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To Bruce,


to Evan, and


to Grandma Pearl









The physician must be able to tell the antecedents, know the present, and foretell the future—must mediate these things, and have two special objects in view with regard to diseases, mainly, to do good or to do no harm.


—HIPPOCRATES


OF THE EPIDEMICS










MAY










The Committee


It was standing room only in Room 3485 the day the committee voted to let Patrick die.


Nearly three dozen people crammed the small windowless room, outnumbering the two dozen thinly padded chairs. After the seats were filled, latecomers propped themselves against the walls, careful to keep their distance from the dusty chalkboard. Whether sitting or standing, everyone was fidgeting. The emerald carpet only partly silenced the shifting and tapping of their feet.


Lin Weeks’s secretary, Ellen Nuñez, always thinks herself lucky when she can book the committee into Room 3485. In Room 4487, the classroom one floor up, the blue-gray carpet is pocked with cigarette burns. Too seedy for her boss’s pet committee. Room 5488, one floor higher still, is often reserved for CPR training, and its yellow-white stains, the ghosts of former puddles, are from the Clorox used to disinfect the mannequins’ mouths. Too seedy and too depressing. But in this room, Ellen thinks, the varied greens of the carpet, chairs, and chalkboard are calming, or as calm as one can ask for in a hospital. And some pretense of calm is important for these meetings about life and death.


Any soothing effect of the decor, however, was lost on Dr. Javier Aceves, the young pediatrician struggling with Patrick’s case. He sat at one end of the long wooden table, with his back to the door and his tired eyes scanning the audience of committee members. Following procedure, he began the session by reciting the basic facts, speaking in the shorthand monotone that is expected at meetings in hospitals.


“Patrick Dismuke is a fifteen-year-old boy, well known to this committee, who is currently in the pediatric critical care unit on a ventilator,” he said. “His current hospitalization began two months ago, and this is his second prolonged hospitalization this year…”


He needn’t have bothered. Everyone in the room knew Patrick. In fact everyone at Hermann Hospital knew Patrick. He had been a patient there for all of his fifteen years, and during that time he spent more days in the hospital than out of it. He had been operated on at least twenty times, probably more, but somewhere along the way his doctors lost count. Although each operation lengthened his life, none came close to curing him.


Patrick was born with Hirschsprung’s disease, a disorder of the digestive tract, and after years of surgery to snip out parts of his intestine, he was left unable to digest his food. His was a severe case, and his life was hanging by a literal thread—a thin tube that dripped nutrients and medicines into his veins while he slept. Like most invasions of the body, this one wasn’t perfect: He needed the line to live, but the line itself could kill him. Because it broke the barrier between blood and air, it was a bacterialaden Trojan horse, opening the door to infection and allowing it to overwhelm his body. In turn, the fight against the bacteria caused as many problems as it solved. The constant use of antibiotics provided ideal breeding ground for yeast and other types of fungi.


During the pauses between infections, the veins that held Patrick’s lines would become irritated to the point of collapse, until all the easily reached ones were useless to him. When tubes couldn’t be threaded from outside, surgeons opened him up and threaded them from inside. During the last operation the plastic tube was stitched directly into his heart.


Through all this, Patrick was making history. Not the front page headline kind (though, never the shy one, he would have liked that), but the type of news that fills the 20,000 medical journals published worldwide every year. His IV nutrients weren’t meant to feed anyone for more than a short period of time, certainly not for fifteen years, and, as far as anyone knew, this was as long as anyone had lived on the milky yellow contents of the squishy plastic sacks. As Javier put it: “We’re winging it one day at a time.”


The question before the committee was how many more days to wing it. As they spoke, Patrick was upstairs on a ventilator suffering from pneumonia, with a tube down his throat to help him breathe. He was conscious, and he was miserable. His feeding line was working in fits and starts, clogged by infection. He was being simultaneously kept alive and tortured by a nightmare of an antifungal drug called amphotericin B. Over the years, patients unlucky enough to use the drug have renamed it Amphoterrible, or Shake and Bake. The ampho causes violent fevers, which in turn cause chattering chills. It also tends to linger in the kidneys, eating away at the tissue.


For both these reasons doctors don’t use the drug a day longer than it takes to kill the infection. Three weeks is considered tolerable, six weeks is of concern, twelve weeks is really too long, but the alternative—free rein for the infection—is still worse than the attempt at a cure. By the time this committee meeting was called, Patrick had been on ampho for eighteen months.


“He’ll need a new line soon,” Javier said near the end of his little speech. “We know he’ll need another one after that and another one after that. Do we keep opening his chest over and over? Without the new line he’ll starve. Which is worse?”


He looked up from his notes, folded his hands, and waited for an answer.


Medicine, specifically hospital medicine, is about meetings. Many are as unscheduled and unstructured as doctors gathering with a patient’s family in the hallway to get their consent for surgery. Others are more official but stop short of requiring seats—morning rounds, for instance, where the staff walks from bed to bed to bed, allowing those who were on call all night to update those who were at home asleep.


And then there are the full-blown meetings, with membership and agendas and chairmen. It is a telling measure of bureaucracy and economics at Hermann that as many as half its beds are sometimes empty but its conference rooms are often double-booked. Even as the committee decided on the fate of Patrick, another group milled outside, waiting to use the room. Every so often someone at Hermann tries to make a master list of committees and gives up, stymied by the fact that few administrators can remember all the meetings they attend. There was talk several years ago of starting a Committee on Committees to whittle down the number, but that was one group that was never formed. It probably would have been lost, anyway, a lone time slot on a cluttered calender.


There are ever more meetings because there are ever more decisions, and many of them are choices that no human being, with or without a medical degree, should be asked to make. Time was when medicine could do very little for critically ill or dying patients. Now it can do too much. Where to draw the line is the subject of a broad, heated debate throughout the country, a debate that becomes louder with each new medical miracle or impossible case: Should a Michigan doctor be allowed to hook desperate patients to a “suicide machine”? Should the state of Oregon be permitted to deny expensive organ transplants to the poor? Should a fertilized egg, in deep freeze in a laboratory in Tennessee, be considered a “child”? If so, who gets custody when Mom and Dad divorce? Should a Florida man be sent to prison for helping his disease-ravaged wife to die? Should a Missouri hospital refuse to withdraw life support from a comatose young woman named Nancy Cruzan even though her family believes there is no hope? Should a Minnesota hospital insist on withdrawing life support from a comatose older woman named Helga Wanglie despite the fact that her family believes there is still hope?


These questions seem dramatic and rare until you spend any time at all in a hospital. Then you realize that questions this complicated are asked every single day. Few reach the newspapers or become court cases, but each one causes pain and requires a solution, or something that pretends at a solution. Usually the best result is merely a half-hearted decision to accept one of two impossible choices.


And who answers these Solomonic questions? Hermann has formed a committee. It is called the Institutional Ethics Committee, and it meets whenever necessary in Room 3485. It has been doing so since 1983, and, back then, it was the only committee of its kind in the Texas Medical Center and one of the first in the nation. At that time, fewer than 4 percent of the country’s hospitals had ethics committees. Within four years that number jumped to 60 percent, and eventually every major hospital in the United States will probably have one.


The topic the Hermann committee discusses most often is withdrawal of life support—whether and when to turn off the ventilator of a patient who cannot breathe on his own or remove a feeding tube from a patient who cannot feed himself. The topic the committee discusses least is money—whether the hospital can afford to provide a certain type of treatment.


A lovely myth, central to American society, pretends that money makes no difference. A hospital will not turn the poor from its doors, this fairytale goes, and once a patient is inside, decisions about his care are based solely on medical need, rather than ability to pay. For life and death decisions, that is still primarily true. Laws and morals still require that lives be saved before insurance cards are checked. For all other decisions, however, money matters very much, a fact made clear by simply reading a patient’s chart; the insurance status (“Blue Cross/Blue Shield,” “Medicaid,” “None”) is stamped on every page. Ask Patrick’s doctors who is paying the bill, and they will answer that Hermann probably will. If money were irrelevant, they would have no need to know.


Still, the committee has always agreed, without saying so directly, that costs are none of its concern. Its duty is to rise above any talk of dollars and cents or allocation of resources and carefully limit its conversations to what is ethical and just. But as the costs of medical care keep rising, discussions of money have been increasingly more difficult to avoid, at Hermann and in the rest of the medical world. So although money is rarely mentioned directly at meetings like this one, the unspoken subject is almost always there. Is Patrick a question of money? Is it unethical to think of the cost of his care or irresponsible not to? How much more should be done for a boy whose death is inevitable and who is costing the hospital hundreds of thousands of dollars a year?


There was a brief silence after Javier finished, and then Lin Weeks spoke up. A former intensive care nurse, she is now a vice-president of the hospital, in charge of the nurses in charge of many clinical services. It’s an important job, and Lin is good at it, racing through her twelve-hour days, her date book as her guide, a marathon of conferencing, suggesting, brainstorming, and advising. She is also the chairman of the Ethics Committee. That job is her passion.


“Is there any remote possibility of curing him?” she asked Javier.


“No. He’s a dying boy. We’ve all come to think he’ll live forever, but Patrick is a dying kid.”


“Are there any alternatives other than a new line?”


“I’ve looked into a full gut transplant, replacing everything. It has been done—in Russia, rarely, and I think there have been a few cases in Canada. But in both places all of them have died. Also, there’s a surgeon at Baylor who’s experimenting with stimulating the bowel to make it grow. It’s promising, but Patrick’s too sick for that.”


With the mention of the transplant and the surgeons at another hospital, Richard Weir leaned forward, readying for a fight. Richard had known Patrick longer than almost anyone at Hermann, first as his play therapist and then as one of his closest friends.


“That’s why I asked for this meeting, because people started talking about gut transplants and transfers,” Richard said, gaining speed as he talked, stressing certain words for emphasis. “Why are we thinking of this? Why are we thinking of sending this child, who is so dependent on his support system here, to another hospital, to surgeons at Baylor, to do something that has no chance of working?


“Even the simpler idea,” he continued, “namely doing another surgery here to insert a new line. Why are we talking of putting him through that when we know it will make him miserable, it won’t make him well, and it won’t last?”


He shifted his gaze from Lin to Javier. “Are we doing this for him or are we doing this for us? Are we just too attached to him to let him go?”


One nurse standing in the back of the room broke rank with an answer: “You can’t starve him to death. How can you give up?”


Hearing that, Kay Tittle shook her head and forgot her promise to keep quiet lest she get too emotional.


“There’s a lot of hostility toward those of us, like Richard and me, who are talking about this,” said Kay, Patrick’s main nurse, a petite, solid woman, who blushes easily and is known throughout the hospital as Patrick’s Other Mom.


She chose each word carefully—diplomacy is all in meetings like these—determined to make her point. “We’re not giving up,” she said. “I’m not giving up on him, but I can see what we’re going to create. We talk a lot about quality of life, doing all of this to preserve his quality of life. Well, what would be quality of life for one child would not be a quality life for Patrick.


“What if we do this surgery, and he’s still alive and we can’t wean him off the ventilator?” she continued. “It’s been getting harder every time. You know Patrick, it would destroy him to be that way. Why are we fighting so hard to keep him alive if he’s going to be miserable?”


Javier’s answer was almost a whisper, all but drowned out by the hum of the air-conditioning. He nodded, and his voice was sympathetic, but his words were not exactly what Kay wanted to hear.


“I also want him to have a quality life,” he said. “I want to do anything he needs to enjoy life, and if that means doing another thoracotomy, opening his chest, so he can get around and do what he enjoys doing, so be it. Maybe that will make his life worse. But if we don’t do it, he won’t have a life.”


He looked at Lin, then at Richard, then at Kay. “I need to know if this is the last line we can put in,” he said. “I’m feeling very lonely with this decision.”


Once again the room was silent. Over the past hour and a half all that needed saying had been said. Lin thanked everyone for coming and waited as the guests left and only the committee stayed seated. Javier didn’t have to leave, since he was a committee member, but he knew he had no place at the decision-making part of this particular meeting. There was some shaking of hands and exchanging of social pleasantries as the visitors headed for the door, as if they were asking the committee to decide among a number of different business proposals rather than a number of different ways for a teenage boy to die.


A clipped, cold tone, distracting to an outsider, is standard at most meetings at hospitals. Just as police officers can drink coffee and tell jokes while standing next to a sheet-covered corpse, hospital staffers are matter-of-fact on the subject of death. Critics might use the word “hardened,” and though that’s accurate, it’s also too simple. The emotional distance infuriates patients, but it keeps doctors sane. Most medical students are flattened by the first death of a patient, and that is as it should be. But if the doctor who has been practicing for twenty years still feels each death and downturn with the same intensity he felt the first time, he wouldn’t be of much use to his patients.


So doctors look for a buffer zone, a barrier between themselves and what they do, a line that says, “I will give you this much of myself and no more.” In hundreds of large and little ways the profession seeks to take something emotional, messy, unpredictable, and unstructured, and tries to give it form. When the patient does X, the doctor does Y. When it’s 10 A.M., it’s time for rounds. When faced with an ethical dilemma, take it to a committee. Make it neat and ordered, part of an agenda.


Once the visitors had left, the entire Hermann Hospital Ethics Committee proceeded to disagree politely. The conversation turned staccato, bouncing around the table from member to member.


“Would it help to ask Patrick what he wants?”


“He’s fifteen years old, he’s just a kid.”


“It’s his life.”


“They would have to ask him if we made him DNR.”


“Are we suggesting that? No one asked us about Do Not Resuscitate.”


“I think we should suggest that. In a way that’s what they were asking. ‘How much more do we do?’ Not resuscitating is an answer to that question.”


“Will his mother agree?”


“Last time she said, ‘Whatever the doctor says.’ This time she didn’t want to come. She told Javier, ‘Whatever the doctor says.’ ”


“Would DNR mean no surgery?”


“I would think so. It’s a decision to hold back. Another surgery is hardly holding back.”


“There’s no right answer to this one.”


“Is there ever?”


Halfway through the conversation Randy Gleason, the hospital’s lawyer, began to scribble on the yellow and white form titled “Advisory Opinion of the Institutional Ethics Committee.” In the space labeled “Specific Issue to Be Considered,” he wrote, “Considering the patient’s terminal prognosis and current quality of life, should extraordinary medical measures be initiated or continued?” In answer, he wrote: “The opinion of the Institutional Ethics Committee is that it would be appropriate to initiate Supportive Protocol II,” the hospital policy that allows doctors to stop fighting to cure patients or even keep them alive, requiring only that they be kept “comfortable.” After everyone signed the form, Randy checked the box labeled “unanimous.”


Javier was waiting on a stiff-backed foam-filled couch outside Room 3485 when Lin walked out and gave him a copy of the form. He carried it down the hall, where Patrick was sleeping, and slipped it into the boy’s chart. But that was hardly the end of the story. One rule of medicine is that illness doesn’t read the textbooks. This would not be the last meeting, official or otherwise, about Patrick.
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Taylor and Jake


In a drab room in the high-risk obstetrics unit, Fran Poarch was about to lose both her babies. Lying on the narrow stainless steel bed, she squeezed her eyes shut to make the fear go away, then opened them again to watch the two $25,000 fetal monitors that blipped and beeped by her side. She was certain that if she kept her eyes closed for too long, the peaks and valleys on the screen would dissolve into ominous straight lines.


The monitors showed the babies’ hearts were beating 140 times a minute, normal, but alarming to watch when Fran compared them to the slower designs etched on another monitor by her own racing heart. A fourth screen showed she was having contractions every three or four minutes. They weren’t strong enough for her to feel, and she only knew they were happening when the monitor began to jump.


So it was fear, not pain, that kept her fingers dug into the thick, narrow mattress. Even the drugs she had been given to make her muscles relax weren’t powerful enough to stop the clenching. The medications were to fight her contractions and keep the twins from being born. The babies weren’t due for four more months, but already her cervix was dilated one-third as far as it could go, and their arrival seemed impossible to prevent. She tried not to breathe too deeply, as if the very act of breathing would fill her up with air and push the babies out.


In the moments when she dared to look around, Fran was surprised by the dreariness of the hospital, and she wondered if she had been taken to the wrong place by mistake. Her confusion grew when a doctor strode in with a stack of Houston telephone books nearly too high to carry. Without explanation, the woman lifted up the foot of Fran’s bed and shoved the books underneath the steel legs. The plan was to keep her on a slant, with her head more than 3 feet lower than her toes, so the babies wouldn’t press against her cervix. Her world was now officially upside down.


A week earlier her world had been close to perfect. Married to her best friend from high school, living comfortably in a picture book home in the country club outskirts of Houston, she was having an easy pregnancy and her biggest worry was whether to use a duck or bunny motif for the nursery. Then, on the last day in May, she went for her regular monthly checkup. She had expected a one-hour interruption of her day, but the visit soon became much more serious than that. “Your cervix is thinned out a little,” Dr. Jane Reed explained, and sent Fran home with a prescription for terbutaline, a drug that can help stop premature labor. She was not to get out of bed for four days, and then she was to come in and be looked at again.


It was raining that Friday morning, and Fran wanted to skip the followup appointment. She was sure the drugs had worked. After all, she felt lazy from bed rest but otherwise healthy. Carey, her husband of less than a year, wouldn’t allow her to stay home, and he wouldn’t allow her to drive herself either. They kept the appointment and learned that the drugs had definitely not worked. Fran’s cervix was nearly 4 centimeters dilated (10 centimeters is the last stage of labor) and 90 percent effaced, or thinned.


From there everything moved quickly. Dr. Reed eased Fran onto a stretcher, ignoring her protests that she needed to stand up and put her pants back on. In the interest of modesty her legs were covered with a sheet as Dr. Reed wheeled her through the waiting room, out of the medical office building, and into the Woodlands Community Hospital, which was next door. “Don’t sit up, Fran,” the anxious doctor said during the bumpy trip. “I’m very serious, Fran. This is very serious.”


Her doctors had called Hermann’s LifeFlight helicopter-ambulance, which landed in their parking lot twenty minutes later. Fran hated the idea of a helicopter and asked why she couldn’t go by car.


“I’ll lay down and stay still,” she promised, afraid that, by accepting the chopper, she would also have to accept what was happening to her.


“Driving will be too dangerous in the rain,” the emergency room doctor said.


“Oh, yeah, I love the thought of a helicopter in the rain.”


The trip, made bumpier by the weather, took twenty minutes, and as soon as Fran was wheeled through the back door of Hermann, she wanted to leave.


Massive and intense, Hermann Hospital is very different from the small, almost friendly community hospital that she had just left. Hermann actually has three “front doors,” each belonging to an addition that was built to be the final word in medical care in Houston, at least until the next one came along. The original front door, built in 1925, looks like the entrance to anything but a hospital—two dark oak panels under a limestone archway engraved with winged lions and clinging vines. The entrance to this building, named after two benefactors, Hugh Roy and Lillie Cranz Cullen, leads to a cobblestoned courtyard, with more relief sculpture and a gurgling fountain in the middle.


Hermann’s second front door was added only twenty years later, in 1945, because the visionaries of the postwar boom viewed the original charm as obsolete. The old building was adequate for the charity patients (and the black patients), according to the thinking at the time. But paying patients deserved a state-of-the-art building, one that reflected a new world of medicine and was shiny, efficient, and unsentimental. The front door of this building, called the Corbin J. and Wilhelmina C. Robertson Pavilion, would never be of wood, but of two banks of aluminum and glass on a flat brick facade. No cluttered Moorish drama here, just aqua tiled walls, gray linoleum floors, and cramped, echoing rooms that feel dark no matter what the wattage of the fluorescent tubes.


In 1972, the hospital’s newest entrance was added, in the form of the Jesse H. and Mary Gibbs Jones Pavilion. These doors open automatically as patients approach, sliding into walls of sand-colored concrete. Brighter than the second building and blander than the first, this section of Hermann is sterile in its efficiency.


The helipad is atop a parking garage outside Robertson, the wartime vintage entrance, and the hallways of institutional green tile are the first thing that conscious LifeFlight patients see. It seemed to Fran that dozens of people converged on her helicopter when it landed. Actually there were only about eight, most from Obstetrics and Pediatrics, which had been alerted that she had arrived. Some of the people pushed her stretcher while others followed only steps behind pushing the monitors, which were still attached to her arms and abdomen. The entire parade raced into the elevator and to the high-risk maternity unit on the dark third floor of Robertson.


It was there, lying on an awkward slant, that Fran first met Dr. Sharon Crandell, who was in charge of the preemie nursery during the month of June. Sharon chose her words carefully and spoke in a flat, businesslike tone, an approach she believes is the best way to get through to emotion-shocked parents.


Twenty-five weeks is not nearly enough time for the babies to become fully developed, Sharon explained, which is why a full-term pregnancy is at least thirty-eight weeks. Not that a baby born in this era of medicine needs all thirty-eight weeks in order to survive. But the longer the twins stayed put, the better their chances.


Sharon’s specialty, neonatology, is an aggressive, intrusive, no-holds-barred branch of medicine, and it tends to attract doctors who fit that description. They don’t go into this subspecialty to give up or to have doubts. Their purpose is to keep a patch of flesh alive long enough for it to become a baby.


They are winning that fight, and the age at which a preemie can be saved has crept steadily lower, with progress quite literally being measured in days. Not too long ago doctors automatically gave up on thirty-weekers. A year before Fran landed at Hermann, it was considered rare to save a twenty-seven-weeker. Now the line was thought to be at twenty-five or twenty-six weeks and moving lower.


There are a lot of reasons for these changes, and Sharon explained some of them to Fran. She began with the mysteries of surfactant, a thick, white, oily substance, that smells somewhat like fish, and coats the tiny air sacs of the lungs. The job of surfactant is to keep those sacs open slightly after the lungs are emptied, in anticipation of the next breath. Without it, the sacs would collapse flat and be more difficult to inflate—the difference between blowing up a balloon that’s completely compressed and one that still has a little air. The lungs often don’t start to produce surfactant until the thirty-third week of pregnancy. Without it, the baby can exhaust himself simply by trying to breathe.


There is a way to speed up the process and produce surfactant before the thirty-third week. As with so many other medical discoveries, this one came about by accident. In 1972, a researcher in New Zealand, who had been looking for something completely different, found that when he injected certain steroids into pregnant sheep, their premature lambs were born with fully developed lungs. He tried doing the same to human subjects—women in premature labor—and showed that, if labor could be slowed long enough for a twenty-four-to-forty-eight-hour course of steroids to be given, the premature babies were likely to have healthier lungs.


That, Sharon said, was why Fran was lying on an uncomfortable slant. Without expounding on the sheep in New Zealand, Sharon described the danger of lung disease in preemies.


“The fetuses would very likely not be viable at this point,” she said. “They need time. The obstetricians want to keep giving you drugs to stop your labor and then give you the steroids to help their lungs.”


“Will that work?” asked Fran’s mother, who had driven to Hermann with Carey.


“Let’s hope so,” Sharon said, and left the room.


Neither hope nor terbutaline was enough. Fran spent the night on an angle, sleeping fitfully, waking up in sync with the contractions, which were coming every fifteen minutes or so. Her mother slept equally poorly in the chair next to her bed, covered with a thin hospital blanket. Carey didn’t sleep at all. He lay on the floor, a pillow propped beneath his head, and watched the monitors that the nurses had taught him to read.


By morning it was obvious that the labor was not going to stop. Fran’s cervix was dilated to 7 centimeters and Dr. Patty Ross, a high-risk obstetrician, told them, “There’s not much more we can do.” As she spoke, two nurses came in and removed the telephone books that were wedged under the legs of the bed, kicking them into a corner like the unscientific last-ditch effort that they were.


Dr. Ross asked Fran and Carey what they wanted done for the babies, if the expected didn’t happen, and they were born alive.


“Do everything,” Carey said, and Fran nodded her agreement. “Do everything possible to save my kids. Do more than what’s possible.”


The labor progressed slowly. Fran’s cervix refused to stay closed, but it also refused to dilate completely and drugs were used to help the process along. Although the telephone books were removed at dawn, Fran wasn’t wheeled into the delivery room until 2:40 that afternoon. It was a surreal form of emotional torture: wishing something would never happen and at the same time hoping it would happen faster. Carey paced the tiny room, feeling like an impostor in his green surgical scrubs. Fran thought about the Lamaze classes she hadn’t taken and hoped she would know what to do when the babies started to come.


She still couldn’t feel the contractions, and her eyes rarely left the monitor that told her what her body was doing. Finally, when the fluorescent peaks were as high as they were likely to go, she was wheeled into the delivery room, four doors down the hall, Room 412. As her bed passed through the doorway she squeezed the hand closest to her and whispered, “I’m scared.” The nurse squeezed back.


The room was crowded, with two obstetricians for Fran and a full team of pediatricians for each twin. Dr. Ross was at the foot of the table, ready to deliver the babies. Sharon Crandell stood in back of her, against the wall, waiting to take over as soon as the first child was born. Even before the umbilical cords were cut, this would cease being an obstetrical problem and begin being her problem. Two nurses stood at Fran’s shoulders, giving her a crash course in how to have a baby: “You’re doing great, hon, really great. Now push real hard, just like on television.”


Carey felt cold. The tiled walls and floors, the stainless steel and the mirrors, the masked faces that made it impossible to tell whom he had already met and who at this intimate gathering were strangers, they all gave the room an added chill.


When the first baby was born at 3:18, Dr. Ross looked up at him and shook her head. “She’s small, Carey,” she said. “It’s going to be tough.”


Carey felt even colder.


Lee Taylor Poarch, 1 pound, 8 ounces, gave a short, delayed cry before Sharon’s practiced hands suctioned the fluid out of her lungs, slid a tube down her throat, and attached her to a machine to help her breathe. Fran couldn’t see Taylor and was surprised to hear her cry at all. She thought to herself, “I guess this means she isn’t dead.”


Carey was able to hold the baby for a moment after the tubes were in and before she was whisked off to the intensive care nursery. With no body fat to protect her, Taylor was bruised from head to toe during birth. She had ten fingers and ten toes—Carey felt silly, but counted anyway. The tiny girl fit in the palm of her father’s hand, with her head at Carey’s wrist and her feet hanging slightly over his middle finger.


Jacob Carey Poarch arrived at 4:44, an hour and a half later. He was a little bigger than his sister, weighing 1 pound and 15 ounces, but his birth was more complicated. The umbilical cord was wrapped twice around his neck. Jake cried too, weakly but definitely, until the same tubes silenced him in order to save his life.


Fran was exhausted. Not from the delivery itself, which she had barely felt at all, but from emotion, drugs, and lack of sleep. For the past twenty-four hours, she had been lying all but on her head with nothing to eat but chips of ice. She fell into a deep sleep in the recovery room at five o’clock and didn’t wake up for two hours. Carey was there when she opened her eyes. He had signed the babies’ birth certificates, and he had been to the nursery for a few minutes to see them. But he and Fran didn’t talk about that. There was too much to say and no easy place to begin.


So they talked about the overnight bag Carey had packed after Fran left in the helicopter and the fact that he remembered his own toothbrush and pajamas, but had forgotten to bring anything for Fran to wear. Carey’s mother went to the store across the street and returned with a bathrobe and slippers. An orderly came with a wheelchair and brought the young, frightened couple to a room on the regular medical floor—away from other women who were having babies. Another excuse for more blessed small talk. Using a checklist, the nurse upstairs showed them where the telephone was, how the call light worked, and how to move the mechanical bed into a more comfortable position.


Eventually there was nothing left to do but go see Jake and Taylor. Fran was afraid. Imagination can be worse than reality, and hers had been working full throttle for several hours. Carey wheeled her chair to the neonatal intensive care unit, taught her how to scrub to the elbows at the giant steel sinks, then guided her to the side-by-side warmers that held her twins. They lay on platforms on rolling carts, each with a heat lamp above them and a fluffy white pad, a man-made sheepskin rug, as a mattress.


They were tinier than Fran had imagined, but sweeter and more helpless, too. She had expected the thicket of tubes and wires that regulated and measured every body function. What she hadn’t expected was that they would look so much like babies, miniature, translucent babies, and her heart ached watching the effort they were making simply to breathe. Even from a distance she could see their ribs flutter in and out, in and out, with each hiccup of a breath.


Unable to hold their children, Fran and Carey asked questions. Dr. Joe Mendiola, who was on call in the nursery that night, answered patiently.


What’s the purpose of each tube?


The blue plastic tubes in their mouths are the ventilator, attached to a computer that regulates the speed at which they breathe and the percentage of pure oxygen in each of those breaths. The round patch stuck to their chest is to measure their heartbeat. The one next to it measures their respiration rate. The needles in their arms bring medication and nutrition. The thin wires protruding from where their belly buttons will be are threaded into an umbilical artery and vein, making it easy to get blood samples whenever they’re needed, which can be often, and to give IV fluids. The patches over their eyes are to protect them from the bright fluorescent lights right over the crib, which in turn prevent jaundice.


Do the IVs hurt?


They pinch for a moment when the needle pierces the skin, but they don’t really hurt after that.


Can they hear what’s going on?


When they’re awake. They sleep very deeply.


When will they be able to see?


When the eye patches come off. They won’t see well, no newborn does, but they will probably be able to see.


How are they doing?


We wish they were doing better. Taylor seems stronger than Jake, even though Jake is a little bit bigger. Girls born prematurely seem to do better as a rule than do premature boys. We don’t know why, we just know that it’s true.


Will Taylor live through the night?


We think so.


Will Jake?


We’re not sure.


Though the doctor was kind, Fran and Carey felt awkward, like they were getting in the way. They said their good-byes, first to Jake and then to Taylor, and went back to Fran’s room. Suddenly ravenous, they ordered a pizza.


About an hour later Dr. Mendiola called. Taylor’s condition was unchanged, he said, but Jake’s breathing was steadily worse. Would they like to have him christened?


By the time they arrived back upstairs, the chaplain was waiting for them by their son’s isolette. The ceremony was short and cold, another bedside hospital procedure. Carey held Jake while the priest dabbed water on the baby’s forehead. Fran was afraid to hold her son, certain that he would break in her hand. She left as quickly as she could, but Carey stayed behind and talked to Jake, stroking the baby’s back ever so lightly in rhythm with his words.


“I love you very much,” he said. “You’ll always be my first boy. You’ll always be with me, wherever I go.


“Don’t be afraid,” he said. “You’re going to the biggest playground in the world. One day I’ll see you there. I’ll see you there real soon.”


He pulled a Kleenex from a nearby flowered box, but he didn’t dab his eyes until he left the room.


Carey and Fran tried to sleep, but succeeded only in lying in the dark, eyes closed and jaws tense, waiting for a tap at the door. It came two hours later, a stranger’s voice telling them that Jake had died a few minutes earlier, at 1:07 A.M.


Fran and Carey called their parents, then cried most of the night in a wet, convulsing embrace. At some point they fell asleep, knocked out by all the tears, only to awake hours later and ache all over again.


In the morning, as early as Fran’s doctor would allow it, they made a quick visit to Taylor, trying to look everywhere but the spot that had held Jake’s bed. Then they fled Hermann, past the smiling new mothers who left carrying babies and flowers and a belief that the world was fair. They drove home in relative silence, picked at the huge breakfast their families had busied themselves preparing, slept for several hours, then drove back to Hermann to visit Taylor.


Soon they would know every inch of that drive by heart.










Patrick


Two days after the stormy meeting of the Ethics Committee, a smaller, even more emotional meeting was held in the tiny conference room on the pediatrics floor. Everyone who attended called it a “family meeting” about Patrick, despite the fact that only one of the five people at the round Formica table was actually related to the boy, and she got there late.


Richard Weir was the first to arrive. He took a seat facing the door, with his back to the small window. Alone for a few moments, he doodled squares and circles on the table top with his finger. Sally Olsen, Javier’s assistant, arrived next. She headed directly for the telephone on the wall and answered a page she had received while she was walking from her office. While Sally was dialing, Kay Tittle came in. She walked quickly, afraid she was late, but slowed her pace when she saw the room was still relatively empty. She took a chair next to Richard. Sally ended her call and sat across from them both. The three made uncomfortable small talk, checking the wall clock constantly and wondering whether Javier Aceves and Patrick’s mother would arrive before they ran out of things to say.


When twenty minutes passed and the number of people in the room had not changed, Sally decided to begin the meeting herself. There was no knowing when Javier would appear, she reasoned, since he was chronically late, the result of his policy never to cut short a conversation with a patient, or a parent, or anyone else for that matter. And she was fairly certain that Oria Dismuke would not arrive at all. Patrick’s mother often avoided meetings at which she thought the news might be bad.


So Sally started this meeting the way nearly every meeting in the hospital begins, with a brief history of the case. “I’ve seen Javier do it a thousand times so I guess I can, too,” she said self-consciously before she began. Neither Kay nor Richard broke a smile.


The tension was typical of meetings about Patrick. It was an uneasiness that had only a little to do with the life and death issues being discussed and everything to do with Patrick himself. At age fifteen he was the size of an eight-year-old and practically the hospital mascot. When he walked through the halls, everyone—doctors, dietary staff, security guards—all said hello. If asked, more Hermann employees could probably recognize Patrick than the hospital’s CEO.


That’s because the CEO is not fond of popping wheelies in the hallways in a wheelchair. Patrick is. He can also be found selling his crayoned drawings for 25 cents each in the lobby. One night, a security guard received an anonymous call from a patient saying there was a dead body under a bed. Unflustered, the guard called the pediatric nurses’ station and told them that Patrick was playing pranks with the telephone again.


Although everyone knows Patrick, some know him better than others, and those invited to this meeting were the ones who know him best. He has been in Richard’s life the longest, ten years, since the boy was five years old and Richard was a newcomer to his job. That job is playing with children as a form of therapy, and Richard looks the part, with his shaggy beard and zany suspenders, the kind that are likely to be decorated with waddling penguins.


Patrick casts rapid spells, and it didn’t take long before Richard became his best friend. He was drawn to the boy’s cocky attitude and the vulnerability hidden underneath. Once, when Patrick was ten but looked like six, Richard took him to a sporting goods show at the cavernous Houston Astrodome. The boy ran around wide eyed for hours looking at the equipment for countless sports he was simply too frail to play. Near the end of the afternoon, in a corner booth at the show, Patrick spotted a vintage jacket from a Houston Cougars basketball team. The white leather coat had flaming red letters sewn in an arc on the back. When he tried it on, its sleeves touched the floor and its waist reached his ankles. But he pronounced it a “radical looking coat,” and Richard bought it for him. He wore it all day and for years after that, and every time he did his body language changed. His shoulders shot up and back until it seemed that they might meet, and his strides became loping and long. It was as if he decided he was tall. Richard loved that about him.


Richard is drawn to Patrick’s independence. Kay Tittle is drawn to Patrick’s neediness. She met Patrick when he was ten years old, the year she began work as a nurse at Hermann. At first he kept his distance, asking the more familiar nurses about her but not paying her direct attention. Then one day, without warning, his primary nurse, who had been at Hermann almost since he was born, resigned to take another job. She called Kay aside and said, “I’m giving you Patrick. He and I discussed it, and he decided he wanted you.” Kay’s husband, Denzial, still teases her about that afternoon, when she came home and announced, “They gave Patrick to me today.”


“What do you mean they gave you Patrick?”


“Patrick’s mine.”


Ownership of the child meant that within months he had become a part of her family. Kay and Denzial would take him on field trips—to the airport to watch the planes take off was a favorite. They would take him to dinner, though dinner for him was not like dinner for most children, since he couldn’t eat any real food. He would go to McDonald’s to nibble on an apple pie and take a few sips of a Sprite. It was the idea of going out to dinner that appealed to him.


Before every surgery, he would call Kay, usually between midnight and 6 A.M. He knew she would be asleep, but he took comfort in the fact that she loved him enough to wake herself up to talk. The conversations were full of silence:


“Hi.”


“Hi.”


“What are you doing?”


“I was sleeping.”


Then they would each breathe into the phone for a while until Patrick would finally say, “Well, I’d better get back to sleep.” Kay would respond, “I’ll see you in the morning.” They both understood this was their way of saying, “I’m scared,” and, “I know you are, but I’ll be there for you.”


The fierce attachment Kay and Richard feel for Patrick is a burden to Javier Aceves, who knows he is responsible for one of the most beloved children at Hermann. By the time the Ethics Committee met to talk about Patrick in May, Javier had been the boy’s primary physician for only eight months, but he had known him much longer than that, since the days when Javier was a medical resident at Hermann. Theirs is a complicated relationship, a reflection of two complicated people.


Javier has always been drawn to issues of life, death, and children. Growing up in Mexico, he had planned to study theology and become a Jesuit priest, but after several summers working at missions in dusty rural villages, teaching families about health and sanitation, he decided that he needed to have a family of his own. Barely twenty years old, he married Roseanne, whom he had known since childhood, and entered medical school in Mexico City. He planned to be a country doctor, caring for Indian mountain villagers, but that, he says, was “B.C.,” Before Children. They had three sons by his last year of medical school (over the years there would be a daughter, too), and he changed his plans again, deciding to open a pediatrics practice closer to Mexico City, where there were good schools and hospitals for his family.


He was weeks away from beginning his pediatrics residency when two-year-old Francisco, one of a set of twins, was diagnosed with cancer. Afraid to trust the system that had trained him, Javier brought the boy, known as Paco, to Houston’s M. D. Anderson Cancer Center for a second opinion. The verdict there was consistent with what the doctors in Mexico had said: His baby would need chemotherapy; there was no guarantee he would survive the treatment; if he did survive the short term, it would be years before he could be declared cured.


Javier returned to Mexico for several days, sold the few pieces of furniture he owned, then moved back to Houston with his family, expecting to stay for about two years. His medical training was on indefinite hold, and he had no idea what work he would find to pay for groceries once in Texas. He was prepared to wait tables or labor in a factory if necessary.


The doctors who were caring for Paco stepped in and offered more than medical hope. They also offered Javier a future, in the form of a job at Anderson, as a resident in their pediatrics program. The pay was better than he would have earned in Mexico, even accounting for the difference in the cost of living. And there was an obvious advantage. On those days that Paco spent in the hospital, with an IV line dripping cancer-killing chemicals into his arm, Javier could duck out from work to say hello to his son.


The three-year residency made Javier all the more sensitive to the suffering of children, and the anger he felt surprised him. In Mexico he had been frustrated at what medicine was unable to do. In Houston, at one of the most sophisticated medical centers in the world, he was increasingly frustrated at what medicine was able to do. He came home from long nights and spilled his confusion to Roseanne in slow, almost whispered monologues.


“Medical centers are good at acute care, at saving people, but they aren’t as good at the chronic care, the aftermath of being saved,” he would say. “Congenital heart defects, severe infections, severe traumas, near drownings, everyone has a good chance. We can make them okay, but we can’t always make them the same as before, or the same as other kids. So then these families go home and have to live with what we did, and we don’t always give them enough help after that. Shouldn’t the responsibility go further than patching them up and sending them away?”


The monologues were deepest and most anguished during his first Christmas in Houston. Many people look back on their lives and wonder how they got where they are. Javier knows that his life changed radically that Christmas Eve, when a two-year-old girl named Latasha was brought into the emergency room, then up to the ICU, where he was working. She was a wrenching sight, with burns over 90 percent of her body, everywhere but on her scalp and the soles of her feet. For two months Javier worked to keep the girl alive, ordering excruciating baths every day, during which the dead charred skin was scraped away so new scarred skin might grow. As the weeks passed, he found himself looking at her face, which he knew would be marginally functional, but never presentable, even after years of plastic surgery. He imagined her as a teenager, when her peers were beginning to date. He knew she would be angry.


“She’ll want to know, ‘Why did you save me?’ ” he whispered to Roseanne. “And I won’t be there to answer. I don’t have an answer, but I owe her one. I owe her more than just saving her and sending her off into the world without ever helping her again.”


Latasha died eight weeks after Christmas, and Javier was relieved. It was three more years before he could act on the decision he made during the months he cared for her, but when he finished his residency, he opened a clinic at Hermann for the children, like Latasha, who belong to no one. His patients are the chronically ill, with conditions that will debilitate them throughout their lifetimes and eventually kill them. These are the patients whom other doctors cannot or will not handle. The average pediatrician sees only a handful of children like this during years of practice and is not accustomed to answering their needs. In fact, many would prefer not to care for them at all. There are glib generalizations about every specialty in medicine—surgery is aggressive and arrogant, dermatology has easy schedules, cardiology is a gold mine. The common description of pediatrics is that it provides less money than some other specialties, but a lot more hope. Most children get sick and then get better. That means pediatrics is one of the few specialties where good news is the norm. But Javier’s patients will never get better, and that emotional drain is more than many pediatricians are prepared to accept.


Which is why 130 children depend on Javier. Technically, he is a medical school employee, earning a straight salary and using the school’s office space and the hospital’s medical facilities. In practice, however, he runs an independent clinic that simply happens to be located in a hospital building. He calls his creation CHOSEN, and his patients are “the chosen ones.” The acronym is fudged a bit because he liked the word and was determined to find something for it to stand for. So the full name of the clinic is Chronic Health Oriented Services for Niños.


His patients have every imaginable problem: cerebral palsy, autism, mental retardation, spina bifida, head trauma from car accidents, and gunshot wounds. The only thing they have in common is that their particular illness or injury defines nearly every part of their lives. So CHOSEN is designed to do more than provide regular checkups and occasional emergency visits. It has a data bank of physical therapists, speech therapists, and special education teachers. It can plug patients into church groups or charitable organizations that might help when the bills get too high. It has been known to speed up the delivery of a custom-made wheelchair, discreetly locate the nearest food bank, or arrange for a hospital van to drive a patient to an appointment when the family car refuses to cooperate.


CHOSEN has a monthly newsletter, a parent support group, and a phone number parents can call at any time of day or night. House calls are routine, although Javier prefers to call them “home visits.”


“It’s hard to bring a kid in on a ventilator,” he says. “You can hire an ambulance, but it’s easier for me to go myself.”


His patients and their parents adore him, and there are a lot of hugs dispensed along with the prescriptions. He knows what these parents are feeling. Even though his son Paco is in remission, Javier knows the fear, the frustration, and the anger that descend when a child is terribly sick. Sometimes he tells the parents his son’s story, but only when he thinks it will help. Every family needs something different, he has learned, and whereas some might take strength from his happy ending, others would feel only anger that such an ending wasn’t possible for them.


There are many who think Javier can walk on water, but even he cannot run a clinic this emotionally draining and administratively complicated alone. Sally Olsen is the other half of CHOSEN, the combination nurse, social worker, counselor, secretary, and office manager. She is a soft, friendly woman, with a sharp Texas twang, a sharp tongue, and an even sharper sense of herself. Like Javier, she is on a mission. She had a daughter who died at birth twenty-five years ago, and her marriage broke up during the months afterward, when she needed to talk about the baby and her husband needed to forget.


“No one talked about death then,” she said. “They were scared shitless. Still are. Death and I are old friends. There’s no shame in it.”


Depending on the observer, Sally is either an oddball or a saint. In the carefully scripted world of medicine, she regularly says things that are designed to get attention, and she succeeds. For instance, she believes she is psychically connected to people, especially patients. Every so often a CHOSEN patient will die, and Sally will sense his or her death. More than once, she says, she has sat upright in bed, looked at the clock, and simply known that something had happened. She describes the clanging sound she heard early one particular morning, like that of a big metal door slamming shut, and she was certain she had heard the gates of heaven closing behind a patient she particularly loved. Within an hour, there was a phone call from the hospital telling her that patient had died.


Javier thinks this is strange, but he doesn’t dwell on it. He knows that CHOSEN would not run without Sally. She is the one who, more often than not, speeds the delivery of wheelchairs, finds the food banks, and prods Javier to get to meetings on time. Her ability to finesse the Hermann Hospital bureaucracy annoys many who are not as good at blustering and cajoling, but it earns her Javier’s gratitude.


One place she has not talked her way into, however, is the tight circle around Patrick. Although CHOSEN is at the center of the boy’s day-to-day medical care, Sally and Javier are very much the outsiders when it comes to the rest of his life. When he is in pain, he calls Javier, but when he needs a hug, he calls Richard, Kay, or a handful of other nonmedical staff.


That bothers Javier more than it bothers Sally, which is surprising since she is treated with open annoyance while he is respected, although from a distance. Sally is often excluded from meetings about Patrick’s care or snapped at when she does attend. No one would think of excluding Javier, although the repartee at the conference table sounds forced when he is around.


Sally reacts by making a virtue of the cold shoulders. “If they have to be mad at somebody, and they can’t be mad at God, it might as well be me, ’cause I can sure handle it,” she tells her second husband, Ken, a sympathetic minister.


Javier reacts by heaping extra pressure on himself. Over the months, Patrick has become more than just another one of 130 patients to Javier. He has become a test of the concept on which CHOSEN is based, that a chronically ill patient needs a mentor to help him through the medical maze. Javier trained under the senior doctors at Hermann, and now, supposedly, he was their colleague. But it takes more than a title change to make an underling suddenly feel like an equal. It also takes action. And the way Javier sees it, his first dramatic action might be to let the hospital’s favorite patient die.


“I’ve just come into this, and he’s going to die with me being his doctor,” he said to Sally late one afternoon in early summer, when Patrick was still in the ICU and a booming thunderstorm outside made everything seem even more dramatic.


“Javier, you’re not killing him,” Sally answered. “His body is telling us it’s time.”


Sally was nearly ten minutes into her summary to an unsmiling Richard and Kay when Javier finally walked in.


“I was just giving a history,” Sally said.


“We all know his history,” Javier said matter-of-factly, not intending to embarrass Sally, but doing so quite effectively.


Javier took a seat, opened a notebook, uncapped a pen, and placed it gently on the table. Then he leaned back in his chair and looked toward Richard. “I think the Ethics Committee was helpful,” he said. “It helped clarify the choices, and it made me feel less alone with this decision. The committee was a good idea.”


His thank-you remained unspoken but understood.


“Well, what’s our plan?” Sally asked.


“I think we should make him DNR,” Javier said.


Everyone nodded. They all understood the hospital shorthand for Do Not Resuscitate, and they also understood the significance for Patrick. The term DNR is most commonly used in its literal sense—if a patient’s heart stops beating or he stops breathing, he will not be saved, or, in hospital language, he will not be “coded.” No one will pound on his chest, zap him with electricity, or inject him with drugs designed to make his heart restart. No one will fill his lungs with air so that his brain is not deprived of oxygen. He will be allowed to die.


DNR is relatively new. Orders not to resuscitate are an outgrowth of the ability to resuscitate, and cardiopulmonary resuscitation wasn’t fully developed until after 1960. The so-called crash carts, with all the equipment needed to resuscitate a patient, were not used at Hermann until 1965. In those earliest days, there was nothing official about making a patient DNR. It was something doctors would do almost in secret, often without consulting the patient or the family. The staff would decide among themselves that a patient would be better off if he weren’t resuscitated, and by general agreement he would not be. Sometimes, for the sake of appearances, rather than perform a “no code” the staff might perform a “slow code,” going through the motions but without the speed or urgency needed for success.


The 1970s and 1980s brought two contradictory reactions to the hush-hush approach to DNR. First, the consumer rights movement led patients to demand control over health care in general and end-of-life decisions in particular. Patients wanted DNR, but they wanted it out in the open, and they wanted to make the decision themselves. At the same time, the case of Karen Ann Quinlan in 1976, in which a court ordered the creation of a committee to review the decision of doctors on whether life-support should be removed, made many doctors feel that someone was literally looking over their shoulder. That, coupled with a dramatic rise in malpractice suits, made doctors hesitant about writing any order that could create any sort of legal trouble. In particular, they balked at writing an order to allow a patient to die. DNR came to a de facto halt. In reaction to the confusion, hospitals hunkered down and formed committees.


One of the first decisions the Hermann Ethics Committee made was about DNR. What they actually decided was to stop calling it DNR, a step that was not quite as esoteric as it sounds. Their basic assumption was that DNR is a good thing, allowing patients to die with some dignity and curtailing futile medical care. Yet they found that many doctors and families were hesitant to ask that a patient be made DNR. After hours of discussion and unscientific polling of colleagues over lunch and in hallways, they decided that the term itself was having a chilling effect. Few other orders in medicine are phrased in such absolute negatives. Everything else is active: Give the following drugs at the following times, conduct the following tests, monitor the following symptoms. The words “Do Not” made doctors feel that they were shirking their responsibilities and made families feel that they were abandoning their loved ones.


So DNR orders at Hermann are officially known as Supportive Care Protocols. The committee felt that the new official term summed up what DNR is all about—keeping patients comfortable until they die—but did so in more positive terms. It evoked active images of caring and comforting rather than passive images of standing aside and watching a patient die.


There are two types of Supportive Protocols at Hermann. Category I covers what is traditionally meant by DNR: Everything will be done to keep the patient alive until the point at which his heartbeat or breathing stops. Then nothing will be done. Category II is more complicated. It allows doctors to withdraw other types of treatment in addition to last-ditch resuscitation. Under Supportive Protocol II, dialysis on a terminal kidney patient may be stopped if it is thought to be causing more agony than relief. Antibiotics may be withdrawn, a ventilator may be removed, and surgery may be forgone. The policy, as set in writing by the committee, allows a menu of procedures that may be stopped if they are determined to be futile in curing the patient and are simply postponing death.


Despite the shiny new terminology, most of the staff still uses the letters DNR. So everyone understood what Javier meant when he said that he wanted to issue a DNR order for Patrick. And despite the fact that under the mix-and-match policy, this could mean the withdrawal of a variety of things, they knew what Javier had in mind. He wasn’t planning on removing the boy from the ventilator or stopping his antibiotics, because those were still making him more comfortable than he would be if they weren’t there. But he was saying, more finally than he ever had before, that there would be no more surgery. And he was also saying that, if Patrick actively started to die, the staff would stand back and allow him to do so, giving painkillers to make his death easier but not actively intervening to keep his body working.
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