussed with your physician. Legal decisions should be discussed with your lawyer.














Introduction
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Death is very likely the single best invention of life. Remembering that I’ll be dead soon is the most important tool I’ve ever encountered to help me make the big decisions in life.


—Steve Jobs
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The seeds for this book were planted almost a decade ago. I was sitting in my father’s sunlit apartment overlooking the vast expanse of Lake Michigan. He was eighty-eight years old and the picture of health for his age. We were discussing treatment options for a ballooned blood vessel, an aortic aneurysm, in his abdomen. His internist had recommended a surgical consult, and three separate surgeons had recommended a standard operation to permanently repair it. I expressed concern that despite his appearance of good health, such a taxing abdominal operation and the associated prolonged recovery threatened to upset his independent lifestyle. Worried about the risk of rupture and wanting him to live long enough to meet his first great-grandchild, whose birth we expected in six months, I was promoting an alternative outpatient procedure: the insertion of a strengthening stent designed to reinforce the aneurysm for up to five years.


My father stunned me with a question that crystallized many ideas that I had been pondering over the last few years of my medical practice. “Why would I want to fix something that is going to carry me away the way I want to go?” he asked. Apparently he had the generally accurate impression that if his aneurysm ruptured, he could demand pain medication, decline emergency surgery, and be dead from internal bleeding within a few hours—a day or two at the most. His message was that he did not want a lingering death, and a ruptured aneurysm held an intellectual appeal for him in that regard.


More important, his question resonated on multiple, more complicated levels. First, it demonstrated a vision of his death that we, he and his family, could use to make future end-of-life decisions. Second, it demonstrated a willingness to gain knowledge about his ailments. Third, it indicated an acceptance that death was inevitable and that having a plan—a strategy—to manage it gave him some semblance of control. Finally, his question taught me to challenge the advice physicians, including me, reflexively give patients late in life.


Ultimately, my father had the outpatient procedure I advocated, and he met his great-granddaughter soon after her birth.


A year later, I was speaking with my older sister on the phone. She was preparing to visit our dad, and concerns about his health were weighing on her mind. She was bracing herself for her role as the oldest daughter. She was preparing herself to nurse him where necessary but more likely to organize his remaining time according to his frequently stated wishes to die at home and to do everything possible to avoid a nursing home placement. “You can’t believe the wreckage in those places,” he repeated. No excessive medical care for him, thank you very much. She would create an assisted living situation in his apartment. We would protect him as best we could.


Our mother had died three years earlier. We had thought our father would wither and die. Contrary to our expectations, he soldiered on. But now, one year after his aneurysm treatment, his rugged independence was feeling threatened, and death was on his mind. Had he experienced a premonition? He wanted to visit with his daughter.


What if–type questions poured forth from her. Channeling his willingness to forego treatment if it meant a manageable death, I answered her.


“What if he has a stroke?” she asked.


“Call me,” I replied.


“What if he gets pneumonia?”


“Call me.”


“What if he falls?”


“If he is injured or in pain, call 911; otherwise, call me.”


“What if I come in and find him dead in bed?”


“Wait until he is cold and blue, then call 911.”


“Okay, I can do that.”


Little did we know that he would live another five years.
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This is a book about exit strategies. It is, indeed, another “end-of-life” book. It is not about making the end of life good. It is about making the end of life less bad. It is not about extending life. It is not even about extending “high quality” life. It is about avoiding a painful dying process and futile medical care. It is not a philosophical treatise about what makes life worth living. It is simply a practical look at declining health, old age, progressive debility, and practical choices that people can make to minimize the likelihood of the unconsidered death and to maximize the likelihood of a “better” death.


This book is not about physician-assisted suicide, medical aid in dying, or “death with dignity,” although I will mention them in chapter 12. It is about developing a vision for a natural death—a death caused by disease or old age but not influenced by the violence of excessive medical technology.


This book is not going to dwell on ethical arguments for or against end-of-life choices, but I will state the ethical position responsible physicians take regarding life-sustaining treatments. It is the duty of the physician to sustain life and relieve suffering. When the performance of one responsibility conflicts with the other, the physician must defer to the patient’s wishes.


This book is not about control. I understand that to suggest that we can control our deaths is simplistic and borders on falsehood. All deaths represent a loss of control. We can lose control to the natural history of old age and disease, or we can give up control to doctors and their therapeutic interventions. We can never keep complete control.


Finally, this book is about acceptance. That acceptance is not limited to the emotional acceptance described by Elisabeth Kübler-Ross as the fifth stage of loss and grief in her 1969 book On Death and Dying.1 That emotional component is part of it, but I also encourage acceptance based on knowledge and understanding.


The goal of this book is to outline disease processes or trajectories and to emphasize choices that minimize the chances of a medicalized death and maximize the chances of a better death.


By disease trajectory, I mean the average course of illness for a given diagnosis. By medicalized death, I mean the state of a semi-conscious patient in an ICU or nursing home who is subjected to medical treatments beyond their direct wishes or beyond common sense. Therefore, the restated goal of this book is to use the knowledge of disease trajectories to choose a point in the disease process at which one considers stopping aggressive treatment and recognizes that palliative treatment is likely to offer a better outcome.
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Steve Jobs’s quote that “Death is very likely the single best invention of life” sounds brave. It has been used for purposes of inspiration by at least one hospice organization.2 It sounds as if he really understood that all things must end. It sounds as if he accepted death. However, this is only because the quote is taken out of context; both the context of the speech and the context of his life.


The quotation was included in his commencement speech delivered to the graduating class at Stanford University in 2005. He had recently been diagnosed with a rare form of pancreatic cancer but lived six more years, dying in 2011. “Remembering that I will die soon” informed his business decisions specifically. That knowledge did not inform his medical decisions. “Steve never passively accepted end of life, nor did he have palliative care,” wrote his biographer, Walter Isaacson.3


The reason I am dwelling on this is that Jobs’s arrogance reminds me of my own. I recognize that it is arrogant to suggest how people should die. It is arrogant to suggest that people can control their fate. But many elderly people die while suffering excessive medical care that could have been limited if they had considered the alternative to fighting until the end.


Just a hint of philosophic perspective follows here. What makes humans forget that we are not immune to death? What makes every generation think that it will be the first generation to live much longer and much better? What makes each of us deny our illnesses and assume that we will “beat” old age or a terminal illness?


Perhaps it is the immutable will to live. Perhaps it is this century’s conflation of a religious eternal life with a secular immortality. Perhaps it is a coping mechanism for an overwhelming fear of death. Perhaps it is the centuries-old confusion of science and magical thinking.


Each generation has its “immortalists.” Charlatans who sell the promise of eternal youth are everywhere. Scientists who allow the goals of their restorative or life-prolonging research to be described as “just around the corner” (instead of decades away) abound.


The current generation is obsessed with youth because youth “sells.” Diets, additives, exercise programs, and mental exercises all deny the inevitable. The beauty and fitness of our aging (but cosmetically enhanced) celebrities leap off the Photoshopped covers of glossy magazines with the promise of endless well-being.


This book is about recognizing that death is universal and will be so until this book is long out of print. This book is about recognizing the limitations of modern medicine in extending life expectancy; it is about the high physical and emotional cost of attempting to extend one’s life in the face of the inevitable; and it is about recognizing when to face death on your own terms and not someone else’s.


This book is aimed at several types of readers. First and foremost, it is written to inform the elderly and chronically ill patient who is in need of guidance at the end of life. Second, it is written to inform the families and caregivers of the elderly and chronically ill who, as agents of a patient, might be responsible for making difficult end-of-life decisions. Third, it is written for anyone who can look far enough ahead to know that death will arrive and to see that preparing for it in personal terms is better than leaving it completely to chance or in the hands of overly aggressive doctors.


Finally, it is not written for younger patients battling premature cancers or other illnesses. Such patients might take away some lessons or ideas, but I do not presume to have easy answers for their prematurely tragic circumstances. I have written it with the goal that each type of reader can see the important points from their own perspective.


The bulk of the book is devoted to informing patients and empowering them to make informed decisions. At some point in the process of decision-making, acceptance must occur. Some readers will think that acceptance is another way of saying, “Give up.” I am not saying that. At the point of acceptance, I am saying, “Become aggressively passive.” Seize control of the decisions. Stop letting the physicians make the decisions. Review their recommendations but do not accept every one.


I understand that aggressive passivity sounds like giving up, but it is not. It is taking control of the one thing you can control: your care. It is a step taken at the point in life when you see a loss of control over everyday activities and bodily functions. It is the step to be taken when you see (with the help of this book) that you can no longer control your disease, and by fighting it you allow it to control you. Recognizing that once intensive medical treatment is initiated, its momentum and outcomes are largely out of your control, and declining such treatment puts you back in charge.
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This book is broadly divided into three sections.


The first section of the book defines “a better death” and debunks aspects of the American health care system. The endless optimism of the politicians, the false hope of the advertisers, and the exaggerated promises of providers demand a reality check. Emotionally and spiritually, people have a powerful will to live, but intellectually we deny the inevitable. One of the reasons we expect to live forever is this false hope of a cure just around the corner and this false sense that American medicine is beating the odds.


The second third of the book describes disease trajectory and deathbed scenarios. In his classic work How We Die, Sherwin Nuland described multiple illnesses and death scenes. Using different clinical scenarios, his elegant prose grimly and honestly detailed how the body deteriorates and life ends in the randomness and messiness of debility, disease, and death. The second section of this book dovetails with that concept and expands on it to show that, despite the differences of every clinical situation, there are also some commonalities. I describe the concepts of acute and chronic illnesses. I describe the course of illness for the six chronic diseases that cause the majority of adult deaths.


I will show that despite the randomness of illness there are recognizable patterns. Despite the unpredictability of the final act, a patient suffering from a chronic illness can take action and assert some influence on the outcome.


The final section of the book deals with practical aspects of the difficult conversations that result in responsible decisions. There are chapters on prognosis, end-of-life conversations, hospice care, and the voluntary refusal of fluid and food. A summary and a road map follow.


Finally, there is an appendix that takes a look at the details of advance directives and the unique challenges of dementia.
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My father lived five years after the procedure to reinforce his aneurysm. Three of those years were good years, but two of them were not. The good years were characterized by continued activity and independence. The bad years were characterized by progressive weakness, physical limitations, and the dependence on others that my father had hoped to avoid. But by posing his original question about the wisdom of repairing his aneurysm my father informed his family and caregivers about his vision of a natural death. That vision informed all of his subsequent medical decision-making.


It is my hope that you, the reader, will enjoy the book. Doing so will help you gain a healthy skepticism of the American health care system, its marketing excesses, exaggerated promises, and the motives of its providers. I hope you will also get insight into disease trajectories, better decisions, and, ideally, a vision that you can share with your family.


Combining the understanding of disease trajectories, an appreciation for the process of natural death, and skepticism of a system designed to treat excessively with practical end-of-life decisions will help patients have a better chance at a better death.














Part One


LIMITS AND FAILURES OF AMERICAN MEDICINE














Chapter One


Good Death, Bad Death, Better Death?


1 To every thing there is a season, and a time to every purpose under the heaven:


2 A time to be born, and a time to die; a time to plant, and a time to pluck up that which is planted;


—Ecclesiastes 3, King James Version
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MY FATHER DIED quietly, at home. He was one month and one day shy of his ninety-fourth birthday. His mantra was “I have lived too long.” Indeed, I agreed with him until he was gone and then it was, instantaneously, not long enough.


He died a “good death.” He died a natural death. And, because of his slow decline, each of his children had every opportunity to visit, reflect, reminisce, and review the various ledgers of our lives with him.


I am the second of four children. I have three sisters. We each had a role throughout his life. We each had a role during his long decline. My oldest sister managed the business and household side of his decline. I was in charge of the medical advice. My middle sister, the earliest to retire, hosted him most frequently and extensively while he was still able to travel. My youngest sister, still working and with the most restricted schedule, kept him grounded and inspired.


My mother died a good death, too.


My mother, the bedrock of our childhood, had died of lung cancer seven and a half years earlier. She also died at home, at peace, and quietly. I gave medical advice to her and to my father, but I did not control the decisions. Although my mother was subtly demented she made her will known, and they made decisions together.


My mother was fading and physically weak by the time she was eighty years old. She had weathered multiple illnesses throughout her life. I was not privy to most of them and was not asked to opine about them. She was a stoic, phlegmatic New Englander who did not dwell on her diseases, their causes, their cures, or their detritus. The scar on her neck, the multiple stress fractures, the orthopedic shoes, the misshapen breast prosthesis and, nearer the end, the memory lapses told the story of multiple conditions: a parathyroid adenoma, osteoporosis, degenerative arthritis, breast cancer, and mild dementia.


Ten months before she died, she was diagnosed with pneumonia while she and my father were making their winter pilgrimage to my middle sister’s home in California. She was much weaker and frailer than my father. He remained a robust eighty-six-year-old man who exercised daily, took French lessons, played the piano, and remained active in the geriatric community while caring for her. She was still cooking simple things and organizing their apartment’s domestic needs, but she used a “traveling chair” for long excursions or when transiting through airports.


As is so common at her age, the pneumonia was an infection superimposed on a lung cancer.1 I do not remember the details of their return home to Milwaukee, the CT scans or the biopsy site, but I do remember the resultant diagnosis of stage IV, non–small cell carcinoma of the lung.


I also remember my first conversation with her, face to face, the next month. I explained to her that the median survival of her cancer was ten months after diagnosis.2 “That means, Mom, that if there were a hundred patients with the same diagnosis here in your apartment, first, it would be very crowded and second, half of them will have died by October. We just don’t know which half.” I made the mental note to myself that at her age and with her frailty she was more likely to die before the median than after.


She looked at me and asked, “Are you telling me that I am going to die?”


“Yes, Mom, but I don’t know when.”


My father sat quietly. He was clearly in anguish. They had been the closest of companions for the last twenty years since his retirement. These were probably the best years of their marriage. But it was clear to him that she was not a fighter. He was the dominant member of the pair. He was physically stronger and, at this stage in their lives, he was emotionally stronger. In some couples, the stronger member will fight to survive to support the weaker, but it is rare for the weaker to try to prolong his or her life for the stronger. It was understood that Mom was not going to suffer aggressive treatment so that she could be there a bit longer for him.


After studying treatment options, their schedule, and their lifestyle, Mom and Dad made plans based on doing less treatment, rather than more. Those decisions flowed naturally. It was clear that Dad would care for her and was aiming at a quiet death at home.


Mom chose low-dose chemotherapy with one goal in mind; she wanted to see her oldest grandchild get married four months later. It was the first wedding in that generation, and Mom was prepared to fight to see it. Instinctively, she set that goal. Just as naturally, she recognized her grim prognosis, and she knew when to stop fighting. Her career in nursing had taught her to be realistic and to aim for the best possible day.


Prior to the trip for the May wedding, she was admitted to home hospice care and acquired a Do Not Resuscitate (DNR) status from her doctors. Exhibiting rare, raw emotion, Dad did not allow her to wear her DNR bracelet, preferring to carry it in his wallet.


After the wedding, she discontinued chemotherapy and passed the summer at home. In September, she asked, “Am I getting stronger?” No one told her the truth, which was “No.”


A few weeks later, my mother did die quietly at home. She was in hospice care but not bed-bound yet. She was still taking meals at the table, tea and cocktails in the living room, and sleeping in her own bed. To that degree, her death was unexpected but a blessing because she did not suffer the painful complications of lung cancer.


My sisters and I thought that there was a real chance that my father would give up and die shortly thereafter. He did shrink socially. He did fade physically. Then he rebounded.


About five years before his death it became clear that Dad needed help around the apartment. The staff of their residential hotel did some weekly cleaning chores, and he cobbled together a schedule of simple breakfasts, luncheon sandwiches, restaurant meals, leftovers, and the occasional dinner guest. But laundry, dish washing, humidifiers, plant care, and other tasks, began to loom large. We hired a young woman to help out for a few hours per day. Dad’s desire to “wake up dead” became a recurrent mantra. My older sister and I had several conversations on the subject.


Despite the absence of a terminal illness, Dad acquired his own DNR status. We counseled each other, and advised his young helper that if he was found unresponsive (but comfortable) some morning, she should call me before calling 911.


As our expectation that he would die within a year faded, we realized that his decline would be unbearably long. We had presumed that he would give up and die before the weakness of old age set in. But he did not give up, and weakness did set in.


It was a slower death than Mom’s, but they were both “good” deaths. My parents asserted what they would not do medically and took control. They were not in pain. They both visited with family. They trusted their caretakers. They understood their illnesses.


Although the vision of their deathbeds changed over time, they firmly held that the vision would not include hospitalization or nursing home residence.


They did not trade a bit of high-quality life for low-quality existence.


THE MEDICALIZATION OF DEATH


How do you want to die? Do you want to suffer? Do you want your last conscious sensations to be the chest compressions of an emergency medical technician (EMT) separating your sternum from your ribs? Do you want your last sight to be the specter of a tracheal intubation blade approaching your mouth followed immediately thereafter by the insertion of a tube into your lungs? Do you want people rushing to stab large-bore needles into your neck and groin to access big, reliable veins?


Do you want to die in an ICU, on a ventilator, unconscious, unrecognizably bloated, oozing from sores and pores, every orifice violated with a tube, and unable to communicate with family and friends? This is not hyperbole. This is what saving people from near death looks like. Cardiopulmonary resuscitation (CPR) is much more brutal and much less effective than people are led to believe. When a patient is young and has a reversible condition this situation is disturbing, but acceptable. When the patient is old, infirm, or suffering from a terminal illness, this situation is cruel and reflects poor judgment. That is because the chance of surviving to discharge from the hospital is 0 to 8 percent.3 And the chance of returning home neurologically intact is less than that.


Alternatively, do you want to die warehoused in a nursing home, surrounded by elders who are infirm and incontinent; fighting bedsores and begging for a diaper change; being spoon fed or tube fed; and being aided by well-intentioned, but understaffed and underpaid, nursing services?


These images depict the “medicalization” of an institutionalized death that has dominated medical treatment and patient expectations for the last fifty years and has come to define the new normal of prolonging life at all cost. Some people, following the lead of Groucho Marx, “intend to live forever, or die trying.” For younger patients with prematurely terminal diagnoses, this is an understandable treatment pathway. For elderly patients, those who have lived beyond their “average life expectancy,” this is a mistake.4 Those people are likely to die in one of the scenarios depicted in the previous paragraphs. I respect that many people choose to place themselves in a situation where they are likely to die (in agony) in an ambulance, emergency room, or ICU. Others choose repetitive interventions for bladder infections, pneumonias, heart failure, and so on, with the result that they die slowly in the comparative isolation of a nursing home. These are the elderly who want to fight to the end and want to be remembered for having done so. If they understand the price they will pay for their decisions, then I say, good luck to them, for they risk losing the opportunity to say goodbye, make amends, and find peace painlessly.


Most people who do not want to fight endlessly envision dying quickly. Having survived the grief following my mother’s death, my father wanted to “wake up dead.” It was his shorthand for dying in his sleep. He had expressed this desire for several years. Unfortunately, this result is enjoyed by only a small fraction of the population. It is a chance event that involves no control on our part. Practically speaking, the technological advances of the last few decades have decreased the size of heart attacks and strokes. These advances, along with improved trauma care, respiratory care, and less invasive surgical techniques, have reduced the absolute number of acute deaths. The effect is that those of us who do not die suddenly or unexpectedly will die older, later in life, with progressive disability and diminished faculties. “Old age” will be our terminal diagnosis, and living longer than desired is likely to be our punishment for lack of planning.


A BETTER DEATH


Or would you consider something else? This book is about resisting the momentum to treat and recognizing the moment to care.


Most people want to avoid futile and painful treatment. Most elderly people express a preference to die at home but cannot afford that if it means a prolonged decline requiring round-the-clock assistance. Therefore, nursing homes—which are best utilized as a way station for rehabilitation and temporary skilled nursing needs—become long-term residences. Unfortunately, when entering a nursing home or assisted living facility or arrangement without effective advance directives, the patient becomes dependent on the care of the organization. As the disability of old age progresses and physical independence is lost, the resident falls into the trap of the perpetual treatment that the system is organized to deliver with the risk that the residence becomes a warehouse of bedridden bodies.


If, while still cogent, you put in place the decision-making paperwork that would allow for early hospice registration and restrictions on nutritional support, hospitalization, and aggressive medical treatment, then a long, uncomfortable, lonely decline in a nursing home can be avoided.


Should you so desire, many people can afford to return home for their final days or weeks if they foresee the nursing home as a way station and if, with the help of hospice nurse guidance, they recognize the last phase of life, the stage of “active dying” (to be discussed later) that heralds the last days.


I prefer to think that people, unconstrained by a personal belief (cultural or religious) that they should suffer as long as possible, would prefer this different course. I want to promote planning that will maximize the possibility that one can pass away surrounded by friends and family, with minimal suffering, uninterrupted by ineffective medical interventions, at home (if desired or possible) and at peace.


GOOD, BETTER, BEST


I cannot define a “good death” in a way that will satisfy every reader. Each person must come to his or her own definition of that. Such a definition is highly individual and changeable over the course of an illness. But when it has been studied, a good death includes control, comfort, closure, affirmation, trust, understanding, and communication.5 In my experience as a practicing physician, these attributes are usually inconsistent with an institutionalized death associated with aggressive medical treatments.


It might be easier to start with a definition or example of the “best death.” My vision of that is to die in one’s sleep, naturally, spontaneously, and shortly after a large family gathering involving good food, various tributes, a review of a life well spent, and expressions of appreciation for one’s family and their accomplishments, at an age that equals, or exceeds, the average life expectancy. Hoping for more is unrealistic and risky.


If we cannot guarantee that the “best” death will occur, then we must work toward a “better” death, a death that is less bad than the hospitalized process and less bad than an institutionalized existence.


Therefore, my “better” death will have to be initiated a step back from “waking up dead” and a step before calling 911. It will have to include a conscious recognition that you have had enough treatment. It will mean that you understand the limits of American medicine and that you do not want to risk inviting a medical intervention that might become self-perpetuating. Unwilling to call 911 and unable to count on dying in your sleep, you will need to institute a plan that will maximize your influence and minimize ineffective or unwanted medical intervention.


As I will make clear in subsequent chapters, this strategy is not “death with dignity” or assisted suicide. This strategy is a combination of medical passivity (informed by medical knowledge), hospice care, explicit advance directives, and a vision of the deathbed that reflects your personal preferences. This strategy involves the recognition and acceptance of the inevitable and, most important, an image of the possible.


My parents died naturally and with dignity because they had such a vision and could foresee the process.


Things to Remember/Things to Consider


• Consider your concept of a good death.


• Think about the level of medical intervention you want. Outline your goals and expectations.


• Communicate your goals and wishes to your friends and family while you are still able.


• Remember, aggressive treatment to the very end results in futile and painful therapies.


• Look for opportunities to review less aggressive options.














Chapter Two


American Health Care:  Failing the Elderly


When medicine became a business, we lost our moral compass.


—Steven Nissan, MD, Escape Fire
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THE UNITED STATES has the costliest health care system in the world. It spends almost twice as much per capita as the next costliest country, yet it has comparatively poor outcomes. The fact that the American public does not understand or believe this is the result of the advertising and lobbying campaigns of one of the most powerful commercial and political alliances ever organized. In 2015, US health care spending represented 17.8 percent of the gross domestic product.1


In a special article published in 1980, Arnold Relman, editor of the New England Journal of Medicine, popularized the phrase “the medical-industrial complex” to detail these powerful forces. A takeoff on President Eisenhower’s concept that the military-industrial complex was driving our defense posture in the 1950s, Relman’s point was that the medical-industrial complex was driving health care expenditures while blinding doctors and patients to the true principles of medical practice. Pharmaceutical companies and medical device companies have been funding research and medical education at all levels, including medical school, continuing medical education, and the dissemination of medical knowledge to providers and consumers. From 1960 to the present day, profit-seeking companies and their shareholders have driven the American health care system by spurring the commercialization of care and blinding providers to conflicts of interest.2 These same companies have convinced consumers to expect excessive medical care, leading American patients to believe that a cure for whatever ails them is just around the corner while generally overlooking the compassionate, supportive, and thoughtful care the elderly patient really needs.


The lesson here for aging patients, their caregivers, their family, their friends, and their agents is that untempered hopefulness requires a slow, thoughtful reality check. Elderly patients—and here I mean patients over the age of sixty-five and suffering a chronic illness or people over the age of the average life expectancy for their demographic—should try to understand that they are not missing out on a miracle cure despite the societal hyperbole to the contrary. The rate of increase in the average life expectancy has slowed; and there are no cures for the most common chronic illnesses.


Most of the medical optimism Americans enjoy is based on exaggerated promises. If an elderly patient thinks they can “win the lottery,” they are more likely to struggle on. If they believe that fixing one more joint or one heart valve will reverse the ravages of old age they will try for that winning ticket, and by doing so they are likely to pay the medicalized price for it. If they think that a politician’s promise to deliver on personal cancer therapy will happen in their lifetime, they will hang on against all common sense. They will seek treatment that is likely to be futile, resulting in unnecessary pain and suffering.


THE PROBLEM WITH A SYSTEM LIKE MEDICARE


From the patient perspective, Medicare has been a very successful health care insurance payment system—more efficient and user-friendly than the commercial insurance industry. However, over the last three decades, the routine decrease in government reimbursements has changed the providers’ perspective on Medicare patients.


Initially, Medicare was created as a safety net for elderly citizens, and it proved to be a gold mine for fee-for-service physicians. Medicare patients were valued because the government paid handsome fees and the older population had plenty of diseases to treat. Since the 1990s, when reimbursements decreased, the perspective on elder care has changed. Now, the American health care industry treats the elderly as a commodity. To maintain their income stream, primary providers spend less time with elderly patients, and in the name of efficiency procedure-oriented specialists such as gastroenterologists, cardiologists, and surgeons treat Medicare patients as widgets, rushing them through an assembly line of procedures without adequate consideration or consultation.


In areas where younger, higher paying patients exist, the elderly are spurned. Where money can be made by overtreatment, they are churned, i.e., run through the system. Where reimbursement is low, the elderly receive short shrift or are ignored.


AT THE INTERFACE OF TECHNOLOGY AND AGING: WHERE HIGH-TECH TREATMENTS MEET ASSEMBLY-LINE CARE


The failure of modern medicine is not only about the hype, the PR, and the political posturing that lead to overblown promises of fabulous treatments. It is also about omissions contained in incomplete consultations about technological advances in cancer chemotherapy, immunotherapy, joint replacement surgery, and new cardiac devices.


One of the reasons for our extraordinarily high expenditures is the overproduction of resources (hospitals, surgery centers, laboratories, radiologic equipment) that allow for immediate access but demand utilization. There is no need to wait for a hip replacement in the United States. We have plenty of orthopedic specialists, too many MRI machines, too many operating rooms, and too many physical therapy units. For all these same reasons, there is no need to wait for cardiac surgery. In terms of convenience for elective and semi-elective procedures, the United States is the best, especially if the procedure is lucrative.


A subtle example of the “churning” of elderly consumers is the development of a specialized service—a product line or service line, in the vernacular of a hospital’s business development administrators. In my former hospital, we developed joint replacement surgery as one such product line to attract patients. Other hospitals might emphasize a service line in cardiology, gastroenterology, or oncology, for example.


The creation of these service lines involves the development of therapeutic protocols, the hiring of supplemental support personnel (physicians, nurses, social workers, physical therapists), and some degree of promotion or advertising. It has the intent of focusing expertise, developing the efficiencies of systemized treatments, and benefitting by the economies of scale. Unfortunately, promoting a product line or “center of excellence” raises expectations, instills an assembly-line mentality, turns some physicians into salespeople, and reduces unwary patients into consumers, thus distorting a traditional doctor–patient relationship.


To be fair, done well, assembly-line care does reduce complications and increase quality when patient selection is tightly controlled. And extra “hospitalist” care for complicated patients improves medical outcomes.3 But there are several unintended consequences that occur. First, just as safer highway engineering inspires drivers to increase their speed, better outcomes tempt physicians to treat older and weaker patients. Second, by supplying more hospitalist care to deal with the medical complications, the medical or surgical specialist is less invested in deselecting patients who are likely to have limited benefit or who have a higher risk of complications. And third, it takes less time to plug an overeager patient into a system of care than to advise them that system was not built with their individual needs in mind.


MEDICAL CONSEQUENCES OF ASSEMBLY-LINE CARE


The result of assembly-line care is a subset of patients undergoing procedures following incomplete or one-sided consultations. In the case of my hospital’s service line—orthopedics—there were patients receiving elective joint replacements who should have been advised, “I can replace your hip, but surgery comes with prohibitive risks at your age.” Or “Replacing this hip will put more strain on your other joints and you will still be restricted by your weak back.” Or “I know you feel restricted by this bad joint, but adjusting to that restriction is more sensible than risking surgery.”


Over the years, I saw increasing numbers of unrealistically optimistic patients who underwent orthopedic surgery, cardiac procedures, gastrointestinal procedures (including some done by me), or aggressive chemotherapy because they were led to believe that quality of life could only improve and we, physicians, knew that we could get them through. Too little time was spent during the associated consultations describing those patients who did poorly despite surgery or those patients who did well enough without surgery. These practices contributed to a downstream accumulation of elderly patients with minimal benefit, post-op complications, prolonged hospitalizations, and nursing home placements.


And most patients were not advised of what awaits every elderly patient admitted to a hospital for any reason: some degree of further, overall deterioration.


When elderly patients have complicated elective (or semi-elective) surgery, it is guaranteed that they will be exposed to large quantities of antibiotics and narcotics. They are guaranteed to have their usual medication regimes disrupted. They are very likely to receive blood thinners to prevent clots from bed rest. They are likely to suffer a general physical decline from forced inactivity.


During my career, I witnessed too many complications that would not have occurred in the absence of elective surgery and other aggressive treatments on elderly people. I saw dozens of gastric and colonic hemorrhages as a result of non-steroidal anti-inflammatory drugs (NSAIDs) and blood thinners. I saw scores of patients intubated for surgery and then reduced to bed rest because of general weakness and pneumonia. I saw countless patients with paralyzed bowels, the consequence of excessive narcotics.


This is not so much the result of bad medical practice as it is the result of a system that is not focused on the holistic needs of the elderly. The misaligned interest of the technically skilled surgeon, the hospital-based internists used to dealing with medical crises, the hospital administration, and the assembly-line mentality that fixes one joint, one valve, or one manifestation of cancer among many frequently overlooks the aging patient as a whole.


The assembly-line mind-set should be avoided during the consultation phase and the patient selection process. It should start only at the execution phase, when the patient is prepared to roll through the doors to the operating room.


CHRONIC DISEASE, ACUTE CURES, OVEREMPHASIZED SCREENING PROGRAMS


There are other structural weaknesses in the American health care system.


The American health care system is well designed to treat acute problems like a broken wrist, appendicitis, pneumonia, or an initial heart attack or stroke. It has the technology and wherewithal to reverse most acute illnesses successfully and rapidly. But curing pneumonia does not cure any underlying chronic illness, be it lung disease, heart failure, dementia, stroke, diabetes, or cancer.


People over sixty-five should recognize that the diseases that will define their later years are likely to be chronic diseases set in motion years, if not decades, earlier. Three realities follow this understanding: First, treating acute complications of chronic disease does not “cure” the patient but prolongs the chronic process. Second, more frequent treatments of more complicated scenarios in more debilitated patients lead to more risk, more complications, and accelerated debility. And third, screening tests (like colonoscopy or mammography) for inactive diseases in the chronically ill or frail elderly patient will not prolong life, because that patient is likely to die from their current and active illness.


In short, our system has not focused on the long-term care of the chronically ill, most of whom are elderly. Whereas acute illnesses have cures, chronic illnesses have treatments that must be organized and managed. That type of management requires a health care system that is integrated, supportive, and communicative. The medical marketplace has yet to find a profit-making formula to create such a system. So we fall back on short-term treatments of the complications of chronic diseases.


We all understand that preventing disease is preferable to an expensive treatment. We forget, however, that real disease prevention relies on lifestyle choices that avoid toxic chemicals, bad habits, and too many calories. Instead, we are encouraged to assume that if we find a disease early, it can be cured or curtailed. The result is that health care providers in a for-profit system learn that screening for illness is a more lucrative practice than effective counseling on healthy lifestyles.


Screening even for common illnesses, when looked at objectively, is not simple.4 Witness the controversies surrounding screening mammography and prostate cancer blood tests. But screening for low-probability illness in the general population is a strategy of dubious benefit. When it comes to screening for low-probability illnesses in the chronically ill or elderly, it is a strategy that can be cruelly counterproductive. For example, a colonoscopy performed to reduce the risk of colon cancer in an elderly person without symptoms can lead to one of several possible outcomes. Most will be normal, so it will have been a waste of time. Some will remove a colon polyp that is unlikely to shorten the patient’s life expectancy, so it, too, will have been a waste of time. Very rarely such a screening colonoscopy will reveal an unsuspected cancer. This will prematurely set in motion the surgery and subsequent treatments that foretell the patient’s demise.


There is one other possible outcome: A complication could occur. For example, many elderly will be unable to finish the prep to get an adequate exam, resulting in a wasted exam. On occasion, frail patients will pass out and hurt themselves during the preparation. Rarely, but with measurable frequency, something more serious happens.


CONFRONTING MY RECOGNITION OF MEDICINE’S LIMITS


I started my career in gastroenterology devoted to eradicating colon cancer. I planned to do the most thorough and comprehensive colonoscopies possible. I committed myself to the idea that none of my patients would get that disease on my watch. The sequence and transition of benign polyps growing and turning into colon cancer seemed to be the perfect example of a disease progression that could be interrupted.


When I first went into practice, the recommendation for a screening colonoscopy was to perform it at age fifty and every five years thereafter. If a polyp was discovered, a surveillance exam would be repeated in one year and every three years thereafter. Thirty years later the screening interval had been extended to ten years and the surveillance interval to five years. Still, patients came in much more regularly than that. New scopes with better optics helped find smaller and subtler polyps. Here the pace of new technology outpaced the development of new guidelines. Research supported by the scope manufacturing industry defined new types of polyps that were presumed to represent threats not included in standard surveillance recommendations. As a result, practitioners were educated to believe that patients required more frequent follow-up exams.5


By the end of my career, we could find polyps that were less than a millimeter in diameter, and magnification allowed us to see blood cells circulating within them. Yet the mortality for colon cancer did not significantly decline.


In my personal practice I found and removed countless precancerous polyps. I found many cancers deep within the wall of the colon, including those that were too small to have started with a visible polyp—defying the widely held view that all colon cancers can be prevented by removing all polyps. I can think of at least one patient who developed a large cancer between recommended screening exams. Did I miss it with the last screening exam? Did it grow faster than average? Fortunately, he survived surgery and did not require radiation or chemotherapy.


As time passed and more exceptions and complications occurred and as more guidelines failed to clarify our practices, I realized that surveillance colonoscopies were only addressing one pathway in the formation of colon cancer. And, despite more numerous and more increasingly expensive exams, we were only reducing, not eradicating, colon cancer. As a result, I lost confidence in much of the system and its promises.


One of my most memorable complications occurred after an apparently healthy seventy-eight-year-old woman was referred to me for a screening exam. She had never acquiesced to a colonoscopy before, but her internist finally convinced her. The conventional wisdom was that a single initial exam, no matter at what age, was likely to be beneficial. The conventional wisdom did not factor in extra scar tissue (adhesions) between her spleen and her colon. The exam tore her spleen, and she nearly bled to death. A surgeon saved her life and my composure.


The complication of splenic rupture occurs once in 100,000 colonoscopies. It is not operator dependent. It was not due to an error on my part. Rather, it is preordained by a congenital attachment of the spleen to the colon. The fragile spleen is subsequently torn as the colon is routinely straightened during the exam. “You can’t play baseball without breaking some knuckles,” is how some of my colleagues remember their complications. I responded with despair at the damage the exam had caused. I remember watching a surgical colleague stop a life-threatening hemorrhage. I also saw a previously active patient return home debilitated from days in bed and weeks in the hospital. All this was caused by a screening exam performed for a purely theoretical benefit.


FAILURE TO CONTROL THE MANAGEMENT  OF ANTIBIOTICS


Though my father suffered no irreversible disaster as a result of the American health care system, he did have a brush with an antibiotic-related complication when he was eighty-nine years old—a complication that was the result of decades of overuse of antibiotics by American physicians. Disaster was averted only because his problem fell within my field of expertise. But his experience exemplified how aggressive treatment of what appeared to be a trivial problem can go awry.


Late one spring, five years before he died, my father was aiming to attend a memorial service for his deceased sister-in-law and the wedding of his second grandson. Both these events were scheduled within a few weeks of each other in Massachusetts. He could still travel by himself, but he was at the point of counting his steps, in terms of distance, and stairs, in terms of heights. He was using a wheelchair in the airport and a cane for walking. We were also helping him seek handicapped rooms in hotels and handicapped parking on the streets.


During the run-up to these travel plans, he had a deformed toe amputated. The hope was that if his foot functioned better, then his walking would improve. The surgery was scheduled weeks before the memorial service so that he could be completely healed and back in walking shoes before the trip. Standard procedure dictated that he take a pre-op dose of antibiotics for skin contaminants and a post-op oral course of antibiotics to prevent the most common foot infections. Even though this surgery could have been performed with an antiseptic wash and without systemic antibiotics, “prophylactic” antibiotics have become the norm because the average patient does not take good enough care of a foot wound following surgery.6


One week before travel, he developed loose stools. Within a day or two, to his horror, he had soiled himself. That is when I was notified of his problem, for there is nothing like an episode of incontinence to crystalize one’s concerns about dependency. Advised of that symptom, I knew he had an infection with Clostridia difficile. C. diff. is a species of bacteria that naturally exists in 3 to 6 percent of the healthy population. Typically, it causes no disease, because it is suppressed by the presence of multiple other organisms. But, if an otherwise healthy carrier takes an antibiotic, that person is at a grave risk of killing the good bacteria and releasing the C. diff. from its suppressed state. Such an overgrowth releases toxins into the colon that cause diarrhea and kill colon cells, a disease known as Clostridia difficile colitis or antibiotic associated colitis (AAC). If the colon becomes sufficiently damaged, the process can lead to gangrene of the colon, and this is usually fatal. Once a rare disease, the relentless overuse of antibiotics has resulted in an increase of AAC. At the end of my clinical career, C. diff. infection was by far the most common cause of diarrhea I saw in my practice.


After a brief discussion, I prescribed vancomycin, an antibiotic antidote specific to this infection. We had only seventy-two hours until the memorial service, and it took that long for the treatment to work in most people.


Dad got better. He attended the memorial service. He enjoyed the wedding. And he learned a lesson.


When he needed additional foot surgery, the doctor treated him with topical antiseptics. Subsequent dental surgery was treated without antibiotics at all. Though his experience with a complication of systemically overused antibiotics resulted in added personal cost, inconvenience, and mild embarrassment, it could have been much worse. In 2011, 29,000 people died of AAC. Most of them were elderly.


THE MOMENTUM TO TREAT


The momentum to treat in America is unmatched around the globe or throughout history. As a result, we spend twice as much on medical care as the next most expensive country. A very large percentage of that money is spent in the last six months of life. There are multiple forces behind this momentum.


In her book Ordinary Medicine, Sharon Kaufman explains how Medicare has contributed to the growth industry of eldercare.7 While Medicare began as the arbiter of what is reimbursable, in the minds of providers and patients it has become the adjudicator of what is appropriate care. The conclusion being that if a new treatment is available, it might be appropriate, but if it is reimbursable from Medicare, then it must be appropriate.


What else fuels the momentum to treat? American exceptionalism, for one. This is an ingrained feeling that the United States and its citizens are not only different but are the best, have the best, do the best, and deserve the best. As a result, most Americans pridefully believe that American medicine is the best in the world. These Americans are dead wrong. Compared with other developed countries, American medicine is unexceptional except in terms of cost, convenience, and self-promotion. In terms of things that matter—such as life expectancy, infant mortality, or quality of life after sixty-five—the United States ranks in the lower third of developed countries, sometimes dead last. Yet American exceptionalism inspires acquiescence in patients, which makes resistance to treatment almost unpatriotic. When coupled with the profit-over-principle mentality of providers, this momentum to treat contributes to the medicalization of death.


Additionally, the momentum to treat is powered by the competition between health care systems. Unfortunately, systems such as the Cleveland Clinic, the Mayo Clinic, and Johns Hopkins do not compete in terms of doing the most ethical or compassionate work but in terms of doing the most technologically advanced and financially rewarding work. This is exemplified by a conversation I had with a transplant cardiologist from the Tufts University medical system. He acknowledged the ethical questions raised by performing so many left ventricular assist device (LVAD) insertions on elderly patients in an effort to support them for a possible future heart transplant.8 In the next breath he said with pride that their annual use of LVADs was up 80 percent, and they were now doing more transplants than their nearby competition, the Harvard system.


Add media manipulation to the mix of Medicare reimbursement, American exceptionalism, and competitive systems, and we have created a recipe for disaster for the aging population.


Only two countries, New Zealand and the United States, allow direct-to-consumer pharmaceutical advertising. This advertising has led to increased consumption and unrealistic expectations. In turn, this leads to inappropriate treatments.9


Three years before leaving my practice, I met an elderly patient who developed late-onset ulcerative colitis. Vigorous for an octogenarian, she was a comparatively active socialite who found that the bloody diarrhea and near incontinence that her disease caused was unacceptable. I was sympathetic, and we were both disappointed by her response to standard therapy. Through advertisements, my patient was aware of infliximab (brand name Remicade), an infusion that altered the immune system. I was hesitant to start such a treatment because of her age (there were limited studies performed in elderly patients and there were many warnings against its use in that population), but she and her family were insistent. We sought the advice of an expert in inflammatory bowel disease. My hope was that the second opinion would support my recommendation that the patient avoid this sophisticated treatment and adjust to her new, reduced circumstances. There was always the chance for a spontaneous remission.


Unfortunately, the physician providing the second opinion promoted and initiated the new treatment. In the end, it proved easier, less time consuming, and more profitable for the expert simply to plug the patient into their assembly line than to explain repeatedly why she should consider resisting that system. Shortly after the first infusion, the patient reported a dramatic improvement in her bowel symptoms. Two weeks later she was admitted to the ICU with double pneumonia caused by an organism released by her weakened immune system. Still in the ICU, she died two weeks after that.


This patient remains a case in point. At $4,000 per infusion of infliximab, she was unlikely to undertake it without Medicare reimbursement. She believed the advertisements that exaggerated the benefits and minimized the risks. She did not believe that her life could or should be limited by illness at her advanced age. Instead, she died prematurely and suffered a medicalized death.


A VISION OF LIVING TO THE END RATHER THAN FIGHTING TO THE END


Courtesy of the medical-industrial complex, we as a nation think that we are on the brink of a series of cures for the great scourges of our time. This, coupled with our ability to delay death by treating acute illnesses, tempts people to seek treatment that ultimately becomes futile and risks a drawn-out decline and a painful death with too much medical intervention. Ironically, the longer we live as a population, the larger the problem of chronic diseases becomes.


Technological advances in the treatment of heart failure (pacemakers, defibrillators, heart pumps, and heart valves) prolong lives, but they do so with an emotional toll placed on those not comfortable with an unnatural mechanical dependence.


We are losing the war on Alzheimer’s, as a tsunami of baby boomers approaches old age. And, having made much progress, we are now stalemated in the war on cancer. Fortunately, progress will continue on all fronts—witness the paradigm shift to “individualized cancer care” based on identifying DNA segments in different tumors—but gains will be incremental, costs will be exponential, and unforeseeable complications will develop.


So what is the alternative to endless treatments of acute events superimposed on progressive chronic illness? What is the alternative to ceding control to overly aggressive physicians? The alternative is to develop a vision of where the chronic illness is going and what a better death might look like. This vision recognizes that aging and dying are natural processes that require management. By resisting the momentum to treat, you avoid ineffective and painful treatment. By managing your care, you take control back from the medical establishment. By having a vision of aging and dying, you can develop a vision of living purposefully in comparative comfort rather than fighting futilely while enduring prolonged suffering.


Things to Remember/Things to Consider


• American health care is driven by conflicting imperatives to care for patients and to make a profit.


• Assembly-line care improves efficiency and quality but can overlook compassion.


• Remember, every hospitalization, including elective treatments, risks progressive weakness and unintended consequences. Be skeptical.


• Certain medications and treatments can be high risk for little gain, like aggressive chemotherapy for advanced cancer or immunomodulation therapy in elderly patients.


• The momentum to treat can often obscure the absence of a cure and delay comfort care.
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