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Near Encounters with the Real














1.


BY THE TIME his son Danny was born, Ludwig Spandau had lived three lives. He was fifty-three years old, with a young new wife, Sali, and a year-old daughter named Ruthie. He rented a walk-up apartment in Flatbush, Brooklyn, and worked on Long Island as a pharmaceutical chemist. He was a refugee, once divorced and once widowed. He spoke English with a thick German accent. Most of the people he had known had been murdered. On his forearm he had frightening scars where—so his son later suspected—Ludwig had removed his concentration camp tattoo.


Ludwig had been born to well-to-do Berlin Jews. His family had owned a paper business. He had served as a radioman in World War I, in a U-boat. After the war he had attended Humboldt University in Berlin, when Albert Einstein was on the faculty. Ludwig liked to dance. He met a girl named Friedel at a dance hall in Berlin in 1922 and got her pregnant. Their daughter, Inge, was born in 1923, and not long after her birth, the couple came to terms on a divorce. Soon after the divorce from Friedel, Ludwig married again, and his second wife, Lani, converted to Judaism.


They were assimilated, cosmopolitan people, raising two boys. The Nazis came to power, and Lani was murdered by the SS, and Ludwig’s father was killed at the concentration camp at Sachsenhausen. Ludwig, strong and able, was kept in Berlin, a slave on a work crew, repairing the city’s roads when they were bombed. After the war, he and his two boys—who had been in hiding in Bavaria—were reunited by the Jewish Agency in London, and all three came to the United States together in 1948.


Ludwig started a business formulating chemicals and trying to sell them. His English was poor. His business failed. He traveled across the country, looking for work. He returned to New York, and at a dance sponsored by a resettlement program, he met Sali. She was in her mid-twenties, almost half Ludwig’s age, the child of a refugee family from Hamburg; after years in Palestine, Sali had recently been reunited with her father in New Jersey.


War and calamity had erased whatever traces of religion Ludwig might once have had, but Sali was observant. In their Flatbush apartment, they kept a kosher home. Their building was busy with Yiddish-speaking immigrants, many with concentration camp tattoos. The crowded hallways smelled of onion and roasted garlic.


The Spandau’s second child, Daniel, was born in 1954. He would have been the final piece to cement their new American lives, but something was wrong with the baby. Little Danny was sickly and weak. He struggled for breath. He was prone to fainting spells. The more he was able to move around, the more frequently his lips and fingers turned blue.


At the local hospital, little Danny was X-rayed and given an electrocardiogram. Nurses fed the toddler vanilla pudding mixed with crushed radium pills and put him in a fluoroscopy machine: a kind of moving-image X-ray projected onto a screen. Their boy’s heart was deformed, the doctors told the parents, a cluster of four specific defects: (1) a hole in the center between the ventricles, the two largest chambers of the heart, (2) a narrowing in the pulmonary valve, the passage between the heart and the lungs, (3) a displacement of the aorta, the big artery that took the blood from the heart to the body, and (4) an enlarged right ventricle, the bottom right chamber. This complex of heart defects was called a tetralogy of Fallot, “tetralogy” for its four elements and “Fallot” for a nineteenth-century French physician, Étienne-Louis Arthur Fallot. Danny’s heart was shaped like a boot, and it was incapable of pumping sufficient oxygen to his body. In 1955 in Brooklyn, there was no cure for this condition, no such thing as open-heart surgery.


There was, however, a new kind of procedure that might alleviate his symptoms, one that had been invented a decade earlier. It was an operation not on the heart itself—an operation on the heart was impossible—but on the great arteries right above the heart. The newspapers called it a “blue baby operation.” The doctors called it a “Blalock shunt.” It had been invented by a remarkable team at Johns Hopkins University in Baltimore. Dr. Helen Taussig, a deaf, dyslexic pediatrician, had conceived of the procedure; Taussig, a rare woman in medicine in the 1940s, had been put in charge of these children doomed to die and figured out how to make their lives better. Vivien Thomas, an African American technician, had designed the tools and developed the surgical technique; Thomas, the only black man to wear a white coat at Hopkins in the Jim Crow South of the 1940s, could not use the main entrance to the building where he worked and was supposed to use only the water fountains and restrooms marked “colored.” Dr. Alfred Blalock, for whom the shunt was named, was the white southern surgeon who led the team and performed the first operations under Thomas’s careful guidance.


A Blalock shunt, the Brooklyn doctors explained to the Spandaus, would not cure their child. After the operation, Daniel’s boot-shaped heart would still have a hole in its center, a blocked passage, and a misplaced aorta, but the shunt would reroute the blood so that more of it went to the lungs. If everything worked out, the blood that fed his body would have a higher oxygen content. The surgery was risky. There was a chance of infection, pneumonia, brain damage, or death. The long-term prospects were uncertain. The first procedures had been done in the mid-1940s, and the oldest surviving patients were mostly in their late teens.


The surgery took place in 1956, when Danny was two years old. The incision began at Danny’s left nipple and cut across his side, under his left arm, all the way to his back. The doctors entered the chest cavity between the third and fourth ribs, deflating the lung and sectioning membranes until they had a clear view of the beating heart.


A Blalock shunt (sometimes called a Blalock-Thomas-Taussig shunt) is not an implant but a suture, in medical terms an anastomosis, between the two of the largest blood vessels that run right above the heart. The doctors dug into Danny’s chest and located the pulmonary artery, the artery that brings blood to the lungs. They clamped the artery. They had to move fast. The operation had to be done quickly to reduce the chances of damage to the child’s brain. A second incision was made in the left subclavian artery, the big artery that fed blood to Danny’s left arm. The surgeons sewed the two arteries together so as to divert more blood from the subclavian artery to the lungs. Too large an anastomosis, and too much blood would flow through, overwhelming the lungs and the heart. Too small, and not enough blood would flow through, and the procedure’s effect would be negligible. The racing doctors completed their sutures. Quick as they could, they released the clamps. The blood from the subclavian artery joined the blood from Danny’s starved pulmonary artery. More blood than ever flowed to the boy’s lungs.


When a Blalock procedure is effective, the oxygen-rich blood feeds the body, and the results are visible right away. On the table, the child’s skin turns from blue to pink. But that didn’t happen to Danny Spandau. He lingered listlessly in the hospital. He came home small and weak and blue. He was two years old and could barely walk.


Back home in Brooklyn, the bloodless, blue-skinned little boy, skinny as a skeleton, cast a shadow across the building of traumatized refugees. Ludwig carried little Danny everywhere. The boy rode on his father’s shoulders up to the apartment, and if anyone asked what was wrong, why the father would not let the boy climb the stairs on his own, Ludwig would bark at them in his German-accent English, “None of your business!”


Danny’s sister, Ruthie, remembers those years after the first surgery as frightening and sad. The apartment was dark, and the mood was bleak. She thought—as everyone must have thought—that Danny was going to die. Danny thought more about his father.


“I never thought about me,” Danny remembers. “I thought about him, and how it made him feel when other people commented. I don’t think I ever thought of myself as sick.” But he was always terrified of going to the doctor. “I remember the blood drawings. I was all skin and bones and it hurt. They were always doing blood tests and X-rays. All sorts of crowds came to look at me.”


He was a curiosity, a learning tool for the doctors and medical students, who could not cure his condition but were nonetheless fascinated by its progression. Every time he was supposed to go to the hospital, little Danny hid. His mother would plead for him to come out. His parents had to hunt for him and drag him from under the couch.














2.


THE SPANDAUS WERE referred to Dr. Aaron Himmelstein, an amiable-looking, bald, round-faced man with glasses, who was beginning to perform experimental open-heart surgery at Babies Hospital, part of the Columbia Presbyterian Hospital in upper Manhattan, about a mile south of the George Washington Bridge and across the street from Harlem’s Audubon Ballroom. Dr. Himmelstein accepted Danny as a candidate for open-heart surgery. The boy must have been a desperate case. He was scheduled to be Himmelstein’s twelfth tetralogy of Fallot patient. Seven of the previous eleven had died.


Danny was tiny at four years old, fragile and skeletal. His sister Ruthie was his babysitter. Danny remembers the courtyard of the apartment building, where there were concrete walkways separated from grass lawns by low-slung chain barriers. He described for me his immobility: one day, he went for a walk, his sister on one side of him, her friend on the other. Two boys on bicycles came speeding toward them. The girls darted to either side of the path. Both called to little Danny, but he was too slow to join either of them. The bicycles knocked him down.


The odds were not good for his survival. In the late 1950s, birth defects of the heart ranked as one of the top ten causes of death in the United States. In March 25, 1957, Time magazine’s cover story was “Surgery’s New Frontier.” It was all about hopeful new breakthroughs in heart surgery: “rib-spreaders,” “rib-shears,” and a heart “red and purple with a greyish cast, glistening under the lights, squirming and rippling.” Alarming photographs showed patients plunged into ice water in preparation for surgery. One patient, according to the article, was put into a six-foot-long kitchen freezer until her body temperature dropped to seventy-five degrees. The article mentioned but misspelled Danny’s deformity, “the most famed of all congenital defects, Pallet’s tetralogy,” in which “the blue baby has an amazingly consistent pattern of four anomalies combined.” The magazine noted grimly that “the death rate inevitably is high in heroic operations on patients already in poor condition.”


The cover illustration showed Dr. Charles Bailey of Hahnemann Hospital in Philadelphia, one of “the most daring innovators in heart surgery,” pushing against “the limits set by nature” far beyond anything that had previously been thought possible. In the front-cover portrait, Bailey’s comb-over was concealed by his white surgical cap; his shoulders were drawn as broad as Superman’s, and even his glasses looked like futuristic armor—a vision of the doctor as warrior, scientist, spaceman, and explorer of the unknown, “mummified,” as the article put it, “in sterile gear.”


The magazine issue, with its neo-Frankensteinian cover, hung on every newsstand in every train and subway station in New York City. It piled up on tables in doctors’ waiting rooms. In breathless prose, it recounted the history of heart surgery. Since 1944, Blalock and Taussig in Baltimore had put over 1,000 shunts into the great arteries above the hearts of blue babies, with an 85 percent long-term survival rate—a rate that could have given no cheer to Ludwig Spandau, as the procedure had not helped his son. In 1948, according to the article, Charles Bailey had performed the first- ever cardiac surgery on a human being by punching through the wall of a beating heart and clearing a clogged valve with his gloved finger. That remarkable feat was only prelude to the era of bypass surgery, when the heart was disconnected from the patient’s body and repaired.


Open-heart surgery was a postwar American invention, as miraculous as space travel and as bloody as the Battle of the Bulge. It began with children. The first series of successful surgeries happened in the mid-1950s in Minnesota, and the patients were all kids, blue babies like Danny who had been born with defective hearts. The advances in pediatric cardiac surgery led to operations on adults. In 1954 at the University of Minnesota in Minneapolis, Dr. C. Walt Lillehei had begun performing bypass procedures by laying out two operating tables: one for the patient and one for the patient’s parent. Lillehei connected the parent’s and child’s bloodstreams to each other. The parent’s heart filled the child’s body with oxygenated blood, while Lillehei cut into his patient’s little heart and repaired its deformities, sewing shut holes in the walls between the chambers. The parents risked their lives for their kids. A mother had gone brain-dead. Once, when Lillehei could not get a parent to participate, he had used the lung of a dog to oxygenate his patient’s blood.


By 1957, Lillehei’s two-patient bypass procedure had given way to use of the heart-lung machine. Three hundred miles south of Minneapolis at the Mayo Clinic, Dr. John Kirklin’s heart-lung machine procedures had progressed to the point where the majority of his patients with simple defects survived. In 1957, complex conditions like tetralogy of Fallot were just beyond medicine’s reach, but operations with these new machines were now being performed around the country. Time magazine described Charles Bailey’s heart-lung machine as “an odd-looking device”:




On the front edge of its table was an electric motor flanked by pumps. Behind was the oxygenator—an arrangement of plastic cylinders and tubing. “Ready?” asked Bailey. The moment had come to bypass the heart and lungs to give the surgeon a dry field and to let the machine take over. As the first pump was switched on, the surgeons tightened the tourniquets around the great veins so that the blood, shut off from the heart, was forced out of the body along tubes leading to the machine. In the artificial lung, the blood picked up fresh oxygen. As the tourniquet on the subclavian was tightened, the machine forced the blood back into the patient: the major inflow went to the aorta to supply blood to the head, arms, and lower body; a small additional pump sent blood through the small tube into the coronary sinus, from which it nourished the heart muscle by reverse flow into the veins.… The patient’s lungs went limp; the oxygenator was doing their work, as the pumps were doing that of the heart.





Not long after the magazine came out, the date for Danny Spandau’s surgery drew near. In preparation for the operation, Danny had a cardiac catheterization. The inventors of the cardiac catheter were two Columbia doctors, Andre Cournand and Dickinson Richards, and they had won the Nobel Prize for their invention just two years before. Danny was strapped down on the operating table, while the doctors cut a hole in his thigh and guided a wire up inside him. Through the catheter, the doctors released dye into his bloodstream. Neither Danny nor I remember our early catheterizations, but I have spoken to other patients who do, and they recall feeling the dye as it released and how that was painful and terrifying. The masked doctors gathered around Danny’s gurney, put on lead vests, and with giant X-ray guns shot images of his chest from two different angles, one from above and one from the side, a dozen X-rays per second, to get a sense of the flows and dynamics of his heart.


Not long after the catheter exam, the hospital called the Spandaus with bad news. Dr. Himmelstein had taken sick. He had brain cancer. He would not be able to operate. The surgery would have to be postponed. The family had to wait another year, with their fainting blue baby at death’s door. Columbia was not able to find a replacement heart surgeon. Danny’s case was taken over by Himmelstein’s young chief resident, Dr. James Malm.


In 1960, six-year-old Danny Spandau was listless and weighed just twenty-seven pounds. When he rested, he tended to draw his legs up against his chest, a squat typical of children with tetralogy of Fallot; it relieves some of the pressure on their chest. The Spandaus met Dr. Malm up in Babies Hospital. He was tall and graceful, precise in his speech, elegant, and well-mannered. His hair was parted neatly. He had high cheekbones. His features were small, feminine, almost Asiatic, and his skin strangely flawless. In blue and red pens, Malm drew careful pictures of Danny’s heart and described to the Spandaus the surgery he would perform. He showed the four chambers of the heart, the big ventricles below and the small atria above.


In a normal heart, the blood flowed in through the vena cava, down into the small chamber on the right side, the right atrium. From the right atrium, it descended into the right ventricle, the big powerful pumping chamber that sent the blood up through the pulmonary artery into the lungs. From the lungs, the blood came back into the left atrium, then down into the big left ventricle, which shot the blood out through the aorta to fill the body with life. Danny’s heart, Malm explained, had four defects, but Malm focused on two of them. There was a big hole in the ventricular septum, the wall between the two big beating chambers of the heart, so the oxygenated and unoxygenated blood comingled and went out the aorta together. There was also a narrowing, a stenosis, in the valve between the left ventricle and the pulmonary artery—that stenosis limited the amount of blood that could get to Danny’s lungs. Malm was going to patch the hole in the middle of the heart, and he was going to widen the gap between the pulmonary artery and the left ventricle.


He called this operation a “complete repair.” What the Spandaus did not know in that first meeting was that Jim Malm had never in his life performed open-heart surgery.














3.


HEART DEFECTS ARE the most common of all life-threatening birth defects, affecting 1 in every 110 babies. Roughly one in every three kids born with a heart defect requires surgery, which means (more or less) that there’s now a kid with a surgically repaired heart at every school in the affluent world. Pediatric cardiologists and pediatric heart surgeons are good at what they do: these days, in the United States, over 85 percent of kids with deformed hearts survive surgery into adulthood. Still, congenital heart defects remain, of all birth defects, the number one cause of infant death.


Congenital heart disease is among the most common chronic diseases in the United States. People with repaired hearts are living long lives—healthy, give or take, but in need of constant monitoring and attention. You probably have a neighbor, a relative, a friend, or a coworker with a repaired heart defect. Most of us look entirely ordinary, even when we’re in deep trouble. We are invisible. Approximately nine in ten Americans with moderate to severe heart defects do not get the lifelong care and monitoring that they need.


Tetralogy of Fallot is the most common complex congenital heart defect. Fifteen years before Jim Malm, all the kids with tetralogy died—most died in infancy, but the healthiest lived crippled lives into their teens. Fifteen years after his breakthrough surgeries, almost all the tetralogy kids in the United States survived surgery, and many of us have thrived—snowboarder Shaun White, a three-time Olympic gold medalist, was born in 1986 with a tetralogy of Fallot.


In 1960, when Danny was rolled into surgery, a good portion of tetralogy patients didn’t make it through the operation. Mortality rates varied from hospital to hospital, but they were so bad that Helen Taussig—the most prominent pediatric cardiologist of all—argued that corrective surgery on “tet” patients wasn’t worth attempting. At Columbia under Himmelstein, more than half of the patients died.
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In 1960, blood could not be stored safely long term. The donors had to be on hand for surgery, so Danny was accompanied by his older brother Stevie, one of the two sons from Ludwig’s first marriage—as a child during World War II, Stevie had hidden from Nazis. Now he was a US marine. He came to the hospital with twelve of his Marine Corps buddies, all of them ready to donate blood.


In those days at Columbia Presbyterian, there were no operating rooms specifically designated for cardiac cases. “Every operating room was occupied every day,” Malm remembered. “Gall bladders, colon cancer, breast surgery, thyroids.” He had to fight for operating room space. “There was no room at the inn. If I increased my volume, then one of the other surgeons couldn’t do his thyroid, couldn’t do his breast.”


Danny was rolled in. The anesthesiologist put a mask over the boy’s face and told him to count down from ten. Something extraordinary happened as he passed out. “I’m a scientific guy,” Danny told me. “I’m an analytic chemist by training. So I’ve explained it not as an out-of-body experience, but maybe it was. Who knows? It may have been the reflection in an overhead lamp. All of a sudden I wake up and see the reflections of all the doctors around the table. I see the top of the doctors and me lying on the table. It was so clear. It was literally like being with my back on the ceiling of the OR looking down at the operation. I saw the doctors in all their scrubs. And I saw myself lying on the table, being worked on.” He felt completely removed from his body, a spirit looking down at the surgery. “And that’s a memory I’ve had essentially all my life.”


Carefully, Malm sectioned the little boy’s chest. The heart-lung machine was of the new disc oxygenator type, a device about the size of a big fat salami, stored in something the shape of an industrial-sized sewing machine. It sat on a rolling cabinet, and from it extended long clear tubes. The machine was primed with a mixture of blood and blood thinners. One tube’s canula was inserted into Danny’s aorta, the other into his vena cava above his right atrium. Danny’s blood came into the machine and coursed over a series of discs. Each bloody disc was perfused with oxygen, and the oxygen-rich blood was sent back into Danny’s circulatory system. The heart-lung machine regulated the speed of blood flow, and by slowing down the blood, Malm lowered Danny’s body temperature to eighty-two degrees. The induced hypothermia slowed Danny’s metabolism and gave him some protection from damage that might come from oxygen deprivation during surgery. The heart was drained entirely.


Malm cut right through the pericardium, the rough sack of protective tissue that contains the heart. Now he had to attack the heart muscle itself. Other surgeons had favored a “median,” or horizontal, slice across the right ventricle, but instead of going side to side, Malm made a “vertical right ventriculotomy incision.” He had devoted himself to study of the heart’s electrophysiology—the system of electrical currents that control the heartbeat—and this seemed less likely to interfere with the circuitry of the heartbeat. It also gave Malm a better view of the hole in the septum.


The interior of the right ventricle wall is not smooth but, in doctors’ terms, trabeculated, which means it’s made of a crisscross web of muscle fibers. Even with today’s powerful imaging technology, it can be difficult to locate the boundaries of each ventricular septal defect. Malm found Danny’s by feel. He took a Teflon patch and stopped the gap in the middle of the heart, between the muscular wall at the bottom of the ventricles and the soft tissue at the top. He used mattress sutures to attach the patch, the kind of big, railroad-track loops that are inelegant but extremely secure. Once Malm was sure there was no leak at all, he attacked the stenosis of the pulmonary valve, the blockage on the right side of Danny’s heart.


He made a generous hole between the right ventricle and the pulmonary artery, slicing any tissue that was in the way and putting in an outflow patch to smooth the passage of blood toward the lungs. He wanted to get as much blood moving as he could, and he wanted the space wide open. Where a normal heart would have a pulmonary valve, impeding blood flow backward from the lungs, Danny would have an open passageway.


Malm shut the hole in the ventricular septum. He relieved the pulmonary stenosis. He sewed Danny’s heart shut, doing as little damage to the muscle as he could, and he stitched up the pericardium. The boy was taken off the heart-lung machine. Blood filled his heart and the chambers began to beat. The boy’s temperature returned to normal, and his blood pressure did too. The whole operation had taken about an hour and a half. The crucial thing, according to Malm, was to get the blood flow as near normal as possible. “No leaks!” he barked at me over the phone when I asked him his secret to keeping a child alive.


There was no special recovery room for cardiac patients in 1960. Danny recalls a big room with lots of other kids. He woke up under a clear plastic oxygen tent. For the first two days after surgery, he lived in a high-humidity bubble. His parents hovered close by but could not touch the top of his body. IV tubes replaced his lost blood and body fluids and gave him the necessary sugars and electrolytes. Nurses came by with shots of penicillin and streptomycin and delivered the shots to the muscle of Danny’s legs.


“I pinked up right after surgery,” Danny told me.


For a time, after the oxygen tent was removed, Danny was confined to a wheelchair. “I remember my hands were so dirty from wheel-chairing, and it was so disgusting that I never sucked my thumb again.” After six days, he was allowed to walk. When Danny came home from the hospital, everything had changed. He could climb the stairs to his apartment. He began to put on weight and to grow. The darkness was lifted from the Spandaus’ lives. When Danny was strong enough, his brother Stevie took him to a marine ball to celebrate his resuscitation, and Danny was shown off in front of all the young men who’d given their blood to him.


In the late 1950s, a new era had begun, the era of open-heart surgery, and in the early 1960s a new kind of person was invented, a person like Danny Spandau, a person like me, who would live a whole lifetime with a surgically repaired heart.














4.


I WAS BORN WITH tetralogy of Fallot, the same defect as Danny Spandau, but I had the good fortune to be born a decade later, in 1966. My birth defect went unnoticed in the obstetrics ward. My parents thought I was perfectly healthy when they brought me home. My pediatrician, too, missed the squishy sound in my heart on my first visit. In 1966, there weren’t the same protocols for checking for heart defects that there are today—no sonograms, no fetal echocardiograms, just diagnosis with a stethoscope. The doctor caught it on my second visit, when I was already a month old, and he sent my parents to a pediatric cardiologist, Dr. Lucy Swift, at St. Luke’s Hospital on Manhattan’s Upper West Side.


Women doctors were uncommon in 1966, but not in pediatric cardiology. In the study of deformed babies’ hearts, women doctors were the rule. Helen Taussig, the Johns Hopkins doctor who had conceived of the Blalock shunt procedure in 1944, had founded the discipline of pediatric cardiology. She was still alive and at work in 1966, and her students, the so-called Knights of Taussig, dominated the field. Women, most of them Taussig’s heirs, ran most of the pediatric cardiology programs in the New York region: at Yale, Ruth Whittemore; at New York University, Janet Baldwin; at Columbia, Sylvia P. Griffiths; and at Cornell, Mary Allen Engle.


My mother remembers Dr. Swift as a small, strange, otherworldly, birdlike creature, but also as a woman of considerable will and professional devotion. Dr. Swift examined my fingers and toes. She listened to my heart with a stethoscope and then pressed her fingers to my abdomen and shut her eyes. Because she had been deaf, Helen Taussig had developed techniques for listening to infant hearts with her fingertips, and those techniques had been passed down to some of her heirs. After palpating my abdomen, Dr. Swift had me sent for X-rays.


My parents received the diagnosis, a heart defect, a tetralogy of Fallot, something neither of them had ever heard of. Untreated, I would probably not live past the age of fourteen. But yes, Dr. Swift explained, it could be cured. She gave my parents the name of Dr. James Malm at Babies Hospital up at Columbia Presbyterian, where Dr. Swift had done her residency. Jim Malm was the one man in the world most qualified to cure me.


I recently met a woman who was born in Chicago the same year I was, with the same condition I have, and when her parents first took her to see a doctor, the doctor advised them to give up. The baby would not live. But Lucy Swift knew exactly where to send us. My parents traveled up to 168th Street, just five subway stops from their apartment. This has been the story of my life: an expert clinician, right there every single time I have needed it.


My parents sat in a large, stuffy New York City waiting room, baby me fussing on my mother’s lap. Malm met them in his office. In my recent meetings with Malm, I’ve found him both reserved and very funny. Even in his nineties, he’s quick and intimidating and capable of dominating a room. I’ve interviewed his colleagues and his patients. Everyone I spoke to seemed to view Malm with affectionate awe. Everyone loved him—except my mother. Jim Malm scared her half to death.


“Something about his eyes,” she told me.


They were blue, extraordinarily, clearly, high-sky blue. My mom started seeing a therapist. She told the therapist how the surgeon spooked her.


The therapist nodded. “They give up something to be able to do that.”


Malm wanted to take a scalpel to the perfect skin of her baby’s chest. With a saw, he wanted to cut through her little boy’s breastbone. He’d take a stainless steel spreader and pry open her son’s ribcage. Wearing sterile rubber gloves, he’d press his fingers against the muscle of his heart, even as it was beating. He would slice the big vessels around the heart and shove plastic tubes into the holes. With those tubes, he would drain the heart of blood and then connect the child to a newfangled machine with a humming motor and a plug that went into the electrical outlet in the operating room wall, and while the lungs deflated, this weird invention of metal discs and rubber tubes and plastic casing would do the work of the heart, while Malm took his scalpel and cut open the heart’s chambers. He’d take a piece of Teflon and shove it in there. He would sew Teflon into the heart with a needle and thread. He would dig into the heart, into the pulmonary valve, and he’d cut a piece right out, her baby’s heart sectioned with a knife and a piece of it thrown into the garbage.


Malm was a superb clinician. Colleagues have noted that when things got catastrophic in the operating room, he got more focused and calm. He loved his work—that’s what he told me when I talked to him, loved every day in the operating room. There was no place he would rather be than masked and scrubbed, putting his clamp and scalpel into the hearts of young children. “I miss it still,” he told me. “The old dog wants to be in the operating room.” My mom must have recognized this in him—his uncanny cool, his fascination and eagerness—and these qualities unnerved her. She was required to do something out of folktale: to offer up her child to this handsome stranger, who was going to stick a knife into her son’s heart.


Everyone reading this book knows someone who’s had heart surgery, who’s gone under the knife and come out fine. But in 1966, heart surgery was new. When Jim Malm did his residency, there was no such thing as open-heart surgery. In the late 1950s heart bypass surgery, which is to say surgery where the patient’s heart is taken out of the circulatory system, was performed only at a few highly specialized hospitals, and all the patients were children. In 1966, my parents had never met anyone who’d had heart surgery or whose baby’s heart had been repaired. This was a thing outside the experience of everyone they knew.


My father was a doctor, a psychiatrist, but where he had been in medical school in Buffalo, New York, there had been no open-heart surgery. Someone tried to monkey with it, he told me, but the results had been terrible. He had grown up in a lower-middle-class Jewish enclave in Buffalo, the second child of an insurance salesman, the brightest boy in his school. My mother was the daughter of two Jews from Mielecz, Poland, who spoke Yiddish in their one-bedroom apartment in Queens. She was a Yale PhD in nineteenth-century British literature and an English professor at City College. Her dissertation had been on Lord Byron.


My parents were brilliant, educated people who through diligence and education had broken out of the cloistered worlds of their beginnings. They were scientific, assimilated, secular Jews who saw their parents’ lives as rife with primitive mumbo jumbo. On an early date, my dad won my mom over by taking her out on Yom Kippur, the Jewish day of fasting and atonement, and ordering bacon and eggs. Their friends were Upper West Side artists and intellectuals. These were people who could talk about anything: Keats, Vietnam, orgasms, Robert Rauschenberg, Thelonious Monk, marijuana, or Freud. But this, tetralogy of Fallot, was beyond meaning. Even for an English professor, even for an MD, it verged on gibberish. “Tetralogy” is an English word, but the kind that no one ever speaks or writes, and if used at all, it’s for artworks and not medical conditions. (William Safire wrote the “On Language” column in the New York Times when I was growing up, and I remember when he discovered the word in 2002: “Now I know,” he wrote in a column when he was eighty-three years old, “three volumes is a trilogy, four is a tetralogy.”) But “Fallot”? “Who was Fallot?” my mother asked me last summer. This was like “Rumpelstiltskin,” a heap of syllables indicating nothing. And there was Malm sitting at his desk, with his neatly combed hair, his fine features, and his carefully clipped speech.


The story he was telling was not to be believed. Malm cast himself as the hero, but wasn’t that just what a devil would do: appear so supercompetent, urbane, and helpful when what he really wanted was the blood of her child? My parents were frightened, and in their fear, victims of an obscure, atavistic guilt.


My father, the MD, believed it was a curse. One night before the diagnosis, I had been crying in my crib, and he hadn’t come to get me—that was why it had happened, he decided. He didn’t get out of bed to respond to the crying baby. So the finger of God had come and punched a hole in his son’s heart. My grandma, Rose, my mother’s mother, rode the subway from Queens to visit the baby. She lifted me from my crib and said to my mom, “The baby is blue.”


My mother snatched me from my grandma. “No, he’s not,” my mother said, blue baby in hand.


The good news was that Malm could fix my heart. The less good news was that the surgery could not take place until I was five years old and big enough to be attached to a heart-lung machine. In the interim, my doctors could do nothing. As my dad remembers it, he was told that the doctors would monitor the pressures in the chambers of my heart and hope that things kept working until 1971. For all that time, my life would hang in the balance of those pressures.


As I began to crawl, to toddle, and to walk, things became more obvious. The more I exerted myself, the more often my lips and fingertips turned blue. I got tired. I rested in that same squat that Danny Spandau had, relieving some of the pressure on my heart and lungs. (It’s a squat I can still do. I can do it as flexibly as anyone in any yoga class.) When I was two, I had my first cardiac catheter exam.


For the exam I was sedated and laid out on an operating room table. An incision was made in my groin—the first time a scalpel ever cut into my flesh—and the doctors loaded a thin guide wire into my femoral artery. Then the catheter tube followed the wire and traveled all the way up my little torso, through the abdominal aorta, over the aortic arch, and into the chambers of my heart. With the catheter, doctors measured the heart chambers’ pressures in millimeters of mercury. They squirted dye through the catheter, and with X-rays and fluoroscopes, they photographed the blood flow through the deformed chambers. They saw the hole in the wall between my ventricles, the ventricular septal defect, and they measured its size. They watched how the oxygenated and deoxygenated blood mingled in my heart, and they measured the function of my stenotic pulmonary valve—the point at which in a normal heart blood would flow from the right ventricle to the lungs. They looked at my aorta, how it hovered right above the hole in the middle of my heart. A mixture of arterial and venous blood flowed out into the body. The doctors tried to quantify all this. How much oxygen was in my blood? How compromised was my cardiopulmonary system?


If necessary, Malm and his team would sew a shunt into my great arteries and see if that would increase my blood oxygen levels—the same sort of shunt sewn into Danny’s great arteries when he was two years old, the sort of shunts developed by Helen Taussig and Vivien Thomas and Alfred Blalock at Johns Hopkins in the 1940s. But I was fortunate. My tetralogy was, as the doctors put it, “well balanced.” The stenosis wasn’t terrible. Enough blood was going to my lungs. It looked like I would live until I was five. For now, the doctors were not going to intervene. Three uncertain years spanned out before my parents. And after the surgery? No one knew. The number of surgically corrected hearts was tiny. By 1970, the oldest repaired tet kids had lived ten years past their corrective surgeries. So far, things looked good. They were doing well.


My parents were of a generation raised not to talk about their kids’ mysterious diseases. They lived those five years between diagnosis and surgery stoically. From 1966 to 1971, they mentioned the problem to no one. My father, the psychiatrist, was concerned about my emotional development. He didn’t want me to be singled out, ever. He didn’t want anyone to fuss over me or worry. He didn’t want me to think of myself as sick.


My grandma came in from Queens every Monday. She knew my favorite foods, my favorite games, and my friends. She knew which of my friends liked chicken soup and which didn’t like lima beans. She must have known—my blue lips, my blue fingers, my energy and stamina decreasing year after year—but some strange unspoken pact grew between her and my mother. They didn’t talk about my illness; they just pretended it wasn’t there. My parents didn’t even tell my preschool teachers about my heart.


My mother is a warm, social woman, a champion conversationalist. She makes friends everywhere she goes and keeps them forever. While I played in the sandbox, she sat on a park bench. The other mothers on those park benches became her lifelong friends. They had gone to college together, some of them, and their husbands scored each other dope. In the late 1960s, they threw each other dinner parties. They traded recipes and manuscripts. They protested the war. To this day, my mom lunches with those same women who sat on those park benches. But all through the late 1960s, through that period of intense, diaper-changing intimacy, she never mentioned my crisis to her friends, that her baby needed heart surgery.


I said to her once, “That must have driven you crazy.”


“I think it did,” my mother said.


I laughed.


She grew serious. “I think it drove me crazy,” she insisted. “I think it was the craziest thing in my whole life.”


My condition wasn’t subtle.


“I remember your blue lips,” my best friend’s mother said to me years later—and how could she not? There I was in her apartment, playing with her children after school, every day.


In Illness as Metaphor, Susan Sontag discusses the unmentionable nature of incurable disease, or as she puts it, “a disease not understood.” Sontag writes, “The very names of such diseases are felt to have magic power.” Even in medical circles, the dread words were taboo. She quotes the eminent psychiatrist Karl Menninger, from his 1963 book The Vital Impulse: “The very word ‘cancer’ is said to kill some patients who would not have succumbed (so quickly) to the malignancy from which they suffer.” My father’s colleagues at the William Alanson White Institute of Psychiatry, Psychoanalysis, and Psychology would have likely agreed with Menninger that the best thing to do with a condition like mine—a bizarre, unheard-of condition—was never to say a word about it. In Menninger’s formulation, to say its name would be to make me sicker, the syllables themselves taking on esoteric power. Furthermore, people might not want their children to play with me if they knew I was dying. Sontag writes, “Contact with someone afflicted with a disease regarded as a mysterious malevolency inevitably feels like trespass; worse, like the violation of a taboo.” Secrecy was the course of wisdom and propriety, best for my health and social development.


The Orthodox Jews in my grandparents’ synagogue in Queens would have agreed. In Judaism there is a concept called lashon hora: a Jew shall not speak ill of another Jew. You cannot gossip idly about your own child, about the evil things that have befallen him. For my grandparents it would have been sinful to tell anyone that their little grandson had a mysterious heart condition. All the social forces around my parents, all authorities, familial and professional, rabbinical and secular, agreed: they had to hide my heart condition like Anne Frank in the attics of their minds. My father confessed it one time, in confidence, to his buddy Leo.


“Oh, Gabriel?” Leo brushed him off. “He’ll be fine.”


As in Lorrie Moore’s story “People Like That Are the Only People Here,” about a child with a dread illness, my parents were plunged into a linguistic vacuum: “What words can be uttered? You turn just slightly and there it is: the death of your child. It is part symbol, part devil, and in your blind spot all along, until, if you are unlucky, it is completely upon you. Then it is a fierce little country abducting you; it holds you squarely inside itself like a cellar room—the best boundaries of you are the boundaries of it. Are there windows? Sometimes, aren’t there windows?”


I certainly don’t remember thinking of myself as ill or crippled. I knew, but I didn’t acknowledge. I was limited, but I didn’t ever believe I was sick. I developed strategies to hide my weakness, to live with it, and to cope with it. I never tried to climb the monkey bars in the playground. I never ran races. When they were playing tag, I sat on my tricycle, playing games of my own. I was never stigmatized. I was happy. I had great friends.


“You got slick,” said my dad. I learned to pretend to be healthy.


Outside school, I spent a lot of time on his shoulders. I can still imagine it, my hands on his forehead, his head as big as my whole torso. I was a spoiled, doted-on child. I don’t remember feeling much self-pity, though my dad remembers that I turned on him once, when he asked me to close the refrigerator door. “I have a whisper in my heart,” I said. When my father tells that story, he grabs his own chest.


When he tells the story of the heart surgery, he always mentions that it came during the Attica prison riots. I picture my dad, a big, sleepless, bearded guy in a sweaty Oxford shirt, standing outside the hospital in September, across from the Audubon Ballroom, where Malcolm X had been assassinated the year before I was born. His whole world was turning upside down.


Mine was only disrupted slightly. Heart surgery when it came didn’t feel like a relief or a cure. It felt like an intrusion. I was Gaby Baby. I was so adorable. People were always nice to me. Then suddenly, they were sticking needles in me and knives, and no one cared if I was comfortable, and I was not allowed to play or get out of bed or go home for eleven days.














5.


I REMEMBER MALM’S OFFICE as a dark place, and I only remember visiting there once, right before surgery. I don’t remember his face, probably because I wasn’t looking at him. Probably I was hiding in my mother’s lap.


They didn’t describe it to me as heart surgery. They said it was an operation to make me run faster. After the meeting, I left Dr. Malm’s office in slow motion, with big strides and elbows pumping, imagining my future speed. After the operation, I’d move like Batman, like the Flash.


My parents tell me I spent the night before surgery in the hospital chattering on the phone with my friends. I imagine my little skinny self with my 1970s poof of dark hair, buck-toothed and smiling on the hospital bed, big phone pressed against my ear. The next morning I was wheeled into the operating room. The gas mask was put over my face, a triangular mask, attached to an accordion-stretch plastic hose of the same pale transparent blue.


I woke up screaming, outraged to find myself immobilized and full of needles and tubes and wires. The post-op room was busy with nurses in white uniforms, all at work with tools and trays. One hissed at me, “Will you be quiet?” In my mind she is blond and pretty enough to be on television (maybe I confuse her with a television nurse), and she says to me, “Look at that little baby,” pointing to one in a crib beside my bed. “That baby’s not crying.”


They rolled me down the hallway, past the Winnie-the-Pooh stickers on the tiled walls. There was Muzak playing through the loudspeakers, “Never on Sunday.” I hate that dippy melody still. My memories of the hospital stay are thin and fragmented and vague: curtains around the bed, other beds across the room, a television set playing in a corner, and my mother beside me devotedly, religiously.


My mom needed a ginger ale. Never in her life before or since has she needed a ginger ale. She said, “I’ll be back before you can say Jack Robinson,” another thing my mom has never done before or since. I went, “Jack Robinson Jack Robinson Jack Robinson Jack Robinson,” and when she came back, I complained that I had said it seventy-two times.


I was a thumb sucker, and that’s what pissed me off most about the hospital, that my left hand was encased in tubes and tape. They kept that hand tied up above me so that (they explained) I wouldn’t pull the IV out when I was asleep.


“Suck your right thumb,” said the doctor, like he knew anything about it. The left was the only thumb to suck.


From the bed I was moved to a wheelchair and started wheeling around the hospital. I got good at it. Someone suggested that I could race my parents’ paraplegic friend, Richard Brickner. I imagined the finish line and breaking the tape and me pumping my hands over my head in victory.


In 1971, recovery from open-heart surgery called for penicillin shots each day. Penicillin is very thick going in, and the shots were painful in my five-year-old groin. I remember the sound of the rolling tray just beyond the curtain, outside the area of my vision, the nurse coming in to administer the shot. I remember pleading for them not to do it.


The last time they tried to give me the shot, I threw a fit, and they had to hold me down, a nurse or orderly for every limb, and as my dad held my head, he laughed. I remember being outraged by the enormous smile spreading out under his beard. Wasn’t he on my side? Now I understand: this must have been the happiest sight in the world for him, all he had wanted for five years, his baby boy alive, repaired, and fighting.


One night at home, not too long after the hospital, I woke up to notice a sore in my scar, a little red swelling like a bug bite. My mother wanted to call the hospital, but my father took me to the bathroom and made me stand on the toilet seat, and with a pair of tweezers he took the black suture out from under the skin. For thirty years, until my second open-heart surgery, I had a little hole there, a cavity in the scar, a little burrow where the thread had been.


I got presents. One was an adding toy, not a calculator or an abacus but a little plastic man on a board like a square clock face, and when you moved his legs to the numbers below, his big pencil would move across the top of the board and show the sum. I also got a special pillow—I believe it’s called a husband pillow—the kind with armrests and a back like a chair, and I sat against that pillow and watched television. Every night, in the bathroom before bed, my mother ran cocoa butter on the scar to smooth it. The cocoa butter came in a stick, and she pressed it up from the bottom through an aluminum tube. I loved that cocoa butter smell.


The ordeal was over, and I was back home, back to normal. One of the doctors had said something ominous to my mother—“They all get off the operating table”—but my family was insistent. The hospital stay was done, and I was well. We called it “the operation,” which is slightly more euphemistic than “the surgery,” and as far as I could tell, the operation, and not the heart disease, was the bad thing that had happened to me. The good thing for me as a five-year-old boy was not that I had been cured of a potentially fatal condition—I never allowed myself to think in those terms, that without the operation I would have been crippled and then dead—the good thing was that I was home and safe. My normal life, I believed, was comfort and not illness. After the first corrective heart surgery in 1971, I had to see the doctor regularly, but I lived in a dream world of good health.


I had a scar on my chest, but that was it. By the time I was nine, it seemed the operation had happened in a different historical epoch. I barely remembered first grade, just vague images of guinea pig cages and hooks in a closet to hang up coats. Second grade, that’s when my life began.
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The triumph over congenital heart disease is one of the great victories of modern medicine. Because pediatric open-heart surgery led to adult heart surgery, its effects are widespread. Maybe you have an uncle with a new heart valve, a grandmother with a pacemaker. Maybe the woman at your deli counter had a bypass. This all started with kids like me.


Pediatric cardiology changed the world. It was invented by two women, Helen Taussig and her predecessor, Maude Abbott, both of whom were initially denied admission to medical school on account of their sex, both of whom were prevented by the male medical establishment from practicing the kind of medicine they wanted to practice, both of whom were forced to look at children with defective hearts because no male doctors deemed those hearts significant enough to look at. Kids born with bad hearts were dead-end patients, for whom nothing could be done, until Abbott and Taussig, with genius, patience, and discipline, learned to diagnose and to treat those conditions. Vivien Thomas, who invented most of the original equipment for pediatric heart surgery, who designed and oversaw some of the great groundbreaking procedures on children with deformed hearts, and who trained many of the most important doctors in the first generation of heart surgeons, never got to medical school himself because he was black and because he was poor. The early pioneers of heart surgery operated on the margins of convention and respectability, risking their medical licenses and their patients’ lives and sometimes skirting the law.


Those of us who have survived childhood heart surgery have been repaired but not exactly cured and have lived our lives on the border between sickness and health. I have been absurdly lucky. I am past fifty, not much younger than heart surgery itself. And my luck has held: every time my life has been in danger, doctors have come along and invented something to save me. I have surfed wave after wave of advances in heart surgery and in medical technology. The history of cardiac surgery is inscribed in the muscle of my heart, and in this book I will try to give that carved-up muscle a voice, to tell the history of heart surgery through the story of my heart.


The first half of my life, from my first open-heart surgery when I was five to my second when I was in my mid-thirties, was spent mostly in denial that I had any kind of heart problem. The second half has been punctuated by regular visits to the operating table. What’s all this been like?


Scary at times, but on the whole, great. Lucky. Privileged. Like your life, dear reader, only more so, lived (like yours) with the support of medicine and in the shadow of death. I have a job, two kids, and a happy marriage. I climb mountains up above the tree line. I ride my bike around New York City. In yoga classes, I stand on my head. I take five pills a day, and my torso is scarred, and I need to go into an ambulance every so often, and more often into an operating room, and medical devices lodge under my skin, but you can’t see any of that when I have a shirt on.


You get used to it. The miracle of modern medicine is a little like the miracle of modern flight. Time in hospitals can seem a lot like time in airports. You sit in waiting rooms. You get antsy in your seat. There’s a lot of taking off shoes and going into scanning machines. You remove all the change in your pocket before you get weighed. People poke at you and ask the same questions every time: Swelling in your feet? Shortness of breath? Trouble climbing stairs? The ceremony becomes a recitation you half attend to, like the flight attendants’ ritual performed with the safety belts and oxygen masks and floatation devices under your seat, until all of a sudden—CATASTROPHE!!! The engines are dying! Cabin pressure fails! We’re going to plummet 39,000 feet! Then the plane rights itself. The crisis passes. You’re above the clouds again, cruising at five hundred miles per hour, with your legs uncomfortable, all the way from New York to Los Angeles.














6.


IN THE FALL of 1973, when I was seven years old, my dad and I took the subway from our apartment on 108th Street up to Columbia Presbyterian Hospital in Washington Heights, where just two years before I had had open-heart surgery.


This was before the trains were covered in spectacular graffiti. If my memory is right, there were still gum-vending machines on the platforms. Most of them were broken, the coin slots clogged, but I’d stick my finger in anyway and hope for one of those shiny little brightly colored Chiclets.


My dad and I were a mismatched pair. Brown Beatles bangs covered my forehead. His style was more Allen Ginsberg/Fidel Castro, with his dark hair combed back and a black beard covering his chin. The similarity in the shapes of our faces was obscured. I was tiny, all skin and bones, and he was six feet tall with a hefty gut, strong shoulders, and big hands. His anxiety filled his body with a watchful tension. Mine left me dreamy, not quite present in the physical world. My brother, Daniel, was there too—three years older than me, skinny, with a handsome, serious face and an enormous poof of curly Jewish hair. Daniel recalls the events of that day better than I do, but the truth is I have somehow excised him from my memories.


When the subway came above ground after 116th Street, I spun around on my knees and pressed my face against the window, fogging it with my breath and leaving the print of my nose. On one side were the buildings where I went to school; on the other was the Hudson River. I had been going to the hospital at least once a year, every year since I was an infant, but this time we didn’t go to the doctor’s office. We went to the auditorium. The place was packed with kids who’d had open-heart surgery. They all seemed very happy to be in the hospital—blond kids, black kids, boys and girls. Everyone seemed to be smiling and making friends. This was very confusing to me. Daniel remembers that lots of sick kids were there, kids not doing as well as me, and it freaked him out a little to see them.


I was shy. I wasn’t ashamed of my surgery. I didn’t try to hide the big scar on my chest, not at sleepovers or when I went swimming. But I thought the surgery was something private, mine alone, not to be talked about. I also thought the surgery was over, past and done, very unpleasant and nothing to be celebrated.


“Where are the grown-ups who had the operation?” I asked my dad.


“There aren’t any,” he said, looking around the lobby in undisguised wonder. “There’s no one here ten years older than you.”


The summer after the surgery was the summer I had begun to read C. S. Lewis. I had stumbled through the back of a wardrobe in an old castle in northern England, and the fur coats had become fir trees, and the mothballs had become snow, and I had entered the kingdom of Narnia, which was the place for me. My favorite of all the books was The Voyage of the Dawn Treader. Prince Caspian and the Pevensies sailed toward the end of the world. This idea fascinated me: the earth as a flat disc with a lip over which the oceans fell. When my dad said that there were no kids ten years older than me in the hospital lobby, no grown-ups who had had the same surgery I had, I felt the intimation of something similar, the end of the world, the oceans cascading into oblivion. In the hospital with all those happy, smiling, dying kids, I understood for the first time in my life that my little ship was sailing toward the edge of the world. I don’t know what everyone else does with their first childhood intimation of death, but I tried to swallow mine and push it way down deep inside me.


As I recall it, they called us the Open Heart Club—I remember confusing it with the Beatles and Sgt. Pepper’s Lonely Hearts Club Band. We filed into the auditorium and took our seats. There on the stage were the most famous players from the New York Mets, Tom Seaver and Willie Mays. Willie Mays in 1973 was confusing to me. He had once been the greatest ballplayer ever, but now he was a forty-three-year-old man way past his prime, who couldn’t hit or run or throw or field, and it was incomprehensible that someone my dad’s age got called “the Say Hey Kid.” Tom Seaver, on the other hand, was dominant. My friends and I pretended to be him and Tug McGraw and Cleon Jones and Felix Millan. Seaver was on stage in a suit, smiling and waving at us.


He made a speech. He said something like, “You kids are the real heroes,” and I had no idea what he meant. I dreamed of becoming a hero, a baseball player like him (though, as I explained to my friends, I’d work as a veterinarian in the off-season). I didn’t want to grow up to be a heart patient.


When Tom Seaver’s Mets had won the World Series in 1969, they had been called the Miracle Mets, and this was a name Seaver had objected to. It was no miracle he said; they had worked like hell to win that championship. When he looked around the room, did Seaver call us miracles? I didn’t feel much like a miracle. I did not want to know how lucky I was to be sitting there in that auditorium with my dad and big brother and all those kids just like me, feeling so confused and alone and alienated.


Sitting up on stage with Tom Seaver and Willie Mays was Dr. Malm. This also confused me. He’d seen me as an infant and right before surgery, and probably he had come by my hospital bed to visit me at least one time after the operation, one of a hundred doctors and nurses poking at me, but I had no memory of Malm’s face. His name had been invoked over and over again in our home, and I had thought his name was spelled “Dr. Mom” and not “Dr. Malm,” and some of the magic of that misspelling had rubbed off on my conception of the man—the doctor named Mom who had fixed my heart. On stage, he seemed small and ordinary next to the ballplayers. There were speeches. There was clapping. The boy next to me seemed very excited. That was weird to me. Did he want to be part of the Open Heart Club?


We filed up on stage to get our programs and autograph books signed by the baseball players. When I interviewed him for this book, Malm told me a story: he saw a boy at the end of the line, an old patient of his waiting impatiently, and when Malm said, “Johnnie, I’ll sign your book for you,” the kid had refused. No. He wanted Tom Seaver’s autograph. Malm laughed when he told me the story, and I guess it’s a measure of his success. Kids like us didn’t think much about our hearts. We could dream about baseball. The more we took Jim Malm for granted, the greater his achievement.


My brother and I were the kind of kids who got everyone to sign. Daniel has kept his childhood autograph book, and he showed me Malm’s signature. Malm made a little heart under his name, with two x’s in it, like stitches or eyes. It’s hard to tell if the heart is dead or if it’s mended. A lot of the kids in the auditorium had their Mets hats on. A lot of them had brought baseball mitts. Danny Spandau wasn’t there.


In 1961, his family had moved out of Brooklyn to Plainview, Long Island. He had been followed by Malm in the years immediately after his procedure. Five years after surgery, Malm had pronounced Danny cured, and Danny came back to the hospital only once more, in 1971, for a ten-year checkup. He had a good relationship with his surgeon. “He exuded confidence. He exuded it,” Danny told me. “He had a great smile, and he had this clean-cut presence. He was a super professional, but also warm and he had a great bedside manner, and he was genuine. Very, very, very well groomed, very tight skinned, almost waxy face with perfect hair. And he had this beautiful smile. He always smiled. And his hands were always warm and gentle. He was never the one who stuck me. He was never the one who gave me the shots or drew the blood or whatever. And he was always writing in his journal. I remember that because I was always inquisitive. I remember asking why are you writing that, now you’re drawing a picture. What are you doing?” Malm kept an enormous folder on Danny’s case, in which he kept all the detailed plans and pictures that he drew of Danny’s heart.


In their last meeting, teenaged Danny asked a favor of Malm. Could he see an open-heart surgery in process? Malm consented. He didn’t let Danny see a child being operated on, and he didn’t let him see the actual sectioning apart of the chest, but in the middle of an operation on a grown man, Danny was allowed to walk onto the balcony of the operating theater and look down on Malm in his scrubs, and at the open cavity of the patient’s chest, and at the humming heart-lung machine. Danny did not visit a cardiologist again until he was fifty years old, and by that time his heart was in trouble, and Danny was told that he was highly susceptible to sudden cardiac death.


In the auditorium with me that day in 1973 were children with many different kinds of heart defects. We are all lumped together, sometimes, as patients with congenital heart disease, but that is an oversimplification. There is not one single congenital heart disease; rather there are many different kinds of defects, some arising from chromosomal disorders, some from accidents of development in the womb, and some of unknown etiology. There are correlations between certain congenital heart defects and certain genetic conditions: for example, there is a relatively high incidence of tetralogy of Fallot among children with Down syndrome. Because a fetus doesn’t breathe in the womb, because the mother supplies the blood with oxygen, an infant can develop and be born with even the most extreme heart defect.


The most common defects are the simplest: a single hole in the central wall between the chambers of the heart. A tetralogy like mine is the most common complex congenital malformation of the heart, and it is usually described as a collection of four distinct defects. In fact it’s the result of a single problem in fetal development. The ventricular septum, the wall between the two large chambers at the bottom of the heart, emerges in the developing fetus in two parts, strong and muscular at the bottom and thin and membranous at the top. In a normally developing heart, these two pieces connect and merge, but in my mother’s womb, the two parts failed to do so. The top part of my septum, the membranous part called the conal septum, drifted off to the side, blocking my pulmonary valve.


“Tetralogy,” as one cardiologist explained to me, “is the anterior displacement of the conal septum.”


So I had the same defect as Danny Spandau. If, after failing to knit with the muscular bottom part, the membranous part had moved in the other direction, then a different kind of heart defect would have ensued. My aorta and not my pulmonary valve would have been blocked. The doctors would have called this “subaortic stenosis,” and the defect might have caused a narrowing, or coarctation, of my aorta. Jim Malm repaired those too, and kids with subaortic stenosis and coarctation of the aorta were sitting in the stands with me.


So many things can go wrong in a developing heart. Heart valves are made of tiny leaflets, little flaps of flesh that come together and move apart as the heart contracts and expands. The pulmonary valve has two leaflets, and the tricuspid valve has three, and the leaflets open and shut with each heartbeat, allowing the blood to circulate when they open and preventing it from flowing backward when they close. If the leaflets of the pulmonary valves don’t develop separately in the fetus, if they fuse together and form a blockage, this is known as pulmonary atresia. If the tricuspid’s leaflets fuse, it’s tricuspid atresia. A fused valve can affect the fetus like a heart attack. The blood stops running through one chamber of the heart. That chamber fails to develop.


Some authorities claim there are at least eighteen different kinds of congenital heart defects; others will say at least thirty-five. The distinctions between anomalies can be subtle. “Pulmonary atresia with VSD” refers to a defect a lot like mine, a hole in the ventricle (a ventricular septal defect), but with a total blockage in the pulmonary valve. In some cases, the whole right side of the heart can fail to develop, and then the baby comes out with something called hypoplastic right heart syndrome, or HRHS. The kid only has one ventricle. There is no chamber to push the blood to the lungs. In 1973, cardiac surgeons couldn’t save kids with just one ventricle.


There are genetic and environmental factors in the etiology of congenital heart disease. People who have heart defects represent about 1 percent of the population, but in their children the incidence of congenital heart defects rises to 3 percent. Exposure to certain kinds of environmental factors may correspond to higher rates of congenital heart defects. If you look around a movie theater or subway car and try to approximate the number of people there with congenital heart defects (something you’ve probably never done, but something I do frequently), 1 percent can seem a large number, but if you think in terms of the complexity of the human heart and the number of things that can possibly go wrong in the womb, 1 percent seems tiny. It’s amazing that babies’ hearts develop perfectly more than 99 percent of the time.


There were kids in the Open Heart Club who had been born with startlingly dangerous defects—for instance, transposition of the great arteries, a condition in which the pulmonary artery and the aorta are switched, so that the heart is essentially set backward in the circulatory system, with blood from the veins routed out to the body, and blood from the arteries routed to the lungs. No baby born with transposition of the great arteries can survive long without surgery. Without intervention, these babies will die within the first months, weeks, days, or hours after birth.


Through the 1950s, the great Canadian surgeon Dr. William Mustard devoted himself to the cure of children with transposition of the great arteries. His colleagues called him “Wild Bill” Mustard, and I heard one old doctor say of Mustard that his surgical technique was so powerful that he could sew together two farts. In the 1950s, Mustard experimented with new techniques in experimental heart bypass surgery. He invented an organic heart-lung machine (it didn’t work): he cleaned the lungs of freshly killed monkeys so they were translucent and put them in jars, then directed his patients’ blood through the cleaned and suspended monkey lungs so as to perfuse it with oxygen. In 1957, he published the results of twenty-one such surgeries; three of his patients were alive at the time of publication, but they all died soon after.


Beginning in 1952, Mustard attempted surgical repairs of babies with transposition of the great arteries. For roughly a decade, he had a 100 percent mortality rate in these operations. Baby after baby died on the table as he struggled to find a way to reroute their blood. On May 16, 1963, after eleven consecutive years of failure, Mustard performed an operation called an “atrial switch” on an eighteen-month-old girl who had been born with transposition. On this girl, Mustard finally succeeded in redirecting the blood flow at the top of the heart, putting a baffle between her left and right atria so that the venous blood would go to her lungs and the arterial blood would go to her body. This procedure, called the Mustard procedure, was the standard treatment for transposition of the great arteries for the next decade.


Malm performed Mustard surgeries in the mid- and late 1960s, so there must have been kids in the audience with baffles in their hearts, and they must have clapped for the ballplayers, too, and lined up for autographs, but no one knew how long the baffles in the tops of their hearts would last. No one knew how long any of our hearts would last, really.


We were the first large cohort of heart-repair patients. After 1973, the technology advanced, and Malm was able to perform surgery on infants. No tetralogy patient younger than me really remembers being operated on as a small child: their defects were repaired when they were babies.


Patients like me and Danny Spandau seemed to do great after surgery, but our hearts were jerry-rigged. None of us had valves between our right ventricles and our pulmonary arteries. In a normal heart, a pulmonary valve opens and closes with each heartbeat. We had an open passageway in that place. Our blood flowed up from the heart to the lungs, and then leaked back into our big, overdeveloped right ventricles. In 1963, Malm had used the term “complete repair” for his tetralogy surgeries, but that terminology was soon dropped and altered to “total correction.” We didn’t have the right number of heart valves.


Hang a big bookshelf from your wall using just three anchors when you ought to use four, and it’s likely that in the first decade the bookshelf will hold up just fine. But after a while it might begin to wobble. And it’s a good idea to check on the bookshelf to make sure it’s secure. The installation might require some revisions.
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