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A Note About
Names

Because of the intensely personal nature of
their children's abnormalities, some of the parents in this book
did not want their full names used. I have respected their wishes.
I have also protected the privacy of the main family, at their
request, by calling them the Moores. In return for that small
concession, they willingly shared everything.

No other names—of patients, doctors, nurses,
hospitals, or places—have been changed in any way.
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Introduction
to the New Edition

During the course of
my writing career, I have been privileged to meet many
extraordinary people, from many walks of life. Hardy Hendren
belongs to a rare class. Measured by the good he has done for so
many others, directly through his operations and indirectly through
his teachings and the surgeons he trained (and the surgeons
they have now trained), he ranks with another pioneer I knew
and wrote about in my book King of Hearts: C. Walton
Lillehei, remembered as The Father of Open Heart Surgery. A rare
class, indeed: a class of two.

This new edition of The Work of Human
Hands, which includes an updated Epilogue, remains a testament
to Hardy’s impact on countless thousands of lives.

To that group, I must add my own.

As recounted in the Foreword, I met Hardy
almost 25 years ago, when I was at a critical juncture in my
development as a writer. I had published one book, Thunder
Rise, a horror/mystery novel, and I had dreams of one day
writing only fiction. My day job was staff writer at The
Providence Journal, a newspaper published every day since its
founding in 1829. Hardy welcomed me into his world and the book
that resulted began my run as a non-fiction author –– a run that
allowed me the freedom to continue my fiction and also to make
movies.

But Hardy gave me something more valuable
than a professional boost. He gave me reminders of the value of
hard work and discipline; of the need for honesty, decency and
charity; of the importance of family; and of the eventual rewards
of perseverance, even when the going is protracted and tough, as
writing, like life, often is. More than this, Hardy gave lasting
friendship, along with did Eleanor, his lovely wife. He brought my
three children into his circle (he is godfather to my son, Calvin)
– and now, Yolanda, my love. Hardy and I continue to share stories,
laughs and joys (and a few sorrows). I sometimes turn to him for
counsel, and he sometimes seeks mine. Some will say this crosses a
journalistic line, but for every rule, there is an exception. This
exception, I gladly make. So Hardy, my heartfelt thanks.

In preparing this edition of The Work of
Human Hands with Crossroad publisher David N. Wilson (to whom I
also owe a debt of gratitude), Hardy and I spoke repeatedly on the
phone, and the emails went back and forth. On the eve of bringing
his non-profit educational foundation to fruition, his gift to
generations now and in the future, Hardy felt honored to have the
book return to print. In one of his messages to me, he summarized
the mutual sentiments that were forged so many years ago, when
researching and writing the words on these pages. He wrote:

“I have always felt it was my good fortune
that you came to see me with a book in mind! From that came a great
book and a very valued lifelong friendship. Any time the Millers
would like to breathe the pure Duxbury air, come with the whole
family.”

The invitation, as you might imagine, holds
true on this end, too.

In my book (as it
were), Hardy Hendren is the best.

G. Wayne Miller

October 21, 2012

Providence, Rhode Island

 



 Foreword

When I set out to
visit the outer reaches of medicine, I had to travel no farther
than Boston. Home of the Harvard Medical School and Children's
Hospital, which gave me unprecedented access during the more than
two years it took to complete this book. Boston has become a world
leader in medical research, teaching, and healing. Of the handful
of places that might rival Boston, most are in the United
States.

America's preeminence is a new development in
the long history of medicine, occurring only in the years since the
Second World War, when Hardy Hendren, the surgeon-scientist
profiled in this book, came of age. Americans, of course, were not
standing still before the 1940s. Ether, which advanced surgery as
few other developments ever have, was introduced at Boston's
Massachusetts General Hospital in 1846. Early in this century,
Charles H. Best, a native of Maine, participated in the discovery
of insulin, in Toronto, Canada. In 1938, heart surgery was
revolutionized by one of Hardy Hendren's mentors, Robert E. Gross,
a tormented, brilliant surgeon at Boston Children's who throughout
his career hid the fact that he had only one good eye. But for the
most part, prior to the 1940s the great names in medicine Pasteur,
Lister, Koch, and Fleming, to name a few—were not American. Most of
the great medical centers—London, Zurich, Paris, Vienna,
Munich—were in Europe.

A measure of just how far the United States
has come is the Nobel Prize in physiology or medicine. Before the
Second World War, the prize was awarded to Americans in only five
years. Since the war's end, Americans have captured or shared it in
thirty-five different years, a record that no other nation comes
close to matching. Most of the world's leading medical journals are
published in English, and the few that aren't are widely available
in English translation. American physicians and medical scientists
wishing to take the most advanced training no longer feel compelled
to study in Europe; visit a distinguished American hospital, and
chances are you will find Europeans who have crossed an ocean to
learn. The list of great names in medicine that come to mind in the
second half of the twentieth century is crowded with
Americans—Gajdusek, Liiiehei, Harken, Salk, DeBakey, Thomas,
Enders, Murray.

Another measure of America's stature, less
easily quantified, is popular demand. One of the people I met at
Boston Children's was a Jamaican woman whose son had contracted a
terrible infection in his right leg. Doctors in their homeland had
tried to cure the boy, but they had not had success; as the
infection spread and his leg slowly succumbed, amputation seemed
the only option. The mother had enough money to get to Miami.
Nothing more than that—no referral, no appointment, just two
airline tickets, a small amount of cash, and the conviction that in
America surely her son could be healed. On the flight over, the
mother asked a member of the flight crew what hospital would be
best for the boy. "Probably Boston Children's," said the attendant,
who happened to be from Boston. With her remaining money, the
mother booked passage on a Miami-to-Boston flight, and at
Children's her son's leg was saved. Theirs was a story I heard many
times in many variations at Children's: the sick and the dying
coming to America because they believed their best chance of being
healed was here. Some, like the Jamaican woman and her son, had
limited economic means. But many were wealthy. Some belonged to
royal families. They had the means to go anywhere in the world, and
they came to America.

How did it happen? How did America get to the
top in medicine? How, at a time when its preeminence in other
scientific fields has eroded, has it not only remained there but
probably widened its lead?

A major factor has been the emergence of
academic medicine of universities and affiliated hospitals that are
philosophically committed not only to healing but to research,
whose payoff ordinarily is many years down the line, if at all.
Such a philosophy has attracted not only the best talent from the
United States and abroad but also the philanthropy and government
support needed to underwrite the huge costs of pushing back
frontiers. Another factor has been technology—the medicines,
machines, and materials that have been applied to increasingly
sophisticated and successful healing. America came out of the war
victorious, holding a position in the global economy that allowed
it to invest lavishly in unproved ideas. In medicine, the payoff is
now.

But despite its
technology, medicine remains the most personal of the sciences, and
ultimately it has been people who have allowed American medicine to
flourish. One group has been those patients who have been willing
to venture to the outer reaches, offering their diseases and
themselves as subjects of experimentation. Another group has been
the medical scientists, people whose careers are a paradox. As
perfectionists, the men and women of academic medicine despise
failure. They are not unlike Robert E. Gross, whose failures in the
operating room, however rare, drove him to depression. And yet they
have achieved, because their fear of failure has been surpassed by
something even more powerful: their obsession with taking
risks.

Early in March 1990,
I began placing calls to the office of W. Hardy Hendren III, M.D.,
chief of surgery at Children's Hospital, Boston, and the Robert E.
Gross Professor of Surgery at the Harvard Medical School. I knew
little about Hendren beyond his titles and the fact that he counted
among his specialties the successful separation of Siamese twins. I
figured those credentials qualified him to serve as a guide to an
outsider who wanted to visit the edge.

After a half-dozen attempts to reach Hendren
by phone, I'd pretty much despaired of ever speaking with him. "Dr.
Hendren is in the OR," one or another of his secretaries kept
saying. To a journalist's ear, it sounded like a brush-off.

One day, my phone rang.

"This is Dr. Hendren," the voice on the other
end of the line said. "I understand you've been trying to reach
me."

I asked only that I be able to meet with him
to discuss the possibility of writing about Children's. Playing a
hunch, as he told me much later, Hendren invited me to his
oceanfront home. There, he said, we would talk.

When I arrived in Duxbury on a Sunday morning
in April about a month later, Hendren was out on the water.
Eleanor, his wife, and David, youngest of their four sons, told me
to feel at home while I waited. After a bit, a small motorboat
pulled up to the Hendrens' pier. A man with coat, rubber boots, and
wool cap came across the lawn. He looked like a lobsterman, not a
master surgeon.

This is him? I thought.

For two hours, we talked.

Hendren, innately suspicious of the press,
was impressed by the amount of time I said I'd need for a book.
That day, Hendren invited me to come to Children's for as long as I
wished. He had but two preconditions: that I see the entire
hospital, not just his department, and that I tell what I saw
honestly and without sensationalism.

In the next many
months, I did see much of the hospital, although to get through all
of it in any journalistically credible fashion would have taken
more years than I had. Hendren introduced me to dozens of people on
the staff and urged me to spend time with each. I did. But no
matter where I went, I kept coming back to him. At the age of
sixty-four, Hendren was capable of operating for twenty-four hours
straight. His patients were children with deformities the likes of
which I had never known existed. Early on, I remember thinking how
extraordinary it was that anyone could save these babies' lives,
never mind make them normal. As I watched him for hundreds of hours
in his operating room, I saw that Hendren could. Here was a man who
for four decades had not only stationed himself on the edge, but
thrived there.

Before meeting
Hendren, I read his curriculum vitae. It contained page after page
of professional accomplishments, testimony to the fact that
competition is the heart of academic medicine. Those who reach the
top have competed virtually all of their lives—for placement in the
best high schools, colleges, medical schools, internships, and
residencies. They have competed for staff positions at the best
hospitals and universities in the best medical towns. Once admitted
into this elite company, the competition only intensifies: for
professorships, department chairmanships, publication in
prestigious professional journals, prizes and awards, the podium at
international conferences.

I had expected Hendren's CV to be a summary
of professional success. What surprised me was some of the personal
items he'd listed prominently. As a teenager, Hendren had been an
Eagle Scout; including it on his CV a half century later struck me
as old-fashioned, even hokey, and it wasn't until I'd gotten to
know him much better that I discovered its significance. At the age
of twenty, Hendren had qualified as a naval aviator by landing on
an aircraft carrier. It did not take great insight to see the
parallel of that achievement with surgical success. Hendren had
been married to Eleanor for more than forty years, and they had
five children. Three sons were surgeons, his CV said. The fourth
was a lawyer. Next to the name of the Hendrens' only daughter were
her degrees, the year of her birth, and the year of her death. When
I inquired, I learned that Sandy had died of diabetes, a disease no
surgery, not even breathtaking surgery, could cure.

More than a year after
meeting Hendren, on one of his rare days of leisure, we sat in the
study of his home in Duxbury. He showed me locks of his deceased
father's and daughter's hair, his collection of human hearts
preserved in wax, his merit badges, and a report card that recorded
his failing grade in Latin when he was in the eighth grade, a
fourteen-year-old already determined to be a surgeon. He talked
about what had motivated him for so long. I knew him well enough by
then to know that it wasn't money or some traumatic childhood event
or a self-serving desire for medical immortality. "I think that
I've been very fortunate," Hendren told me. "I've been put in
circumstances where I could work hard and do some things that other
people haven't done before. Part of it is because of the talent
that I've been given, part of it is by working hard . . . and part
is wanting to accomplish things, wanting to do things that are
right. And you know, I don't think those are things you can really
take credit for yourself."

There is a flip
side. For all its sophistication, American medicine does not place
proper emphasis on the other end of the scale: prevention and
primary care. Not everyone in America benefits from this science
that is capable of such good. Cost and accessibility remain
problems of crisis proportion, and until all Americans are
guaranteed the opportunity for good health, a black mark will
remain on U.S. medicine and the politicians who sooner or later
must confront this issue. I leave those worthy topics to
others.

This book is not an
analysis of America's health-care system, only the story of people
who have been touched by extraordinary developments in the science
of healing. It is about a little girl born with an enemy for a body
and the surgeon who took that enemy on. It is about a family who
thought they had everything but found out how wrong they were. It
is about wonder in U.S. medicine, which is one of the good stories
of the second half of the twentieth century.

October 1992

Pascoag, Rhode Island
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DREAMS

 



Chapter 1

On the day she
mourned the loss of her dream, which is every expectant mother's
dream, Beth Moore left the Yale Perinatal Unit in New Haven,
Connecticut. She got into her car, an almost-new station wagon, and
headed toward home.

She was alone, and she was crying, and by the
time she got to Interstate 84, which crosses the border into New
York State, everything was a blur in the awful July heat.

"Birth defect," Peter Grannum, the Yale
doctor, had said as the probe had traveled across Beth's naked
abdomen and flickering images—hieroglyphic to the layperson—had
appeared on the ultrasound screen. "See? That's the head. It looks
normal. That's the bladder, the stomach, the heart—apparently all
normal. Now see this? That's the right kidney. It looks normal,
too. But see that shadowy area over there? That's not normal.
That's a multicystic left kidney. A birth defect."

I should pull over, Beth thought.

And then what?

Stand sobbing like some crazy lady in the
breakdown lane of Interstate 84? Flag down some Good Samaritan and
gush about my baby—my poor birth-defective baby? They'd lock me
up!

Even on such an afternoon, the afternoon of
July 10, 1989, Beth's sense of humor—her saving grace through all
that was to come—didn't desert her.

Beth continued on—toward her house, her
children, her husband, the life they'd fashioned for themselves in
Westchester County, New York. It was a good life, built on the
bedrock of a good marriage and enhanced by affluence. Beth loved
children, and not just her own. She ran a day-care center, and
while technically that made her an administrator, a bureaucrat, she
was still very much the teacher—the one who sang the songs and told
the stories and took the kids on walks through the Westchester
woods, where deer, protected by law from human predators, often
were seen. Jack loved children, too. He had a master's degree in
education, and he'd worked with troubled kids for a spell before
getting into management with Beth's father's wholesale food
company. Now Jack was busy with the spirits shop he'd bought and
the wine-import business he was getting off the ground.

The family was about to welcome its newest
member, a girl, according to an amniocentesis performed last month,
another girl, whose name had already been chosen. . .

"Multicystic kidney," Grannum had explained,
"means a kidney that isn't going to work. Your daughter will have
only one good kidney. But you know, I don't even know if I have two
kidneys. You can function perfectly normally with just one."

Grannum's message, intended to soothe, wasn't
what had registered with Beth.

Just two words had registered: Birth.
Defect.

They were devastating words, words she
couldn't bring herself to link, not in the context of her
pregnancy, which was now roughly halfway to completion. They were
words whose impact was so much worse now that she was alone and
crying in her car.

Beth drove.

Pregnancy is supposed to produce the
perfect child, she thought. A perfect child, just like our
other two.

Should I have an abortion?

Abortion was all over the news that week.
That very day, the paper the Moores read, The New York Times, had
published yet another piece on the issue. This one was an analysis
of electoral politics in the wake of the U.S. Supreme Court's
ruling in a celebrated case from Missouri—Webster v. Reproductive
Health Services. The ruling, handed down only the week before, on
the Fourth of July, Independence Day, had reignited an issue
already among the most explosive of its time. Some people, Beth
among them, worried that the Supreme Court someday would eliminate
the right to an abortion. But for now, abortion was legal. Beth
could drive this very afternoon to a clinic and have her pregnancy
terminated if that's what she wanted. Nothing would stand in her
way.

But of course I can't, Beth knew,
almost as quickly as the thought had come to her. This is our
baby.

This is Lucy.

Do we want another
kid?

That was the question that had bedeviled the
Moores ever since their second child, a boy, had been born. There
was no quick-and-easy answer. There were only arguments and
counterarguments, all with merit and appeal. At times, it was like
being involved in some sort of reproduction summit: the positions
on both sides thoroughly explored and articulated, with only the
outcome left for a final vote.

Another child was not an idle proposition,
not one that could be let slide too many more years, the way it
might have when the Moore family was forming. On her next birthday,
Beth would turn thirty-six. Male physiology might have allowed Jack
the luxury of time in matters of reproduction, but his wife's
fertility was finite. She was entering a zone where pregnancy
becomes a higher risk proposition, where the likelihood of things
going wrong begins to increase.

Sometimes Jack would say, "Let's go for it."
And Beth would say, "Forget it." And sometimes the roles would
switch, and Beth would be in favor, Jack opposed.

"We need a third," Beth would say. "Two
parents with two kids around a dinner table doesn't feel like a
family."

"It does to me."

"I thought when we got married you said you
wanted four."

"I did," Jack would say. "But look at us now.
Look at these two great kids!"

Mary, born in 1981, was mischievous,
flirtatious, endowed with freckles and red hair and her mother's
humor and steel will. James, born in 1986, was also intelligent,
also good-looking, and also redheaded. Both children were healthy
and normal. In an enterprise where fate can be its cruelest—in
procreation—the Moores knew how deeply they'd been blessed.

"See?" the debate would continue. "Two great
kids. And finally old enough that we can start taking vacations,
stop changing diapers, go out to eat. Why tempt fate?"

"Because we love children" was the obvious
answer. "Because God has given us the means to bring children into
the world the way they all should arrive, in comfort, security, and
love."

But when all was said and done, the answer
was no. Two, the Moores finally agreed, was their lucky number.

To lock in their decision, they decided Beth
would have a tubal ligation, which would permanently sterilize her.
In February 1989, Beth called her obstetrician-gynecologist's
office, and the secretary said the doctor would arrange the
operation and they would call back with the date.

The Moores were on a visit to Florida when
Beth, late with her period, took a home-pregnancy test.

The color stick was confirmatory blue.

That settles that, Beth thought. She was not
unhappy, and Jack was not unhappy.

Forget about tying my tubes, Beth said when
her doctor's secretary got back in touch. I need a prenatal
appointment.

Having been there before, Beth knew the
drill. She took vitamins, maintained a balanced diet, got her rest,
drank no more than an occasional sip of Jack's hand-selected wine,
a staple on the Moore's dinner table. She kept her appointments
with her doctor, who estimated a delivery date of November 27, just
after Thanksgiving, and outlined what medicine's involvement in her
pregnancy would be. It would be substantial. The Moores would not
await the stork. They would await the results of tests.

The first was on April 25: a sonogram, which
showed only that the embryo, no bigger than a lima bean, was the
sole inhabitant of Beth's womb. In the ensuing weeks, Beth was
screened twice for Lyme disease; twice she tested positive,
although she had no symptoms and could not remember ever
experiencing any. Amniocentesis disclosed the fetus's sex and ruled
out Down's syndrome and certain other defects. The Moores chose a
name, Lucy—for no other reason than that they liked the sound of
it. Beth sewed a quilt and bumpers for the crib, a hand-me-down
from James. She ordered baby outfits. In June, a sonogram revealed
a properly positioned placenta, a normal amount of amniotic fluid,
a beating heart, a brain, bladder, and stomach, and fetal movement.
Also noted was "a cystic structure" that suggested, but by no means
confirmed, some sort of problem with the left kidney. Beth's doctor
wasn't overly concerned, but he did recommend follow-up, and Beth
decided to have it at Yale Perinatal, whose expertise in diagnosing
fetal problems attracts patients from not only Connecticut and New
York but also New Jersey, Massachusetts, and Rhode Island.

"There's nothing to
worry about," Jack had said after his wife's amniocentesis. Beth,
an optimist at heart, had agreed. She was so convinced everything
would be fine that she'd told her husband there was no need for him
to accompany her to Yale.

Beth pulled into the
drive. No one was home. She was calmer, if only marginally.

I have to talk to someone.

She had to talk to Jack—but this afternoon
Jack could wait. Beth needed a doctor first, and not some Ivy
League stranger, however well-intentioned, but a trusted friend:
Martin B. Vita, the Moores' family pediatrician for as long as
they'd been a family. Dr. Vita would be able to answer the
questions Beth would have asked at Yale had not those two loaded
words, birth defect, jolted them from her mind.

Dr. Vita's secretary came on the line. Like
all doctors' secretaries, she is paid to be protective, to deflect
as many calls as possible at the first line of defense: the
switchboard. "The doctor is with a patient now; may I ask what this
is about? May I take a message, Mrs. Moore?"

But the secretary could see that this time
checking the PLEASE CALL box on a pink pad wouldn't suffice.

The secretary put Beth through, and when she
heard her doctor's voice, Beth lost it. "They told me my child, my
baby, has a multi-cystic left kidney," she said, crying.

"I'm so sorry for you,” Vita said.

"What does it mean, Doctor?"

"Let me get my book, and I'll read to
you."

Vita read. Whereas the normal kidney is an
outwardly smooth and whole organ, a multicystic kidney is a
collection of round cysts, resembling, in the pathologist's mind, a
cluster of grapes. First described in 1936, the disorder is of
unknown cause. But the effect is not mysterious: a multicystic
kidney cannot filter blood, maintain fluid balance, regulate
sodium, or perform any of the other functions of the normal organ.
In terms of function, a multicystic kidney is the equivalent of no
kidney, a permanent and uncorrectable deformity. If there is
anything good to be said about the disorder, it's that a
multicystic kidney is not life threatening, and it cannot
"spread"—it cannot affect its healthy twin.

"I want you to know I'm sorry," Vita told
Beth, "but she can lead a perfectly normal life with one good
kidney. She can do anything."

"Anything?" Beth asked.

"Well, I don't know if I'd let her play
football."

"She's a girl anyway!" Beth said, and now she
could relax, now she was, no longer crazy, now she could call Jack,
and they could both laugh, envisioning Beth such a blubbering mess
all alone out there on Interstate 84.

This was July 10, 1989.

This was several weeks before another
ultrasound would disclose an unidentifiable mass inside Lucy and
long before her parents would ever hear the word cloaca.

 



Chapter 2

Some 150 miles away,
in Operating Room 7 of Children's Hospital in Boston, a man the
Moores had never met was opening the belly of a six-year-old boy
from Cape Cod.

This was approximately the twenty thousandth
operation performed by W. Hardy Hendren III. It would last six and
three-quarters hours, putting it at slightly below average length
for some of the complex cases referred to Hendren, chief of surgery
at Children's Hospital and the Robert E. Gross Professor of Surgery
at the Harvard Medical School.

Using a combination of scalpel, scissors, and
electric cutting cautery, which produces smoke that smells of red
meat over hot coals, Hendren proceeded progressively through skin,
fat, and muscle until he could reach inside with his gloved hands.
Working steadily, he opened the bladder along a line from bottom to
top. He threaded a tiny catheter into the right ureter, which was
functioning as nature intended. He could not get a catheter into
the left. He wasn't surprised. The left ureter was a megaureter: a
grotesque caricature of the right, appearing on X ray not as the
spindly tube it should have been but as a bloated, tortuous thing
that was dangerously crimped at the point it entered the bladder.
It was not doing what nature intended. Instead of freely draining
urine from the boy's left kidney, it was creating pressure.
Untreated, that pressure eventually would cause infection and fever
and pain, perhaps even blood poisoning. Untreated, the kidney would
slowly die.

Until 1969, when Hendren published a
scientific paper his colleagues would in time recognize as another
of his profound contributions to surgery, no one really knew what
to do with megaureter, which had the potential to kill.

It was not for lack of trying.

Megaureter was truly devilish, the sort of
problem that prompted ordinary physicians to throw up their hands
and challenged those who considered themselves better than ordinary
to try something, anything. Some took the so-called conservative
approach, prescribing antibiotics and chemicals. Some put their
faith in the catheter, that old urologic standby. Others, not
grasping the anatomic nature of the problem, advised children to
urinate thoroughly and repeatedly—a regimen known as triple
voiding. Still others sought solutions in surgery. One idea with
early promise was replacing bad ureter with good bowel. A variation
of that theme was wrapping the megaureter with a sleeve of bowel,
but it was an innovation that worked better in the laboratory dog
than in the human patient. Various trimming, tapering, and
shortening procedures were prescribed, with mixed results.

Some surgeons abandoned altogether the ideal
of correcting megaureter while keeping the urinary system intact—at
least for those children in danger of dying. To save them, the
ureter was brought out through a hole cut in the abdomen. Urine
seeped out of the hole. Bladders were left fallow. Kidneys were
spared. And children went home wearing bags that looked like
hot-water bottles and were called appliances, a peculiar euphemism
that in the minds of laymen conjured images of refrigerators and
TVs.

Why should anyone have to wear a bag? These
kids have enough trouble just staying alive. Why should they have
to be stigmatized on top of everything if there's any way around
it?

That was Hardy Hendren's philosophy. Growing
up in Kansas City, Missouri, heart of the heartland, Hendren had a
good friend who had an incurable urinary disease. Ben Trelease had
worn a bag. Ben had spent time, too much time, in hospitals. Like
his pal, Ben wanted to be a doctor when he grew up. But Ben did not
grow up. When he was thirteen, Ben's urinary system poisoned him,
and he died, slowly and painfully.

Hendren was the first
chief of pediatric surgery at Boston's Massachusetts General
Hospital, one of the great hospitals and medical research centers
in America. He had a lab and the freedom to innovate when, in the
early sixties, fresh from the top surgical training spot at nearby
Children's, he decided megaureter was one he had to tackle.
Improving life was the primary appeal, but it was not the only one.
Things seemingly out of reach had always fascinated Hendren, who at
the age of four had asked Santa for a microscope in order to see
germs. Hendren took intractable problems personally, as if
megaureter, or any of the other deformities he took on, had been
put into existence with the specific purpose of taunting him.

With megaureter, he
moved methodically: a case here, a case there, children of parents
who came to the General because word was out that a young doctor in
a new department there welcomed what others had given up on as
impossible.

"He's writing the book on all this," they'd
heard. "He fixes kids others can't."

Hendren had hit on the basics of megaureter
repair on the first case he'd seen: Buddy, a seven-year-old boy
from Tampa, Florida, who was Hendren's patient when Hendren was
chief resident at Boston Children's in 1960. As more victims found
him, Hendren went deeper into the defect. He studied peristalsis,
involuntary muscle contractions that move urine down ureters into
the bladder. He took still photographs of megaureters. He made
movies of megaureters. He injected dye into kidneys and watched
what happened on cine-x-ray, a new technology that married
sixteen-millimeter filmmaking to radiology. He would do ten,
twelve, fourteen, or more hours' surgery on his other patients, and
then, long after most of his colleagues had gone home to dinner,
Hendren would go to his office to work. He sketched. He calculated.
He examined records and family histories. He read virtually
everything ever written on megaureter and hydroureter and
megaloureter and all of the other names by which the condition was
known. He reviewed notes from conferences where surgeons had
expounded on the subject.

He thought and thought, and he took what he'd
learned into the OR, where he refined his technique.

And on the twenty-two children he saw through
April 1968, Hendren had success. He'd proved he could cure
megaureter.

Hendren's description of his operation,
accompanied by the illustrations of his artist, Paul Andriesse,
filled seventeen pages of the April 1969 edition of The Journal of
Urology, the preeminent publication in the field. Step-by-step,
with the sharpest of detail, Hendren outlined the stitching
patterns and the suture materials that were required, what vital
blood supplies had to be preserved, where to trim, where to
implant, how to precisely place the Hendren megaureter clamps he'd
designed for his operation. Even the prose was masterly, Hendren's
distinctive blend of scientific precision and literary
eloquence.

"It should be emphasized that this is major
surgery which, for success, demands precise technique, gentle
handling of tissues, lack of tension on anastomoses, etc.," he
cautioned. "It must be done with the care used by the plastic
surgeon in repairing a cleft lip in a small infant. Gross
technique, large suture material and inaccurate refashioning of the
ureter will give disappointing results which sometimes cannot be
remedied."

Not just any surgeon would be able to copy
him, Hendren implied, and perhaps it was this elitism—blunt but not
unjustified—that explained the reception his paper received when he
read it to an auditorium of urologists at a conference in Miami
Beach. Most were indifferent. A few were offended. One skeptic went
so far as to publicly accuse Hendren of falsifying his results by
fiddling with his pre- and postoperative slides. Clearly, the
skeptic told several hundred doctors at a subsequent conference,
Hendren must have shown preoperative X rays of one patient and
postoperative films of another—and claimed they were the same
person! This wasn't elegant ingenuity—this was fraud!

Perhaps it was medical politics, always a
clash of egos. Hendren was gifted in urology, but unlike the basic
urologist he was also an accomplished surgeon of the heart, the
intestines, the stomach, the liver, the gallbladder, the esophagus,
the pancreas, the lungs and skin, and the female reproductive
organs. Except for nerves and bones, there were few places in the
child or adult body he wasn't comfortable. In an era when
specialties already were beginning to spawn subspecialties, Hendren
was on his way to becoming an anachronism.

Or perhaps Hendren's audience knew his
implication was correct. Megaureter repair, indeed, was not for
everyone.

"Although Hendren's work is impressive, we
have not been able to duplicate it," wrote a urologist at the
George Washington University Medical Center in Washington, D.C., in
a paper published in 1972. His recommendation was bags, placed
early and for life.

But Hendren's results could be
duplicated.

If you doubted, you
were invited to watch the movie he made or come to the General to
see for yourself. Many did, among them a young French physician,
Gerard Monfort, destined to become one of Europe's most
distinguised pediatric surgeons. Monfort spent a year in Boston in
Hendren's OR, and when he returned to the Continent, his student,
Philippe Menguy, wrote L'Opération de Hendren,
Techniques-Résultats, a 1971 doctoral thesis for the Medical School
of the Université d'Aix-Marseille. As Monfort, Menguy, and others
spread the word, Hendren lectured on both sides of the Atlantic,
and he wrote more articles with more and more successes to report;
and eventually enough surgeons at enough institutions had
successful outcomes that Hendren's surgery became the universally
accepted correction of the defect. Today, young doctors studying
Campbell's Urology, the three-volume authoritative text, do not
learn how to fashion bowel sleeves or what cement best holds
appliances in place. They learn Hendren's operation. They see
Hendren's artist's illustrations, little different from when they
were first drawn, a quarter of a century ago.

On that tenth day of
July 1989, as the Moores of Westchester County, New York, tried to
imagine the changes a birth-defective baby would soon bring, Hardy
Hendren was restoring order inside the six-year-old boy from Cape
Cod.

Although Hendren is capable of great speed, a
characteristic prized by many surgeons because it is a tradition
and because it increases income, he worked as he always has:
unhesitatingly, self-critically, taking no shortcuts, wasting no
movements, keeping no eye on the clock. During periods when peak
concentration wasn't a necessity, Hendren told jokes. He lambasted
liberals, his favorite target. He made small talk with doctors
who'd crossed oceans for the privilege of watching him work. He
maintained, as he does almost daily, how the assistance of his
personal scrub nurse, Dorothy Enos, is such an important part of
his success in his difficult cases. With his blue eyes, made even
more intense by magnifying glasses, he scrutinized two young
residents after he'd permitted them to tie a few knots.

Hendren closed the Cape Cod boy's belly with
three layers of synthetic sutures, then cleaned and bandaged the
wound, an unglamorous chore many chief surgeons relegate to their
assistants. Like a schoolboy shooting rubber bands across a
classroom, he slung his dirty gloves one at a time into a waste
bucket. He removed his headlamp and surgical glasses. He put on his
regular glasses, which are bifocals, and went to the OR phone to
dictate his operative note. The note ended "I think that this
should solve the problem." It would.

Between the megaureter repair and an earlier
kidney operation, Hendren had spent eleven hours today, a Monday,
in his OR.

Tomorrow, he would see thirty-one office
patients, attend a two-hour hospital staff Executive Committee
meeting and preside over a difficult-case conference. On Wednesday,
after attending his department's weekly grand rounds lecture, he
would perform four operations, and on Thursday, six. Friday would
be another full day in Room 7; between cases, he would duck out to
attend a funeral. He would spend all day Saturday in his office. On
Sunday, one of his three surgeon sons would visit him at the
oceanfront home he and Eleanor, the woman he married in 1947, keep
on Duxbury Bay, near Plymouth. Hendren and his son would
water-ski.

Satisfied there was nothing more he could do
tonight for the Cape Cod boy, Hendren bid good night and went to
the locker room. He changed into a dark suit, knotted his tie,
combed his hair, and made his way back to his office. He had a
fruit salad and tea. After telephoning Eleanor, he began the second
half of his day.

Tonight, he was working on a paper on cloaca,
a defect that involves multiple organs and systems and that had
moved past megaureter to become his most consuming surgical
passion.

Of the many abnormalities Hendren had taken
on, cloaca, in all of its twisted variations, was the toughest—in
many respects, more difficult even than separating Siamese twins,
another of his specialties. Few surgeons anywhere on the planet had
ever tackled a cloaca. Fewer had had success, and none Hendren's
degree of it. One key was his power of concentration, impressive
even by surgeons' standards. Rebuilding cloaca babies frequently
took several operations, and often the primary one lasted twelve
hours straight. Some took longer.

Lucy Moore, who would not be born for another
four months, would be cloaca number 104 in Hardy Hendren's
series.

 



Chapter 3

The news this time
was bad. Very bad. It made multicystic kidney seem as threatening
as diaper rash.

September 1989, and the Moores had moved to
Florida from Westchester County. Their lives were more hectic than
ever—a thousand new demands at once. Jack had one wine business to
close and another to start up. The children had new schools and a
new home. Beth had a new job, as director of a day-care center at a
synagogue. There were friends to be made, routes and stores to be
learned, child-care arrangements to be concluded. The Moores were
having a house custom-built, and every day brought decisions on
that.

And there was a baby on the way, a baby whose
problems under the smoothest of circumstances would bring
change.

For Beth, the most critical task once in
Florida had been finding a new doctor. Friends had recommended
Donna Goss, whose practice was in Sarasota, across the bay from
Longboat Key, where the Moores were renting while their house went
up. The recommendation was solid: Goss was experienced and
understanding, and on the first visit Beth entrusted her with her
care. In light of the findings back North, Goss suggested Beth see
someone specializing in high-risk pregnancies. There was a very
good practice in Tampa, about an hour up the coast.

On September 13, Jack and Beth Moore rode an
elevator to the fourth floor of the Harbour Side Medical Tower on
the grounds of Tampa General Hospital. In the waiting room, Beth
filled out a gynecologic-history form. She listed her age,
thirty-five. She listed the years her girl and boy had been born
and the fact that both deliveries had been cesarean sections. No,
she did not own a cat. Her work did not involve chemicals or fumes,
nor did it bring her into contact with blood. There was no history
in either family of birth defects. She did not smoke or diet or use
a hot tub. She did take vitamins, and she was on a medication:
penicillin, for a case of Lyme disease that had shown no recognized
symptoms but had been picked up on a blood test early in her
pregnancy.

"Mr. and Mrs. Moore?"

The door to the inner suite opened. Kathy B.
Porter motioned them in.

Porter is businesslike, a doctor whose
profession does not allow her emotional extremes, certainly not in
the company of patients, many of whom arrive at her door after
long, unpleasant rides on emotional roller coasters. Porter trained
in Kentucky and Texas and is licensed to practice in three states.
She is an assistant professor at the University of South Florida
College of Medicine, Department of Obstetrics and Gynecology,
Division of Maternal-Fetal Medicine. Porter is a birth defect
specialist. One of her responsibilities is chairing the
university's Fetal Board, a group of diverse specialists who meet
monthly to evaluate high-risk pregnancies and decide how best to
handle them.

As Beth and Jack entered an examination room,
they passed a wall-mounted display of pamphlets. Peace of Mind for
an Unexpected Problem was the title of one. Preparing for Surgery
was another. The worst was a twelve-page brochure whose cover had a
charcoal sketch of a wilted orchid: Grieving: A Way to Heal, a
publication of the American College of Obstetricians and
Gynecologists. "If you prefer, the hospital may be able to arrange
for disposition of your baby's body" was one piece of advice the
pamphlet offered. Get me out of here! Beth wanted to shout.
She wanted to take Jack's hand and run.

For the fifth time in a pregnancy that still
had more than two months left, Beth lay seminaked on a table and
let a stranger use sonar to illuminate the contents of her
womb.

Porter found the defective kidney quickly
enough; like fruit gone bad early in the season, she knew it would
never develop into much.

But the kidney was not what preoccupied
Porter. She focused on something mysterious: a small patch of
brightness near the bladder, what fetal specialists call an
echogenic area, or mass. Something dense had formed inside the
Moores' unborn baby. Something that didn't belong there.

As useful as it can be as a diagnostic tool,
ultrasonography has its limits, sometimes raising more questions
than it answers. Porter knew the mass spelled trouble, but what
kind? She reached for her copy of the texbook she calls the bible:
Prenatal Diagnosis of Congenital Anomalies, written by a doctor at
Yale, where Beth had been seen on July 10.

The word from the bible was that until the
baby was born, it would be impossible to say, with any kind of
certainty, what the mass was. But the range of possibilities was
uniformly grim—a grouping of disorders so uncommon, so foul, that
even Porter, the very model of control, was taken aback. The mass,
she told the Moores, could indicate that a virus or bacteria had
taken root. It might be suggestive of cystic fibrosis or an ovarian
cyst. It could be the result of some sort of bowel obstruction. Or
it could be evidence of any number of tumors: hepatoblastoma, which
involves the liver; hemangioendothelioma, which involves the
nerves; teratoma, which can involve hair, bone, and other parts and
tissues of a twin that never fully formed. Whatever it was, the
mass was a potential killer. Lucy might die during, or shortly
after, birth. She might not make it to birth.

"I will be presenting this case to a
urologist as well as to a pediatric surgeon for evaluation at the
Fetal Board," Porter said.

Fetal Board? Beth thought. It sounds
like science fiction. "Welcome, earthlings, the regularly
scheduled session of the Fetal Board will now come to
order.”

While the Fetal Board
was a valuable educational tool for University of South Florida
students and staff, Porter knew its ability to help Beth's baby
would be restricted. In 1989, medicine's miracles with early life
were virtually all performed on delivered babies. You could leave
the womb early, underweight, ungrowing, in desparate pulmonary or
cardiac trouble, and you could be saved—but first you had to
arrive. You had to do your part and be born. Only a handful of
surgeons, including Michael Harrison of the University of
California at San Francisco, who'd trained with Hardy Hendren at
the Massachusetts General Hospital, had had any success in helping
defective fetuses. And those successes, while spectacular enough to
make People magazine, were with only a few disorders. As seriously
as the Fetal Board would ponder Lucy Moore, as much as they might
wish to do, she was like an unlighted, unmarked ship approaching in
the dark. You knew it was coming, knew it was in distress, but
where it would hit and at what cost, no one could predict. No one
could change its course.

The Moores drove
home, stunned.

They hadn't been expecting anything like
this.

True, during Beth's last ultrasound, in
Westchester County, the doctor had found a questionable area in
Lucy's lower abdomen. "It could be normal intestine," he'd said,
"although the possibility of some sort of mass cannot be
excluded." He'd recommended keeping a careful eye on things,
especially in light of the kidney situation. The word possibility
was what the Moores had tried to focus on, and for the most part
they'd been successful.

"How bad could it be?" Jack would say to
Beth. "Not so bad that we can't deal with it."

Beth adopted what she called her Pollyanna
attitude. The way she figured it, she had a good husband, two good
children, a good home. Thanks to her father, she would never have
to worry about money. Whatever happens, we'll be able to handle
it, she thought. We'll love this baby no matter
what.

Besides, in all the commotion of moving to
Florida, who had time to be consumed with worry about vague
unknowns?

But that was back North.

That was before today, before hearing about
the Fetal Board, before confirmation of the abdominal mass, before
a word worse than birth defect—death-- had been introduced
into the darkening dialogue about Lucy Moore.

All my positive energy and all my
Pollyannaisms aren't going to work anymore, Beth thought as she
and Jack drove home from Kathy Porter's.

"I'm scared," she told her husband.

"I'm scared, too," he
said.

Like consideration
of a third child, getting to Florida had not been easy.

The Moores were native New Yorkers: Beth, the
middle child of Westchester County Jews; Jack, the oldest of seven
children of Long Island Irish Catholics. Jack's father was an
engineer. Beth's father, in business with his brother, was on his
way to making a fortune in the wholesale food business.

Having graduated from Cornell University,
Beth was teaching at a day-care center in the Bronx in 1976 when
she met Jack, a wisecracking, long-haired jock who wanted to be a
teacher, too. Jack was a year older than Beth, and he'd been
married briefly but that was history now. Jack was on the
rebound.

He's gorgeous, Beth thought. He's
just my type—a hippie jock. And I just know that if I date him,
we’re going to marry.

Beth waited for Jack to ask her out. When two
weeks had passed and they'd become day care center buddies but he
still hadn't made a move, Beth invited him over for dinner.

"Well," he said, "I have therapy Tuesday
night, but if you don't mind my coming at eight, I'd love to."

And Beth thought, Great! A man who's in
touch with his feelings!

They went steady from the start. For the
first year, they kept separate apartments, but it was a rare night
they spent apart. At the beginning of their second year, Beth and
Jack moved north of the city, to one of two caretaker's cottages on
the grounds of her parents' Westchester County estate. The other
cottage became Beth's nursery school. Jack taught for a while,
worked on his master's degree, and coached youth basketball, while
Beth ran a program for troubled teens. Two years and ten months
after meeting, in August of 1979, Beth and Jack married. In 1981,
their first child, Mary, was born.

Mary needed thirty-six hours of labor to
arrive, but when she did, she was normal and healthy and to Beth's
mind, cherubic—a nine-pound, twelve-ounce baby who was smothered in
love and attention from the moment of her birth. I'm lost in
love, Beth thought. I'm on a cloud. Jack thought that
way, too.

Even before Mary was born, teaching had been
wearing thin for Jack. The pay was low, seemingly in inverse
proportion to the hassles of the job. Jack took work in a bank, and
a short time later, when he had a chance to take a position in one
of Beth's father's firms —a cheese company in northern New
Jersey—he took it. By 1987, when he left to run the wine shop he'd
bought, Jack was vice president of manufacturing. It was a year of
change, 1987. Time to break free, Beth thought. The Moores
had a new baby, James. They wanted a new house, wanted out of Mommy
and Daddy's cottage. In another part of Westchester County, they
found a four-bedroom neocolonial with a deck that ran the length of
the house. There were five acres of land, including a huge front
lawn and woods out back that were home to white-tailed deer.

Born-and-bred New Yorkers the Moores were in
love with Northeast springs, summers, and autumns. Westchester was
sophisticated but rural; you could get lost in the woods there and
barely an hour south was Manhattan. Most of their friends lived no
more than an hour away. This was where they would grow old. This
was where their grandchildren would visit.

Beth's parents had said that once, too. But
Florida has a way of seducing people who tire of snow and high
taxes. Not long before Beth's final pregnancy, when a restructuring
of her father's business empire gave the family a windfall, two
cousins were lured south. So were Beth's parents, who'd vacationed
in Florida for years. New York's income tax was killing Beth's
folks—but Florida's wouldn't. Florida didn't have an income tax.
Florida wanted you to have your money, to invest it in Florida real
estate, Florida banks, Florida restaurants. Florida wanted to cut
you a nice little piece of the action.

"Are you crazy?" Beth would say to her family
after hearing again that relocating to Florida was the best move
they'd ever made.

Jack didn't think her family was so crazy. "I
want you to know I hate it here," he would say to Beth in the dead
of the New York winter. "I hate the cold."

"Stop being a wimp," Beth would reply. "I'll
never move."

On a visit to Florida in January 1989, Beth
had to listen to her mother and father, who'd taken up permanent
residence in Sarasota. "It's not just old people," her father said,
"it's young people, too. Your family's here. You'll have a great
time. So many opportunities." Beth saw sunsets over the Gulf of
Mexico. She saw short-sleeved shirts. She saw the beach where her
cousins were building a house. It would have made a picture
postcard, the kind tourists send to snowbound friends, pearl-white
sand against a backdrop of deep blue sea.

"Let's move!" Beth said to Jack, as
impulsively as that.

In February, the Moores
selected an architect for their own beachfront house, their dream.
They were in Florida for meetings with him when Beth took her
pregnancy test.

The Fetal Board
agreed with Porter that Beth could have her baby at Sarasota
Memorial Hospital, close to the place the Moores were renting.

Sarasota had an excellent staff, an excellent
intensive care unit for newborns, an excellent neonatologist; and
it was where Donna Goss, Beth's doctor, delivered babies. In the
board's judgment, Sarasota would be able to stabilize Lucy, and
there would be time to transfer her north to All Children's
Hospital in Saint Petersburg, the closest pediatric hospital, if a
greater level of care were needed—as in all probability it would
be. The plan assumed that Lucy would be born alive. Everyone
involved knew what kind of an assumption that was.

On November 20, 1989, Beth and Jack and their
two children had dinner at the home of Beth's parents. In years to
come, they would not pull out the photo album to reminisce fondly
about the evening. Beth's father, an even-tempered man, tried to
put a good face on things but his sentiments did not prevail.
Beth's mother had come to believe that her daughter's life was on
the line. It wasn't—the risk was all the baby's—but in the
condemned-prisoner atmosphere of the final hours before Lucy's
arrival, the idea had currency.

"If there has to be a choice," Beth's mother
said during dinner, and after dinner, and right on up to good-night
at the front door, "if they can save only one of you . . . I don't
care about this baby. I care about you, Beth, you!"

Beth and Jack had their own children to worry
about. As the news that fall about the baby had become grimmer,
they'd spent more and more time preparing Mary and James. At eight,
Mary could manage a tolerable understanding. She understood there
was a chance Lucy would die. She knew that if she made it, she
would be different from other girls in some unpredictable way. In
her mind, Mary had an image of a little sister with a long nose and
a funny face. She worried about what she would tell her friends.
She knew, because Mom and Dad told her, that you could learn to
love anyone.

James was trickier. He was only three, but
already he was laying claim to the title of Most Sensitive of the
Moores. James worried about ordinary things. Extraordinary things
had the potential to really throw him, as Beth knew.

All fall, Beth had been explaining the
unexplainable to her son. "When you're very sick, you have to go to
the doctor, but the doctor makes you better, and all is well," Beth
would say. "Right?"

"Right," James would agree.

"And sometimes when you're very, very sick,
it takes some time, but the doctor makes you better."

James would shake his head in understanding.
He'd been very, very sick before, with colds and sore throats and
the flu. He'd been to the doctor. He'd always gotten better.

"But when you're very, very, very
sick, it's possible that the doctor can do nothing to make you
better, and you die. And Lucy might be very, very, very
sick. We just don't know."

James would turn that one over and say, "You
mean if you're one sick or two sick you're OK, but if you're three
sick, you die?"

"Yes," Beth would say, unable to lie.
"Sometimes when you're three sick, you die."

At evening's end, when only Beth's mother had
anything left to say, none of it uplifting, the family kissed and
hugged, and Jack and Beth drove off into the night. On their way
home, they drove past Sarasota Memorial, where they'd be in less
than ten hours. As irrational as her mother's words might have
been, Beth couldn't get them out of her mind.

"I hope you feel the same way," Beth said to
her husband. "I mean, I love this kid, whoever she is, but if it
means dying, . . . if it means there has to be a choice. "

"Nobody's going to die," Jack said.

"But if someone has to, you're going to save
me, not this kid, aren't you?"

"Of course," Jack
said.

Cutting through scar
from Beth's previous two cesareans, Goss opened her patient's womb
and gently pried Lucy from her mom. It was seven thirty-five A.M.
on Tuesday, November 21, 1989.

Lucy let out a strong cry—a good sign. She
had good color and good reflexes and good muscle tone and bright,
alert eyes, and those were promising signs, too. Goss clamped and
cut her umbilical cord and handed her to Carmen L. Villaveces, a
neonatologist who'd been waiting for Lucy. Villaveces went to work.
She listened to Lucy's heart and lungs. She did a quick visual
examination. Before she took the baby to the neonatal intensive
care unit, before the real work began, she cleaned Lucy and
swaddled her in a warm blanket and carried her over for Jack and
Beth to see.

"I don't want to be here," Beth had said as
she'd been wheeled into the delivery room.

Now, she didn't want to look at her
daughter.

I can't love you, Beth thought, if
you're going to die.

"Look," Villaveces said. "She's a beautiful
girl."

And she was—with big eyes, strawberry-blond
hair, and an Irish face, impish and round, just like her dad's.
Even at the moment of her birth, you could look at Lucy Moore and
know that if she made it, her personality was going to be all
sparkle and bright colors.

Villaveces carried Lucy to her mother. During
her initial examination, the neonatologist had made a
discovery.

"See?" Villaveces said, unwrapping the
blanket, "if you look right there, you see she doesn't have an
anus."

"This is really good news, Beth." Goss said.
"That's what we were looking for. That's what the problem was!"
Lucy's intestines had no outlet, which had caused meconium to back
up, creating the mass.

Beth got the sillies then. It seemed so
absurd—all this
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