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			Introduction

			On the morning of December 22, 2003, a 6.6 magnitude earthquake struck the central coast of California near San Simeon. This was the most destructive quake to hit the United States since 1994, but thanks to modern construction standards and the seismic retrofitting of older buildings, only one building collapsed. The death toll was . . . two.

			Just four days later, another 6.6 magnitude earthquake happened, this one near the ancient Iranian city of Bam. Most of the city’s buildings were made of mud brick and did not comply with international earthquake regulations. Seventy percent of Bam’s houses were destroyed. The death toll exceeded twenty-six thousand.

			When we look inside ourselves and assess our own psychic sturdiness, the arrogant inclination is to believe we are constructed more like San Simeon than Bam—designed in anticipation of the worst our environment can dish out, made of sterner stuff. We all want to believe we have the ability to rise to the occasion of any crisis and perform nobly when the stakes are high. And the stakes get no higher than the life or death of a child. But what if fortitude is just another genetic trait like height or IQ, distributed normally on a bell curve, and what if you, like half of the population, are below average? Where will you find the strength to navigate your way through a black swan event, a once-in-a-lifetime disaster, without collapsing into a useless mold of Jell-O or perhaps managing to make things worse? What happens when God truly gives you more than you can handle?

			For forty-two years, I never had to consider those questions. I never even had a real job—I made my living telling stories as a television news producer. It was my responsibility to find compelling stories and procure the necessary video to tell them. Then I wrote and edited scripts destined to be read by professionally attractive on-air talent, married to interesting pictures, and broadcast to the diminishing fraction of the public that chooses to spend its time watching commercial television—behavior we commended and encouraged. Sometimes my work won awards. Sometimes it got good ratings. Sometimes it did neither, but it always paid the bills.

			Then something happened: I found myself thrust directly into the most amazing story I’d ever covered, one that blew my mind, broke my heart, and profoundly changed my life and many others’, some at the molecular level. In 2012 my wife, Felicia, and I learned that our baby son, Sebastian, had a rare and deadly disease. It nearly killed him and destroyed our family in the process.

			He is alive today, trundling off to school to master introductory subtraction, because he survived one of the most medically groundbreaking and emotionally harrowing procedures performed on earth—a pediatric bone marrow transplant (BMT).* The process required months of quarantine in a hermetically sealed transplant unit at Duke University Hospital, where doctors and researchers are taking giant steps—at an accelerating pace—in the fight against rare diseases once considered lethal. Families of children with these conditions come from all over the globe, rolling the dice that this lengthy, arduous, and highly uncertain procedure will save these patients’ precious, origami-fragile lives. One of those children was Sebastian, who was born with a lethal immune deficiency known as CGD (short for chronic granulomatous disease—no, I’d never heard of it either). By the time he left Duke he was not only cured, he’d been transformed into a wonder of science. This book is the story of that transformation and its impact on our family.

			It is also something of a confession. It would be nice to be able to write that, over the course of Sebastian’s illness and treatment, I met every challenge with selfless grace to save my darling child. Those are the heroic stories you read about in books like Wonder, or in the Wired article I read a while back about a Silicon Valley dad who spent his own millions to find a cure for his daughter’s obscure genetic disorder. But not everyone confronted with this kind of challenge has an infinite reservoir of character or capital. Most of us are neither Mother Teresa nor Bill Gates.

			The more common reality is that rare diseases frequently rip families apart. Divorce, substance abuse, depression, and bankruptcy are just a few of the horsemen riding in the slipstream of an apocalyptic diagnosis, and only a fraction of parents have the outstanding character and good fortune to avoid them all.

			I was not among them. To the contrary, in the face of the biggest crisis of my life, I managed to derail my career, put my marriage on life support, get my family evicted and banned for life from the local Ronald McDonald House, and ruin a perfectly planned Make-A-Wish trip, to list a few of my greatest hits. When the wolf began blowing, I discovered my house was made of straw. Over time the stress disfigured my personality into a tangle of gnawing anxiety, insomnia, heavy drinking, frequent rage episodes at home and at work, and a depression resistant to numerous modalities of treatment (psychotherapy, meditation, medication, self-help books).

			It would have been helpful if my emotional troubles manifested through socially sanctioned symptoms like fatigue or flattened affect. Instead I found myself turning into a total dick. To be clear, the potential was always there—but my son’s illness was, for me, an unstoppable catalyst, a defoliating agent that burned off what social graces I had and left a rather ugly stump. To call my nastiest behavior toxic masculinity would be an insult to both men and toxins, and I will state upfront that, for the sake of my family, I have not told all in this tell-all. The best thing I can say about myself during these years is that I never hit anybody.

			And yet here we are, the lucky ones—children healthy, marriage intact, current on the mortgage. So many others have had it so much worse. That’s why this book is also a thank-you note, a shout-out to a large cast of supporting characters that includes relatives, friends, doctors, nurses, other parents and patients, three different marriage counselors, a platoon of spiritual guides, Thomas the Tank Engine, a nanny from Medellín, and one rogue private investigator. Thanks to this community of generous souls—“angels,” to use my wife’s term—who guided our family through years of terror, pain, joy, and healing, we made it home in one piece. Thanks to them our story has a happy ending.

			The book is also a valentine to science. As it happened, Sebastian’s illness put him at the forefront of some of the most breathtaking innovations in modern medicine. Immunology is one of those fields advancing exponentially—its latest techniques border on science fiction—and as I immersed myself in it, I not only found cause for fascination but—for the first time in years—optimism, not just for my son but for the entire species. One might presume that in an age of rampant technophilia, such optimism would be commonplace and a book promoting it would be wholly unnecessary. And yet, antiscientific thinking abounds—from Hollywood stereotypes of scientists as heartless, power-mad Dr. Frankensteins meddling dangerously with nature to the persistence of pseudoscientific approaches regarding important matters of public health. (For personal reasons I harbor a singular scorn for the anti-vax movement, but this is only one of many examples.) If this book reduces, even microscopically, the world’s burden of bullshit, I’ll consider it a triumph.

			We knew as we entered Unit 5200 at Duke University Hospital that it was a place where breathtaking, even buccaneering, medicine is practiced. What we didn’t know is that it is also a place of immense love. This book is, at its root, about that—the intimate, incandescent, and tactile love generated by the claustrophobic gathering of individuals joined in the belief that human life is precious and worth preserving, even through radical and risky means. Inside that sterile womb, where the measure of time warps with each passing day, the infectious pathogens of the outside world—cruelty, pettiness, and prejudice—are kept on the other side of the doors with all the other lethal microbes. I’ve been to the Vatican, the Western Wall, and countless other places of worship. It was at my son’s bedside where I came closest to God. For people like me, whose self-worth had been measured largely in the metrics of self-sufficiency and control, the experience provided a radical, transcendent (if slowly learned) lesson on the value of vulnerability. By the time Sebastian was fully healed, I’d also begun to reconcile many of the conflicts that had plagued my life so far—the struggles between science and spirituality, between order and chaos, between attachment and detachment.

			In short, despite the catastrophic dimensions of the situation, and my own inexperience and ineptitude handling such matters, I was fortunate enough to find myself precisely where I needed to be, surrounded by the people who would motivate and inspire me to embrace these challenges, stare down my own demons, and—perhaps for the first time—truly behave like a grown man.

			Felicia and I didn’t get everything right. I got many things absolutely wrong. But we endured a harrowing experience, and we each developed our own methods for handling it: she called hers “the Five of Life”; I called mine, half jokingly, “the Program.” With any luck the lessons we learned will be of value to other parents who find themselves similarly overwhelmed by unforgiving circumstances. These moms and dads must become skilled quickly at what I term “parenting on the edge.” This book is lastly a survival guide for these parents, a manual of dos and don’ts for anyone who has been tossed into extreme crisis and, regardless of their unsightly personal flaws, groped for a way to rise to the occasion—or at least limp across the finish line. This book will tell them what to expect from the unexpected.

			A while back an old friend invited me to lunch, a big burly guy named Frank who also works in TV. I figured he wanted to talk shop, but I was wrong. He told me that he and his wife, Holly, hadn’t slept in days because their son had just gotten some bad medical news. Immediate action was needed; full recovery was not guaranteed. They were lost; they needed guidance; and like any parents, they were torn up at a visceral level at the thought of their child suffering. For once I felt something I had to say might do someone a small measure of good. This book is for all the Franks and Hollys out there. There are millions of us.

			

			*   *   *

			Correction: billions of us. A curious thing happened as I began fact-checking the final version of this manuscript in early 2020—a new “rare” disease emerged on planet earth and ruthlessly proceeded to make itself conspicuously less rare. In a matter of weeks, the entire human species, which had no acquired immunity to COVID-19, has become intensely familiar with the fears and restrictions the immunocompromised and their families have lived with (and died with) for years. Immunology and epidemiology are the twin “it” sciences of the year. The distinctions between life in what we called “Hospitalworld” and “Healthyworld” have blurred, perhaps forever. For many in the community of the immunodeficient, inured to a lifestyle defined by germophobia, social distancing, and periods of full-blown quarantine, the attitude has been sympathetic but blunt: welcome to the club.

			In our house, less than a mile outside the New Rochelle, New York, “containment area,” the routines and precautions are familiar. We’ve simply reverted to Duke rules, and brought our old boxes of rubber gloves and masks up from the garage. Somehow we knew we’d be putting them to use one day.

			There are two major differences this time around. On the downside, the global economy has ground to a halt with a suddenness that has been as surreal as it is violent, and the crisis has exposed cracks and inadequacies in the health care system which—fingers crossed—will be thoroughly and permanently addressed before the human toll escalates from the obscene to the incomprehensible. On the upside, we count it as a blessing to be more concerned about the survival of our aged parents than our youngest child.

			By the time this book is published, it could either be precisely in sync with the times, or it could be entirely irrelevant. But, as many of our friends have approached us for advice in the past weeks, it feels right to pass along some practical lessons we learned the hard way. If you read like I do, you may never finish this book, but if you can just make it to the end of this introduction, you’ll get the main takeaways for the Age of COVID.

			First, understand that the psychological aspects of the experience are as real and in some ways as dangerous as the biological threat. It doesn’t take much time for your mind to start playing dirty tricks on you. I spent six years in a mental state dominated by some combination of fear, anger, and sadness. The havoc wreaked on every aspect of my life was profound. I am highly skeptical that hell exists after death; I am equally positive it exists on earth—we create it whenever we let extreme negativity define our reality. If you find yourself slipping in that direction, do whatever it takes to redirect yourself—I mean everything from meditation to medication to exercise to therapy to prayer and whatever else you want to try. Most of all—make sure you get regular sleep by any means necessary. Otherwise both your brain chemistry and immune system can deteriorate dramatically.

			Second, as noted above, quarantine with close family doesn’t have to be just an experience of extreme anxiety; it can also be an experience of deep, intimate love. Think of it as mandated quality time—time to block out the countless distractions and explore new possibilities in your closest relationships. This can be something as simple as enjoying a few rounds of Just Dance 2020 with a tween daughter, as I did for the first time this weekend. Whenever you’re spending time with people you love, your time is never wasted.

			Finally, try to keep some sense of perspective. I am not suggesting we ignore the directives or pooh-pooh the gravity of a massive public health crisis, nor am I advocating callousness toward the most vulnerable. But I am suggesting that the ideal of perfect safety can be a pernicious and destructive myth. Risk is everywhere; life is more random and unfair than any of us can truly understand and stay sane. It can be wonderful; it is always finite.

			While Sebastian was in transplant I had a memorable conversation with a stress management nurse clinician at Duke Hospital. He’d seen forty thousand patients over the course of his career, quite a few of whom didn’t make it. He said he’d known twenty-five-year-old cystic fibrosis patients who’d reconciled themselves to their mortality with much more equanimity than some eighty-year-old cancer patients. The young CF patients had accepted the reality that they didn’t have much time; they’d made the most of it; they’d worked past the anger, sadness, and fear and found a reservoir of natural nobility that guided them through each successive emergency, right till the end. “It’s not age that prepares you for death,” he told me, “it’s how you live.”

			I’ve been ambivalent about organized religion my entire life. It can veer easily into superstition and self-righteousness, but it can also provide a uniquely helpful vocabulary to cope with life’s greatest challenges. I lack the moral authority to invoke the power of this language, but with the human race trembling in fear of deadly infection as I write, allow me, just this once: peace be with you.

			Westchester County, NY

			March 2020

		

	
		
			Part 1

			Wars Without Guns

			May 2012–March 2016

		

	
		
			Chapter 1

			
				Please Fasten Your Seat Belts

			

			Daddy: a touching term of endearment, an exalted job title, and presently—“Daddy!!”—a blaring distress signal.

			The scene: Delta flight 6056, a claustrophobic regional jet as tight on legroom as food options, en route from LaGuardia to Raleigh-Durham, North Carolina. Me in seat 12C, splitting attention between the Sky magazine crossword and my seven-year-old daughter, Lydia, seated next to me and enraptured by the images on the laminated safety card. Two rows back and across the aisle, my wife, Felicia, and our three-year-old boy, Sebastian. The captain had just announced our impending descent in his best The Right Stuff voice of practiced professional calm. The Fasten Seat Belt sign was on.

			“Daddy!!!!!”—my wife using my domestic moniker, her voice almost a Jamie Lee Curtis horror movie scream the second time. I whipped my head around, spilling a plastic cup of Diet Coke into my lap as I fumbled for some way to help. I turned just in time to witness a small fountain of vomit, the tapioca pudding variety, spewing from our son’s discolored lips onto Felicia’s blouse. My wife looked at me with her big brown eyes, silent, blinking back panic. Then she tilted her head down to the convulsing child prostrate in her lap, his head rolled back, lifeless. An economy class pietà.

			“His head is burning up!” she announced to the cabin, just as he went into some kind of seizure or febrile spasm. I didn’t know the difference, which made it all the worse.

			There may be circumstances less hospitable to medical emergencies, but aside from some vivid memories of the aftermath of the 2010 Haiti earthquake, none came to mind as I remained strapped, seated, and upright, lifted my arm, and pressed the flight attendant call button—a profile in impotence.

			Lydia, preternaturally serene, tugged my sleeve and pointed to the safety card’s diagram of a water landing. “What if this happens?” she mused with wonder. I shut my eyes and conjured an image of Sully Sullenberger, mentally beseeching his avuncular, disembodied face for guidance. Waddya think, Sully? How would you handle this one?

			The image pursed its mustachioed lips and shook its head.

			Like any disaster movie, this trip had begun as an exercise in quotidian blandness. Booked on Expedia months in advance, it was conceived as the latest in a long series of medical tourism weekends for our family. Three and a half years prior, Sebastian had been diagnosed with CGD, an extremely rare, often lethal immune deficiency with which he’d been born. The diagnosis ripped through our lives, careers, and relationships like a twister through a Missouri trailer park, and we’d spent every day since in some degree of distress—sometimes quiet, often loud—as we struggled to keep him out of danger, out of the ICU, out of the grave. Vacations were one of several aspects of our lives that had been radically recolored. Now if we ventured outside our domestic safe zone, the destination was usually one of the country’s top children’s hospitals as we pursued an Arthurian quest for a cure.

			That quest had led us to North Carolina. Today’s itinerary included this Delta flight to Durham, a rented Dodge Caravan, and an appointment at Duke University Hospital for a meet and greet with the team at the Pediatric Blood and Marrow Transplant Unit, possibly the only people on earth who could rid Sebastian of his disease. The transplantation procedure is among the most grueling in modern medicine, so before we committed, the doctors wanted to walk us through the process, show us the facilities, run some preliminary diagnostic tests, and lay out a timetable for when we’d move down from our Westchester County home to begin a yearlong “journey”—the preferred euphemism for “ordeal.” If we had time, over the weekend we’d explore local housing and school options. Simple enough.

			Any travel plan involving a chronically ill kid is risky, but Sebastian had been doing so well in the past few months that Felicia and I summoned enough optimism to forgo travelers’ insurance. I even had the audacity to snag two tickets to a Billy Joel show at Madison Square Garden earlier that week. Neither of us is a huge fan—to be frank I’d rather get a Brazilian wax than endure a performance of “We Didn’t Start the Fire”—but this was a rare opportunity for us to have a proper date night and recapture some of our pre-kids, pre-diagnosis frisson.

			Fate put those plans in the shredder. Five days before our scheduled departure Sebastian came down with a mysterious fever, accompanied by a nagging cough. For most parents of a kid that age, that’s a plain-vanilla health issue. Just dose the kid with acetaminophen, crank up the bedroom humidifier, and wait three days for the clouds to part.

			Not so with parents of the immunodeficient, who regard fever and cough much as ancient Roman diviners evaluated an abnormal sheep liver or a statue struck by lightning. Bad omens. The first sign of symptoms triggered a response routine that, while well practiced enough to be second nature, was still sufficiently stressful to make our innards do the lambada as we awaited an accurate diagnosis. Calls to the pediatrician, blood draws, cultures, chest X-rays. All the while that merciless cough, a periodic honk in the throat mixed with the hideous sound of mucus whipping around deep in the lungs, marked time through sleepless nights—the body’s version of a smoke alarm’s low-battery chirp.

			The timing simply sucked. I was on the tail end of a labor-intensive project at work—I was a television news producer and late nights of kung pao chicken and 1 a.m. Uber pickups had become frequent enough to pass for a lifestyle. That week my extended obligations at the office meant stiffing Felicia with the lion’s share of the parental responsibility. She’d cut back on her professional life as a PR consultant to become Sebastian’s primary caregiver years ago, but despite her expertise a situation like this was tough to manage alone. An hour tending to a sick child passes like three hours of regular life; after four days the experience is a masonry grinder for the mind.

			The fever oscillated between 102 and 104, but it never broke. A doctor at a nearby hospital eyeballed an X-ray, ruled out pneumonia, and decreed we had nothing but a run-of-the-mill virus on our hands. In theory we could manage that, but as the symptoms persisted, Felicia’s customary suspicion of the local sawbones prompted a call down to the experts at Duke for advice. Should we proceed as planned with the trip or postpone until Sebastian was in better shape to travel?

			“They didn’t hesitate,” she reported over the phone as I sat amid a pile of scripts on my office desk. “They said he needs to get down there right away. Whatever he’s got, they can handle it best if he’s there.”

			“And . . . ”—indecision decelerating the pace of my speech—“what are you thinking?”

			“We need to go. Something’s not right. I know my child.”

			That last bit was code for “Don’t question me,” a declaration of steely resolve that, in this instance among many others, likely saved our son’s life.

			The next morning our plane was wheels up on schedule and it appeared fortune had granted us a respite. Sebastian’s fever dipped to 101, not great but tolerable, and his affect was on the upswing as he peered out the window, digging the g-force of the takeoff. Rikers Island, then the Archie Bunker blocks of Queens and the rest of New York, receded behind gray cotton candy clouds. But somewhere over the Chesapeake Bay the shit hit the fan. Fever, barf, spasms, terror.

			Our worst-case scenario was now, indeed, the case. It looked like our son was infected with an unknown pathogen against which he was defenseless, and it was spreading throughout his lungs. Most people don’t give it much thought, but the biology of infection is as scary as it is gross—another life-form invades the body, feeding off it parasitically as it grows and multiplies. Unchecked, the microbes chew away at healthy tissue, eventually commandeering so much space and resources to trigger organ failure. The body—in this case our three-year-old child’s beautiful little body, clothed in a Thomas the Tank Engine sweatshirt and shod in Velcro-strap sneakers—literally gets eaten alive . . . from the inside.

			Sporting an expression that somehow conveyed both kindness and exasperation, a flight attendant worked her way up the aisle in response to my call. I noticed that Sebastian had wet himself. The spilled Diet Coke in my lap made a matching mark on my slacks—the shape of a gerrymandered Massachusetts congressional district. I reached for a napkin and covered my crotch as I asked her what could be done. There was some first-aid equipment stowed in the rearmost overhead baggage compartments, she explained, but while the plane was in its final descent it was illegal to access it. We were on our own. The one option was to radio ground control to have an ambulance intercept us on the runway if this was indeed a matter of life and death.

			Was it? How the fuck was I supposed to know?

			Big decision, little information, even less time. I did what came naturally: I froze.

			“Let’s give it a few minutes,” Felicia said from her seat as she wiped vomit from her blouse with some Huggies baby wipes and stuffed them into the air-sickness bag. “Just . . . give it a few minutes. And pray . . .”

			The flight attendant bestowed a sympathetic pat on my arm and worked her way back to her jump seat. I faked a smile at Lydia as she pointed to a carpet of North Carolina oak and hickory trees that had just come into view as our glide path brought the Embraer 170 down from the asphalt sky. The fuselage shuddered from mild turbulence. The captain came on the intercom once more and, in a voice more firm than gentle this time, explained the nonnegotiability of the FAA requirement to stow all tray tables. Apparently a recalcitrant Tar Heel six rows up had her own opinions on the matter.

			My son was whimpering; my wife was weeping; my daughter was elsewhere. I gripped the armrest. Instead of praying, I tried to remember how it had all come to this. . . .

			

			*   *   *

			It is the immutable duty of any storyteller to recruit a measure of sympathy for the tale’s protagonists. With Felicia, that’s a layup. An only child, Felicia grew up in the distinctly middle-class Chicago neighborhood of Albany Park.

			Her mom was a free-spirited Canadian idealist; her dad, a soft-spoken Appalachian man who’d made his way from the mountains of West Virginia to the big city and a union job on the floor of a large toy manufacturer. Their house had Glen Campbell on the turntable and the Holy Bible on the nightstand. Her dad stayed true to his rural roots, growing berries, beans, and even corn in the backyard, referring to his garage as “the barn.” Felicia heard him saying his prayers each night, thanking God for his home and his family.

			From that upbringing emerged a well-traveled, outspoken, and independent woman, possessed of what her mother’s Finnish forebears called sisu, their word for perseverance or grit. At least that’s how she appeared from the outside. By her own account, she also harbored deep insecurities and a need to prove to herself and to the world that she was good enough.

			Tall, slender, brunette—she made a great Olive Oyl or Morticia Addams at Halloween. Teenage rebellion for her meant cranking Erasure and New Order, hanging out with dangerous boys, digging the head rush of Djarum clove cigarettes.

			On the strength of her own brains and willpower, she’d gone to college and graduate school, lived and worked in Prague for three years, and cultivated a keen taste for fashion and opera. She’d moved to D.C. and launched a promising career as a print journalist, writing for online editions of the Washington Post and the Wall Street Journal. A stint as an online tech columnist left her feeling empty, and, compelled by an innate desire to help others, she moved to Manhattan to try to make a difference post-9/11. She started volunteering for victims’ family efforts and landed a job with an international PR firm.

			We met through mutual 9/11 connections and commenced a classic New York love affair. (This was not the first time something beautiful blossomed against a background of crisis and destruction, and for us it would not be the last.) Within months I edged out a wolf pack of other suitors and convinced her to marry me—perhaps our mutual appreciation of inane puns sealed the deal—and we looked forward to starting a family. In the meantime she’d launched her own boutique public relations consultancy. By any measure, she’d done well for herself. Moreover, she was funny, humble, and if anything, too considerate of others. By no means was she a saint, but her imperfections were easy to overlook. She is the hero of this story.

			As for myself? I can say this: I’ve tried. Tried to be a principled person, a loyal friend, a good employee, a devoted husband and father. My ambitions were precisely this: to have a family I loved and a job I didn’t hate. But along the way some things I expected to be easy turned out to be hard; some things that were supposed to be hard turned out to be easy. Still others turned out to be too easy. In its own way that can be a curse.

			A proud Gen Xer, I was born to a Costa Rican mother and a Nuyorican father in Lawrence, Kansas, of all places, while they were both completing graduate studies in chemistry at KU. I grew up in Kansas City, Missouri, as they pursed unglamorous but noble teaching careers, which afforded them ample downtime to raise me and my younger sister. Identified as a precocious student with an acumen for math and science, I was guided toward a career in medicine.

			Blessed with an exquisite education at the nation’s best schools, I chose to turn my back on hard science and pursue a degree in humanities. That’s what the cool kids seemed to be doing. (Shortly thereafter, the uncool kids would become dot-com billionaires. Count that as one of my many questionable decisions with life-changing repercussions. In a corner of my mind there’s a trophy case full of them.)

			After college and a risible attempt to make it as a musician in New York, I essentially stumbled into a career in television journalism. The pace and variety of the profession harmonized with my personality and I made a good living, met a wonderful woman, bought a Manhattan apartment, and started making babies. I hadn’t been raised rich, and many of my friends made real money, but I certainly qualified as comfortable.

			Better yet, I’d been truly pampered by fate. After forty years on the planet I had yet to confront a problem out of which I couldn’t talk, work, or pay my way. Tragedy rained from the sky daily, in sizes small (newsworthy murders and frauds) and big (9/11, Operation Iraqi Freedom, the Great Recession). But tragedy was something that happened to other people—the people whose suffering was, in fact, the raw material my colleagues and I mined and refined for a living.

			In short, I paid my mortgage primarily as a chronicler of others’ misfortune, albeit a conscientious one. Spending so much time rooting through the detritus of human troubles should have taught me that one day my own number might be called and fortified me for that shock. Sadly, that’s not how it played. After a lifetime walking between the raindrops, I’d come to expect everything to work out, especially with my offspring.

			It all fell into place. Felicia and I moved into a two-bedroom co-op apartment on 49th Street and First Avenue. The neighborhood was so dowdy I convinced myself it bestowed a reverse cool, our building’s only amenity. After a smooth pregnancy, Felicia gave birth to our beloved Lydia on July 3, 2008, so close to Independence Day we considered naming her America. (No apologies—this was the heyday of baby Brooklyns and Madisons.) I promoted my Colombian housekeeper, Mercedes, to official nannydom. Mountains of baby stuff and gigabytes of pictures ensued. The works.

			Adjusting to the demands and sacrifices wasn’t a snap—to be frank I had a hard time surrendering all the indulgences of our lives as DINKs (double income no kids). But through trial (hers) and error (mostly mine) Felicia and I made it work. It helped that Lydia was such a worthy subject of devotion. Intensely alert, precociously verbal, incorruptibly innocent. Every father loves his daughter like he’s never loved another female, so feel free to impugn my objectivity, but—swear to God—we’d be waiting at a bus stop and hear passersby exclaim, “Look at that perfect baby!” At five months we took her to Chicago, and at the Art Institute a group of Japanese tourists turned away from Seurat’s A Sunday on La Grande Jatte and started taking pictures of her. Bottom line—had we subjected this child to the cruelties of the infant modeling industry she could have gone Gerber.

			By the time I hit forty I had ample evidence to believe the trajectory of our lives would be one continuous ascent—Lydia was two and a half, gorgeous, bright, and adorable in proportions measureless to man. Aside from some sporadic and treatable asthma, her health was stellar. We couldn’t get enough of her. With a trouble-free child, parenting is as invigorating as it is exhausting. The world grants you license to be a kid again yourself, a passport to a universe of fun stuff off-limits to any childless adult who doesn’t want to look like a perv going to the circus, climbing jungle gyms, or vacationing at theme parks. You can eat pizza and cake at the half-dozen birthday parties you’re suddenly invited to every month. The holidays, no longer a season of cynical inebriation, morph into a month of nonstop enchantment. Parenting rejuvenates in the most literal sense of the word.

			By 2011 we were hungry for seconds. Felicia got pregnant again just as I got a promotion at work, and we were delighted to learn we’d be having a boy. I was to be the head of a classic “millionaire’s family.”

			High on life, I found myself in a delivery room at St. Luke’s-Roosevelt hospital, as it was then known, on May 1, 2012. Outside in the waiting area it was the D train at rush hour; inside the delivery room was as tranquil as an ashram. The prenatal diagnostics, including a full battery of amnio tests for genetic defects, had been an uninterrupted series of thumbs-ups, and now Felicia, fully epiduraled and Lamazed, was making the final push.

			The ob-gyn performed admirably, though I don’t remember his name. In those days, I had a habit of forgetting doctors’ names because, like many American men under fifty, I basically regarded them as auto mechanics—I respected their profession but I deemed them little more than service providers, my time spent with them a necessary nuisance at best. How long would this take, how much would it cost?—my curiosity about their craft extended no further. When this guy delivered Sebastian without incident I resisted the urge to hand him a tip.

			“Oh, you’re so beautiful!” a nurse proclaimed as Sebastian arrived, aced his Apgar, and weighed in at eight pounds, nine ounces. I assumed they say that to all the babies, though vernix-coated newborns scarcely resemble Michelangelo’s cherubim. But the nurses have their own standards of beauty. “Just look at the symmetry of his head,” intoned another, “a perfect dome!” I got what they meant a few hours later when Sebastian was wheeled off for his first bath. The kid just ahead of him in line had an angelic face, but the back of his cranium was oddly cubic, a hairy lunch box. Once again, I was the lucky one. The hospital had a professional photographer on call to take some high-end happy snaps before we were discharged. The four of us were literally the portrait of domestic bliss.

			We were experienced parents by now, yet as we carried our newborn son into our apartment we noted what a remarkable thing it is that the state simply allows people to take babies home a mere two days after delivery. New York requires three hundred hours of course work and two examinations before it grants a license to style hair, yet it allows pretty much anyone to become a parent with little guidance and zero supervision. One day a dwelling houses three people; the next, regardless of mom and dad’s aptitude or preparedness, there’s a fourth, infinitely needy and vulnerable. It’s a wonder so many of them survive. “Doesn’t it feel like someone from the Department of Health is going to knock on the door and say, ‘Okay, your time’s up, we need him back’?” Felicia joked.

			It was false modestly—in truth we were supremely confident in our parenting skills. Like most couples in twenty-first-century developed countries, we planned to have fewer children than past generations, but we fully expected them to be perfect. Between our genes and our diligence, we would nature-and-nurture them straight to the top. Given that standard, it qualified as a serious concern when we noticed later that week that Sebastian’s ears were ever so slightly pointed, a bit like a bat’s. On the second or third of several standard visits to our pediatrician’s office in the early weeks, I broached the subject. Was there anything to be concerned about? Anything that could be done?

			“You have no idea the kind of issues other parents are dealing with, amigo,” the attending physician said. “The shit I see every day. Birth defects, catastrophic delivery mishaps, organ failure. How about this—you get the fuck out of here, go home, and thank God for your good fortune.”

			No. That’s not what she really said. Those are the words I’m using to verbalize the sulfuric disdain I detected in her eyes as she calmly replied, “If you’re really troubled by the ears, we can talk about cosmetic surgery, but I wouldn’t advise it.”

			I understood both her words and her eyes. We left in chastened silence and went back to our cozy apartment to bask in the enchantment only a newborn can provide. We were truly blessed.

			Were we ripe for a karmic ass kicking? Did we deserve what was to come? Shackled inside countless sleepless nights, stomachs churning and minds ablaze with worry and guilt, Felicia and I would chew over that thought for years. It was only after we’d met other parents who’d been dealt the same hand—humble and dignified people who yearned for nothing more than the contentment of a healthy family—that I could find solace in a memorable line of Eastwood dialogue: “Deserve’s got nothin’ to do with it. . . .”

		

	
		
			Chapter 2

			
				Welcome to Hospitalworld

			

			“Hay problema con el niño.” Mercedes, our nanny, had a distinctive look of solemn worry on her face, a look earned the hard way during her adolescence in Medellín. “Tiene fiebre todavía.”

			A fever had lingered for three days. Mercedes was certain something was wrong. Something unusual. She’d raised five kids of her own and had a reliable sixth sense about these things, though in this case two would have sufficed had I been using them properly.

			Instead, I was clinging to the belief that my son, simply by being mine, was a strapping super-infant who would register off the charts in every metric that mattered—from height percentile to IQ. From the outset, I’d dismissed his illness as a nothingburger. I’d been minimizing medical matters successfully for forty-one years, and besides, What to Expect the First Year provided enough soothing advice to justify a blasé attitude: babies can get fevers and they run hotter than adults. So when Sebastian woke up on June 27, 2012, with a temperature of 100.6, I figured it was par for the course for a seven-week-old.

			Following both the book’s and doctors’ orders over the phone, we’d administered acetaminophen and cool baths. That seemed to do the trick for a while, but every eight hours the fever boomeranged back, hotter than ever. Sebastian expressed his misery with the nasal “eh-HEH, eh-HEH” plea that’s drawn countless new parents cribside with consternation. You could set your watch by it.

			On the third morning, minutes after Mercedes issued her warning, Sebastian spat up a green-blue barf, re-creating Monet’s water lilies on the chest of his onesie. Felicia hit the mute button on my bullshit and banished me to the office; she was headed to the pediatrician’s. One of those Upper East Side medical suites nested into the first floor of a luxury residential building, the place’s address, we’d been assured, was synonymous with superior care.

			Two hours later I was standing behind my elevated, ergonomically enlightened desk when the call came.

			“Take him to the ER?!” I blurted into the speakerphone, though the pediatrician, Dr. Gary Edelstein, had spoken with perfect elocution and there are few terms in the English language less obscure than ER. Edelstein, a casually fit and exceedingly affable doctor who could have been a recurring side character on Seinfeld, calmly repeated himself and explained that, yes, this was no longer a run-of-the-mill baby fever.

			He’d ordered a blood workup at the office, what’s known as a complete blood count, or a CBC—one of many basic medical terms I’d never needed to know until now. This marked the first time Sebastian’s veins were pierced for a blood draw. The desperate, terrified scream the needle precipitated would eventually become as familiar to Felicia and me as the opening chord from “A Hard Day’s Night,” but we’d never get used to it. I’ve poked my nose into many a parenting book. None of them tell you how to watch your child suffer.

			The blood work came back with a coded message: “WBC 22”—five simple characters in eight-point font on a piece of paper. To an ignoramus like myself it was gibberish; to any medical professional it was as familiar and troublesome as a ground proximity warning is for an airline pilot. Sebastian’s white blood cell count (WBC) was sky-high, a flashing red signal his immune system had been triggered and was now in overdrive—he’d acquired an infection and was trying to fight it. A WBC of 22 was rare for a child that young and well cared for. My boy was indeed off the charts. Just not in the ways I’d envisioned.

			I assumed an “Rx for oral ABX” (a prescription for antibiotics in medical records speak) would be an adequate remedy. I assumed wrong. With a baby less than two months old there’s a chance the infection is a sepsis-induced meningitis, which can be fatal. The tests to determine that require a spinal tap, and by the time those results come back the infection can have already spread to the brain. Delay can mean death. The uniform standard of care is to hospitalize the patient immediately, perform the spinal tap, initiate intravenous antibiotics even before the results come back to get ahead of a worst-case scenario, and hold the patient for observation.

			This was the first time the words “dead baby” had ever crossed my mind, and I paid them scant regard. This had the ring of one of those abundance-of-caution responses from the government in the face of a chatter-driven national security scare. Memories of taping Xs on my apartment windows in 2002 after Tom Ridge put the county on orange alert pirouetted through my mind as I eloped from work and made my way crosstown to the emergency room of New York–Presbyterian, the East Side hospital near to our apartment with which Edelstein was affiliated.

			There are two kinds of parents in this world—those who’ve taken a child to an emergency room, and those who haven’t. Regardless of what brings you there—a swallowed Tide pod, a hot-stove burn, or an undiagnosed mystery illness like ours—the sense of fear and failure is transformative, puncturing whatever arrogant self-image you might have harbored as an ideal mommy or daddy. The judgment-free manner of the staff notwithstanding, the irreducible reality hangs on your neck like a millstone: something has gone wrong on your watch. The state may have let you amateurs take that newborn home, but now trained professionals must intervene. It’s official: the situation is more than you can handle.

			After completing a ream of paperwork, we spent hours in a curtained examination bay, watching baby videos on a TV mounted in the corner. An IV went in and more blood came out as a bedroom up on the pediatric unit was prepped. Felicia and I labored to make small talk.

			It was dinnertime before Sebastian was wheeled past the benevolent smiles on the portrait of Mr. and Mrs. Sanford Weill, the billionaire banker-philanthropist for whom the pediatric unit is named. The portrait was a mild sedative—if a Wall Street titan put his name on the place, how bad could it be? In any case, we’d been assured this was all just precautionary. Assuming the sepsis tests were negative and the fever broke, we’d be heading home in two days. Likely this was just some viral infection.

			That evening we felt it for the first time—the dramatic recalibrations of time, priorities, and social status that occur when you enter what we’d come to call Hospitalworld. In our normal lives, we were somebodies. We had control of our schedules. We were endowed with a measure of authority at work. We had considerable say in any decision affecting our family. And were certainly free to leave any place we went at a moment’s notice. None of that was true here.

			Neither of us could be called a control freak, but everyone needs a modicum of order and predictability in their lives just to function. Quite rapidly, that order was ceding ground to the forces of chaos. This new sense of helplessness was palpable. For a male head of household, the word is “emasculating.” As Sebastian fell asleep, I leaned into Felicia’s ear and whispered, “I really want to get the uckfay out of erehay.”

			We tag-teamed the days and nights, one of us sleeping on the room’s full-length couch while the other went home to relieve Mercedes and care for Lydia. Our daughter was quizzical but calm—“Why’s Sebastian at the hospital? Are you giving him back?”—but whatever was behind this mysterious disturbance, she assumed it would rectify itself shortly, as had every other ripple in her short, happy life.

			She was right. The spinal tap and a host of other tests came back negative. An ECG revealed a perfect “cardio rhythmic silhouette.” Two days later we were discharged, and as I struggled to collapse Sebastian’s stroller into the back of a cab—mastery of our particular model required an engineering degree—I truly felt this would turn out to be nothing but a brief inconvenience, a pit stop at the auto mechanic.

			The fever returned that night—at 3 a.m. Sebastian spiked 102 and was clearly suffering. Tylenol barely nudged the thermometer. Over the next few days, as our prior confidence sank into a quicksand of creeping fear, Edelstein confirmed that the WBC was still at 20. He had no clear reason why.

			Our “diagnostic odyssey”—an actual term among the rare-disease crowd—had begun. Edelstein ordered another battery of tests to rule out everything from pneumonia to a thyroid condition called Hashimoto’s disease. A low iron count—anemia—had us in the office of a hematologist. His tests yielded nothing but further bewilderment. During our follow-up visit, as he shifted his eyes from the lab results to Sebastian’s face, he could only mutter, “Well, something’s going on in there.”

			It was now July 6, ten days since the fever first arrived, and it showed no sign of abating. Edelstein ordered us back to Hospitalworld, and upon readmission it was clear we had entered a realm of medical mystery. Fresh tests for common bacteria and viruses yielded precisely bubkes. Suddenly a buffet of more exotic explanations was spread out before us—a barely detectable spot on the chest X-ray could or could not be pneumonia. Legionnaires’ disease entered the discussion, since Sebastian’s crib at home was near a unit air conditioner; the corresponding urine antigen test was ordered. And why was his left leg suddenly moving less? A neurologist arrived to opine on the matter.

			This interdepartmental clown car quickly grew tiresome. The rising number of experts assigned to the task tracked with our eroding faith in their aggregate efficacy. Their swelling confusion was scary enough—when a dozen doctors don’t know what to do, it’s hard to remain calm, but soon our fear gave way to annoyance. Every two hours another new white coat shuffled in and asked us to recite Sebastian’s complete medical history from the beginning like ancient Greek oral poets who passed down the Iliad before the alphabet was invented.

			The notion that we, parents in distress, were being relied upon to recall every detail and test result, any datum of which could mean the difference between diagnosis and misdiagnosis, was supremely aggravating. “Don’t you guys have iPads or something where all this information could be stored?” I snapped. We later learned this was part of the hospital’s training regimen—dispatching young residents into the rooms to get hands-on experience interacting with patients and families.

			Sebastian himself wasn’t aggrieved by any of this. The hospital records from that date describe a “well-appearing child.” If anything, he just appeared lost, overwhelmed by all these other people around him. Where were “his people,” as one nurse put it—mommy and daddy? It’s fun to think of infants as Boss Babies, capable of coherent reasoning, even cunning. But consider how truly unformed nine-week-old babies are. Not even out of the so-called fourth trimester, scarcely familiar with their own bodies, oblivious to the world beyond their immediate range of vision, still unacquainted with concepts of the future or the past. Not really complete people in the way we usually conceive of personhood.

			Many never get to become complete people. Babies have been dying for millennia, often for sudden and unexplained reasons. This notion that every baby must live is a recent contrivance among developed nations. I’d grown up believing my own mother was the youngest of ten kids in a large Costa Rican family. In fact, she is the youngest of eleven—one of her siblings, a baby girl, died of an unspecified infection at six months. Her death was a tragedy but not an anomaly. A mere two generations ago it was commonly understood and accepted: some infants just don’t make it. That’s one of the reasons people had so many—to hedge their bets.

			It’s also why parents of seriously sick newborns often try to adopt a posture of emotional detachment. One mother we’d later meet recalled the moment her son first got sick. At seven weeks he’d acquired a fungal infection that had severely ulcerated his intestines. He was medevaced to a regional intensive care unit for emergency surgery, the doctors using every available vein in his arms and legs to infuse lifesaving meds. They quickly ran out and had to use a vein in his head. Despite those efforts the odds were long; the doctors told the mother they’d never seen anyone survive an infection that bad.

			“When they told me that, I didn’t want to go back into the ICU, I didn’t want to see my son again,” she told me. “I couldn’t believe I could love someone this much and God was going to take him away. And if that was going to happen, I didn’t want to love him any more than I already did.” Eventually she came around, but her father went into a shell. “He didn’t even want to touch the baby. He simply couldn’t face the imminent death of his grandson. He checked out. This is not real.”

			We were grappling with similar feelings. My initial nonchalance had vanished like a drawing on a shaken Etch A Sketch. Now the words “dead baby” were ringing in my head. “I cannot believe this is happening,” said Felicia, mostly to herself, as we sat vigilantly in Sebastian’s room awaiting news. Scouring my memory for some source of reassurance, I quoted some TV doctor—probably Sanjay Gupta—remarking about American medicine: “We’re not that good at making people healthy, but we’re really good at keeping people alive.” The quip was uttered half jokingly; now I needed it to be true.

			“And then . . . do you know what happened? A miracle!” (F. Murray Abraham in Amadeus.) The fever simply disappeared. No medicine required, no medical intervention at all. On Tuesday, I’d been wondering if we’d soon be planning a funeral. On Thursday, we were sent home with no guidance other than to keep Sebastian on a new hypoallergenic formula and to call back if symptoms returned. He had an annoying and persistent diaper rash, but that was so minor and common it scarcely merited mention.

			The angel of death had tickled our baby’s chin and moved on. As we trundled back into our apartment, Felicia and I hugged each other. Maybe we even high-fived. We’d been tested. We’d passed. If there was any justice in this universe, we wouldn’t revisit Hospitalworld until my first heart attack.

			Get back on track, I said to
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