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        More Praise for 

        KNOCKING ON HEAVEN’S DOOR

        “A triumph, distinguished by the beauty of Ms. Butler’s prose and her saber-sharp indictment of certain medical habits. [She offers an] articulate challenge to the medical profession: to reconsider its reflexive postponement of death long after lifesaving acts cease to be anything but pure brutality.”

        —Abigail Zuger, MD, The New York Times

        “A book those caring for dying parents will want to read and reread. [It] will help those many of us who have tended or will tend dying parents to accept the beauty of our imperfect caregiving.”

        —Dr. Suzanne Koven, The Boston Globe

        “[A] deeply felt book . . . [Butler] is both thoughtful and passionate about the hard questions she raises—questions that most of us will at some point have to consider. Given our rapidly aging population, the timing of this tough and important book could not be better.”

        —Laurie Hertzel, Minneapolis Star Tribune

        “This braid of a book . . . examines the battle between death and the imperatives of modern medicine. Impeccably reported, Knocking on Heaven’s Door grapples with how we need to protect our loved ones and ourselves.”

        —More magazine

        “Astonishingly beautiful. [Butler’s] honest and challenging book is an invitation to all people to reconsider the meaning of drawn-out deaths and extreme measures in a historic—and eternal—perspective.”

        —Rachel Marie Stone, Christianity Today

        “You will not be able to put this book down. It is not just about dying, it is about life. A splendid and compassionate endeavor.”

        —Joan Halifax, PhD, Founding Abbot, Upaya Institute and 
Zen Center, and Director, Project on Being with Dying

        “A disquieting book and an urgent one. I cannot imagine a finer way to honor the memory of one’s parents than in such a beautifully rendered account.”

        —Alexandra Styron, author of Reading My Father

        “In this eloquent exegesis on taking control of the end of one’s life, Butler defines a ‘good death’ as one that is free from unnecessary medical intervention and faced with acceptance and dignity. One of the ten best memoirs of the year.”

        —Publishers Weekly

        “Shimmer[s] with grace, lucid intelligence, and solace.”

        —Lindsey Crittenden, Spirituality & Health magazine

        “[An] unflinching look at America’s tendency to overtreat . . . makes a strong case for the ‘slow medicine’ movement, which recognizes that ‘dying can be postponed, but aging cannot be cured.’ ”

        —Zaineb Mohammed, Mother Jones

        “Butler argues persuasively for a major cultural shift in how we understand death and dying, medicine and healing. At the same time, she lays her heart bare, making this much more than ideological diatribe. Readers . . . should be sure to pick up this book. It is one we will be talking about for years to come.”

        —Kelly Blewett, BookPage

        “A pitch-perfect call for health care changes in the mechanized deaths many suffer in America.”

        —Roberta E. Winter, New York Journal of Books

        “A forthright memoir on illness and an investigation of how to improve end-of-life scenarios. With candidness and reverence, Butler examines one of the most challenging questions a child may face: how to let a parent die with dignity and integrity. Honest and compassionate thoughts on helping the elderly through the process of dying.”

        —Kirkus Reviews

        “[A] sad yet valiant and exacting memoir.”

        —Booklist

        “Compassionate and compelling.”

        —Shelf Awareness
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In memory of my parents, Valerie Joy de la Harpe and Jeffrey Ernest Butler.

In gratitude to Toni Perez-Palma and Alice Teng and to all caregivers, paid and unpaid.


I fell

because of wisdom,

but was not destroyed:

through her I dived

into the great sea,

and in those depths

I seized

a wealth bestowing pearl.

I descended like the great iron anchor

men use to steady their ships

in the night on rough seas,

and holding up the bright lamp

that I there received,

I climbed the rope to the boat of understanding.

While in the dark sea,

I slept, and not overwhelmed there,

dreamt: a star blazed in my womb.

I marveled at that light and grasped it,

and brought it up to the sun.

I laid hold on it, and will not let it go.

—MAKEDA, QUEEN OF SHEBA, TRANSLATED BY JANE HIRSHFIELD
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Valerie Joy de la Harpe and Jeffrey Ernest Butler, Rhodes University, Grahamstown, South Africa, 1946.



PROLOGUE

On an autumn day in 2007, while I was visiting from California, my mother made a request I both dreaded and longed to fulfill. She’d just poured me a cup of tea from her Japanese teapot shaped like a little pumpkin; beyond the kitchen window, two cardinals splashed in her birdbath in the weak Connecticut sunlight. Her white hair was gathered at the nape of her neck, and her voice was low. She put a hand on my arm. “Please help me get your father’s pacemaker turned off,” she said. I met her eyes, and my heart knocked.

Directly above us, in what was once my parents’ shared bedroom, my eighty-five-year-old father, Jeffrey—a retired Wesleyan University professor, stroke-shattered, going blind, and suffering from dementia—lay sleeping. Sewn into a hump of skin and muscle below his right collarbone was the pacemaker that had helped his heart outlive his brain. As small and shiny as a pocket watch, it had kept his heart beating rhythmically for five years. It blocked one path to a natural death.

After tea, I knew, my mother would help my father up from his narrow bed with its mattress encased in waterproof plastic. After taking him to the toilet, she’d change his diaper and lead him tottering to the living room, where he’d pretend to read a book of short stories by Joyce Carol Oates until the book fell into his lap and he stared out the sliding glass window.

I don’t like describing what the thousand shocks of late old age were doing to my father—and indirectly to my mother—without telling you first that my parents loved each other and I loved them. That my mother could stain a deck, sew a silk blouse from a photo in Vogue, and make coq au vin with her own chicken stock. That her photographs of Wesleyan authors had been published on book jackets, and her paintings of South African fish in an ichthyologists’ handbook. That she thought of my father as her best friend.

And that my father never gave up easily on anything.

Born in South Africa’s Great Karoo Desert, he was a twenty-one-year-old soldier in the South African Army when he lost his left arm to a German shell in the Italian hills outside Siena. He went on to marry my mother, earn a PhD from Oxford, coach rugby, build floor-to-ceiling bookcases for our living room, and with my two younger brothers as crew, sail his beloved Rhodes 19 on Long Island Sound. When I was a teenager and often at odds with him, he would sometimes wake me chortling lines from The Rubaiyat of Omar Khayyam in a high falsetto: “Awake, my little one! Before life’s liquor in its cup be dry!” On weekend afternoons, he would put a record on the stereo and strut around the living room conducting invisible orchestras. At night he would stand in our bedroom doorways and say good night to my two brothers and me quoting Horatio’s farewell to the dying Hamlet: “May flights of angels sing thee to thy rest!”

Four decades later, in the house where he once chortled and strutted and sometimes thundered, I had to coach him to take off his slippers before he tried to put on his shoes.

My mother put down her teacup. She was eighty-three, as lucid and bright as a sword point, and more elegant in her black jeans and thin cashmere sweater than I could ever hope to be. She put her hand, hard, on my arm. “He is killing me,” she said. “He. Is. Ruining. My. Life.” Then she crossed her ankles and put her head between her knees, a remedy for near-fainting that she’d clipped from a newspaper column and pinned to the bulletin board behind her. She was taking care of my father for about a hundred hours a week.

I looked at her and thought of Anton Chekhov, the writer and physician who died of tuberculosis in 1904 when he was only forty-four. “Whenever there is someone in a family who has long been ill, and hopelessly ill,” he wrote, “there come painful moments when all, timidly, secretly, at the bottom of their hearts long for his death.” A century afterward, my mother and I had come to long for the machine in my father’s heart to fail.

*  *  *

How we got there is a long story, but here are a few of the bones. On November 13, 2001, when my father was seventy-nine and apparently vigorous, he suffered a devastating stroke. A year later—gravely disabled yet clear-minded enough to know it—he was outfitted with a pacemaker in a moment of hurry and hope. The device kept his heart going while doing nothing to prevent his slide into dementia, incontinence, near-muteness, misery, and helplessness. The burden of his care crushed my mother. In January 2007, when my father no longer understood the purpose of a dinner napkin, I learned that his pacemaker could be turned off painlessly and without surgery, thus opening a door to a relatively peaceful death. It was a death I both feared and desired, as I sat at the kitchen table while my mother raised her head from her knees.

Her words thrummed inside me: Please help me get your father’s pacemaker turned off. I’d been hoping for months to hear her say something like this, but now that she’d spoken, I was the one with doubts. This was a moral choice for which neither the Anglicanism of my English childhood nor my adopted Buddhism had prepared me. I shook when I imagined watching someone disable his pacemaker—and shook even more when I contemplated trying to explain it to him.

At the same time, I feared that if I did nothing, his doctors would continue to prolong what was left of my father’s life until my mother went down with him. My fear was not unfounded: in the 1980s, while working as a reporter for the San Francisco Chronicle, I spent six weeks in the intensive care unit of San Francisco General Hospital, watching the erasure of the once-bright line between saving a life and prolonging a dying. I’d never forgotten what I saw.

If my father got pneumonia, once called “the old man’s friend” for its promise of an easy death, a doctor might well feel duty-bound to prescribe antibiotics. If he collapsed and my mother called 911, paramedics would do everything they could to revive him as they rushed his gurney toward the emergency room.

With just a little more bad luck, my father might be wheeled into an intensive care unit, where my mother and I—and even my dying father—would become bystanders in a battle, fought over the territory of his body, between the ancient reality of death and the technological imperatives of modern medicine. It was not how we wanted him to die, but our wishes might not mean much. Three-quarters of Americans want to die at home, as their ancestors did, but only a quarter of the elderly currently do. Two-fifths of deaths now take place in a hospital, an institution where only the destitute and the homeless died before the dawn of the twentieth century. Most of us say we don’t want to die “plugged into machines,” but a fifth of American deaths now take place in intensive care, where ten days of futile flailing can cost as much as $323,000. If my mother and I did not veer from the pathway my father was traveling, he might well draw his last breath in a room stripped of any reminder of home or of the sacred, among doctors and nurses who knew his blood counts and oxygen levels but barely knew his name.

Then again, the hospital might save his life and return him home to suffer yet another final illness. And that I feared almost as much.

I loved my father, even as he was: miserable, damaged, and nearly incommunicado. I loved my mother and wanted her to have at least a chance at a happy widowhood. I felt like my father’s executioner, and that I had no choice.

I met my mother’s eyes and said yes.

*  *  *

I did not know the road we would travel, only that I’d made a vow. In the six months that followed, I would learn much about the implications of that vow, about the workings of pacemakers and of human hearts, about law and medicine and guilt, about money and morality. I would take on roles I never imagined could be played by a loving daughter. I would watch my father die laboriously with his pacemaker still ticking. After his death, I would not rest until I understood better why the most advanced medical care on earth, which saved my father’s life at least once when he was a young man, succeeded at the end mainly in prolonging his suffering.

Researching a magazine article and then this book, I would discover something about the perverse economic incentives within medicine—and the ignorance, fear, and hope within our own family—that promoted maximum treatment. I would contemplate the unintended consequences of medical technology’s frighteningly successful war on natural death and its banishment of the “Good Death” our ancestors so prized. Armed with that bitter wisdom, I would support my mother when she reclaimed her moral authority, defied her doctors, refused a potentially life-extending surgery, and faced her own death the old-fashioned way: head-on.

*  *  *

My mother and I often felt like outliers, but I know now that we were not alone. Thanks to a panoply of relatively recent medical advances ranging from antibiotics and vaccines to dialysis, 911 systems, and airport defibrillators, elderly people now survive repeated health crises that once killed them. The “oldest old” are the nation’s most rapidly growing age group. But death is wily. Barred from bursting in like an armed man, it wages a war of attrition. Eyesight dims, joints stiffen, heartbeats slow, veins clog, lungs and bowels give out, muscles wither, kidneys weaken, brains shrink. Half of Americans eighty-five or over need help with at least one practical, life-sustaining activity, such as getting dressed or eating breakfast. Nearly a third have some form of dementia, and more develop it with each year of added longevity. The burden of helping them falls heavily on elderly wives and middle-aged daughters, with the remainder provided by sons and husbands, hired caregivers, assisted living complexes, and nursing homes.

Every day across the country, family caregivers find themselves pondering a medical procedure that may save the life—or prevent the dying—of someone beloved and grown frail. When is it time to say “No” to a doctor? To say, “Enough”? The questions surface uneasily in medical journals and chat rooms, in waiting rooms, and in conversations between friends. However comfortingly the questions are phrased, there is no denying that the answers, given or avoided, will shape when and how someone we love meets death. This is a burden not often carried by earlier generations of spouses, sons, and daughters. We are in a labyrinth without a map.

Before I shepherded my parents through to their deaths, I thought that medical overtreatment was mainly an economic problem: a quarter of Medicare’s roughly $560 billion in annual outlays covers medical care in the last year of life. After my father’s death, I understood the human costs. After my mother’s death, I saw that there could be another path.

In our family’s case, the first crucial fork in the road appeared six and a half years before my father died, in the fall of 2001. It began with a family crisis, an invitation to a distant daughter to open her heart, and a seemingly minor medical decision: the proposed installation of a pacemaker in the aftermath of a catastrophic stroke.



I




THE STROKE
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Jeffrey and Valerie Butler, Yale University, New Haven, Connecticut, 1990.



CHAPTER 1



ALONG CAME A BLACKBIRD

The King was in his counting house,

Counting out his money.

The Queen was in the parlor,

Eating bread and honey.

The Maid was in the garden,

Hanging out the clothes.

Along came a blackbird

And snipped off her nose.

—ENGLISH NURSERY RHYME

Until my parents entered their late seventies, my two younger brothers and I—all of us long settled in California—assumed that they would have robust, vigorous old ages, capped by some brief and vaguely imagined final illness. In my personal fantasy, death would meet my father suddenly after a happy afternoon in my mother’s garden, blowing leaves into piles with a rented leaf blower.

Slim and energetic, my parents exercised daily and ate plenty of fish, vegetables, and fruit. Thanks to good doctors and their own healthy habits, they seemed to be among the lucky ones for whom modern medicine, despite its inequities and waste, works quite well. Medicare and supplemental insurance covered their visits to the occasional specialist and to their trusted internist, a lean and bespectacled man in his late forties named Dr. Robert Fales. They didn’t have bodies of iron, like some of the graying triathletes I saw at my local swimming pool. But they seemed to be enjoying the thriving, unscathed version of “young old age” that I frequently saw displayed in newspaper features and in the AARP magazine.

They were also stoics and religious agnostics, skeptical of medical overdoing. They’d signed living wills and durable-power-of-attorney documents for health care. My mother, who’d survived cancer and watched friends die of it, even had an underlined copy of the Hemlock Society’s Final Exit on her bookshelf. They had been, by and large, in control of their lives, and they did not expect to lose control of their deaths.

Then came the stroke, on the afternoon of November 13, 2001.

*  *  *

The day dawned crisp and clear, a Tuesday in late fall, nine days before Thanksgiving and about two months after the attacks on the World Trade Center. My mother had recently turned seventy-seven, my father, seventy-nine. They meditated together for half an hour in the living room and then took their customary brisk two-mile walk down to the Wesleyan campus to pick up the day’s New York Times from a free rack funded by a wealthy alumnus. The Leonid meteor shower was expected before dawn the following Sunday, and they made plans to get up early to watch the bright rain of shooting stars.

My father helped unload the dishwasher. My mother filled cereal bowls with muesli, All-Bran, soaked prunes, cashews, and apricots. In matching blue-and-white saucers she placed handfuls of vitamins recommended by the Center for Science in the Public Interest, along with a diuretic for her moderately high blood pressure and a generic pill for his enlarged prostate. After breakfast, she headed upstairs to make their twin beds in the master bedroom; they no longer shared a bed because of my father’s snoring. My father went into the second upstairs bathroom—the one my two brothers and I shared when we were younger—and, for the last time in his life, took a shower on his own and shaved.

A few hours later, I awoke in the flats of Mill Valley, California, in the redwood house I’d just begun to share with my partner, Brian Donohue, whom I met in a salsa class a year before. In my makeshift study there—formerly his oldest son’s bedroom, with a Fight Club poster still on the wall—I revised an article I’d written for Tricycle, a Buddhist quarterly. I was fifty-two, my parents’ oldest child and their only daughter.

My father had lunch at the Wesleyan faculty club, listened to a former colleague lecture on Cuba, drove home, and took a nap. He was taking a break from revising the book that had consumed nearly twenty years of his life, a fine-grained study of racial inequity and apartheid in Cradock, the South African desert town where he was born. His editors at the University of Virginia Press had asked for substantial cuts, and my mother believed that “the bloody book” was ruining his retirement; she wanted him to permanently abandon it.

*  *  *

At a quarter to four, in the kitchen of their open, sun-filled, midcentury modern house on a grassy slope above Middletown, Connecticut, my father put on the kettle for tea and fell to the floor making burbling sounds. Somewhere in his heart, in an aged, stiffened, and partly clogged artery, a yellowish-white clump of fatty cells and microscopic chalky debris about the size of a baby aspirin had worked its way loose from a vessel wall. Carried by the tides of his pumping blood, it drifted upward to the left side of his neck, plugged a secondary branch of his carotid artery, and deprived whole neighborhoods of his brain of blood and oxygen. Among the neighborhoods that suffered most was Broca’s area, beneath the thin bone of his left temple, where specialized chains of cells help us find words and speak sentences. Another damaged area lay on the left side of his motor cortex, a strip of brain cells that arches over the top of the skull like a hair band, from ear to ear, and is responsible for physical movement. My father was paralyzed on his right side; he couldn’t get up from the floor.

He was still burbling there when my mother came downstairs, let out a cry, and called 911. By the time his ambulance arrived at the doors of the emergency room of Middlesex Memorial, the town’s excellent nonprofit hospital, whole swaths of the father I’d known for half a century were gone. The machinery of advanced lifesaving swung into motion: he was scanned and tested and moved rapidly into an intermediate intensive care unit, where he was given an oxygen tube and, because he could not swallow, a temporary feeding tube as well. About seven hundred thousand Americans have strokes each year. It is a predictable hazard of late old age: people over seventy-five are ten times more likely to have one than those in their late fifties. One of my parents’ closest neighbors, the historian William Manchester, had recently had two of them. Nevertheless, my father’s stroke came as a complete surprise to us.

There had been omens over the prior year, had any of us wanted to see them. A CAT scan, taken when my father was complaining of terrible headaches whose origins were never pinpointed, revealed what a radiologist called “mild generalized brain atrophy”—that is, shrinkage—“consistent with the patient’s age.” On a vacation I took with my parents to Jefferson’s Monticello, my father came back from a meeting with his book editor in Charlottesville strangely thrown by the prospect of revising his footnotes. Finally, a gastroenterologist, alarmed by a slow heartbeat detected during a routine colonoscopy, referred my father to a cardiologist to be assessed for a pacemaker. Before the cardiac tests could be completed, however, the stroke hit, taking with it all our illusions of my father’s immortality.

*  *  *

My mother did not call me until she got back from the hospital hours later. As soon as I heard her strangled, defenseless cry, before I could even decipher her words, something visceral and hot rose up in me, pulling my heart and guts toward Middletown. “Katy! Jeff’s had a stroke,” she wept, and then took a breath and said, “Don’t come.” I don’t think I’d ever heard her say, “I need you,” just as I’d rarely said those words to her since I was a lonesome girl of sixteen and she dropped me off at boarding school.

“What should I do?” I asked Brian after hanging up. He was fifty-one then, bear-like and gentle, with a beautiful singing and speaking voice. He sold operating-room tables and lights for a living, and loved to play guitar and recite poems learned by heart. “Don’t listen to her,” he said calmly, holding me. He grew up in a warm, extended Irish-American family in a duplex in Queens still occupied by his widowed and arthritic eighty-seven-year-old father, who got by with help from a daily housekeeper and support from neighbors and cousins.

“Find a flight,” Brian said, “and just tell her when your plane is landing.”

My two brothers, when I called them, made no move to drop everything and go. Neither had been as close to my father as I was in childhood; it was almost as if we’d grown up in different families. My brother Michael was forty-eight. Lean, empathic, a natural mimic, and a wonderful guest at a dinner party, he had a genius for living elegantly on next to nothing and was studying improvisational theater at a community college near me in Northern California. His relationship with our parents had long been difficult. Much to their distress, he faded in and out of their lives like a distant lighthouse, often going for months without phoning and years without visiting. As soon as he was sure our father wasn’t actively dying, he showed no interest in flying east.

I reached Jonathan, my ebullient youngest brother, in the garage of his shared, rented house on Lake Elsinore in the Southern California desert. He was living on his tax refund, taking a break from driving eighteen-wheelers across the country, and rebuilding the engine of his own truck, a secondhand 1986 Ford F-150. Forty-six, bright, and dyslexic like our mother, with no education beyond high school, he was intensely practical, the kind of person you’d want next to you in an earthquake or a hurricane. He could embroider an American flag on the back of a Levi’s jacket, pilot a loaded semi through Grapevine Canyon in the Tehachapi Mountains, and navigate a sailboat along the rocky Maine coast. But he lived from paycheck to paycheck and had long felt that our father neglected him as a child, dismissed him as an academic failure, and didn’t value his mechanical skills or his seventeen years of hard-won sobriety. In any case, this wasn’t Jonathan’s kind of natural disaster. “I’ve seen it over and over,” he would tell me years later, when I asked why he hadn’t come. “Everyone jumps on an airplane, they go to the emergency room, and they stand there together for hours drinking shitty coffee out of the vending machine. They do it out of guilt, they become a burden, and they accomplish nothing.”

*  *  *

And so it turned out that only my mother and I sat on the empty second bed in my father’s room at Middlesex Memorial Community Hospital in Middletown, facing the wreckage of a man whom we desperately loved and whose future we could not know. Stripped of his spotless white shirt and nice tweed jacket, his commanding Oxford accent, his height and apparent confidence, he was in a wheelchair, catheterized and naked beneath a pale hospital gown, a member of the classless fraternity of the stricken.

An occupational therapist bent up his right arm—his only arm—and asked him to keep it raised. She watched it flop down. She pointed to her watch and asked my father to name it. What came out of his mouth were stutters. As the therapist finished up her notes, she suggested my dad practice pursing his lips and blowing, so that someday he could maneuver a breath-controlled motorized wheelchair.

My father pursed his lips.

Thank God, I thought. He understands her.

And Oh God, I thought. A breath-controlled wheelchair.

His lips made a circle and he puffed out his cheeks and blew. It was a gesture I remembered from fifty years before.

*  *  *

I was a child of three. I sat on his lap in our garret apartment in Oxford, England, watching in wonderment as he gravely drew on his pipe, filled his cheeks, pursed his lips, snapped his jaw, and puffed out rings of blue-white smoke: a round one, then an oval, then a wavering square that expanded and broke apart as it rose into the air. I thought he was a wizard. I was then his only child.

My father was a student at Oxford then. We lived on what he earned teaching at night school and on the disabled veterans’ pension that came every month in a windowed envelope stamped with the crest of the South African government. Food was rationed. Clothing was rationed. Everyone in England was in the same boat.

One day he and my mother drove a borrowed car to a small brick and stone row house on Thorncliffe Road in North Oxford, our new home. Out the kitchen window, beyond the wringer washer, was a flagstone path, a peony bush, and a ladder leaning against an apple tree. A strange, feathery white mold grew in the cellar. A black dray horse named Flower clopped up the street twice a week, his cart full of cabbages and leeks. Milk was left on the doorstep at dawn under red clay pots, the bottles lidded with silver foil and collared white with cream.

In the depths of winter there were paisleys of ice painted in whorls on the inside of our windows. I would watch my father leave for his university classes with his breath rising like mist from the street, his short black undergraduate’s gown flapping like bat wings as he grasped the handles of his bicycle near the pivot-point with his one hand, mounted and wobbled, regained his balance, and rode away.

One evening, he was standing just inside the kitchen doorway when all the plaster fell down from the ceiling. He had chips of white in his hair. My mother turned to him, eyes gleaming, and said, “It’s coming, it’s coming.” I was sent off to spend the night with my best friend. The next morning, the plaster was swept up and the ceiling lath was showing. The midwives from the National Health Service were packing their black bags. My father brought me up to the big bedroom to see my new brother, Michael. But I remember only the gleam of the electric heater and my mother lying on a rubber sheet with her blond hair sweaty and loose on the pillow. When Michael was two and still in diapers, the midwives came again, and then I had two brothers. I wished they would both disappear.

It was my father, not my mother, who taught me how to take a bath. First he’d turn on the cold water, for safety, then the hot. He showed me how to soap up my washcloth and wipe my nose and ears. To rinse. To stand with the right foot up on the rim of the tub and scrub between my toes. To sit down and soap my armpits and the clefts of my body.

He told me stories about growing up in a desert so dry and empty that a farmer could descry a neighbor coming on horseback from forty miles away by the column of dust he kicked up. He told me about shooting a coiled, hissing, poisonous snake called a puff adder in the rocky foothills, about putting a loud but harmless homemade bomb on the Cradock railroad tracks, about breaking both arms slipping from a homemade trapeze that his father, who ran the town’s struggling daily newspaper, hung from a backyard pear tree.

He bought me Oliver Twist and the African adventure novels of H. Rider Haggard, and Jock of the Bushveld, about a hunting dog and his master who rode ox wagons in the wild South African interior between the Cape of Good Hope and the gold and diamond camps.

He taught me to read when I was four. He was sure I was the brightest little girl in Oxford. I wanted to make him proud.

He gave me the Christmas presents he’d yearned for as the youngest of five children growing up in the Depression: a Lionel train set, a working model steam engine, and a tiny airplane with a high-pitched motor that flew on a wire The love he showed me settled deep in my heart and marrow, in a place far below thought.

In the evenings we would lie on the carpet before the fire, and I would touch the scars on his cheek, his calf, the back of his hand—his body a map that I loved to make him explain.

“Tell me the story,” I’d say, “of how you lost your arm.”

During the Second World War in Italy, he’d volunteered for armed reconnaissance, seeking out and destroying small pockets of retreating Germans as the Allies fought their way up the Italian boot. A shell burst over his foxhole in the mountains near Siena. Shrapnel hit his head and both hands, and his left arm was shredded. After he came to—and here my father would raise his one hand, his fingers splayed out in the firelight—the first thing he did was reach for his gun.

“It was then,” he would say, “that I knew I was a man.”

In a field hospital set up in a farmhouse with a red canvas cross on the roof, my father’s left arm turned black with gangrene. The doctors weren’t sure he’d live through the night. A mortar hit the roof. Before he passed out, a shower of white dust fell from the rafters onto his face.

Doctors amputated his left arm at the shoulder and saved his life.

To fight the infections coursing through his bloodstream, they shot him full of a miraculous new drug first discovered in London in the 1920s but not widely deployed until the Second World War, when American and British scientists and military personnel teamed up to manufacture it on a mass scale, using a hardy “mother” mold discovered on a rotting melon in a market in Peoria, Illinois. I never heard my father thank God for his miraculous survival. He thanked Sir Alexander Fleming and penicillin.

*  *  *

Now we were thousands of miles and decades away from South Africa, England, and Italy. Medical advances such as those that saved him as a twenty-one-year-old had once again been deployed. But how far could miracles reach? The man who taught me how to take a bath would never again take one on his own. The man who taught me to revel in words and stories could not speak.

An orderly walked into the room: a short, squat man in his fifties with longish hair, a belly pushing against his green V-neck hospital scrubs, and a blurred blue anchor on his right bicep. He carried a can of foam, a plastic bowl half-full of warm water, a disposable razor, and a hand towel. After nodding to my mother and me, he sat down on a plastic chair, perpendicular to my father’s wheelchair, and looked at his face.

He did not banter, talk down, or coo. He pressed white lather into the palm of one hand and softly daubed my father’s ruddy cheek. He held my father’s chin and stroked his razor up that cheek with tenderness. He took all the time in the world. He paid close attention to what he was doing and invested the moment, the room, with a presence I can only call sacred.

The hospital may well have saved my father’s life with thousands of dollars’ worth of oxygen, liquid nourishment, saline, X-rays, intravenous lines, feeding tubes, barium-swallowing tests, catheters, and other sophisticated treatments and diagnostics.

Now I watched someone tenderly touch him.

Fearful of the notorious impersonality of modern hospitals, I’d taped family photographs above my father’s bed to make sure nurses knew we cared what happened to him. My South African mother told everyone who entered the room that her husband lost his arm in the Second World War—“fighting for Demaacracy,” she’d say ironically, in a broad American accent, as she was fighting for his dignity now. But the orderly did not need family photographs or a war history to treat my father with reverence. We were in an oasis of caring, everything the modern hospital aspires to be and rarely is. And I was learning, from a fat man with a tattoo whose name I didn’t know, how to love my helpless, broken, and infinitely slowly dying father.

My mother twisted her hands in her lap and sat, uncharacteristically quiet. Among the photographs I’d stuck above the bed was a family favorite, taken in 1946, of her and my father on a playing field at Rhodes University in South Africa’s Eastern Cape. She was twenty-two in the photograph, and he was twenty-four. It was taken only a few months before they walked out of the Grahamstown church together, all dressed up and grinning, with her white veil thrown back and his black hair flecked with confetti and rice. Two years before they sailed away to England with me in a bassinet, and more than a decade before they sailed the Atlantic, this time towing three young kids, relying mainly on each other and their own guts to build a successful, even elegant, American émigré life. In the photo, they were both buttoned into my father’s army overcoat, as though he were the mother kangaroo and she the baby. They had not yet bickered and shouted and taken each other for granted and quietly contemplated divorce and seen each other through disappointments and softened and reconciled. They were laughing. My mother was barefoot. She had just won a footrace, and it was starting to rain.

The orderly dipped his razor into the water.

*  *  *

In the early 1970s, after graduating from Wesleyan, I gave up my shared rented apartment and drove cross-country to California, part of the great baby-boom diaspora from small towns to cities on the coasts. I was doing what generations of middle-class children had done since the Industrial Revolution: going off to seek my fortune, forgetting that blood is thicker than water, and not looking back. By then, my father and I had long been estranged, our easy early intimacy lost to years of fights over my undone homework and messy bedroom and his bad temper and expectations, never met, that I get straight As.

Desperate to become a writer, I landed in San Francisco chasing the success I secretly hoped would make him proud and that I was sure would elude me as long as I remained within the force field of his baleful doomsaying. I wrote for an alternative weekly and then for the San Francisco Chronicle, the big morning daily. Twelve years later I quit to freelance for magazines. I married and divorced. I made my own life. I visited my parents once a year, and sometimes not even that often.

Of course we kept in touch. When I was still in my twenties, my father wrote me a remorseful letter acknowledging that not long after we came to America, he’d “become insanely ambitious for you and let all the love go out of the relationship.” Our edges softened. He lent me half the down payment for my first San Francisco house. On my birthdays, he would write me tender, formal, almost Victorian letters. Several times a year, I would send him articles I’d written, like a teenager still yearning for Daddy’s approval.

Every March, after teaching a writing workshop in Washington, DC, I would take the Amtrak Acela north and be picked up by my parents in New Haven. When it was warm enough, my father and I would linger over breakfast on the deck beneath a lattice of green unfurling Dutchman’s Pipe vines, parrying happily over something in that morning’s New York Times while my mother washed the dishes. We’d duck and dart behind walls of words. Often I wasn’t sure what he really thought.

The rest of the time, I was comfortable loving my parents from a distance.

*  *  *

The orderly asked my father to turn his cheek.

As my father turned his head, his eyes caught the glossy stitching of the red chenille sweater I was wearing, bought at a secondhand store. It was the kind of visual detail he’d rarely noticed when his powerful, professorial left brain was intact.

The stroke had stripped away our shared vocabulary of oblique love along with his capacity to speak. In the years to come, I would express my love for him less in words than in acts. And as my father cast off the husks of his old life, I found myself overwhelmed by a deep underwater love rising from depths I was just beginning to plumb.

Finding the right word for one of the first times since the stroke, he said, “Beautiful.”

*  *  *

Later that day, or early the next—I don’t remember—the hospital’s “discharge planner” told us that my father had to be transferred to a center for neurological rehabilitation at once. Only later would I understand the rush: the hospital was losing money on him with every passing day. Out of $20,228 in services billed, Medicare would reimburse Middlesex Memorial only $6,559, a lump sum based on the severity of my father’s stroke diagnosis. (Losses are absorbed by charitable donations and, in what is known as cost-shifting, revenue from more profitable departments and better-insured patients.) This lump-sum system, known as the DRG (for diagnosis-related group), was instituted in the 1980s during a period of rapid medical inflation to force hospitals to control costs. But it also incentivized rapid discharges, turned patients into items on conveyor belts, and eroded the hospital’s traditional role as a place for nursing, convalescence, and healing.

I drove my mother to the closest place with an available bed, a high-rise rehab center in the poor city of New Britain. In a panicked rush, she accepted it—the first but not the last snap decision she would make in her new role as my father’s medical guardian. We followed my father’s ambulance there and nervously watched the orderlies unload him. I was terrified he’d somehow shatter, like a cracked glass.

The place had been recommended by Dr. Fales, my parents’ internist. The TV blared in the dayroom all day, there was no access to the natural world, and my father, who was spontaneously recovering some speech, strung together enough words to tell my mother vehemently, “Get me the hell out of here.” She and I drove south to Gaylord Rehabilitation Institute in rural Wallingford, and my hopes lifted when we toured its leafy campus, with its Disney-like indoor “Main Street” where the brain-damaged could practice buying apples or toothpaste or simply walking in a straightish line holding onto a rail. In 1989, six months of intense rehabilitation at Gaylord had helped a young Salomon Brothers investment banker, whom the newspapers called the Central Park Jogger, learn to walk and speak again after her skull was bashed in with a brick.

Perhaps my father, too, could be fixed.

I was thinking in confused ways then. First I’d fantasize about sending for Berlitz language-immersion tapes and drilling my father until he could speak fluently and fully understand English again. Then I’d hope he’d have another stroke and die. The one scenario I didn’t consider was the likely one, spelled out for us in a brochure we were given: stroke victims tend to improve rapidly for about a year and then the gains taper off. They live, on average, with varying degrees of disability, for another seven.

Gaylord had no empty bed.

I sprang into action like the reporter I was, like the man my father had been, and like the substitute husband my mother needed. I spun her Rolodex. I negotiated with a social worker at the New Britain rehab. My mother called a friend whose former husband was on the Gaylord board and whose daughter was a doctor. I called the daughter. We begged. We waited. I said we’d cover whatever charges Medicare wouldn’t pay. It gave us something to do. We thought we were making a difference. It was just about the only way we could show our love.

Perhaps because of our efforts, or perhaps just by luck, a bed opened up at Gaylord. Relieved that things seemed on the way to being settled, at least for the moment, I booked my return flight west. A close friend of my mother’s promised to help ensure that my father’s transfer to Gaylord went smoothly, and one of my father’s former colleagues drove me to the airport.

Within hours my plane was descending over San Francisco Bay, the dark silhouette moving across the steely waters in the late afternoon light. At its southern edge, the vast Cargill salt evaporation ponds welcomed me home—as they often would over the next eight years—their algae-tinted yellows, oranges, and blue-greens patched together as oddly and beautifully as a Gee’s Bend sharecropper’s quilt. Behind me in Connecticut lay my father, wounded more grievously than I knew, and a mother who had never balanced a checkbook.

The seat-belt sign blinked off.

I did not think of my father as dying. I did not even think of him as “in decline.” I thought of him as staggering from a terrible, unexpected blow.

Brian would meet me at the gate. I’d pick up my life where I’d left it. I’d deploy the skills I’d acquired as a journalist to help my formidable parents, whom I considered embodiments of ingenuity and the can-do spirit. Given their guts, my research, and their doctors’ expertise, I dimly hoped things would come out right.

I was like the drunk who searches for his keys in front of the streetlamp because the light is better there, even though he dropped them up the street. The kaleidoscope that had been our family’s life—with its familiar roles and hierarchies, its intricate alliances, secret wounds, loves, and memories—had shifted in ways I didn’t yet understand. What once looked like a jeweled snowflake was now a dark flower. We came from a long line of doers and strivers, and from now on, doing and striving would carry us only so far.

It would take me more than a year to realize that my father had walked through the invisible gate that separates the autumn of healthy old age from the hidden winter of prolonged and attenuated dying. The time for fixing was over. The glass was already broken. The landscape had changed.



CHAPTER 2



A YEAR OF GRACE

On a midsummer morning eight months after the stroke, my parents and I sat meditating in their spare, impeccable living room on Pine Street in Middletown. The sliding glass doors opened onto the deck, and the last of the previous night’s cool air seeped through the screens. My privacy-mad mother had sited the house so carefully that no neighbor’s dwelling was visible—only the Dutchman’s Pipes that enclosed the deck in a cutwork of translucent green. Beyond that lay a long, sloping lawn, the birch trees she’d planted forty years earlier, and the rolling hills of the Connecticut River Valley, glimpsed through hedges and clumps of trees.

The knobs of my sitting bones pressed onto my meditation bench, and my shins rested on the fleece of the white Flokati rug. My father sat flaccidly on the couch, his only hand curled upward in his lap, and his right shoulder slumped. In out-of-character red suspenders and a neatly trimmed beard, he looked more like a retired hippie watchmaker than the dignified, clean-shaven academic he’d once been. My mother had stripped him of most of the markers of adult life: his belt, keys, wallet, Wesleyan ID, and credit cards—even, for reasons I couldn’t fathom, his stainless-steel watch on its expandable metal band. She was sitting on her own bench in dark yoga clothes, her spine fiercely erect, her lovely white hair falling over her shoulders.

I cast my eyes down. My mind repeated phrases I’d learned more than a decade earlier from Thich Nhat Hanh, my Vietnamese Zen teacher: I breathe in, making my whole body calm and at peace. I breathe out, making my whole body calm and at peace. My shoulders let go. The dial of the kitchen timer at my knee, set for twenty minutes, turned a little closer to zero.

The room was so clean and orderly and the views so tranquil that I felt as though I were at a retreat center. It was nothing like my chaotic life in California.

I breathe in . . .

Not long after I moved west, I learned not to visit my parents more than once a year or to stay for more than three days in a row. After the first excited, intimate babble of catching up, I could count on my mother exploding over something, or a series of somethings, that I considered trivial: not hanging my towel up to dry each day in the basement; wanting an extra blanket; eating too much expensive Manchego cheese; leaving three grains of rice in the dish drain; using too much heat, hot water, electricity, paper towels, or dish soap.

Sometimes I was the one to explode over things my mother found equally trivial: entering my bedroom without knocking; hinting that I should lose or gain five pounds, wear more neutral colors, or stop tinting my hair brown when it would look so marvelous gray. My father, in his vital, prestroke days, would croon, “Dooon’t Es-ca-late!” over our rising voices, my mother would call me selfish or oversensitive, and I’d race upstairs to book an earlier flight home, hating her and craving her love at the same time.

I breathe out . . .

In many ways, she and I were mirror images, both in love with the same preoccupied and now severely damaged man, each brilliant in realms where the other could barely cope. She couldn’t spell, had no idea how much they had saved, made any room she entered more beautiful, and ran her house with the precision of a fine Swiss watch. I left something askew everywhere I went, paid my own mortgage, and had never been supported by a man or taken care of a sentient being more complex than a ficus tree. She wanted a different daughter—one more feminine, graceful, and considerate. I wanted a mother—warm, tolerant, nurturing—that she’d never been nor could be.

And there I was, sitting quietly in their living room, back in their house on Pine Street for the third time in eight months, for yet another open-ended stay.

My father coughed and shifted on the couch. A fly buzzed, hit the screen of the sliding door, and stopped. It shifted first a front leg, then a back. I consciously let my shoulders go.

My mother rose on her haunches, stripped off her flip-flop, and thwacked at the screen. What’s wrong with her? Can’t she sit still for twenty minutes!

Right Speech is an integral part of Buddha’s noble eightfold path. I composed tactful words in my head: Ma, I was hoping. . . . She thwacked and thwacked. The fly leaped. I rose, giggling, put a soft hand on her shoulder, and whispered my request that she wait till we’d finished meditating She smiled back, let go of her flip-flop, and sat back down. Ten minutes later, the timer went off with a ding, and the three of us went into the kitchen for breakfast. That was all.

It was a small thing, perhaps—that fight we didn’t have. But later, when I looked back on our first year in the long corridor of my father’s dying, I would treasure that moment of grace. Was it our daily meditation, my mother’s forbearance, my attempts to practice my latest self-help technique, called Nonviolent Communication? Our stunned humility? The fact that my parents needed me? All I know is that during that first year, carried in part by gimcrack hopes, we rose above our ordinary selves. Our hearts opened. We were on a honeymoon. And we needed to be.

I did not believe in God then, and I don’t now. But the closest I can come to explaining what happened during that year of grace is to describe a Christian poster I once saw and thought at the time was sentimental, of footprints along the damp sand of a beach. The script along the bottom read, “During your times of trial and suffering, when you saw only one set of footprints, it was then that I carried you.”

*  *  *

That year of grace began in a state of stunned despair. My father came home after just three weeks at Gaylord Rehabilitation Institute, far from dead and far from fixed. My mother told me that he could not fasten a belt or put on a shirt, and he walked with his right foot dragging. At night he wet his bed. On the phone to me, his speech was a flurry of blithers and stutters, of words sought and missed, of phrases begun and halted in midair, followed by a pause, a garbled “I must go,” and a sudden hang up. Then, once in a while, he would come out with a complete sentence, clear as a bell.

One day he said to my mother, “I don’t know who I am any more.”

A Medicare-funded speech therapist named Angela came to the house and helped him learn to write again and to do simple arithmetic. She told my mother not to give up, that my father was still in there, intact, just unable to speak clearly. “Every day sees improvement for Jeff,” my mother wrote cheerfully to my father’s three elderly sisters in South Africa. “In some ways he is ahead of the game, having lived with his one arm since he was twenty-one. So you see I have reason to feel optimistic.”

On the phone with my brothers and me that winter, she cried. She loved my father. She’d vowed to be with him in sickness and in health, she told us—and who was she to think they’d escape the sickness part? He’d taken care of her for fifty years, and now it was her turn. But in ways we were only beginning to fathom, my father was no longer her husband, and she was no longer his wife.

His stroke devastated two lives. The day before it, my mother was a talented amateur artist and photographer, a woman of intimidating energy, and a spectacular homemaker. She sewed almost all her own clothes and was halfway through knitting a sweater out of pale blue chenille ribbon, mimicking one she’d seen in an Eileen Fisher catalog. She took hikes with women she liked, cooked wonderful dinners for my father and their friends, went to the bookstore and the library, read voraciously, nagged and happily bantered with my father, cleaned and gardened, and practiced Japanese calligraphy in her spare time.

After the stroke, she cared for my father the way she’d cared for my brothers and me when we were three or four. In the morning, she helped him up from bed, brushed his teeth, gave him a shower, laid out his clothes, tucked a thick incontinence pad in his underwear, and helped him put on his shirt, pants, socks, and shoes. She fastened his belt, buttoned his buttons, cut his toenails, put in his hearing aids, put on his jacket, brushed his hair, and then took him to appointments, often three or more in a single week, with his neurologist, internist, physical therapist, dentist, or eye doctor. She helped him get up and down when he took a nap. She tried to wait patiently when he couldn’t find a word. When he wanted to go to the bathroom, she helped him take down his pants and wiped his bottom. She even took him grocery shopping—she did not feel comfortable leaving him alone. At night, she repeated the process in reverse, starting with his hearing aids, and then collapsed into a single bed in the former guest room, under a poster of the artist Frida Kahlo. Sometimes at night she would get up two or three times to change his wet sheets.

She no longer went to yoga classes or to the bookstore or invited people to dinner, and rarely walked alone or with her friends. In time, most dinner invitations from others stopped as well. Her sewing machine was silent. Her half-finished ribbon sweater sat in her sewing basket for six years. At seventy-seven, she had become one of twenty-nine million unpaid, politically powerless, and culturally invisible family caregivers—9 percent of the U.S. population—who help take care of someone over seventy-four.

On a routine visit to her internist, Dr. Fales, two months after the stroke, she burst into tears. “Even though she is a rather stoic individual,” Dr. Fales would write in his clinical notes, “She seems to be beside herself because she can simply not cope with trying to handle Mr. Butler’s physical condition and all of the financial affairs which have now fallen in her lap. She does have a reliable daughter to help her through this difficult time.”

Dr. Fales spent thirty minutes with her—twice the allotted time. “I bonded with your parents, and you don’t bond with everybody,” he would later tell me. “It’s easier to understand someone if they just tell it like it is from their heart and their soul.”

He gave her a prescription for Ambien, a sleeping pill. But she needed more than a pill and a so-called reliable daughter three thousand miles away. She needed a support team—a social worker, a visiting nurse, and hired caregivers to give her respite. Our whole family, in fact, could have used help: with the confused, muffled grief we felt about having a paterfamilias who was no longer in charge; with the disappointment I felt about my brothers being AWOL; with medical decisions we did not even know we would need to make; and with our disowned, premonitory sadness about the unnameable losses yet to come. Had my father been diagnosed with a reliably fatal disease such as pancreatic cancer, we would have gotten such help from a Medicare-funded hospice team. But the Medicare hospice benefit is reserved for unambiguous dying. It covers only those who give up all hope of cure and are certified by a doctor to have less than six months to live. The requirements are so draconian—and doctors and some families so overoptimistic about the patients’ survival chances—that half of those who enter hospice get care for no more than their last eighteen days of life.

If my father had died of his stroke, we would have had a big funeral. Covered dishes would have appeared on the doorstep and condolence letters in the mail. Kind friends would have taken my mother to dinner, and single women would have befriended her, acknowledging her new social identity, her widowhood. Former colleagues would have known more or less what to do and say. But there is no public ceremony to commemorate a stroke that blasts your brain utterly, and no common word to describe the ambiguous state of a wife who has lost her husband and become his nurse.

I would later read, in a remarkable caregiver’s manual by Dr. Dennis McCullough called My Mother, Your Mother, that this was the moment for me to fly in, capitalize on the outpouring of phone calls that followed the stroke, and marshal concerned friends and neighbors to help in specific ways. But I was busy earning a living, and my proud, self-reliant parents had not invited me to manage their lives. My mother, a solitary being and a perfectionist, was in some ways her own worst enemy. She doubled down and did more of what she already did well: working tirelessly, frugally, and efficiently, and asking for nothing. When a younger female history professor she barely knew offered to come sit with my father and give her respite, she didn’t follow up. When visiting home-health aides, funded for a few hours a week by Medicare, showed up inconveniently at three in the afternoon to give my father a shower, she dismissed them for good. Only one of my father’s old colleagues managed to penetrate her thicket of self-reliance: he called my father directly and arranged to take him out to lunch every other week.

My mother’s blood pressure rose. She was dizzy and nauseated during the day and couldn’t eat. At night she couldn’t sleep.

On the phone in California, I listened to her weeping—my formidable, dominant mother, whom in fifty years I’d rarely seen cry, and who so often heard me weep—as the long winter rains fell outside my window. I felt tied to her misery like a dog tied to a rattling can by a three-thousand-mile-long string. I, too, could not sleep. In a Physicians’ Desk Reference I bought at a garage sale, I discovered that the entry for Ambien (the drug she was taking for sleeplessness) listed dizziness, anxiety, and anorexia among its side effects and “adverse events.” I read the list aloud to her over the phone, and to my relief she agreed to quit, and did.
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