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To be allowed to witness is a holy and incredible gift.
RANDOLPH L. MARKEY




Between Expectations





PROLOGUE
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On the last day before our residency officially starts, when we are still playing at being doctors, before the decisions are actually placed in our hands, four of us from our intern class of more than forty stand close together during rounds in the neonatal intensive care unit (NICU). We watch as newborns are discussed in a jumble of numbers and words that are at times indecipherable. We cringe while last year’s interns, just one day short of becoming juniors, are grilled without reprieve by the attending physician, being made to defend each of the myriad of decisions that had been made overnight. I listen, not with the growing sense of terror I had anticipated, but with a dullness that tamps down all possibility of visceral response. I am quiet, within and without, and inconspicuous in a way I have never before wanted to be.

It is only because I have become a shadow that I continue to breathe evenly when the alarm bells go off. I do not perspire; my heart does not race. I listen calmly as voices are raised and the orderly collection of doctors and nurses begins to buzz with activity. They say things that I don’t understand, but there are also phrases that manage to penetrate: “twenty-five-week triplets” and “as many hands as we can get” and “come with me.” Only after we have been thrown into motion do I realize they intend for us to assist at this delivery of squirming infants who are about to be born more than three months too soon.

We had all been trained for this scenario, in theory, with textbooks boasting glossy colored photos, in classrooms without air conditioning, each of us in turn taking hold of the various instruments—bag and mask, laryngoscope, and finally endotracheal tubes—that would be provided at the deliveries where resuscitation was called for. We were drilled and we were timed. Still, what was so markedly absent from all these demonstrations was the mother and her child.

Only Laura knew what such a birth would smell of: the blood and sweat and desperation filling a room that had housed so many similar scenes before, at once detracting from and amplifying the singularity of how a family can materialize as if from nothing, of how small miracles occur. Maybe this was why she ran with such determination and authority, or maybe it was simply because—as I was to learn later on in the year—she was so brave.

Then we are in a stairwell, just us four, trailing behind Alli, an arresting almost junior resident with the sort of dimples that should make her incapable of intimidation, but of whom I am (in that moment) completely terrified. We run full tilt behind her, not knowing where these stairs lead but understanding that somewhere there will be a door that will open onto surgeons and a woman who has three babies on the way.

Of our group of four interns, only Laura had rotated through the neonatal intensive care unit during medical school. Perhaps that is why she so easily keeps pace with Alli, having at least some vague idea of what awaits and what becomes expected when an infant comes into the world far too soon. Perhaps she had even, in another hospital and in a vastly different role, been handed such a child, its small, slick body finding the curve of her arms beneath the sterile pink and blue hospital towels, its lips parting to shriek heartily in protest or else whimper softly in a cry so weak that a mask was quickly placed over its mouth to help it breathe.

I am behind Neil and Kate. For some reason that I cannot explain, my hand has found the center of Kate’s back, is resting just beneath her shoulder blades as we clump together, slowing down to take a turn on a landing, and I move it from side to side, stroking her in a gesture of reassurance. Later she tells me, “You were so sweet, rubbing my back.”

I am embarrassed because we are still new to this hospital and to each other, so I dismiss the moment, laughing: “I wasn’t rubbing your back. I was pushing you in front of me.”

We are able to laugh like this now, because Alli had turned to Neil, stopping us on the final landing of the stairwell, and held out a laryngoscope, the blade closed and flat against the handle but still gleaming and somehow sinister in the yellow lights. She had stopped suddenly, causing Kate and me to bump up against each other while perched several stairs above them. Laura had kept going and overshot the scene that we looked down on.

“Have you ever used one of these before?” Alli asks Neil then, offering the blade again, thrusting it forward into the space between them.

Neil shrugs, at a loss as to how to find the right balance of reassuring competence and honesty. I had always imagined that there should be a single moment, a crossing over of boundaries, a definition of self. On the one side of this line there is childhood, a red tricycle with yellow handlebar streamers and your mother’s hands on a long white kitchen countertop covered with flour for baking. Then there is the thing that comes after—independence, profession, accountability. There should be one moment when heroes are made, when shoes are stepped into, when destiny is assumed. Neil should have this; he has worked hard for it and is certainly deserving. He should speak with confidence and in a tone that does not allow room for doubt.

“Have you ever used one?” Alli asks again.

Neil’s voice cracks. Instead of becoming taller or more powerful in appearance, he simply stays the same size.

“On a doll,” he tells her.

Alli slaps the instrument into his waiting hand without a pause and answers, “That’s good enough.”

It is a ridiculous moment that we should have laughed over when it happened, because this was not the way medicine should be practiced, could be practiced, in a place of such renown and prestige. We had all fought hard to gain our admission into this program, but we did so with the understanding that we would be guided gently by those with far more experience than we. It is impossible that we are standing alone in a stairwell without an attending and no help on the way.

It makes sense for the very first time only when we finally burst into the delivery room to find, not a pregnant mother of premature triplets, but donuts and coffee with balloons floating overhead.

There is a buoyant postmortem of the prank by all who were involved. The attending who had been running rounds demands confirmation that we had been stricken, convinced by his demeanor that he was a force to be reckoned with. We do as we are expected, nodding in complicity that yes, we had been terrified. In this hierarchy of the hospital that is intern, then resident, and then attending, it would be unthinkable to do anything but agree, so the whole fete is declared a success.

We were not alone in being made active participants in such a performance. In the Children’s Hospital next door and the old City Hospital a few miles away, horrified interns had watched as diapers smeared with brownie mix were licked by nurses, as urine containers filled with apple juice were unhesitatingly drunk from, and as code bells in various units went off simultaneously. It was the sort of hazing that begets its own propagation as class after class vows to one-up the strange and bizarre scenarios that are played out for them, conspiring each year to make the roles and the scripts at once more shocking and more believable. Only the woman who is to be Neil’s and my attending shakes her head and says, “I can’t believe they still do this. It was crazy when I was a resident and it’s still crazy now.”

In the end, though, we were all to be pediatricians, a field within medicine not usually remarked upon for its hard-ass personalities, and the day, unusual though it had been, was brought to a close with some measure of welcome.

“If you’re not having fun, then you need to tell me,” the head of the unit gathered us up to say. “If you’re not having fun, then we’re doing something wrong.”

Then we pair off with the seasoned interns we will be replacing to hand off patients and the responsibility that goes with them—a ritual that will be repeated every four weeks for the next three years.

That afternoon, at home, my husband Daryl sits at the dining room table with his unfinished thesis assembled in piles of loose scrap paper before him, equations tumbling along the edges of cocktail napkins and on the back of Stop & Shop receipts.

“How was it?” he asks.

I collapse onto the couch slowly and in well-controlled free fall to give the kittens Oryx and Crake enough time to roll lazily out of my way. “It was okay, I think. The people are nice, at least, so that’s something.”

“What time do you have to be there tomorrow? The same as today?”

“No.” I close my eyes as the kittens start to purr and let my head fall back onto the pillows behind me. “From now on, I have to be there even earlier.”

On the day that I graduated medical school, I became a doctor, and yet, despite the framed awards I was handed and the green hood that was so ceremoniously draped over my shoulders to hang down my back, I was in no way qualified to practice medicine. I had become very good at taking standardized tests, neatly filling in ovals with my number 2 pencil or clicking my answers on the new computerized exams that were held in rooms that seemed designed to be always exactly the wrong temperature and not at all conducive to performing at your best. Perhaps this was on purpose. There would be nothing about the three years I would spend as a resident that would be comfortable. I would learn to think and act quickly despite hunger and fatigue and being long overdue for a trip to the bathroom. The three years of pediatrics residency that followed were a training period that seemed at times a sort of purgatory, an indentured servitude from which I would never escape. It seemed impossible that the promised transformation—of bumbling intern into practiced attending—could take place in so short a time.

Despite the brutal schedule, we were strongly encouraged to consider ourselves lucky. We did not live in the hospital, as doctors in training used to do, despite spending the majority of our waking hours there. We were, in fact, not permitted to work for more than thirty hours at a stretch. We were required to be given a period of twenty-four hours away from the hospital at least once a week. We could have no fewer than ten hours in between ending one shift and beginning the next. We were, in a word, soft. There were supervising physicians who would raise their eyebrows if complaints were made within their hearing, and the weak, spineless intern who had been up for only just a little bit more than a day would likely then be regaled with a lengthy dissertation on how medicine could only be learned from the bedside, by watching the evolution of an illness from start to finish, admission to discharge, without ever going home. It was the medical equivalent of walking to school three miles in the snow, going uphill both ways.

The strict rules that govern how long airplane pilots can work at a stretch and how long they must be permitted to rest in between—so important is their performance and reaction time—had never been widely applied to medicine before the American College of Graduate Medical Education (ACGME) made the implementation of resident work hour rules necessary for the accreditation of residency programs in 2003. Some of the work evaluating the effect of fatigue on physician performance had actually been done in the very same hospitals where I would train. Residents who had been awake for extended periods were more likely to make errors in diagnosis and in dosing medications. They were slower to respond to stimuli and more likely to crash their cars after finally leaving the hospital to drive home, since being that tired is the physiologic equivalent of being drunk. When New Jersey passed a law in 2004 making it against the law to drive if you have not slept in the past twenty-four hours, residents in programs in that state were advised to remain in the hospital to take a nap before leaving work.

But even sleeping a little on call was not a viable solution to the underlying problem. Chris Landrigan, the author of many hallmark journal articles on this topic, worked closely with residents. In my final year I would be present at a conference in which he told a story about his toothbrush. Chris had been a resident in our program and had been sleeping in a call room in the ICU when he received a page about a patient with serious breathing troubles who needed to be transferred and intubated immediately. He heard about the patient and probably even asked appropriate questions before hanging up the phone and immediately falling back asleep. When the patient arrived on the unit and Chris was nowhere to be found, a colleague came to his call room and shook him awake. The patient was on the unit, he was told, and needed a breathing tube to be placed. Chris woke up and nodded, then stood and walked to the bathroom to brush his teeth. He was suffering from sleep inertia, an inability during that transition from sleep to full wakefulness to appropriately respond no matter how smart or organized or well-meaning you are. It was a feeling I would come to know well—the haze and the grogginess—almost as well as its opposite (lack-of-sleep inertia), during the three years I would spend in the Boston Combined Residency Program (BCRP) in pediatrics.

These three years of training would be divided between the Children’s Hospital in Boston, affiliated with the Harvard Medical School, and Boston Medical Center, the Boston University hospital a few miles (but a significant distance) away. Though the majority of other training programs have links to a university, the BCRP is associated with two. Early in the 1990s, the program directors of both the Harvard Children’s and Boston University programs took the unprecedented step to combine these into one residency in order to provide their residents with more breadth and depth of training than either institution could offer alone. Experience with the wealth of subspecialty services and technology-driven procedures at Children’s would be combined with the “bread-and-butter” pediatrics of Boston Medical Center, where issues surrounding access to care and advocacy for the underserved were the driving forces behind their mission statement: “Exceptional Care Without Exception.” The result for the more than one hundred residents serving in all classes at any given time was an unparalleled educational opportunity. Its only drawback was that the multitude of inpatient services needing coverage between the two hospitals (and the Brigham nurseries next door to Children’s) meant that residents rarely had the time to appreciate this privilege.

I was halfway through my internship when I realized that there was no way that I would finish. I was unhappy. It’s possible I was even depressed, because the symptoms of depression—fatigue, impaired concentration, insomnia and hypersomnia, psychomotor retardation, and recurrent thoughts of death—seemed inescapable while doing this job. Courtesy of the noontime conference lunches and the cafeteria food that was my only option during nights on call, I even had significant weight gain. So I told my program directors that I did not think that I would make it. I needed some time to decompress, to get my head in order, to write down all the things I’d seen and experienced since the first day in the NICU when Alli led us running down the hall.

Admitting that I needed help was hard. Not as hard as continuing residency uninterrupted would have been, as my colleagues can attest to, but difficult still. Sitting with our program director, Bob Vinci, in his small office at Boston Medical Center, I had made what I thought would be interpreted as a rather desperate plea. I would be seen as weak. I would be thought of as lazy. But I was too tired and overwhelmed to really care. Instead, he said to me, “How much time do you need?” And I, in return, asked, “How much time can I have?”

Fred Lovejoy (the Harvard Children’s program director) suggested that I should take my time and finish the training in four years instead of three. I appreciated the support he was giving, but I also had a mortgage and student loans to pay. Even with both my husband and I working full-time, we had to be careful each month in order to pay our bills. I knew that this was a project that could easily go bust. It would be necessary to plan carefully how best to minimize the damage, to save face and move on.

In a smaller program my request might have presented problems, but in a mammoth organization such as the BCRP there was a certain amount of wiggle room.

There was still the matter of the call schedule—a complicated grid of day and nighttime work assignments for the dozen or so inpatient services that needed coverage in addition to two ERs. One less body would mean more work for everyone else, so Bob had to think carefully before he answered my question. “What if you work for three four-week blocks at a time and then take four weeks off? Will that be enough?” Four whole weeks to turn off my pager, sleep late, go out to dinner with friends, and (yes) write sounded wonderful. I would finish out my internship, I decided, since I was more depressed by the idea of having it hanging over me than by the need to continue to show up to work every day. Then, at the start of my junior year, I would adopt a modified schedule that would allow me time to write.

As a senior, I went back to working nearly full-time. I would finish residency just sixteen weeks late. Given the real possibility (had I been determined to just soldier on) of spiraling into a breakdown and not finishing at all, it was well worth the delay.

And I wrote a book. I slept in and lost track of my pager and watched more than my share of Criminal Minds during the four-week chunks when I was not working, but I wrote some stories as well. I had met many families and had cared for their children during times of incredible strain. There were stories of extraordinary tenderness and devotion, of mothers and fathers keeping watch through the white painted bars of a hospital crib. There were stories of incalculable bravery, of the girl who barely survived the shooting deaths of all of her family by her mentally ill brother and still found the courage to remember how to smile. There were stories of fear and of hope and of all of those emotions that lie in between. But they were in so many ways not mine to share. My stories, in which I am too often petty and spiteful and always so much less than I wish I could be, are the only ones I am really qualified to tell. Those other stories are also here in the pages that follow, but because they have been borrowed, I know that there are bound to be things I have gotten wrong. Also, because all of these families are entitled to privacy, there are many details and names that I have had to change. Still these stories are as true as I knew how to make them, and I can only hope they manage to convey a small fraction of the admiration I have for those parents who are faced with the serious illness of a child.

Now, having finished my training, I still work at Children’s. It is the sort of place from which it is difficult to escape. We grow used to the ease with which we can consult a myriad of specialists for that difficult diagnosis, the peace of mind that comes from knowing your patients are being watched by the best nurses even during those times you are called away from the floor, the phlebotomists and IV team and sedation services that are so crucial to patients’ needs. But also it has become familiar; its floors have begun to feel (filled as they are with so many friends who are also colleagues) more than just a little like a kind of home.

There is a saying in medicine that if you hear hoofbeats, you should think of horses, not zebras. The message being that, common things being common, it is important to address the more likely diagnoses first. But I had, during my three years of training, seen more than a few zebras. The lesson there, I would like to believe, is that it is always important to adjust your expectations when events do not play out the way you thought that they would. For instance, I had not expected to be sorry to leave residency. But I was. True, I was too drunk on sleep and freedom to notice, but there were still moments when I missed being a part of something so big. And I had not expected, even when enormously pregnant, to ever actually become a mother. But I did, and I quickly realized two things. First, I was even more tired than I was when an intern. And second, I knew absolutely nothing about babies when I was writing this book, before I finally got to take care of my own.





GLORIOSO
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“Whisper,” you tell me. “Don’t talk any louder.”

I am not a good person. I am not remarkably kind. Still, I can follow directions, so I lower my voice so that no one can hear.

“I’m confused.”

You don’t look at me, but I imagine your eyes as they would be if you were older, if they could open, if time did not stand still. I make them blue and I endow them with wisdom, this pair of irises and lenses. I imagine your eyes as I wish they could be.

“Of course you are,” you reply. “Did you think you were special? There have been others before you and it is always the same.”

I stand, awkward and uncertain at the foot of the incubator, and pull at the knot of woven string at my waist. The scrubs I am wearing, starched and fresh from the hospital laundry, hang loose and balloon out in all the wrong places. Catching sight of myself in a darkened computer screen or glass partition, it is like seeing a body that has been submerged, has become bloated and irreconcilable with what it once was.

In the summer months of that first year of residency there are still one or two hours of daylight remaining when I leave the neonatal intensive care unit where the smallest and most fragile of our young patients are held. With the memory of the sun warm on my skin, it is possible to believe that my face and my body had one day been beautiful, although they never were. It is possible to breathe slowly, first in and then out, and to measure these breaths by the heartbeats in between. It is possible, standing on the tile squares of stained linoleum and draped in cheap blue cloth of the sort we used to cut dolls from, to remember a self that was pretty if not beautiful, generous if not kind, and ordinary above all. It was a life assembled from nothing remarkable, that was no more extraordinary than puddles splashing under sandaled feet or a forgiving breeze wending along the backs of sweaty knees, but it had been mine entirely and even now—diminished though I had become, squeezed though I was into the handful of minutes that framed each work day—I still had sun. Facing the incubator where my very first patient lies naked beneath the bare electric coils that are meant to warm him, I begin to suspect that it is the ordinary things that are the most precious, and it is with a feeling of dread that I realize it will be these I am least able to bestow.

“So I am not any different.”

You have had other doctors. Already in your lifetime there have been three sets of interns standing where I am, peering in through the plastic walls that divide us, lifting the edge of the quilted coverings that, like oversized tea cozies, help to block out the light.

“Did you want to be different?” you ask me, and I am embarrassed, for I did shyly but desperately wish that I could be.

I would not be the most clever—that much I knew for certain even this early on. I would not be the most hardworking, the most confident or sincere. So I did not hope to be better than those doctors who stood there before me, their white coats as fresh and unstained as the one I had been handed only several days before, but neither did I want to be entirely faceless. If different was the most that I could hope for, then to be anything less was to have failed.

Instead, I fumble, unable to put a voice to this muted desperation even within the confines of my own skull: “I don’t know. I can’t imagine it matters.”

I rest the heel of one silk shoe on the toe of the other. They are shoes that I know look altogether too much like slippers to be practical. The silver, orange, and blue threads of embroidery would fray over the course of a few short weeks and the flat rubber soles would leave my feet aching at the end of each day. Still I persisted and wore them anyway for protection, believing they would act as a talisman, because it would be unthinkable that someone wearing such precious shoes could be anything short of cheerful, could be scuffing the floors of hallways along which children might actually die.

“Not to me, you mean.”

“Not to you.”

You are sixty-eight days old and still nearly two months premature, born unforgivably soon at twenty-four weeks and some change. You have been given a name, Connor, after a cousin on your father’s side who was killed by shrapnel from a roadside bomb in Anbar only days after arriving in Iraq. You have been christened by a Catholic priest who rolled back his shirt cuffs to reveal slender, feminine wrists and who reached in through two opened portals on one side of your cocoon to sprinkle you with water and press holy oil on the crown of your tiny head. You have been loved, cruelly and completely, and you have not been let go.

“How could it matter?” you ask. “I don’t actually exist.”

“Exactly.”

Connor becomes mine on the very first morning of my training, by which time I have read all about him, have scoured his chart and his vitals, the lists of medications and procedures, the reports from the ultrasounds that show the blood in his brain. I have counted the number of times that he almost died, including the six occasions his doctors had to push epinephrine and the week that (in order to ward off further disaster) the defibrillator was permanently parked next to his bed. I know that his parents are named Missy and Charles, although I have never met them. They were young; they were childless. So when they were presented with needles and catheters and tubing and scalpels, they did not ever say no.

When Missy’s water broke at the end of her twenty-third week, they said, “Yes. We want everything,” and that is precisely what they got. It was natural, this desire, to nurture and protect. Everything, as if they were ordering from a dessert menu or choosing a vacation with all the possible perks. But everything, when you go to a restaurant or a travel agent, has a logical limit to what it might mean. In the hospital, for a child, everything changes, every day it becomes different, and the line is pushed further and further until at some point the pain that is inflicted outweighs all the possible good. It is these times when everything is too much.

In the weeks before I came onto the service, they had tried to feed him, running the tiniest volume of formula down a tube that went in through Connor’s nose to end in his stomach. The calories this trickle provided were negligible, were enough really only to feed the lining of his gut. It was a reminder to these cells of the job they would someday be called on to perform if all else went better than could possibly be hoped. It was at that point that his abdomen expanded, little by little, darkening toward blackness as the distension increased. It was a sign that the inside surface of his intestines, unable to muster enough blood flow to sustain itself during the challenging task of absorbing nutrients, had started to die.

At that point the surgeon had come to tell Missy and Charles that Connor’s abdomen was filled with dead bowel, but that he had no way of knowing the extent of the damage that had been done. If Connor had been stable, if his blood pressure was not bottoming out and if it was only the necrotizing enterocolitis that he was faced with, then the next step would have been surgery, would have been to open him up and run the length of his bowel between gloved fingertips to determine the parts that should be resected and the bits that could be saved.

“If he were your child,” Missy and Charles had asked the surgeon. “If he were yours, then what would you do?”

And the middle-aged father of three had looked at them each both in turn in their eyes and said to them honestly, “I would let him go.”

But Missy had shaken her head. Missy, whose last pregnancy had ended at twenty weeks and who so keenly mourned the loss of a child she never saw, blinked quickly to clear the wetness from her eyes, and she shook her head.

Charles spoke for the both of them when he said, “We want everything done.”

The surgeon had not cut Connor open, had not exposed the loops of healthy pink and glistening intestine and the gray lifeless tissue that needed to be thrown away. It was there he drew the line. With the preemie’s pulses barely palpable and his heart rate winding down, the surgeon knew the operation would have killed him before they had even started the work that needed to be done. This is why, when I arrive, Connor has a strawlike drain on each side of his abdomen to let fluid and pus and bacteria flow out. This had not fixed the problem, but it was hoped this stopgap measure might prevent the pressure inside his abdomen from continuing to rise. It had been done the way you might patch a crack in the wall of a house that is rotting from inside out, all the while knowing that the chandeliers and banisters might fall down around you before the more permanent repairs are made.

I lay two fingers on either side of the clear dressing that holds both drains in place and press as gently as I can. His belly is still too big for his tiny body. I leave one hand resting against him. Tapping the knuckles of my left hand lightly with my right is like batting at a balloon, and I can hear the mellow tympany of the gas that is inside. His gut is still not moving properly then, which is not surprising given the purulent fluid that his abdomen continues to drain. I press again, upward and underneath his ribs. From out of the corner of one eye, I almost believe that I see him wincing, pursing the lips of a mouth that is not covered in tape and that might be moved to either smile or frown.

“I’m sorry,” I tell Connor, though in reality he does not stir.

“Everyone says that.” I imagine him shrugging, imagine him turning away. He should have a window to look out into the distance, in contemplation, even just for effect. He should have so many things that will never be his, but he should have a window at least to begin. Inside his shroud, Connor’s shoulders rattle from side to side, his birdlike ribs tremble, his hips remain relatively still. There is an art to adjusting the settings on this ventilator, since it does not measure the volume of each breath but rather the frequency with which each miniscule whiff of fresh air is pulsed into the tube that connects with Connor’s lungs, and this is the result, a perverse sort of dance to a record that keeps playing over and over and does not ever stop. It is the reason I lose myself at times in this fanciful dialogue, because there are too many things that are not said out loud.

“Does it hurt?” I ask, pressing deeper, probing for the edge of a liver but meeting only resistance from all the swelling inside.

“I don’t know.”

It must hurt—every day, every minute.

“I wouldn’t know the difference.”

This is a blessing, in a way, but realizing this only makes me feel worse.

“We should be able to do better,” I think, even though I cannot really picture what better would mean.

“I’m here,” he says to me, even though he is sleeping, is so sedated that not even his eyelids flicker when he is touched. “Isn’t that enough?”

His parents, if asked this, would say that it is. Before Connor was born, they blushed modestly when they were congratulated that they were expecting a child, a son. “As long as he’s healthy,” they said, it did not matter if he had Charles’s chin, which was bulbous and slightly askew, or Missy’s asthma. And when he was half dead and on multiple infusions just to keep his heart beating, they had leaned close, counted ten fingers and ten toes, and decided that was enough. Even after his nose blackened from lack of blood flow and two of those fingers fell off, they counted the fingers that were remaining; they gingerly reached in to stroke the slick sole of one purple foot. “He doesn’t have to be beautiful,” they told each other, believing that it was true.

They were in the process of rewriting their lives. They were doing what all other good parents must, whittling down the seemingly endless possibilities and then taking stock of what they had left. They would have to be careful with pictures, because of that nose, would have to find an angle where the shadows made it look all right. There would not be piano lessons, but a drum set might be fun even though it would keep up the neighbors. And even if he wasn’t any good at baseball or soccer, it didn’t mean that he couldn’t play. He would get the same cheap plastic trophy at the end of the season anyway. Aren’t all children imperfect somehow? Missy and Charles must have reasoned; don’t they all, eventually, for a time, disappoint? They cry unexpectedly, for no reason, in the middle of a shopping mall or a restaurant lobby. They make scenes; they embarrass, until people begin to look on in disapproval. Children lie, brazenly and without an echo of guilt, about how the gold-leafed saucer came to be broken, blaming the wind or the dog, conjuring earthquakes or stealthy ninja-like warriors, painting themselves as champions because it is a miracle, really, that there was no more damage than only a saucer; it is a miracle the house is still standing after all it endured.

Still, Connor was broken in ways that they couldn’t see. Missy and Charles would be called on to forgive more than they could conceive.

“No,” I whisper sadly. “This is not nearly enough. It doesn’t even come close.”

I do not want Connor to die, but neither do I, blithely and at unlimited cost, want him to live. It is not merely a matter of this day or the next one, or even of each of the long string of weeks that would all together bring Connor to the age he was meant to be when he was born. It is not merely a matter of keeping him breathing, since he is not doing that, since there is a machine that is doing that for him, the jet beating each tiny puff of air in toward his lungs, pushing oxygen in and letting the carbon dioxide diffuse out. If it were only these things, neatly packaged and enveloped in space and time, then I would shrug as Missy and Charles do and say fine, knowing it will be over someday. But it will never be over, not really, not in the way that they think.

The road that Connor is traveling does not end at a wrought iron gate trailing with ivy on the other side of which is a secret garden and the healthy child they had dreamed they would have. If he lives, if he manages somehow to triple and then quadruple his mass to reach the minimum weight that is required for discharge, then this will be only the first step in a long journey that will last the rest of his life. He will return to the hospital, sometimes weekly, for visits with each of his many doctors. There will be a neurologist to manage the seizures that the bleeding into his brain will likely cause. An ophthalmologist will check regularly on the tiny hemorrhages at the back of his eyes and prescribe thick, cartoonish glasses if he is able to see at all. The gastroenterologists and nutritionists will help to monitor his G-tube, a small portal through the skin of his abdomen and into his stomach, since he will choke on any food or liquid that is placed in his mouth. The pulmonologist will prescribe inhalers to protect his airways against the inflammation triggered every day when he breathes his own saliva down into his lungs. And the orthopedists will prescribe braces for his ankles and legs to keep them from stiffening and contracting during the long hours he will spend in his wheelchair because he lacks the strength and coordination to stand.

These are the things Missy and Charles should learn to anticipate so that it becomes possible—just possible—that Connor will exceed expectations instead of the other way round.

“I won’t remember any of this,” I imagine him saying. “Why does it make you upset?”

“It feels like torture,” I tell him. “Every day, with every procedure, we move closer to cruelty. We should be here to protect you.”

I am going too far and I know it, but Connor’s body is shaking. He had failed the traditional ventilators, had developed a huge pocket of air in his left lung that would fill more with each breath and compress the comparatively healthy lung tissue beside it. He could not breathe on his own, but neither could he tolerate breaths the way they should be delivered, all at once and then out again, because that bleb was expanding and would eventually burst, popping the way a birthday balloon does when the party is ended and the guests have dispersed, violently shredding beyond all hopes of repair.

“Are you sure that that’s what this is, that torture is the right word?”

I shake my head as I crouch lower beside him, peeking beneath the papery blankets that are decorated with slightly drugged-looking dogs wearing blue sailor’s caps. There is nothing that I am sure of and every day edges become blurrier; the faces of nurses from different shifts melt into one another and names remain elusive, ID badges somehow conspiring to always flip and turn backward, so they cannot be read. This sense that I will always and forever be a stranger here only reinforces the feeling of transience, a feeling that is not allayed even by the reliable and resolute passage of time.

“I think one of my patients is going to die.”

The one weekend of that month that I am not working, my parents deliver a carload of our wedding gifts to us from Buffalo. They climb the several flights up to our rented apartment and deposit the plunder—the flatware, the silver candlesticks, the coffee bean grinder—in the front hall. Oryx and Crake hide beneath our bed and only reluctantly allow Daryl to pick them up. My mother and father sit on our newly purchased blue couch, sipping water from tumblers, inspecting this hastily slapped-together home that we’ve made.

Hanging on the walls are our various treasures: a print of the White Mountains given to us by the couple who—decades ago—had introduced my parents; another print of my college in Oxford that Daryl had bought the previous year when he was still living abroad and I was finishing medical school; a batik purchased in Swaziland with my friend Ellen, who I visited during the year she was teaching for the Peace Corps in Mozambique; a circular Mayan calendar of carved stone from our honeymoon in Belize. These were the most adult-looking things that we owned, so we had arranged them as carefully as we had the furniture in this first place that we lived in, just the two of us, hoping that the things themselves were enough to give a lasting impression to whoever might come to visit that we were doing all right.

We talk about Connor that night at dinner, stopping first in the Market below the MacLean Meats placard that had once hung over my great-grandfather’s stalls and then finding our way up the stairs to Durgin Park, where, my mother promised, the waitresses would be wonderfully impatient and rude, just as they always had been, just as she remembered from when she was a girl. We talk about Connor and I offer his possible death up to my family almost as if I am boasting.

I say, “I think one of my patients is going to die,” but what I mean is, “I am important enough to be privy to the death of a child; I am important enough to bear witness to events that you never will.”

“That’s awful,” my mother replies.

“It might be more awful if he were to live. His parents push way too hard.”

“He’s their son.”

“If he lives, if he survives, they have no idea of what they might get in the end. They think he’ll be normal. He’ll never be that.”

“What’s normal?”

“They think that he’ll walk, play in the yard, go to school. They think he’ll know who they are. He might not even know that.”

My mother adjusts the napkin laid across her lap.

“Maybe that won’t matter to them. There are people who do it. The couple at dad’s church, their daughter’s thirteen, the one in the wheelchair, and they have other children, but they handle it beautifully.”

“Then they are the exception.”

“What do you think you should do differently?”

I do not need to think before I give my answer, because this is the thing that consumes my thoughts yet is never discussed during the hours when I am at the hospital and there are medications that are added and decisions that are made. I keep hoping I am wrong about the way things will play out, the brightest possible future that I see for Connor, and all the suffering and disappointment it will contain. I want to believe that the things we are doing to him—the infusions of sedatives, the daily needle sticks to draw blood—are being done for good purpose. I want to be told that the end will indeed justify even the most agonizing means, but I am afraid to ask. Instead, I say nothing, filled with too much doubt as to what the verdict will be.

“I think we should say no,” I tell my parents, “when a child has endured so much and the options aren’t good ones. We should say to the families, this is where it ends. We don’t seem to do that and there always seems to be more. If he dies, if we finally come to a point where to go on would be cruelty, we shouldn’t have to ask his parents for permission to stop. We should decide that; it should be our fault. It shouldn’t be theirs. It’s too much power; it’s too much responsibility, too much potential for guilt. We should take whatever blame there is that needs to be given. We should give them that one small thing at least.”

My mother nods thoughtfully and then asks, “And what if he lives?”

This time I pause, but just for a moment.

“Then they need to know what kind of child they might have to care for, who it is they will be called on to love.”

Early on, I keep my distance; after the first day when I approach them for introductions, I stay back. The time that Missy and Charles spend with Connor at the side of the incubator should, I reason to myself, have privacy enough for their grieving, for mourning the loss of so much, even if these losses have stopped short of his actual life. My contact with Connor is limited, in any case, by his nurses, and Margaret, the senior RN who cares for him during the day, is particularly fierce. It is the nature of NICU nurses to be territorial and protective; they control access to the infants in much the same way that a wild animal might lie in wait at the entrance to her den. These nurses, incredible in their skill and devotion, vary in their tolerance of intruders into their world. Here, still, I am an intruder whose inexperienced hands could dislodge catheters and chest tubes even during the most cursory of physical exams. The orders I write for diagnostic imaging or a feed advance are subject to nursing approval, so from the beginning I am made aware of where the real power lies. At times, just to approach an isolette is to risk being on the receiving end of an emphatic vocal reproach. I find myself walking on tiptoe, as if a predator is lurking ever near.

In the late afternoon of one of my weekend calls, Missy and Charles blow kisses at Connor as they turn to leave. After they are gone, I overhear Margaret and the other nurses talking.

“They don’t have any idea,” they say with both pity and a subtle note of fault, and I realize then that this is hard for them as well. There was another boy, just as desperately young as Connor, just as sick, and he had died after a hundred days under their care just before Connor was born.

“Do you ever say anything to them?” I ask.

Margaret smiles at me for the first and perhaps only time: “That’s not our place.”

And I nod solemnly because I know that she is telling me that it is mine.

Still the relationship that Missy and Charles have with Connor’s nurses is not one I can hope to achieve. I will be permitted to look on during a brief window of time, to witness the near misses and the moments of small success, remaining mostly anonymous, only to recede into the background again. His nurses, not his doctors, are their daily contacts. It is they who take the late-night phone calls from Missy or Charles, not because his doctors are not willing to take the time, but because it is the nurses’ familiar voices his parents want to hear.

So we have spoken only briefly and about things of little consequence. I have told Missy that Connor’s epinephrine infusion has been turned up or down or been shut off completely. I have asked her how she’s doing, to which she answers, “Fine,” always with the same inflection and scripted cheer. I have heard the genuine and undiluted joy in Missy’s voice when she tells me how she helped Margaret to bathe him, wiping gently with a cloth the narrow swaths of skin that are not covered over by tape or Tegaderm. I have been told by Charles in a tone of such unbridled optimism that Connor looks so much better, has grown so big, that I had turned, almost expecting a miraculous transformation, but finding instead that he still is not much longer than one of my hands.

Several days later there is a family meeting, a scheduled opportunity for the attending physician and the fellow to speak at once with both Missy and Charles about the progress that has been made. Connor is still alive. The drains in his abdomen are there, untouched, because the surgeons (with a small measure of necessary restraint) are still unwilling to do anything more. All of the calories that he is given are entering through a vein, through a long IV line that has been threaded (when all other access points were lost) through a small vessel in his scalp and down his neck to end in one of the larger vessels just above his heart. The medications that have been used to maintain his blood pressure have been weaned and one of them has been shut off.

“He’s made some excellent steps forward,” Michelle, the fellow, tells Connor’s parents when she has finished this update.

“I know,” Charles says. “We’ve been really happy that he’s been doing so well. His belly’s not so swollen. He doesn’t seem to be in as much pain.”

Michelle had chosen her words carefully; she had been clear and she had even at times been blunt, yet it seems that she had not actually been heard. There is barely a pause before the attending leans forward because she sees exactly what is happening. She has seen it too many times before. So she says without waiting, “He’s on quite a lot of fentanyl to keep him from being agitated, to keep him from feeling some of the pain.”

In that moment, she becomes my hero. She could have stayed silent, could have left the feeling of accomplishment afloat in the air, unsullied and complete. But that would have been lying just the same as if she had chosen to speak a falsehood to Charles’s face.

“All of the things that we’ve discussed up until now have been true. Connor’s done much better than we had expected he could when we last sat down. He’s made some very real steps. But there are things that you still need to be very aware of—some of them we’ve talked about before. The bleeding in his brain—it doesn’t look like there’s been any more of it, but the damage is still there. We don’t know if that’s the reason he’s had such trouble keeping his blood pressure up on his own. We don’t know what sort of deficits he’ll have in the long run because of it.”

Missy and Charles give the appearance that they are listening and I begin to have hope that there is a way to care for these infants that is both tenacious and true, both heroic and humane.

“There’s also some very real damage to his lungs from his prematurity, and he’s on the jet, the specialized ventilator we’ve gone over before, meaning he’s very far away from breathing on his own. We also don’t know what’s going on in his belly. We don’t know how much of the bowel in there will be functional, how much of it has already died. It’s likely that he’ll need surgery, not now, because he’s still not stable, but at some point, to take that dead gut out. How he’ll do afterward, how that will affect how well he’s able to grow, will depend on how much is left.”

It is a sobering speech. It has been necessary but somehow does not seem the right place to end.

Then the attending says, “Still, he’s hanging in there. He’s a strong little boy.”

Just as quickly as they were assumed, the looks of studious attentiveness vanish. Missy absently rubs at the tattoo on her right arm, a small rose that curls perfectly just below her deltoid and that must have been placed after she lost all the extra weight the stretch marks just beside it tell me she once had.

“Thanks so much,” Charles says. “We couldn’t be more thrilled with how he’s doing.”

I am upset by the blithe way in which Missy and Charles seem to dismiss these final warnings, and I leave the meeting feeling somewhat defeated. But, after hearing the bladelike edge in my attending’s voice, I find that I am no longer afraid that it would be overstepping to speak similarly, to acknowledge that nothing is certain, that everything could still be lost.

The next time Missy visits, Charles is with her. They sit beside Connor in two matching rocking chairs, chatting with each other, looking in at their son with contented smiles on their faces. I can tell from the way that they are turned in, facing each other, that they are not looking for company, but I approach them anyway because I ambitiously think that it is possible that I was mistaken, that they have understood certain things that I know to be important, but I want to find out for sure.

“You’ve had a couple of days now to think over the things that were discussed at the meeting. Do you have any questions that didn’t get covered?”

Missy and Charles share a look between the two of them and they shrug dismissively.

She says, “We know that he’s still got some stuff going on, but when will we have a better idea of when he can come home?”
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