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  To Veronica Jane Paul,

  who’s faithfully dragged me,

  kicking and screaming,

  toward enlightenment


  PREFACE

  
    “The rule books, I’m sure, frown on such intimate engagement between caregiver and patient. But maybe it’s time to rewrite them.”

    —Kenneth B. Schwartz, Founder, The Schwartz Center for Compassionate Healthcare

  

  I entered the medical profession a half-century ago, entranced by its celebrated intimacy and altruism. In our secular society, physicianhood was close to a sacred calling. While I practiced, though, I was dismayed to see its aura fade as healthcare deteriorated from a humane service to a relatively impersonal commercial enterprise.

  Ironically, that decay resulted from a history of successes. During the twentieth century, scientific medicine—“biomedicine,” as we call it—helped us enjoy longer life spans, and wiped out some dread diseases and wrestled others to the mat. Its near-miraculous fruits couldn’t help but catch the eye of investors, who encouraged ever more effective, attractive—and profitable—high-tech tests, drugs, and procedures. Popular culture understandably jumped on this promising bandwagon. And that’s when healthcare began to turn into a business.

  Miracles don’t come cheap. It’s now common knowledge, for example, that half of recent family bankruptcies were caused by medical expenses. For all its cost, healthcare isn’t always worth it. Some of yesterday’s “dream drugs” are today’s nightmares, and some surgeries first touted as phenomenal now seem a kind of vandalism. Most perniciously, our reliance on medical wizardry has diminished personal responsibility for health.

  Of all biomedicine’s costs, the most grievous is the loss of what we called “the bedside manner,” the doctor’s skill of helping sick people feel better simply with his or her own healing presence. Compared to surgical robots and MRI scanners, bedside manner has come to seem relatively wispy, just a little more friendly way of practicing.

  We’re in the midst of a “healthcare crisis,” defined as too little health for far too many bucks. Aching for reform, yet forgetful of the potent centrality of healing presence, we turn to what we can measure, so we understandably conceive healthcare reform simply as a financial challenge.

  Happily, bedside manner isn’t entirely extinguished. Remnants survive and always will, thanks to a few teachers who preserve the glowing embers. I can no longer recite the catabolic pathway of glycogen, but I remember certain precious educational pearls as though I was handed them yesterday.

  Orthopedist Dr. Lorin Stephens, for example, convinced me that medicine wasn’t exclusively science’s domain. He sat one morning in the mid-1960s with me, three other students, and a psychiatrist, discussing a patient. As the psychiatrist droned Freudian theory, I began to nod off. Noticing that Dr. Stephens was already dozing, the psychiatrist nudged him with his elbow.

  “Dr. Stephens,” he said, “do you concur?”

  Shaking himself awake, Dr. Stephens looked only mildly embarrassed. “Excuse me,” he said. “I was dreaming about the smell of my wife’s pillow.”

  Internist Dr. Elsie Giorgi spoke to us about how life situations can result in illness. Realizing we were too inexperienced to appreciate such nuances, she concluded, “All you need to know is this: listen to your patients well enough, and they’ll tell you exactly what’s going on.”

  I accompanied Dr. Giorgi to a clinic, where she saw elderly Ms. Grey. Though I was only a junior student, I surmised from Ms. Grey’s color and breathing that she had pneumonia. If I’d been her doctor then, I’d have confidently given her antibiotics and moved on to the next patient.

  But Dr. Giorgi was deliberately slow. She said, “So, Ms. Grey, tell me about yourself.”

  The patient said she was raised in a sharecropping family in rural Georgia. She’d married young, suffered two miscarriages, was deserted by her husband, moved, married again and had four children. She’d never had the training or even time to hold a job or escape poverty. She was widowed now, and only two of her children remained alive. Her tale was of lifelong woe. Recently she’d been living with a distant relative who saw to Ms. Grey’s upkeep. When the relative died, Ms. Grey, penniless, stopped eating and soon fell ill with pneumonia, which Dr. Giorgi confirmed on examination.

  “If we just give Ms. Grey antibiotics,” Dr. Giorgi told me, “she’ll be back here in two weeks, and then I’ll wonder what I’m accomplishing in this business. I’ll contact the social worker. Ms. Grey needs someplace to live, and help with nutrition.” It had never occurred to me before that a physician’s responsibility might transcend the medical setting.

  Psychiatry professor Dr. Werner Mendel briefly asked an inpatient small-talk questions before an audience of four medical students. How is it, being on this ward? Is the food okay? How do you spend your day? Then a nurse showed the patient back to the ward, and Dr. Mendel spent the next half-hour delivering a detailed biography of that person, supporting every conclusion with an observation anyone could have made.

  “Mr. D’s accent places him in a rural area outside New Orleans. He’s divorced, judging from the band of pale skin around his left ring finger. The anchor tattoo says he was in the Navy. From his age, I’ll say he was in the war, and in the Pacific. Why the Pacific? His little bow when he entered the room—did you see that? [I hadn’t]—isn’t an American gesture. It’s Asian. I’ll bet he was in a Japanese POW camp . . .”

  Afterward, another psychiatrist read to us from the patient’s chart. Dr. Mendel was, as always, astonishingly accurate. Aware of his skill, we students had quaked with vigilance at the edge of our chairs, yet we hadn’t absorbed a fraction of the information he’d caught. We hounded him for his secret. All he’d ever say was, “Don’t listen to the words. Listen to the music.”

  The music is the pillow’s aroma, the unvoiced story, the symphony emerging from each person’s inner universe. When healthcare includes these softer elements, illness exhibits its fuller nature: a misfortune, to be sure, and also a unique narrative rich in meaning and treatment potential.

  I’m not the only one to lament the whittling of the medical contact from an intimate encounter down to a bland commercial transaction. Nor am I alone in claiming that simply rearranging healthcare’s economics will do little more than postpone its inevitable collapse. And thankfully, I’m only one of thousands who, as you read this, are experimenting with more humane styles of healthcare that, I predict, will revive the bedside manner.


  CHAPTER 1

  Magic

  My mother showed Dr. Gelbard into my room. He sat on my bed and asked me a few questions. Then he felt my burning throat, and it cooled, instantly!

  I had no way of knowing he was only checking for enlarged lymph nodes. In my eight-year-old mind, doctors healed by touching. I don’t remember the penicillin injection I’m sure he gave me, but I clearly recall that his touch erased my pain. This was magic, and I had to learn it.

  A dozen years later, as I applied for entrance to medical school, interviewers asked me the standard question, “Why do you want to be a doctor?”

  I was careful not to say, “To learn magic.” I gave the preferred response, which was that I loved science and wanted to help people. That was true, too, and good enough.

  Orienting us on our first day, the dean listed the classes we’d take: anatomy, physiology, pharmacology, cytology, biochemistry, public health. Something wobbled inside me. Nothing but science? When do I learn how to make people feel better? Maybe they give that course in the second year, or possibly on the wards. Before I was foolish enough to raise my hand and ask the dean, divine providence had me whisper my question to the student beside me.

  “Magic?” He screwed up his face. “Did you say ‘magic?’”

  Ooooo. “Well, er, maybe not exactly, ah, magic, but you know, like, um, bedside manner, whatever. . . .”

  “Hey, look, buddy: there’s no magic. It’s science, period. Get used to it.”

  I was lucky to have asked him in particular. Today he’s a successful psychiatrist.

  As he advised, I got used to science and swallowed the traditional oceanic curriculum. As predicted, medicine proved all science and technology. I practiced in a variety of settings, from the National Institutes of Health to county hospital emergency departments, yet my question kept pestering me: where’s the magic?

  It was there, but below my customary level of perception. Then, thirty years ago, a group of cancer patients who’d taken an information course from the American Cancer Society decided to continue meeting on their own. They invited me to attend, provided I just listened. During my first meeting I realized I was with sick people, yet without the responsibility of being their doctor. Removing my physician filters, I found I could hear their broader stories. I attended the following week and the next, and kept coming. Listening, over months, I learned that sickness, in both its agonies and potential for treatment, is far more than I’d been taught.

  Seeking magic, I’d expected to discover something showy—Lazarus raised before my eyes. What I found was invisible, yet undeniably native to healthcare. Personal contact like Dr. Gelbard’s touch, mundane and inconspicuous as it is, alleviates suffering. It can transform the medical examining room from the utilitarian cubicle it’s become back into the sanctuary it was, a healing temple often more potent than drugs or surgery.

  Conventional wisdom holds that healthcare reform means financial rearrangement, but in truth, that will barely scratch the surface. Genuine reform will require restoration of the patient-doctor bond, and that will evolve when we question concepts so fundamental we now take them for granted:

  •   What do we mean by “illness,” “treatment,” “suffering,” “healing,” and “cure?”

  •   What do we mean by “healthcare?”

  •   How are body and mind related?

  •   What is a doctor’s responsibility? A patient’s? A caregiver’s?

  •   What happens when the various participants meet, and what should happen?

  •   When is it okay to die?

  •   What level of care do we owe one another?

  A national conversation on these issues will guide us toward a more meaningful style of healthcare, one in which:

  •   We understand that much of illness isn’t random, but results from normal aging, socioeconomic disadvantage, and unhealthy habit.

  •   Physicians consider patients’ experiences and perspectives in determining diagnoses and treatments.

  •   Practitioners address patients’ emotional suffering along with their illnesses.

  •   Caregivers, including professionals, understand they’re emotionally affected by their work, and are therefore continually in need of healing themselves.

  •   Healthcare costs are reduced by relying more on relationships and less on technology.

  •   We regard healthcare as not just another business, but as profoundly intimate contact, equivalent to a sacrament in religion.


  CHAPTER 2

  The Healthcare Crisis

  If you’ve bragged that America enjoys the world’s best healthcare, please sit down.

  The World Health Organization places the United States in thirty-seventh place for quality, between Costa Rica and Slovenia.

  Our sorry rating doesn’t result from penny-pinching. On the contrary: we spend 18 percent of our Gross Domestic Product on healthcare while the WHO’s number one and two countries, France and Italy, spend less than 12 percent. (That is, one out of every five-and-a-half dollars spent for anything in the United States goes toward healthcare; this is triple the proportion we spent in 1960.) According to the International Federation of Health Plans’ 2012 report [1] comparing medical prices around the world, a one-day hospital stay in the U.S. costs twenty-six times more than a day in a Spanish hospital. An American appendectomy costs almost eight times more than one done in South Africa. A normal obstetrical delivery in the Netherlands costs a sixth of one in the U.S. (These figures come from those countries’ private medical sector, not from their less expensive national medical plans.)

  Our costs are so surreally out of line that financial reform is indispensable, but the point of this book is that it can’t be the only reform. Breathing new life into the healing relationship will decrease overuse of care by addressing widespread unhealthy lifestyles. It will help us avoid romanticizing medical technology. And at long last, it will help us confront our neurotic avoidance of discussing death and dying. Unless we make this change, any conceivable rearrangement of healthcare’s finances—whether we remain with the Affordable Care Act (“ACA” or “Obamacare”), adopt a national single-payer plan, or return to our current Byzantine muddle—will drive us toward national bankruptcy without improving our health.

  It will help to know how we arrived at today’s aggravating jumble. At the turn of the last century, when medical x-rays were experimental and penicillin was only a bread mold, healthcare consisted of the patient, the doctor, and little else.

  The leading incurable disease of that pre-antibiotic day was tuberculosis. A prominent specialist, Dr. Edward Livingston Trudeau (1848–1915), developed the first sanitarium shortly after he himself contracted the disease. There, on the shores of Lake Saranac in upstate New York, he offered his patients respite from cities’ crowded tenements, along with a serene environment, clean air, and decent food. My own aunt’s two years at Trudeau’s establishment granted her another seven decades of life. The sanitarium is now a research facility. Beneath the vines obscuring Trudeau’s statue, a brass plaque commemorates his motto:

  
    “Cure sometimes,

    Relieve often,

    Comfort always.”

  

  Dr. Trudeau was a steward of an ancient tradition. In medieval Europe, before there were hospitals as we know them, churches like Paris’ ancient Hôtel Dieu took in the sick. Its nuns dispensed the medicines of the time, most of which ranged from useless to toxic. When patients improved, then, it wasn’t from medications as much as from inhabiting a sacred place, being bathed in stained glass light, and given food, rest, quiet, kindness, hope, and dignity.

  Dr. Trudeau’s style contrasted with that of contemporaries who practiced solely via drugs and physical interventions. Psychologist Lawrence LeShan compared the two approaches in his 1982 book, The Mechanic and the Gardener. When something breaks, a mechanic learns how it works in order to repair it, while a gardener nurtures and supports, trusting that healing, if it’s to happen, results naturally.

  The late Victorian era was the Golden Age of the Mechanic. Industrial barons John D. Rockefeller and Andrew Carnegie found it absurd that while Americans were driving Henry Ford’s new automobiles, their healthcare lurched about in a virtual horse-and-buggy. The enterprises calling themselves medical schools ranged from universities to carnival booths. The Illinois Board of Health reported in 1899 that one hundred seventy-nine American and Canadian medical schools featured some degree of scientific approach, twenty-six taught homeopathy (unscientific, according to the Board), another twenty-six were “eclectic,” thirteen “miscellaneous,” and thirteen were outright frauds. Carnegie and Rockefeller jointly resolved to replace this jumble with a standardized system suited to modern times. E. Richard Brown, late UCLA professor of health policy, tells the fascinating story in his book Rockefeller Medicine Men.

  Rockefeller assigned reform to his administrator of philanthropies, the Rev. Frederick T. Gates. A citizen of his mechanical times, Gates viewed the human body as a physical plant vulnerable to disease’s criminal assault. He wrote to Rockefeller,

  
    “The body has a network of insulated nerves, like telephone wires, which transmit instantaneous alarms at every point of danger. The body is furnished with a most elaborate police system, with hundreds of police stations to which the criminal elements are carried by the police and jailed. . . . The body has a most complete and elaborate sewer system . . .”

  

  Feeling strongly that science should be the exclusive basis of medical education, Gates founded the Rockefeller Institute for Medical Research (now Rockefeller University) in 1901. Though he encountered little direct opposition, a few instructors expressed polite misgivings. One was Dr. William Osler, professor of medicine at Johns Hopkins University, regarded even today as the patriarch of North American medicine. Though he revered science, Osler insisted throughout his career that human beings couldn’t be healed by science alone. He called his own practice style a necessary composite of science and art, or, as LeShan would later put it, mechanics plus gardening. Said Osler,

  
    “The practice of medicine is an art, not a trade; a calling, not a business; a calling in which your heart will be exercised equally with your head. Often the best part of your work will have nothing to do with powders or potions . . .”

  

  Here’s a typical story of Osler as gardener, related by medical philosophy author Dr. Larry Dossey in the foreword he wrote for my book How To Heal:

  Dr. Osler headed one morning to a graduation ceremony in his full academic regalia—robe, hood, sashes, medals. On the way, he visited the home of his friend and colleague, Ernest Mallam. Mallam’s son was sick with whooping cough and appeared to be dying. He didn’t respond to the ministrations of his parents or the nurses, but when Osler appeared in his sartorial grandery, the boy was captivated. After a brief examination, Osler peeled a peach, cut and sugared it, and fed it bit by bit to the enthralled boy. Although he felt recovery was unlikely, he returned daily for the next forty days, each time dressed in his robes, and personally fed the child, who ultimately did recover.

  Osler was disappointed that his warnings about science eclipsing art were all but ignored by Rockefeller, Carnegie, and Gates. He left Johns Hopkins in 1904 for Oxford University, writing to a colleague he considered too laboratory-oriented, “Now I go, and you have your way.”

  To generate support for scientizing medical education, Carnegie commissioned educator Abraham Flexner to critically examine its current state. Competent and thorough, Flexner visited every medical school in the country. In his final report, issued in 1910, he recommended that curricula and methods be uniform and based on science.

  Medical students since then have learned during their first week that the Flexner Report marked the historical boundary between healthcare as a Victorian relic and as modern biomedicine. Contributing over a hundred million dollars, Carnegie and Rockefeller established facilities and science-based teaching chairs at America’s major medical schools. Unfunded institutions soon found competition difficult, and in a few years half of America’s medical schools closed.

  This isn’t ancient history. Science’s domination of medical education occurred only yesterday: my own instructors received their training from students of the professors Carnegie and Rockefeller funded.

  Never would those philanthropists have dreamed the magnitude of their ensuing success. Over the next century their efforts would make possible organ transplants, gene recoding, polio immunizations, and numerous other advances. They’d be chagrined, though, to learn that biomedicine’s achievements would ironically create its obsolescence.


  CHAPTER 3

  The Fall of Biomedicine

  Biomedicine’s successes were so spectacular that the limelight deservedly shined on “mechanics” while “gardeners” receded into the shadows . . . that is, until recently, since for all that biomedicine’s achieved, it now bumps up against the ceiling Dr. Osler predicted. [1]

  Its most obvious limit is its inexhaustible cost. As healthcare technology increasingly flourished, fewer patients carried enough cash to pay up-front, so various financial innovations attempted to ease the expense. The precursor to Blue Cross was founded in 1929 by a group of Dallas teachers who contracted with Baylor University Hospital to provide twenty-one days of hospitalization for a fixed six-dollar payment.

  Not bad, but it’s grown. Last year my sixty-year-old friend Mike had the cheapest California Blue Shield policy, costing $5,100 annually. (Some might claim this was insurance in name only, since it required an annual $5,200 deductible and $5,200 co-pay.)

  As I write this, Mike is exploring the Affordable Care Act’s website to locate a new policy, which he hopes, as the program’s name suggests, will be affordable. It’ll likely carry a deductible, and once Mike has met that, the insurance carrier, Blue Shield or some other, will begin to pay his medical bills. At that point the company, not Mike, will become the doctor’s employer. Subsequent decisions involving his care will no longer be an issue solely between him and his doctor. Their relationship will be impacted, if not wholly directed, by the interests of an entity that knows neither of them and views healthcare exclusively in measurable, that is, mechanical terms.

  Another of biomedicine’s limits resulted ironically from its stupendous achievements. Along with public health interventions, it extended American life expectancy from fifty-two years at the time of Flexner’s report to seventy-eight today. The 2010 U.S. census revealed that the median age in America reached its highest point ever that year: 37.2 years, up from 35.3 years in 2000 and 32.9 years in 1990.

  More people are living to an age at which they encounter a different kind of illness than they would have when young. The child biomedicine helped to survive diphtheria in 1945 is now a senior, subject to the obstinate effects of aging. One afternoon, as I listened to some members of our cancer support group lament their arthritis pains, constipation woes, and dental troubles, I realized that survival had delivered them to old age, with its own array of infirmities.

  Seniors just look elderly to the young, but when it’s you who occupies those wrinkles, much of your day reminds you that you’re wearing out. Medical science can extend life expectancy, but it will never eliminate aging, which is why a poll would no doubt show that older people aren’t as interested in extending their sojourn as younger ones are. I’d love to live with a sharp mind and unblemished skin forever, but these days that prospect is as likely as a shrimp singing an aria. I try to picture myself at a hundred and fifty, spiking volleyballs on a tropical sugar beach and then retiring to a sex-drenched siesta, but what I see instead is my desiccated form in the sand, barely distinguishable from driftwood.

  Let’s face it: aging is slow decomposition. Hardly anything—the immune system, reflexes, memory, sphincters, charm, you name it—functions as well as it once did. Days fly by ever more rapidly, and so do our organs, hopefully in single file rather than en masse. Medical treatment will smooth some of aging’s discomforts and buy some time, but there will be no cure. Aging isn’t one of God’s mistakes; it’s normal.

  Indefinite life extension is a fool’s errand anyway. Exploring immortality’s social consequences, Kurt Vonnegut wrote a story in which seventeen generations had to crowd into single apartments. People died, usually from defenestration. Look it up.

  We can’t cure aging, but if we get used to it, we might find an occasional gem in the gravel. For example, we seniors can find pleasure in our hormones no longer whipping us around. Or maybe someone appreciates us for the few grains of wisdom we’ve gleaned from longevity. When I hit the hundred mark and journalists dutifully ask my secret, I hope I can omit the bit about daily cigars and Jack Daniels, and say instead that I simply wanted to be around longer because I’d crafted such a good life from what I’d been given.

  The hurting elderly need their physical symptoms treated, and they also need alleviation of their emotional suffering along with guidance in living more gracefully with maturity’s toll. No mechanic can help here; this is a gardener’s task. Dr. Trudeau would have accepted this challenge, but his successors in biomedicine aren’t tooled for it.

  Twentieth-century biomedicine’s glamorous prowess stole the stage from more subtle low-tech intimacy. The laboratory replaced the sanctuary. House calls disappeared as doctors’ little black bags couldn’t accommodate x-ray machines and electrolyte analyzers.

  In fact, medical machinery became so effective, pervasive, and persuasive that we came to equate it with healthcare itself. Several years ago, a television crew interviewed me about cancer support groups. Meetings consist purely of conversation; our most complex tool is Kleenex. Was the story introduced on the air with a graphic of two people talking? No, a stethoscope. Absent scientific apparatus, how would the audience recognize that the story was about healthcare?
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