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“A powerful and lyric portrait of a son and a vibrant family.”

—TONI MORRISON, author of Beloved
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“I was seized by Doron Weber’s prose . . . We’ve gained a book of rare passion.”

—NANCY MILFORD, author of Savage Beauty and Zelda
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“I found it almost impossible to read this book, or even to see the pages, at times, through my tears. It was equally impossible to stop reading it—to turn away from its red-haired teen hero or the voice of his adoring father. The boy Damon, whose life is delimited by his damaged heart, emerges here as the grandest spirit in a small body since Antoine de Saint-Exupéry imagined The Little Prince.”

—DAVA SOBEL, author of Longitude
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“Immortal Bird is the best portrait of a childhood I’ve ever seen, and a moving and unforgettable evocation of the intense love between a father and a son.”

—RICHARD RHODES, author of The Making of the Atomic Bomb





“Maybe I’ve finally beaten this thing, maybe three years’ struggle will not have been in vain. Maybe this is finally over . . .”

—from Damon’s blog, May 2004

 

A FAMILY’S LOVE lies at the heart of this gifted boy’s fight to survive. Born with a congenital heart defect that required surgery when he was a baby, Damon Weber lives a big life with spirit and independence that have always been a source of pride to his parents, Doron and Shealagh. But when Damon is diagnosed with a new illness as a teenager, his triumphant coming-of-age tale turns into a darker and more dramatic quest: his family’s race against time and a flawed heath care system.

Immortal Bird is a searing account of a father’s struggle to save his remarkable son, a story of a young boy’s passion for life, and a tribute to his family’s love. It is also a story of the perils of modern medicine and the redemptive power of art in the face of the unthinkable.
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DORON WEBER grew up in New York and was educated at Brown University, the Sorbonne, and Oxford, where he was a Rhodes Scholar. He has worked as a newspaper boy, busboy, waiter, and taxi driver and is the coauthor of three published nonfiction books and various articles. For fifteen years he has directed programs at the Alfred P. Sloan Foundation, a nonprofit institution that supports science, education, and the arts.

 

For more information, visit www.ImmortalBird.com.
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For Shealagh Alison Macleod De Beurges Rosenthal Weber, my co-creator and full partner in the miracle of Damon, Sam, and Miranda and for a quarter century the love of my life.
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Thou wast not born for death, Immortal Bird!
No hungry generations tread thee down;
The voice I hear this passing night was heard
In ancient days by emperor and clown:
Perhaps the self-same song that found a path
Through the sad heart of Ruth, when, sick for home,
She stood in tears amid the alien corn;
The same that ofttimes hath
Charm’d magic casements, opening on the foam
Of perilous seas, in faery lands forlorn.

—From “Ode to a Nightingale” by John Keats (1795–1821)




Part I





Chapter 1




I am walking up Prospect Avenue with my twelve-year-old son, striding side by side along the mottled sidewalk, when it strikes me he has not grown for a while. I look across at him. Damon’s head—that flame-red, leonine head—still falls below my shoulders, roughly where it had reached the previous year. He is so vital and engaging one easily forgets his size. But now his clipped stature feels like a withholding of fruition, as if his legs were young shoots held back by a clinging, invisible vine. I want to reach down and cut him loose so he can sprout. I don’t want a big change but I feel he needs a little nudge, one more click to get him over the next hump of development.

“So how was school?” I ask. Damon wears baggy jeans, a gray hooded sweatshirt, and Adidas sneakers, with a Walkman round his neck and a cell phone on his belt loop.

“Good. I got picked to read my essay for Kick Butts day.” He speeds up as we talk, swinging his arms to keep up with me, and explains that Hillary Clinton, now running for a Senate seat, is part of the visiting delegation for this stop-smoking educational campaign.

“Congrats.” I salute him. “Need any help with the essay?”

“I’ll do a draft and show you,” Damon says. We stop at Venus Video and select a musical for his audition. “Can Jon sleep over Saturday?” he asks.

“If you get your work done, I don’t see why not.” I pay for the rental.

“Yes! Thanks, Dad!” Damon smiles as we exit, his cerulean eyes dancing with open vistas. But as we continue strolling up the avenue, I again ponder his unsprung height.

He is due for a growth spurt—he is overdue—and I don’t need a tape measure or a doctor to verify my judgment. I can always gauge the slightest change in his body, to a hair’s breadth, and I have a built-in monitor of his progress embedded deep inside me, like a microchip—or is it a mirror? If we are not exactly joined at the hip, we have more than the usual father-son bond connecting us.

Damon is the oldest of our three children. Born on 8/8/88—a date so fortuitous that in China they performed premature Caesarians to snag this birthday—he was an only child for nearly five years before his brother, Sam, arrived. For most of this time, he also was a sick child who required, and received, extraordinary love and attention from his mother, Shealagh, and from me. Even after his sister, Miranda, appeared in 1995, a healthier Damon remained the focus of our family, the pacesetter.

He was born with a malformed heart, for no known reason.

Most notably, Damon lacks a second ventricle like you and I have. His good ventricle, the left, pumps red, oxygen-rich blood throughout his body. But when the blood returns from his body to the lower right chamber of his heart—blue blood now because it has given up its oxygen—there is no second ventricle to pump it back into the lungs, where it can pick up fresh oxygen and expel carbon dioxide. So Damon was a “blue baby” whose organs and tissues did not get enough oxygen. He was smaller and weaker than other infants and his gross motor skills developed more slowly. But his brain, his manual and verbal dexterity, and his imagination never lagged.

By age four, Damon had undergone two open-heart surgeries, and the second operation, known as a modified Fontan, alleviated his problem. A “passive flow” system, it bypasses his right side altogether and shunts the returning blue blood directly to his lungs, where it can take on vital oxygen and discharge carbon dioxide.

After the modified Fontan, Damon’s body received sufficient oxygen-rich blood, and he flourished.

He grew and scrambled back onto the growth charts for height and weight, even catching up to some of his friends. His color improved, his energy increased, and he became physically more active. He is a tortoise, not a hare, but he is intrepid and takes delight in activity of all kinds, from karate and kayaking to soccer and skiing.

Damon is in seventh grade now, attending the Salk School of Science in Manhattan, where he excels academically. He also is an actor who performs in every school play and then in more advanced theater workshops outside school. And he’s become increasingly popular in middle school, more of a star than he’s ever been. When he spiffs up his unruly red hair and dons a dress shirt for the school dance, cruising the room like a confident young blade, he makes an impression. He outshines the taller boys because he actually dances and talks to the girls.

Damon is never going to be the biggest kid in the class or run a four-minute mile, but otherwise he’s in great shape. He’s been healthy for the eight years since his last operation and free of all medications. He sees his cardiologist every six months and she marvels at his progress.

I am keenly aware of all this as we walk together this afternoon. We have lived through a protracted nightmare and survived to talk about it as a page from history, a backstory. I know all about patience and keeping your eye on the fundamentals. Shealagh and I have our own set of milestones for Damon, outside the standard configuration, and we feel inordinately proud of his advancement and the kind of person he’s become.

So on this early fall day of the first year of the new millennium, with the soft yellow leaves raining down from the sky and starting to blur the margins of the pavement, I dismiss my concerns as exaggerated, a common defensive ploy to contemplate the worst, just so you can say it ain’t so.

We turn into the wide embrace of Terrace Place, with the great park at one end, and walk up the front porch into our two-story brick house with its long driveway and small backyard that boasts a bona fide peach tree and a fig tree, our own patch of Eden.


Chapter 2




A perfect spring evening at Yankee Stadium. The air is warm, with the slightest breeze ruffling the flag. The baselines and foul lines are stamped in fresh white chalk.

I have taken Damon and two of his closest friends, Kyle and Keith, to a night game against the Boston Red Sox. The stadium is packed, the fight songs blaring and the beer flowing, as befits these longtime archrivals. But the three teens don’t really care. They enjoy the aesthetics and ambience of the game as much as the competition.

“Check out the body-paint dudes!” Keith points at the bleachers, where seven rowdy males spell “Go Yanks!” in bold lettering across bare torsos.

“I think they’re drunk.” Kyle wrinkles her nose at the beefy, soft-bellied roisterers.

“Man with crazy chef’s hat, six o’clock!” Damon gestures three rows ahead, where a fan sits in a billowing, brimless white hat. “The Mad Hatter is blocking the view—”

“It’s called a toque.” Kyle corrects Damon with her sweet Natalie Portman smile.

“Duh, I think it’s a mascot for Sheffield—he’s ‘the Chef,’” Keith interjects, correcting Kyle.

“Really? Whatever . . .” Kyle giggles as she takes in the information.

“Hey, Dad, can we get Cracker Jacks? Kyle needs brain food.”

Kyle is Damon’s oldest and closest friend, a girl he rescued in kindergarten when the school bus dropped her off at the wrong stop. They are the same age but Damon is a grade ahead, which makes him the sage elder. Now almost thirteen, Kyle changes her hair color every week—today it’s purple with blond streaks—and she wears bangles and bracelets and layers of colorful clothing. She is bright, vital, and quite beautiful, but her identity shifts like a kaleidoscope, with a propensity toward the darker hues.

The Cracker Jacks arrive in a giant box and Kyle and Keith dive in looking for the prize. “If it’s a ring, it’s mine!” Keith smiles.

Keith is a tall, wiry African American, wry, sensitive, and hyperarticulate. He and Damon attend Salk together. Handsome and fine-featured, like a model, Keith lives alone with his young single mother in Harlem and spends weekends with his grandmother in Queens.

“Okay, guys, we need to root for the Yankees,” Damon announces late in the game. “I think they’re losing”—he checks the scoreboard—“and we don’t want my dad to go home unhappy.”

And indeed, after eight lackluster innings, the Yanks rally and pull out the game with two home runs in the bottom of the ninth. The stadium erupts. Damon and I exchange excited high fives, connecting in the moment’s primitive ecstasy. Although not a committed fan, Damon appreciates raw emotion and the thrill of the come-from-behind. And he is impressed by my militant cheerleading for someone other than him. As he embraces Kyle in the pandemonium, I note he looks a little hamstrung, as if nursing an injury.

I wonder if it’s the aftereffects of his “fight.” Five weeks earlier, Damon came home from school with deep cuts and a grapefruit-sized swelling across his forehead. He’d gotten into an altercation with the school bully, a humongous lout twice his size.

“This kid kept shoving me and trying to get in my face,” Damon explained. “He bumped me with his chest: ‘Come on, little guy, fight me!’” I told him I wasn’t afraid of him but I didn’t want to fight, so I started to walk away when he rushed me from behind and smashed my head against the cafeteria table. I never saw him coming.”

Damon sustained contusions, a hematoma, and a concussion. Head injuries even in healthy people are notoriously complex, as both Shealagh and I know: Shealagh did research on war veterans with head wounds at the Radcliffe Infirmary Neuropsychology Unit at Oxford, where we met, and I boxed for Oxford University and learned about concussions firsthand. We kept Damon at home while I initiated disciplinary action against his attacker, a notorious troublemaker, and made sure this could never happen again.

Damon appeared physically traumatized yet stubbornly proud, incised with fresh, deep wounds he’s worn since like a badge of honor. He recovered, and his standing up to the class bully only enhanced his status in school as a leader. But the incident forced me to confront his vulnerability, and my own possible complicity in it. I had always taught Damon to stand up for himself and to hold his ground. But now I felt torn between a father’s pride at his son’s courage and concern that Damon not follow my example too closely, because he lacks the physical resources to defend himself. I quickly realized, however, that any cautionary advice at this stage was futile because Damon’s character had long been formed. All I could do was hug my brave-hearted bantamweight while privately resolving to watch him like a hawk.

We return from Yankee Stadium in high spirits, dropping Keith off in Harlem and Kyle in Ditmas Park. Shealagh, waiting up, gets a full report from her beaming son as we sit in the downstairs kitchen. Damon even eats his mother’s rhubarb pie as he fills her in on the triumphant game.

It’s been a good day. But now it’s late and there’s school tomorrow, so Damon moseys up to the middle floor, where he and Sam have adjacent bedrooms. Shealagh goes to talk to him and get a little private time—mother and son have their own very special bond—before she kisses him good night and leaves.

As I pass through on my way to the top floor, Damon cracks the bathroom door and calls to me from the doorway. “Hey, Dad, can you come here a minute?”

I can sense something amiss as I head to the bathroom. Normally Damon asks his mother about routine matters and saves me for the big stuff.

As I walk inside, Damon closes the bathroom door with mysterious urgency. I feel the burden of a pending revelation and brace myself.

“I wanted to show you this, Dad . . .”

Damon pulls down his pants and lowers his boxers under the overhead bulb.

“Oh man!” I shake my head. “What happened?” His testicles hang down, hugely swollen. They look four times their normal size. He’s a young kid and I am all for his sexual development, but this is alarming. “When did . . . ?”

“I noticed it Friday but thought I should wait a day. But it hasn’t gotten better.”

“Poor guy . . . Does it hurt, D-man?”

He hesitates. “It’s uncomfortable.” Damon has experienced real pain and never exaggerates about such matters. “And it’s kinda awkward, you know—”

“Sure. Okay, this isn’t right and we’re going to take care of it. Pronto!”

I talk to Shealagh, then call a few doctor friends. Two scenarios emerge. A hernia, the most likely, or a twisted testicle, rarer and more urgent. And given Damon’s history, there’s always an extra element of uncertainty and fear.

We decide not to risk waiting until morning and call my parents to come over and babysit Sam and Miranda before we speed off to Columbia Presbyterian Hospital, which has treated Damon since shortly after his birth. It’s a long drive, but Columbia knows his complex case and we trust them. It’s past midnight when we reach the sprawling medical complex in Washington Heights.

Eons ago, we did hard time in this hospital and feared we’d never escape. Once, when he weighed only eleven pounds, Damon spent thirty days in the ICU, trying to come off the respirator. Now as we arrive, the dread memories rise up.

We walk past ambulances, EMT personnel, and two burly cops and enter into the perpetual twilight zone of the emergency room, a cacophony of coughing, moaning, shouting, and crying. We pick our way through the tumult and despair and request immediate care for our son. Damon’s cardiologist, Dr. Hayes, has called ahead and told them to expect us.

The admissions clerk nods, unimpressed, and gives us forms to fill out.

A well-organized unit, we establish ourselves on three plastic chairs. Shealagh distributes juice and snacks and fills out forms, I call home to check on the kids and gather intel from the staff, and Damon, after sweeping the room, disappears into his copy of The Subtle Knife by Philip Pullman.

Eventually an intake nurse admits us and we enter a more orderly if still-hectic space. Someone takes Damon’s vitals and he gets a bed with a flimsy half curtain. We wait until a young resident pops by. He checks Damon’s groin and instantly declares he has a hernia. A bona fide inguinal hernia, the gross rupture will need to be surgically repaired, but he finds no twisted testicle or undue cause for alarm.

I feel a measure of relief but continue talking to the doctor as he examines Damon. Because he is unfamiliar with my son’s anatomy—Damon’s heart is on the right side and several other organs are reversed—I fill him in while he asks questions and offers observations. I’ve long grasped that medicine is an imperfect art, fifty to a hundred years from being an exact science, so I gather information from every possible source. I’ve also learned that good doctors are not necessarily the senior people with fancy reputations—often quite the opposite—and a young resident, if he observes thoroughly and with an open mind, can tell me as much as anyone.

This resident—he has the gift; you can tell in the first thirty seconds—palpates Damon’s abdomen and casually mentions his liver is enlarged, which I’ve never heard before. When I inquire further, he lets me feel how the liver presses against the abdomen, its margins extending beyond the normal range. Damon watches us with quiet, alert eyes, always the model patient, and I wonder if this enlarged liver could explain why his belly protrudes, giving him a slouching appearance. Even in karate class, with his gi neatly belted and his back erect, his stomach seems to slump forward, and zipped into a black wet suit for swimming, he looks paunchy despite his leanness.

Shealagh and I have questioned his cardiologist about this anomaly and we once dragged Damon to a chiropractor to try to sort it out. We exhort our son to stand up straight and pull his shoulders back. Now it strikes us a protruding liver could explain his posture more than any deficiency of spine or will. We feel a stab of guilt that we held Damon even partially responsible. Later, when we pursue the oversized liver with the chief of surgery, he says it is completely normal for children with Damon’s heart condition and he sees it frequently. We wonder why no one ever told us this before.

We schedule the surgery promptly but try to minimize the disruption to Damon’s life. He hates to miss school and has started rehearsal for Charlie and the Chocolate Factory.


Chapter 3




When the morning of his hernia operation dawns, we tell ourselves it is a routine procedure, but with Damon’s medical history, nothing is routine. We envy all our friends who freak out over their kids’ colds.

On the ride in, Damon and I discuss a new play I’m supporting with Alan Alda playing the Nobel Prize–winning physicist Richard Feynman. I work for a well-established philanthropic foundation and one of my roles is to help develop plays, films, and television shows with science and technology themes.

We arrive at the hospital, sign in, and go to the fourth-floor pediatrics ward.

The secretary makes several copies of our insurance and asks us to fill out the same form about Damon’s medical history, several pages long, for the umpteenth time.

A nurse takes Damon’s blood pressure and temperature, weighs and measures him, and exchanges his familiar jeans and T-shirt for a hospital gown that ties loosely at the back. A hearty, decent sort, she means well but her idea of small talk is to ask him three times if he’s nervous. “A little,” Damon says to mollify her.

Another nurse comes in to start an IV. Damon has pale, spidery veins and sticking him requires precision. After an initial adjustment, she gets the line in.

Then a young doctor, bright-eyed with self-importance, saunters in and beams at Damon. “Hi, I’m the resident. Have you ever had any serious medical conditions?”

At first, we think he’s kidding, but he’s not. Damon turns away, too polite to sneer, and Shealagh groans in disbelief. I fire off a rapid, testy medical summary. “Next time do your homework and read the chart!” I say. He slinks out of the room, red-faced.

We wait with other tense parents and their sick children until they send us to the preoperative holding area. A fountain of gurgling water, pink-lit, is meant to soothe our nerves. A tall doctor with a Hungarian accent walks in and mumbles that they want to put Damon under general anesthesia because a local injection could lower his blood pressure, and his pressure is already low. The anesthesiologist tries to rush our consent but we won’t give it until he answers each of our questions and reviews all the options. General anesthesia carries a known risk of mortality, compounded, like everything else, in Damon’s case, and we have learned not to take anything for granted.

The surgeon arrives in his scrubs and quickly runs through the procedure. An affable, highly competent man, he does not anticipate problems and wants to get started. We each ask questions, including Damon—“When can I go back to my karate class?”—before signaling that we are ready. The nurse releases the brakes on the gurney and the anesthesiologist, turning to follow the rolling bed, suggests we say our good-byes now.

“No,” I tell him. “We always go into the operating room with our son. It’s part of our routine.” Damon watches us from the gurney, upset—we touch his arm to calm him—before the surgeon tells the anesthesiologist it’s okay for us to accompany our son.

We quickly throw yellow moon suits over our clothes and don protective face masks before plodding down the corridor beside Damon’s gurney like a team of sterilized astronauts. We turn and push through sealed doors into the operating theater.

It’s a large, cool, brilliantly lit room with state-of-the-art medical equipment surrounded by a tinted observation booth. A lone bed rises in the center, with a giant stainless steel arm arcing above it. A modern setting for sacrifice and, hopefully, healing—a place for testing one’s faith.

I tell myself it’s not as dire this time—this is standard procedure for a hernia—but still, I can’t believe we’re going through this ordeal again.

I keep up a running banter with Damon as they wheel him into position and Shealagh chimes in with reassuring comments. Damon remains stoic and game throughout but he likes having us nearby. I want Mom and Dad to be the last thing he sees when he closes his eyes and the first when he opens them again.

Damon climbs onto the narrow steel bed and they immediately place a mask over his head and tell him to inhale. A team of nurses, doctors, and assistants attaches lines and sensors to Damon. They prick his finger with a needle and he says “ouch” through the mask, but then the nitrous oxide reaches his central nervous system and he begins to laugh. We watch his lips pull back over his large front teeth all the way to the gums as he giggles uncontrollably. His big face with the bright red hair and pale skin fills with induced mirth. Then he is out cold. An array of monitors reads live data input from his unconscious body. We kiss him one last time and leave the operating theater.

We sit in a common room with gray lockers and a coffeepot. We make our calls, try to read the paper, stare into space.

The wait that lasts an eternity.

At some point, the surgeon emerges and walks toward us. We scour his face and body language for clues to our son’s fate. He reaches us and immediately says, “Everything’s okay.” So time begins again, and now we can listen to what he says.

It was a surprisingly big hernia that demanded more surgery than anticipated—“The hernia of the week,” the surgeon confides with a trace of professional pride—but all is well now. We should see improvement within seventy-two hours. Damon will be sore for a few days but the rupture is repaired and the problem solved.

We thank the surgeon profusely, then go to the recovery room to see Damon.

“Hi, sweetie.” Shealagh hugs Damon, who’s groggy from the anesthesia.

“You did great, D-man.” I kiss his brow and congratulate him. He smiles weakly.

We sit by the bedside, each of us holding one of his pale, slender hands. We feed him ice chips until he’s permitted to drink.

The next morning we leave the hospital and take Damon home.

Everything seems to have gone well. Damon had a hernia, which any healthy person can get, and now it’s fixed. There is no apparent connection to his underlying heart disease, nor any long-term ramification. He’ll be back at school within a week and right as rain. We had a spot of bad luck but it’s behind us now.

We try to reassure ourselves with this official prognosis but sense in our depths that something has changed, some seismic but as yet undetectable shift.

Something has changed, but we do not understand it yet.


Chapter 4




“Help, help me!”

I am jolted awake. It is early on a Saturday morning and somewhere in the house, Shealagh is screaming.

I leap out of bed and follow the trail of cries down the long staircase.

My wife hovers on the middle steps, bent over in agony.

Her back has seized up and she cannot move.

Shealagh has experienced back trouble for the past few years. A tall, robust young woman and a competitive athlete when we met—swimming, rowing, riding—she no longer competes but maintains a physically active life, so the worsening condition takes its toll.

She works three twelve-hour days a week as a therapist for the New York City Health and Hospitals Corporation, shuttling to a clinic in East New York, where she ministers to an underprivileged minority clientele. Meanwhile, she chauffeurs her three kids everywhere; kneels down with them over class projects; helps design and build sets and costumes, especially for Damon’s theatricals; and cleans, cooks, shops, and gardens.

Now she’s beginning to slow down, and it’s not just from passing forty. She gets out of breath and uses an inhaler. Her afflicted back makes sitting at a desk for long periods untenable. Often, she must lie down in the middle of the day. She is less mobile and energetic and needs assistance with routine chores.

I pick up some slack and also get outside help. But I fret about this atypical lassitude in such a strong, vigorous person, and I worry about my wife.

One friend suggests it is partly psychological, a delayed result of Damon’s illness and the stress surrounding those early years. Now that Damon is better and we have three wonderful kids, none of which came easily, now that our lives and careers are flourishing, the suppressed trauma of that period is returning for a full accounting.

I fear the worst when I find Shealagh frozen on the stairs this Saturday morning. She hangs on to the banister like a lifeline, paralyzed and sobbing in pain.

“I can’t move!” she cries.

Slowly, with excruciating care, I maneuver Shealagh down the steps and into our car. We drive straight to the emergency room—the nearest one, in Brooklyn, this time.

Several long days, intrusive MRIs, and expert consults later, the consensus is that Shealagh requires back surgery. She has extrusion and disc herniation, with severe compression of the nerve root. She has lost some sensation and mobility in her left leg—she has minor “neurological deficit”—and the doctors don’t want to risk more damage.

It is late July and we have planned our big August vacation on the Isle of Skye, our traditional retreat in the Scottish Hebrides. Shealagh will need four to six weeks of rest and rehab following the surgery, so Skye is out of the question for her. I’m beginning to feel like a professional caretaker and I’m ready to cancel all our plans so I can focus on Shealagh. My tenderhearted wife, the devoted mother of my three children and my dearest friend and confidante, she also is my secret sharer in the special project that is Damon. Our union has deep roots. On a more mundane level, Shealagh is Super Mom, whereas Dad, useful for schoolwork, sports, and outdoor adventure, mostly writes in the summer, so it’s unclear how the kids would eat, dress, or sleep on clean sheets with him in charge.

But Shealagh does not want her children deprived of their big summer holiday and wonders if we can go on vacation without her. Maybe, too, she needs a break from us so she can concentrate on her rehabilitation and get some personal time. Her biggest concern is whether we four can survive with Dad as the sole parent, especially since I planned to do my summer writing in Skye. I assure her I’m up to the task and will defer the writing if I must. She should stop worrying about anything but her recovery.

Shealagh’s spine surgery is considered elective but proves more harrowing than we expected, especially after our recent experience with Damon.

My wife lies sprawled on her side as they lift the back muscles off her spine and expose the nerve root, forcing aside the protective membrane so they can remove any obstructive disc matter. I sit alone in the hospital’s designated waiting area and call my best friend, David, who lives in Seattle, to get my mind off the unthinkable.

Damon is very concerned about his mother’s well-being but helps to divert Sam and Miranda, who stay with him at my parents’ house. I phone him to provide updates. He talks to me from the room I slept in when I was his age and I feel like I’m talking to my younger self, only an improved version.

“So when will the surgery be over?” Damon asks pointedly. Responsibility comes naturally to him.

“Another hour or so. It’s always longer than they say. This is routine, D-man.”

“I know. Sam wanted to talk to Mom but I said she was sleeping.”

“That’s true, well done,” I praise him. “So the little ones are okay?”

“Yeah. They’re watching Jungle Book on the VCR and eating ice cream with Grandma and Granddad. Miranda’s already asleep but Sam is being stubborn.”

“He’ll drop off soon . . . I’ll call you when Mom’s out of the OR. Okay?”

“Don’t worry about me, Dad. Just watch over Mom’s doctors like you watch over mine.”

Shealagh’s flashy, expensive surgeon shows up in the waiting room after the surgery wearing a tux. He says the patient is fine, he did his job, and now we must wait to see if they got all the disc material out—because of course you can never tell.

After the surgery, Shealagh invites her best friend, Sonja, who is single and mobile and also happens to be a doctor, to stay in our house through August. My wife wants us to go on holiday with a clear conscience. Sonja is a very kind, loyal, and super-efficient friend, so we couldn’t leave Shealagh in better hands. Still, the kids and I all feel a pang, and not a few gnawing doubts, when, loaded with suitcases, backpacks, and wet suits, we set off for our summer vacation in Scotland without Mom.


Chapter 5




Damon assists me from the start of our motherless Hebridean sojourn, even before we’ve landed. He supervises Sam and Miranda on the airplane, escorting them to the toilet, refereeing card games, and showing them how to work the in-flight remote.

At Glasgow airport, he insists on pushing the second luggage cart, even when it proves unwieldy and spins around on him. On the winding drive through northwest Scotland, he entertains his younger siblings with stories. When they get cranky and fight, he adroitly applies the carrot and stick—“You want to hear what happened next? Then stop bickering!”—until they beg him to continue, promising peace treaties until the end of time.

My own exhortations to look out the window at the lochs, mountains, and medieval castles dotting the Scottish Highlands fall on deaf, jet-lagged ears. Nevertheless, the Isle of Skye casts its misty magic the instant we make landfall, and we are transported as we drive through the magnificent twisting Black Cuillin. Snowcaps gleam while lush vegetation flourishes—purple heather, yellow gorse, and red rowans dazzle our bleary eyes—and torpid sheep blithely cross the highway.

We drive toward Portree harbor, then veer off the highway, singing “Donald, Where’s Your Troosers?” as we skirt the moors along a serpentine valley road. Across from us rises a broad, heather-clad mountain, Ben Tianavaig, which overlooks the cold blue bay that reputedly welcomed Bonnie Prince Charlie ashore in the eighteenth century.

We descend sharply into the tiny loch-lapped village of Camastianavaig and head for the White Cottage, a compact stone croft house with a slate roof. The somnolent village consists of about twenty houses with small plots and open grazing land dotted about a paved circle that loops the picturesque bay at the base of Ben Tianavaig. Government subsidies keep this rural crofting community afloat and support the few die-hards who still tend the ubiquitous, black-faced sheep, who outnumber the cars and the people and overrun the place at will.

“Sheep attack!” Damon grins at the familiar swarm of waddling, woolly frames, bleating faces, and clipping hooves that greets us.

Although we are outsiders, Shealagh is a maternal descendant of the island’s ruling clan, the Macleods, and entitled by tradition to wear the tartan. Her ancestors cannot lay claim to Dunvegan Castle, the imposing twelfth-century Macleod seat that still draws tourists, but her great-grandfather Jack Macleod bottled Macleod whiskey and made his fortune bootlegging to the States during Prohibition. He built schools and hotels on the island and his offspring prospered, several becoming members of Parliament and one marrying the daughter of a billionaire media tycoon. My own link is far more tenuous but I spent a year living alone in the isolated family croft two decades earlier, without heating save for coal-banked fires and without a phone. We weren’t married yet—I’d graduated Oxford and Shealagh still had a year to go—so I paid rent and wrote every day in near-perfect solitude, developing the daily discipline that’s sustained me since and forming a deep attachment to this windswept Celtic aerie. I may also harbor a sweet spot for Scotland because my father grew up in Glasgow and still speaks with a faint brogue.

Now our kids have discovered the splendors of this rugged island. Our sheltered bay gives them the freedom to play outdoors and run wild with other parent-free children, and they fit right in with their bright hair and fair, freckled complexions.

Damon and Miranda—she’s a vivid blonde, unlike her two redheaded brothers, but her general coloration matches—both have friends in the village from previous visits, while Sam, the middle child, tags along, buffeted between competing camps. Because the village has a limited pool of children, the kids are more adaptable and less finicky about age differences—seventeen-year-olds willingly play with seven-year-olds—but sibling rivalry and group exclusion appear immutable.

Damon is leader of the pack and chief organizer, ruling his siblings and negotiating between two main friends, Lachlann and Jamie. Lachlann, compact, agile, and mischievous, has a six-year-old sister, Kerry, who plays with Miranda, and an older brother, Alasdair, who sometimes joins the boys. Jamie, tall, handsome, and soft-spoken, lives down the hill with his parents and offers a quieter alternative.

We quickly develop a routine. I rise around five A.M., stroll down to the bay—examining tidal seaweed and occasionally spotting a seal or a heron—then pick up fresh eggs from Lachlann’s house (his mother raises chickens) after depositing a brass one-pound coin in the squeaky metal honor box. I return to the croft and write for several hours before anyone wakes up.

Sam rises first and I give him writing assignments. His work is meticulous but spare, and I must coax him to explicitness.

“What you wrote is very good, but you need more than one paragraph!”

Sam at eight has curly red hair, lighter than Damon’s; pale blue eyes; and a dusting of freckles across winsome features. He is lean and rubbery with a sweet disposition. Mostly quiet and self-contained, he also possesses a stubborn streak that can erupt into tantrums. We call him El Shrieko for his piercing cry. He is our wild card.

“Can you help me write a postcard to Marwan?” Sam asks today.

“Sure,” I say, nodding. Marwan is a Palestinian boy from Lebanon who Sam met in first grade and with whom he formed a tight, biblical-style friendship. Marwan’s family, lacking a green card, had to leave Brooklyn for the United Arab Emirates, but despite the distance and the passing years, the two boys call each other almost every week and stay in close touch.

After Sam, Miranda comes tumbling down the narrow stairs. I give her juice and a sheet of math problems, which she knocks off in a trice.

“All done!” Miranda beams. She is quick and clever, a loquacious six-year-old charmer dubbed “the blond bombshell” by her brothers. Sensitive but pragmatic, Miranda is always thinking two steps ahead.

I enjoy these private morning sessions with Sam and Miranda but when Damon gets up—I hear him prop open the skylight upstairs and can visualize him inhaling the pristine air and the dazzling bay in one luxurious gulp—I usually let him slide on the schoolwork. I want him to relax and recharge, and after years of working with him, I know he’s absorbed my lessons and internalized my approach.

“Morning, D-man. How’d you sleep?” I smile at him in the low doorway.

“Good. I always have the deepest sleeps here.” He yawns. “What time is it?”

While Damon washes up in the one tiny bathroom, I prepare a big communal breakfast. This first meal of the day becomes increasingly well attended, just like our lunches and dinners. The kids’ friends drift in at mealtimes because they’ve discovered I’m a naïve profligate—I over-shop—and a soft touch, at least where food is concerned. I smile as they tear into Nutella sandwiches and stacks of funny-face ham and frosted wheat cereal that comes in sheets.

After breakfast, I stand on the metal grate by the door and make my restive offspring put on sun hats, sunscreen—it doubles as a midge repellent, so they don’t complain so much—and Wellington boots. The high rubber boots prove practical not only for the marshy bogs and moors but as protection against the sheep shit that litters our front yard. The sheep have discovered a gap in our sagging wire fence.

Damon, the ringleader, claps on his blue canvas legionnaire’s hat, which has side flaps and covers the back of his neck. He wears bottle-green wellies, scraggly shorts, and a Save the Panda T-shirt. I make sure he takes his EpiPen—an emergency shot of epinephrine against bee stings, to which he’s allergic.

Once the kids have passed inspection, I unhook the big swinging front gate and let them all out with their friends. “See you for lunch,” I say, waving, as they scamper off.

Damon, who dominates indoors with his force of personality, immediately falls behind as all the kids run up the hill to Lachlann’s. He follows his own meandering path to obscure this fact, veering off to beat the roadside thistles with a stick and bending down to discover natural wonders en route.

When he can, Damon also deploys his younger siblings as cover. Sam, though gangly, benign, and worshipful of his older brother, is already too fast, but little Miranda happily lingers for Damon’s attentions. Damon takes her by the hand and carries her off to the side of the road when a car comes by. He lifts her over a puddle or ditch, as if she were more helpless than she is.

“Don’t worry, I got you, Mirandy,” Damon says protectively.

Miranda plays along with her adored big brother until she gets bored and races off with the fleet Kerry—“Gonna beat you, Kerry!”—leaving Damon exposed again.

The others wait at the top as Damon slogs up the steep hill to join them. I watch him swing his hips and push his upper body forward while his striving legs lift and his feet drag and scrape the ground in their clunky rubber boots.

Damon struggles, but he always smiles and maintains his self-possession, and he always gets there. He’s not even that far behind.

“Okay, guys, what are we doing?” He catches his breath at the crest and quickly reestablishes leadership. “I know. Let’s go on a treasure hunt!”
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