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I have walked and prayed for this young child an hour

And heard the sea-wind scream upon the tower,

And under the arches of the bridge, and scream

In the elms above the flood stream;

Imagining in excited reverie

That the future years had come,

Dancing to a frenzied drum,

Out of the murderous innocence of the sea.

From “A Prayer for My Daughter,” by
 WILLIAM BUTLER YEATS




         


Preface

This is a book about the first twenty-one years of a child named Hillary. It tells of her battle to live and our family’s struggle to help her survive as best we could, after an evil and still unidentified force robbed her of her language at age two, hurtled her into a seemingly endless cycle of brain storms, destroyed her kidneys, and took her to the very brink of death. That is the first half of the story, when life itself was at stake.

The second half is different. While the threats to her life never completely vanished, the latter half is about the process of coming to grips with the damage that had been wreaked and the quest to solve the mystery of what had happened. And it is about the heroic efforts of many people, professionals and friends and a few strangers, to help her reach her potential. Ultimately, it is the story of her deliverance and redemption. And so this is memoir, biography, mystery, and drama, all centered in a remarkable person who cannot talk or read or understand language, but who has moved and touched almost everyone she has ever met.

As an innocent devastated by pure chance, Hillary has shown us the very meaning of courage. Without words and frequently with very little physical strength, she has demonstrated a strength of character and an eloquence that many a saint or silver-tongued spellbinder could envy. When the smallest gesture of sensitivity and awareness was shown her, she responded by spreading more love than anyone I have ever known. In Hillary charisma is personified.

The compulsion to write her story has been strong within me for some time. Other writers I admire, among them Reynolds Price, William Styron, Kenzaburo Oe, and Norman Cousins, have written wonderfully and usefully about grave crises in their personal lives, and so it seemed necessary at some point that I should attempt to do so as well. But the moment had to be right. And the story itself needed some sense of completion. There was never any assurance that Hillary’s early life would ever find that resolution, or that we would ever ultimately come to terms with it. But happy events in the summer of 2002 changed that, and completed the circle. Those events, in a far-off and wondrous place called Iowa City, Iowa, allowed me, as it is sometimes said, to close the book.

If I was ready, I could only proceed with the help and sufferance of my wife, Denise Leary. At the most basic level, the mother always suffers and grieves and remembers more than the father. For many of those twenty-one years, I was often the observer high above the fray while Denise, down in the trenches, engaged in the real combat. She had as many or more professional challenges in her career as a lawyer as I have had as a writer. Regardless… the mother has no relief, no refuge, no escape. Denise, along with Hillary, is the hero of the story. And to write Hillary’s story, I was the observer twice over, for I was the man with the crowbar, as we forced open those misshapen boxes that had long since been closed and put away. For Denise, that was difficult, to say the least.

         

In the early years of Hillary’s illness, we often wondered, angrily, why our child had been singled out, and why we, far from perfect perhaps, but good and decent people, had been cursed. We demanded an answer about the randomness of tragedy. Why us? we asked as if rationality guides the universe. We demanded to comprehend the incomprehensible.

There was precious little to read to impart greater wisdom. And so this book is offered for whatever it may provide to others in similar or worse situations. And the fact is that there are many, many families in far worse situations, families for whom there is no happy ending, no resolution, no redemption. There are many children with far worse infirmities and many families with far fewer advantages than Hillary and we have had. In the Dickensian charnel houses of our own county we have seen scores and scores of them. From these children the common instinct is to avert one’s eyes. In Hillary’s imperfections, by contrast to other families, we have been blessed. To those families and to those children, we offer our love and admiration, and our hope that by reading this they may find some profit.

Not everything about Hillary’s life is told herein. Certain confidences are protected. That so much could be told is a factor of Hillary’s own situation. I have not invaded her privacy, nor undermined her dignity as a human being, for she lives in the moment, on the evidence of her eyes about what transpires before her. She is an innocent, without embarrassment or guilt or remorse or resentment. I like to think that she would be pleased to have her story told.

Beyond its human qualities, her story should be told for an additional reason, one that I came to realize only gradually over the years. Her case personalizes some of the most daunting ethical issues of medicine that face us today: stem cell research, animal organ transplantation, the politics of human organ donation, genetic manipulation, diagnosis with the human genome map, and reproductive and therapeutic cloning. These issues are seldom considered from the vantage point of the “consumer.” Hillary is a potential consumer—and beneficiary—of it all.

We sit now by a favorite stream in the Blue Ridge. She plies her joyous pastime of throwing sticks into the spring-swollen water of Fiery Run, turning to smile and squint her pleasure at me. To my eyes, she is lovely, and the scene is worthy of Wyeth. Her throaty, tremulous sounds are loud, but their loudness does not offend the countryside. Their warble reminds me of a distant night heron in the far woods. Healthy and solid at last, rosy-cheeked and bright-eyed, her life force is evident. She is making up for lost time.

FIERY RUN, VIRGINIA
MAY 2005




         


Chapter One

[1]

The year 1981 was the end of an era in our personal lives. But we did not know yet that a much-longer, more-complicated era was about to begin. For ten years, from the moment I married that willowy, tough-minded, high-spirited, and high-cheekboned girl from the Bronx in a retrograde ceremony in the Blue Ridge Mountains, we had lived the often ecstatic, sometimes stormy, perfectly ordinary existence of two young lovers trying to solidify our union as we started our careers and our family outside Chapel Hill, North Carolina. In that decade I had published five books, two of them novels, launched my first play, and taught creative writing at the University of North Carolina. At the end of the decade, we had two children: Maeve, who arrived in 1978 as the envy of the Gerber baby advertisers, and then Devin, who came floppy-eared in 1980, as the fastest crawler in the East.

Denise is seven years my younger. In the twilight of late sixties activism we met in New York City, where together we worked in the spirit of the times at a poverty program called the Neighborhood Youth Corps. The program was run by one of Mayor John Lindsay’s most controversial associates, Rabbi Sam Schrage. A stocky, rotund man of Brazilian extraction, he was the community leader in Crown Heights, a tense neighborhood deep in Brooklyn, evenly split between Jews and blacks. Amid the ravages of constant street battles in Crown Heights, he had organized the Maccabees, a private defense force for the Jewish community, and thus he was a polarizing figure for blacks.

For us, however, he was a shadchan. In his matchmaking he was persistent and effective, and after we were engaged, we asked him to marry us. In sorrow and in self-interest he declined. It would never do for our marriage to appear in the New York Times, he said, with controversial Rabbi Schrage as the officiate. We were Christian. For him to tie our knot would destroy his standing in his community. But he would come to our ceremony, he promised, even if it was to be held in the terrifying darkness of rural Virginia, so long as he could get there before sundown on Friday.

In our first years in North Carolina, Denise completed her law degree at Duke and received her basic training in the dusty, elemental courtrooms of the rural South. Late in the 1970s she reconnected with her great mentor, Chuck Morgan, the powerful and brilliant Alabamian who had been run out of Birmingham for his passionate criticism of the local establishment after the bombing of the Sixteenth Street Baptist Church and had gone on to be such a champion of civil rights. Chuck had made it possible for Denise to hold on to her profession by her fingernails, by doing research projects and writing briefs from home, while she concentrated on the needs of her children.

But Denise, raised in a small apartment in the northeast Bronx and educated in Boston, was by nature a big-city girl. She had never been to the South when I dragged her there, by way of Berea, Kentucky, in our first year of married life. She had never really taken to the place. The South of 1971 still had ugly vestiges of racism, as well as blind patriotism in the face of Vietnam outrages, and a sexism that treated “the little lady from up North” with undisguised contempt. In her law school class she was one of 28 women in a class of 120. The idealism of the 1960s still influenced most of the class, men and women, and this majority saw the law as a way to further civil rights and to harness corporate greed in the spirit of Teddy Roosevelt’s trustbusters. But a growing contingent was made up of pasty yuppies with ten-day haircuts and briefcases, with their eye on Wall Street and corporate America. This group was epitomized by a pudgy, walleyed nerd from Illinois named Ken Starr.

Southern racism and chauvinism offended Denise viscerally, as they did me. But I was more involved with the pleasures and amusements of Southern living, partly because I had been partaking of them a lot longer. By 1981 I had spent fourteen years in the South, the bulk of my adult life up until that time, and considered myself, at least in part, an adoptive Southerner. Inevitably, when I came north, my friends remarked upon the soft Southern lilt that had invaded my speech over those years. As a college student at UNC, I had been through the heady desegregation struggles of the early sixties, and so I knew what raw, open, sanctioned racism was like and had witnessed the remarkable changes.

After my three years in the Army (1965–68), I had entered the vibrant literary scene of North Carolina, the scene dominated by a handsome, vigorous, upright, and wickedly funny Reynolds Price and festooned with Lee Smith, Doris Betts, and, later, a young Allan Gurganus with hair. In the South of their birth, of course, they had found much that was touching and funny. As an outsider, I had often enjoyed jolly times with them, as they spun their tales about the eccentric characters of their youth. But my roots were in Washington, in privilege and plenty, the scion of a famous journalist and a beautiful, vivacious mother. My childhood characters were politicians and power brokers and tough-talking, hard-drinking newsmen. The Ivy League had seemed my natural course, but a wonderful scholarship had lured me south, and with it I became part of the region’s inevitable dilution.

I had no interest in becoming a “Southern writer.” Destined forever to be an outsider, that was the way I preferred it. But I loved the wit and lore of these superior writers, and was never able quite to replicate their bonhomie when I left the South. In that transitional decade between Johnson and Reagan, even the hulking ghost of Thomas Wolfe lingered in the shadows, however indistinctly. I could still thrill to its presence, and it pleased me to premiere my first play on the very boards of the Old Playmakers Theatre, where Wolfe had performed as a student actor in the 1920s.

My view of Dixie was thus more textured than Denise’s. Courthouse louts rather than literati populated her early lawyer’s life. It was harder for her to find humor in the South’s idiosyncrasies.

The year 1981 saw the publication of the hardest book I ever wrote, or ever would write: my narrative of the Jonestown mass suicide in Guyana in 1978. To be good, a book must be the product of an author’s obsession, where a subject grabs him like a pit bull and never lets go until the last page proof is polished. For me Jonestown had been a three-year obsession. Its challenge was to comprehend the incomprehensible, to imagine the unimaginable, and to write about it without resorting to cant. The story was horrible, even soul-withering, but it was also utterly fascinating.

Both literary and political impulses drew me to it. Its parallel to Conrad’s Heart of Darkness was obvious, but here was life imitating and even improving upon art. To me Jones was a bolder, larger, more compelling figure than Kurtz, and a more terrifying one. He was real, and he was an American monster, of my age, and ironically with some of my same passions. In the story I saw the possibility of making tangible what Conrad could only imagine.

But the politics and the psychology behind the story drew me to the saga as much as its literary connection. How could this madman, Jim Jones, have lured so many bright and well-intentioned young people like myself into his web, using the very same arguments about racial harmony and antimilitarism that moved me? And why had they not bolted instead of bowing down when they watched Jones go mad before their very eyes? In this grisly tale lay the eternal question about the moment of disobedience in the face of crime and immorality. There was plenty in the Jonestown story to sustain a three-year obsession. As it turned out, the obsession lasted a few years longer than that, as I dealt with the material first in a book, then in a radio documentary, then in a play, and finally in a libretto for an opera.

But the effort exhausted me physically and emotionally, and, apart from my dark moods that strained my young marriage, it had brought me to the brink of madness. Later I would come to know that other Jonestown veterans had gone off the deep end. There was something about the story that got inside one’s head and gravitated to that part of the brain where the wiring is weak and subject to short circuit. One reporter, I learned, had stopped over in Barbados after leaving Guyana and took a room in a beachside tower hotel on the fourteenth floor. During the night, he had moved all the furniture in the room against the door to blockade Jones’s nightmare goons, whom he imagined to be outside his door and about to break in on him. That reporter never recovered from the experience.

I had flown to Guyana five days after the mass suicide. Shortly afterward, as the only pure author in a planeload of war-hardened newsmen such as Peter Arnett, I helicoptered into Jonestown after the Guyanese army and the FBI had taken out the last body bag.

That the bodies were gone made the scene more terrifying, for one had to imagine how it had been only a few short days before. Around the buildings they had plowed a swathe as if it were some jacklegged cordon sanitaire. If I was the only author there, I was also a new father, for Maeve was then ten months old. Outside the plowed perimeter, I walked in tall grass, and came upon the discarded potties and milk bottles and toddler toys of dead children… and quietly went insane.

A few days later when I landed in Chapel Hill and swept Maeve up into my arms, I knew I was in serious trouble. And so I rushed to North Carolina Memorial Hospital and barged into the office of the only psychiatrist I knew in those days. Before the wise and accomplished Dr. Maury Lipton, I broke down in a total collapse. About that first session, in which he saved my sanity, I remember best the oranges on his desk, which he made me peel slowly as I blubbered on and on about my horror and my confusion. Eventually he talked me through my “panic attack.”

In the subsequent three years, I would consult with Maury Lipton occasionally as I tried to make sense of Jonestown. But never were those other sessions as dangerous as that first one.

In March 1981, at our twenty-two-acre farm named Monarch Glade—named for the monarch butterflies that flooded the place in September, and its secluded, pine-surrounded field off the road—I finally opened the box that contained my author copies of Our Father Who Art in Hell: The Life and Death of Jim Jones. That dark journey through my own madness and the madness of a thousand others was finally over, I thought. And in opening that box I made a promise to myself: never again would I write about so difficult and depressing a subject.

Somehow the act of both opening that box and shutting it at the same time called for us to do something big, something life-affirming, in our personal life. How could we go on as before, after this? At last, after ten years of using every defense from yammering to four corners, I gave in to Denise’s full-court press to leave North Carolina for her beloved New York City. I regarded my offer as temporary, perhaps a year or two, before we would return, city-hardened and big-time-connected, to Monarch Glade. I did not easily leave our eccentric Japanese house, which we had designed together with our tobacco-chomping architect, or the separate study way down the field all for me. Somehow I knew that I would never again have so perfect a writer’s circumstance. Chapel Hill was supposed to be Blue Heaven. I should have known that once Denise got me out of the South, she was never going back.

Pulling up stakes for New York was a big step and may even have been profound, but it was not exactly life-affirming—not, at least, in the sense of providing an antidote to Jim Jones’s death wishes. For that department we left things to chance and surprise. And as chance would have it, Denise’s father was coming down to our tiny, open Japanese house, with its loft arrangement where we slept in a bed I had made from old eaves and plywood. The house had only one door you could close for privacy, and that had become the room of our two toddlers. Her father would be sleeping in the foldout couch below our loft. Denise made her calculations.

Math was never her strong suit. And so in those few days when the tree frogs began their peeping in the nearby bog and the whippoorwill could be heard deep in the night, Hillary was conceived.

[2]

We learned on tax day. By Denise’s memory we had characteristically opposite reactions. She was overwhelmed at the idea not just of having a third child on our modest budget, which was already stretched to the maximum, but a third child so close in age to the other two. This sensible reaction brought her close to tears. I, by contrast, broke out into hysterical laughter at the news, and had to be calmed down some minutes later before I received a punch in the nose.

In mid-July we left Chapel Hill for New York. For a month, with a grand vista of the Hudson River, we camped out in the commodious apartment of William Sloane Coffin, who had graciously offered his place to us while he was on vacation from his job as senior minister at Riverside Church. I was Reverend Coffin’s longtime fan. I admired his activism in civil rights and his opposition to the Vietnam War, and I had spent a wonderful evening with him a few years before at Yale when he was still chaplain there. His living room was full of boisterous, fun-loving students, and the evening was replete with laughter, good conversation, games, and music, with Coffin himself holding forth forcefully on the piano. We had a strange bond. As I had been a military intelligence officer in the Army, he had been in the CIA before he went into the ministry. It was evident from our talks that in some deep emotional sense he thought of his ministry as a compensation for whatever dire things he may have done as a spook.

A year and a half later, I learned something very different from Coffin. On a cold and stormy Monday morning in January 1983, his son Alex skidded off the road and plunged to his death in Boston Harbor. The following Sunday I was in the congregation when Coffin preached his extraordinary sermon. Riverside Church was packed with hundreds of his friends and admirers who had come to be with him in tragedy. To my amazement, but not surprise, Reverend Coffin ascended the pulpit with strength and grace. His booming voice was unwavering, and his message had wisdom and strange anger and even a touch of humor.

“My twenty-four-year-old son, Alexander,” he began, “who enjoyed beating his old man at every game and in every race, beat his father to the grave.”

His anger that day was not directed at the Fates, but at a good-hearted woman who, in trying to console him a few days before in his sister’s parlor, had said, “I just don’t understand the will of God.” Coffin had turned on her with his full wrath, and because he was so large a man physically, his aspect must have been awesome. “Nothing so infuriates me as the incapacity of seemingly intelligent people to get it through their heads that God doesn’t go around this world with his finger on triggers, his fist around knives, his hands on steering wheels,” the grieving man told his grieving congregation. “God is dead set against all unnatural deaths… The one thing that should never be said when someone dies is ‘it is the will of God.’ Never do we know enough to say that. My own consolation lies in knowing that it is not the will of God that Alex die; that when the waves closed over the sinking car, God’s heart was the first of all our hearts to break.”

He closed with a verse from Emily Dickinson:



By a departing light

We see acuter quite

Than by a wick that stays.

There’s something in the flight

That clarifies the sight

And decks the rays.



From time to time over the past twenty years, Coffin’s sermon has fleeted into my mind. Did I really believe him? That in suffering and tragedy there was no hand of God, and that in unnecessary suffering, particularly of children, God’s heart is the first to break? We could not be so accepting. If there is a God, Coffin’s permissive attitude seemed to let him off the hook. At least in Hillary’s early years, we stood more with the woman in the parlor than with Coffin.

His text that day had been from Romans 8:38–39: “For I am persuaded that neither death, nor life, nor angels, nor principalities, nor powers, nor things present, nor things to come, nor height, nor depth, nor any other creature, shall be able to separate us from the love of God, which is in Christ Jesus our Lord.”

We were not so persuaded as he.

         

In late summer we found our
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