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For my parents, Chuck and Carole, who believe that differences are what make people cool




“We got a future. We got somebody to talk to that gives a damn about us. . . . Because I got you to look after me, and you got me to look after you, and that’s why.”


—John Steinbeck, Of Mice and Men





Author’s Note


The narrative that follows is based on my immersive observation and reportage. For moments in the past, and for those I was unable to observe, I relied on extensive interviews to re-create scenes that were factually accurate. I have changed some names and identifying characteristics, including for Eli and Gayle, members of their family, and the people in their community, as well as for others with Williams syndrome and their relatives. I have not changed the names of Williams clinicians or researchers.





Preface


The first time I met Eli, in the late winter of 2011, he was waiting for me at his front door. Gayle had told him to expect a visitor: a writer who wanted to observe him “in his natural habitat,” as Gayle put it. She always waited to deliver exciting news like this—a guest!—until the last possible moment, so the anticipation wouldn’t overwhelm him. Still, Eli had been restlessly awaiting my arrival for the two hours since he’d gotten home from school.


At first, all I saw were pudgy fingers wrapped around the door, which was open just a crack. I heard Gayle’s command: “Do not go out there, Eli.” An eyeball appeared in the crack between the door and its frame. It bulged wide when it saw me. Then the baby-faced boy, who had just turned twelve, flung the door open. He rubbed his palms together, beaming as if he were about to open a Christmas present. Then he waved frantically, as if I might not have noticed him and might simply turn and walk away. “Hi, Kenny!” he bellowed into the snowy parking lot of his apartment complex.


Eli spoke with exclamation points: earnestly and emphatically. His voice was deep and loud—a man’s booming baritone—but cheerful and childishly nasal.


I heard Gayle’s voice again, in a stage whisper: “Her name’s Jennie.” He corrected himself without pausing, without embarrassment. His smile never faded. “Hi, Jennie!”


The greeting was comically hyperbolic, yet Eli radiated sincere, earnest warmth. Meeting me truly was as exciting as opening the biggest present under the tree. I reminded myself, before my ego swelled in proportion to Eli’s enthusiasm, that meeting anyone was this exciting for him.





WHEN I FIRST HEARD OF Williams syndrome, it had been described to me as a “cocktail party syndrome” that made people socially fearless, quick to greet strangers and to strike up a charming conversation laden with compliments and endearments. Fascinated, I began searching for more information about the disorder. I came across a news story that called people with Williams syndrome indiscriminately loving and “biologically incapable of distrust.” Another account dubbed Williams “the anti-autism”: a genetic fluke that stripped one in every 10,000 people of the inherent wariness, skepticism, and inhibition that were hardwired into the rest of us—especially introverts and New Englanders, both of which I happen to be.


Initially, I felt partly envious of this social ease and partly indignant that our conformity-loving culture saw fit to label it a disorder. Who are we to tell them they’re doing it wrong? I thought righteously, concluding that, in another time and place, people with Williams would have been canonized as saints, not diagnosed with an illness. If they love and trust everyone unconditionally, I thought, maybe they’re the ones doing it right. Maybe it’s the rest of us who need treatment.


As a journalist, I felt driven to probe more deeply. I wanted to know what Williams could tell us about the genetic basis of our personalities. How could a flipped switch that shuts off about two dozen genes—a tiny twist of the 20,000 or so genes that form a DNA strand—make us inherently loving, trusting, and outgoing? And why wasn’t that our default mode?


The more I came to understand Williams syndrome and to meet a wide range of people who had it, the more I saw that the social impulses that partly defined the disorder weren’t so clearly a gift. Their unique combination of gregariousness and guilelessness exposed a paradox in Western culture: we say we like extroverts, but when an extreme extrovert comes barreling toward us with open arms, we shy away. It’s not just warmth or openness that we value; these traits must be coupled with a more sophisticated sense of when to turn them on and off. People with Williams syndrome never turn them off. They have the social drive but not the cognitive ability to use it effectively.


With their unconditional love for humankind, people with Williams seem to come closer than any of us to what religious leaders, gurus, and self-help authors tout as an ideal. But the truth is more complicated. The response I’ve seen to people with Williams has ranged from warmth to amusement to pity to contempt. Reverence rarely makes an appearance. Nor do their overtures of friendship tend to meet with genuine reciprocation. The cruel irony of the disorder is that the very people who crave social connection the most aren’t well adapted to get it. Their insatiable drive to connect is, in itself, what ultimately pushes people away.


If not a model of behavior, then, Williams struck me as a lens that magnified some of the fundamental challenges of being human. All of us risk being taken advantage of to some degree, but what would it be like to go through life this irremediably vulnerable, biologically unable to peel your heart from your sleeve and lock it safely inside? All parents fear for their kids’ safety, but what would it mean to be the parent of a child who lacked the defenses most children come by innately? The disorder exponentially increases a parent’s normal anxieties and exaggerates one of the universal perils each of us faces: the danger of opening our hearts only to be met with rejection or exploitation. Maybe that’s one reason why some of us inwardly recoil when we see people with this condition. They hold up a mirror to the part of ourselves we’re trying our best to conceal: that utterly defenseless, deeply tender inner part that yearns for connection and kindness—and can so easily be crushed.


In 2012, after becoming immersed in the world of Williams and establishing myself as a fixture in the lives of Gayle and Eli D’Angelo, I attended the biennial Williams Syndrome Convention in Boston, where I joined a group of first-timers—parents whose children had recently been diagnosed—at a bittersweet “welcome lunch.” By then I knew enough about the disorder—which typically entails moderate intellectual disability and serious health complications along with the social symptoms—to recognize that Williams was not simply an invitation to an endless cocktail party. So did the parents, many of whom stared red-eyed at plates of lukewarm pizza. Their babies, meanwhile, cooed at everyone they saw. Toddlers tore across the mauve carpets to hug new people, while older children greeted each other exuberantly.


Karen Levine, a developmental psychologist who specializes in Williams, stood at the front of the banquet hall, working her way through a PowerPoint presentation about the disorder. Although she runs a busy private practice and teaches at Harvard Medical School, Levine gives off an easygoing, carefree energy. She smiled warmly as she delivered a speech that was part pep talk, part primer—a version of the talk she’d once given Gayle, who had brought Eli to her office for an evaluation when he was four.


Levine hoped the last slide of her presentation would offer some perspective, or at least some comic relief, to the roomful of dazed parents. In it she offered a clinical diagnosis for a little-known disorder called TROUS: The Rest of Us syndrome. Seen from the perspective of someone with Williams, this disorder includes traits such as extreme emotional distance, pathological suspicion of strangers, and a critically limited capacity for hugging.


Although I had come to accept that Williams syndrome was justifiably labeled a disability, I was gratified to hear Levine echo my initial sense that the world would be a kinder, gentler place if people with Williams formed the majority, and the rest of us were the ones with a rare clinical disorder.


“These people very rarely say ‘I love you,’ ” Levine noted of TROUS sufferers, still channeling the Williams worldview. “They might only say it a few times a day.”





ONCE I ENTERED THEIR APARTMENT that first day, Eli hugged me twice, then stepped back, catching a look from Gayle. I could see little resemblance between mother and son. He was short for his age and pudgy, his face all cheeks and dimples. His thick lips parted into a toothy smile so wide it forced his cheekbones up, squeezing his narrow eyes nearly shut. His curly brown hair was tousled, with tufts that stood on end, giving him a wild look. Gayle, on the other hand, was impeccably put together, with raven hair framing pale skin and features more refined than her son’s. Her almond eyes were outlined strikingly with dark eyeliner, her lip gloss applied just so. She greeted me calmly, a model of reserve to whose example Eli was oblivious.


She offered to take my coat, which I had to pass over Eli’s head, since he was anchored to the spot just in front of me. He squeezed my hand and pumped it like we had just signed a million-dollar business deal.


“Hello!” he chirped. “Nice to see you! I like your shirt!”


He was instantly enchanting, even to someone like me, who is not easily enchanted. I am certainly not much of a hugger. I can count the number of times I’ve hugged my own grandmother on a single hand.


Gayle ushered me over to a mint-green couch, where I sat with my notebook on my lap while Eli hovered nearby, never sitting, interrupting our conversation with bursts of chatter. He was in constant motion, a garrulous hummingbird. His conversation was a jumble of questions.


“How’d you sleep? You have a dog? Where’s your dad?” He made direct eye contact, but barely paused to listen to my answers. His mind was already racing ahead to the next question, his plan apparently to prolong our interaction by rapid-fire interrogation rather than with a leisurely back-and-forth dialogue.


The thrill of entertaining a guest, coupled with Eli’s natural hyperactivity and short attention span, propelled him into a whirling flurry of activity. He banged plastic food-shaped toys together atop a wooden butcher block in a corner of the living room, reenacting the role of Iron Chef’s Masaharu Morimoto, his second-favorite TV personality. He was half watching the TV, which played an episode of Sesame Street that he had rewound to the segment featuring Cookie Monster (his favorite TV personality). He tumbled a plastic hamburger patty in a plastic bowl and announced that he was making cookies. He sang as he cooked. As I later discovered, he sang constantly, all day every day. At the moment it was a hit by the Commodores.


“ ‘She’s a BRICK [pause] HOUSE.’ ”


When I seemed distracted by the hubbub, Gayle laughed.


“Oh, you’re probably not used to all the background noise,” she shouted. “I usually just yell over it.”


Eli buzzed over to the couch, offering me an imaginary cookie. “I love her,” he announced to Gayle as I pretended to eat the plastic burger-cookie.


“Oh, that’s nice,” she said with a good-natured smile and the practiced air of someone who was used to hearing declarations of love.





IT WAS EASY TO FALL in love with Eli. Once you got to know him, it was also easy to see how his endless capacity for love could put him in danger. Gayle worried about his well-being whenever he was out of her sight, which, apart from school, was hardly ever. She didn’t let him outside to play in front of their apartment, to socialize with the other boys who ran wild around the common spaces. Even though Eli craved social interaction above all else, Gayle couldn’t justify the risks, from bullying to the physical and sexual abuse that people with Williams are uniquely susceptible to.


“I wish I could let him, but I just can’t,” she told me.


While Eli’s safety was Gayle’s foremost concern, it wasn’t her only worry. Assuming Eli made it through childhood unscathed, there was the question of what kind of adulthood he would have. Would he be able to master the skills necessary to live alone? Could he achieve some measure of independence? Would he be able to protect himself from exploitation? Could he ever overcome the endless urge to hug everyone he saw?


At twelve, Eli was on the cusp of a critical transition. When he entered adolescence, he’d be expected to establish himself as a person apart from his mother, make his own friends, and begin to forge his own way in the world. But as he baked pretend cookies in his pretend kitchen, he seemed more like a toddler than a tween, with no trace of the sophistication he’d need to navigate the typical world of teenagers—a world in which hierarchies were established, cliques were formed, and rivalries could be cutthroat.


Eli, earnest and artless, seemed destined to land at the bottom of the adolescent social order, where he’d be an easy target for those at the top. And while he gave no thought at all to climbing the social ladder, he eagerly wanted to make friends. So far, his attempts to do so had mostly fizzled. Most of the kids he knew at school were nice enough to him, but they didn’t invite him over on the weekends. In his special-needs class, he had too little in common with the other students—none of whom had Williams—to establish a meaningful rapport. To make the connections he coveted, he’d need to develop some of the social tools with which most of us come pre-equipped. Whether or not he could do so would mean the difference between being an active member of the human tribe or living a life on the margins, facing an especially acute loneliness.


After this first night in Eli’s company, I went on to spend three years shadowing him and Gayle, documenting their individual journeys as well as the immense bond that united them. As I watched Gayle care for her son during the most difficult years of both of their lives, she became, in my mind, the hero of a war on two fronts: one, the battle to keep Eli safe; the other, to help him achieve his full potential. On both fronts, she fought with a ferocity born of boundless love.





WHEN ELI GREW TIRED OF making cookies, he begged Gayle to draw a picture of Cookie Monster. She humored him, although similar portraits of the Muppet, done in blue crayon, were already scattered throughout the living room. When she finished, Eli reacted with the delight of someone who had just been given a signed Picasso.


“Oooh,” he said. He took the paper from her and grasped it tightly, crumpling the edges in his fists. Then he began to sing again, switching from the Commodores to “ ‘C’ Is for Cookie.”


He remained cheerful until it was time for me to go. He seemed surprised to learn that I was not spending the night—that our friendship would be interrupted. His face fell.


“You’re leaving?” he asked plaintively.


I told him I’d see him again. He smiled.


As soon as I had stepped across the threshold, he called out, “I miss you!”





One


Unlocked


Gayle didn’t know where to turn. She had been driving east for hours on an unfamiliar highway (I-80) in an unfamiliar state (Pennsylvania), searching with increasing desperation for a place to stop for the night. She had been checking each exit since 9 p.m. But every reputable hotel from Clarion to Punxsutawney had been booked full. Now it was past 11. She tapped her crimson fingernails anxiously on the steering wheel.


Twelve-year-old Eli was scribbling with crayons on a notepad in the backseat. His crayons were the fat kind that kindergartners used; Gayle bought them because they were easier for him to grip than the slender version. He clutched a red crayon tightly in his fist and drew furious circles, throwing his full weight into the task. Then he lifted the crayon from the page and stabbed it rapid-fire—a manic pointillist creating a fusillade of dots. A few tore through the paper. He lifted his artwork and admired it in the dome light, which Gayle had left on for him. He chirped with glee, smiling to himself. Then he selected a blue crayon, bent his head over the notepad, and began again. As he worked, he sang a selection of hits from Disney’s Lion King. Every few minutes he asked enthusiastically, “When are we gonna get to the hotel?”


Road trips were a source of great excitement for Eli, since they meant a new cast of characters and new social opportunities he wouldn’t find at home. Home was a town house in a small Connecticut apartment complex where Eli and his mother lived by themselves. Eli’s father hadn’t been around for years.


From his kitchen window Eli often watched other boys his age playing in the parking lot. From the French doors overlooking his back patio, he caught glimpses of them shooting basketballs through the hoop behind the subdivision’s communal grass patch. But he’d never joined them. Even if he’d been invited, Gayle wouldn’t have let him go.


Road trips, however, meant stopping at diners and hotels—places where you could meet new people and see unfamiliar vacuum cleaners and overhead fans, to Eli’s great delight. And this had been a nice, long summer road trip: two days north to Michigan and now two days back. Eli squirmed giddily in anticipation of all the adventure still in store.


“We’ll be there soon, Eli,” Gayle said. Her voice was worried, slightly exasperated. She asked him to sing a little more quietly.





IT WAS NEARLY MIDNIGHT, AND Eli was dozing, when Gayle finally found a motel with a vacancy: a low white-brick building near an oil refinery in Clearfield, Pennsylvania. But as soon as she pulled into the parking lot, she was tempted to turn around and keep driving. The warm air drifting through her open window carried the acrid smell of diesel fuel on a cloud of cigarette smoke. The parking lot was filled with work trucks around which men stood in groups dimly lit by streetlights. Tractor-trailers lined the edges of the parking lot, bordering the motel like a menacing metal hedgerow.


Gayle considered getting back on the highway. If she drove all night, they could be home by morning. But she knew she was too tired. They were stuck here at the Clearfield Budget Inn.


Eli woke up when the car rolled to a stop. He surveyed the landscape enthusiastically, oblivious to the seediness of the place.


“I’ve never been here in a long time!” he exclaimed, clapping his hands together.


Gayle stepped out of the car and into the July heat, and opened the back door to let him out. She could feel the eyes of the men on her, the only woman in their midst, and on Eli, who was now rocking back and forth on his heels with excitement. Both Gayle and Eli were rumpled from hours in the car. Gayle, a youthful forty-one-year-old, wore a purple camisole and capri-length cargo pants that revealed some of her tattoos. On her back, feathery wings spread outward from her spine. Her left shin was covered with a series of colorful images: on the back, a dragonfly; on the left, flaming dice; on the right, a serpent coiled around a sword; and on the front, a red heart with a banner that said “Eli.”


Her long black hair, usually wavy, had gone limp in the muggy heat. She had pulled it up into a clip, revealing the discs that had stretched dime-size holes in her earlobes.


Eli wore a black T-shirt and the baggy denim shorts that Gayle had bought at Kohl’s just before the road trip, hoping these wouldn’t split at the seams like his last pair. She described her son as “husky,” but it was his pear shape that made him hard to shop for. Boys’ clothes weren’t designed with this shape in mind.


She ran a protective hand through Eli’s dark curls. His features were those of a much younger child: chubby cheeks, an upturned nose, and a smile so wide it made his eyes crinkle. They were crinkling now. His face was bright with joy, and he tugged at Gayle’s arm, pulling her toward the light, the trucks, the men. She jerked him forcefully in the other direction.


In the sweltering front office, the motel’s owner, an Indian man with thinning white hair, slid open a thick glass window—Bulletproof, Gayle thought. He looked as tired as Gayle felt. She rummaged through her purse to find her wallet and handed him her credit card. Eli, meanwhile, bounced up from behind her, smiling broadly.


“I’m Eli! What’s your name?” he said, extending a hand to the motel owner. The counter was higher than Eli’s head, but he stood on his tiptoes and strained to reach. The man gave him a quizzical look. Without answering, he reached through the window and shook Eli’s hand.


Turning to Gayle, the motel owner nodded toward the parking lot. “Don’t worry about those guys,” he said. “They’re here for the summer, working construction. They just like to relax out there after work.”


Only slightly reassured, Gayle took the room key.


“He likes me,” Eli declared as they left the office, pointing his thumb toward his own chest.


“I’m sure he does,” Gayle agreed blankly. She was already scanning the row of doors for the number on her key. She slung Eli’s backpack over her shoulder, rolling her suitcase across the uneven pavement with one hand and holding Eli’s hand with the other.


Eli peered at the faces of the men in the parking lot, hopeful that someone would return his gaze, but they looked away when he caught their eyes. One man lit a cigarette; another stubbed one out on the pavement. One man mumbled something too quietly for Gayle to hear. The others laughed.


Apart from the rest of the group, one man sat alone on the sidewalk, his elbows propped on bent knees, his head drooping heavily in his hands. His eyes were closed. Gayle noticed his sinewy arms, his muddy work boots. Maybe he was just tired from a long day, but Gayle’s instincts told her he was more likely drunk or high. She looked for a way around him, but he was on the walkway just in front of her room. There was no other way to go.


She whispered to Eli through clenched teeth, “Do. Not. Say. Anything. To. Him.”


“Why?” Eli replied in an ordinary voice. They were ten feet from the man, and closing in.


Gayle raised a finger to her lips. “Because. He’s sleeping.”


Eli’s eyes never left the stranger. When they were less than an arm’s length from the man, Eli shouted, “Are you sleeping?”


The man raised his head and gave him a dark, bleary look but didn’t speak. Eli grinned at him. The man dropped his head again. Gayle pulled Eli past, fumbled to unlock the door to their room, and dragged Eli inside. She shut the door hard behind her.


The motel room was outdated—forest-green carpeting, purple-and-green-swirled curtains and a pink bedspread—but it looked clean, at least. Gayle checked the mattress ticking for bedbug shells but found none. There was still a faint smell of smoke inside, which grew stronger when she turned on the air conditioner. She could hear the men’s voices outside, even over the rattling of the AC, and wondered if she’d be able to fall asleep here. Eli, meanwhile, pulled off his Velcro shoes and his shorts, dove under the polyester bedspread, and was snoring before the lights went out.


The next morning Gayle spent close to an hour looking for the room key, which she had somehow lost. She dumped out the contents of her suitcase, her purse, and Eli’s backpack. Eli chattered happily while she searched, asking questions she only half answered.


“What are we going to have for breakfast, Mom?”


“I don’t know. We’ll see.”


“We can go to a diner?”


“Maybe. I don’t know what’s around here.”


“I think there’s a diner!”


“Oh, you do?” She couldn’t help but smile at his optimism. He stood at her shoulder, looking up at her expectantly. She set down the backpack she had been rifling through and gave him a hug before continuing her search.


When she kneeled to search under the bed, Eli sprawled atop the shiny pink bedspread and watched her. When she moved into the bathroom, he jumped up and followed her. Gayle crouched to look behind the toilet.


“You can draw a picture of a truck?” Eli asked from the doorway, tilting his head sideways to see her face.


“Not now, Eli. But maybe later.” She opened the cupboard below the sink and looked beneath the extra rolls of toilet paper. She couldn’t really imagine how the key could have gotten under a roll of toilet paper, but she was out of ideas.


“But you can draw it for me?”


“Yes, OK. But later.”


She squeezed past him, back into the bedroom. She pulled the dresser away from the wall in case the key had slipped behind it. It hadn’t. Eli flopped back down on the bed. He cupped his chin in his hand and sighed, growing bored. Gayle rechecked every place she had already looked. The key was nowhere.


Finally she instructed Eli to wait in the room while she flagged down the motel owner. He was also apparently the motel’s one-man housekeeping crew: she saw him a few doors down with a cart full of cleaning supplies. She sheepishly confessed to losing the key.


“I have it,” he said. “You left it in the door last night.”


Gayle’s mind raced with retroactive terror. As if they weren’t vulnerable enough already, she’d made it even easier for danger to creep in. She pictured a lineup of the men who must have passed their door while they slept, and the key turn that would have brought them inside. Not only had the door been unlocked, it had been advertised as such. The dangling key chain might as well have been a neon welcome sign.


Gayle shuddered. This was, after all, the central struggle of her life: trying to shelter her son from the world. Eli himself was perpetually unlocked, open, and vulnerable. He carried a welcome sign wherever he went. Gayle was the only barrier between him and everything that lurked outside the door.


She dashed back to the motel room, which she had left unlocked this time by necessity. Eli’s face was pressed to the window. It lit up when he saw her and, behind her, the motel owner. He waved at both of them ecstatically, as if he were being rescued from a desert island and it had been years since he’d seen another human being.





Two


Diagnosis


On a brisk mid-March morning in 2000, Gayle hurried to her cubicle at work. She was in a rush to boot up her computer, to search the internet for a medical term she had just heard for the first time.


“Williams syndrome” meant nothing to her—nothing specific—and yet something about it filled her with dread. In the short drive from Eli’s day care center to the office building where she’d worked an administrative job since she was just out of high school, the dread had risen to a level of near panic. Her hands shook as she typed the words into a search engine. She clicked on the first website she saw, an online medical dictionary, and scanned the screen quickly. She read as much as she could before her eyes filled with tears and blurred the words. Then she ducked her head over her trash can and threw up.





SHE KNEW SOMETHING WAS WRONG with her baby. She’d known that for a while. Eli cried often, as if in pain. He didn’t sleep. He wasn’t gaining weight.


Gayle knew this wasn’t just normal baby stuff because her cousin and her best friend had both had babies around the same time she had Eli, and theirs were different. They ate more, slept more, and moved more. They were already taking their first steps and saying their first words. At thirteen months, Eli wasn’t walking or speaking. He wasn’t even crawling.


Eli’s pediatrician, Dr. Hanover, agreed that there was cause for concern. He’d recently given Eli one of the bleakest labels in the medical book: “failure to thrive.” Eli was only in the fifth percentile on growth charts. Tiny.


Eli’s health problems, seemingly unrelated to each other, were piling up. Dr. Hanover had referred him to a gastroenterologist, who diagnosed Eli with reflux and prescribed him a baby dose of Pepcid. The pediatrician also diagnosed a slight heart murmur. He noted that one of Eli’s pupils dilated much more than the other in light—something called Horner’s syndrome. He sent Eli to an ear, nose, and throat specialist to see about his frequent ear infections and hypersensitivity to sound.


By Eli’s one-year checkup, it was also obvious that his motor skills were not developing as they should. Dr. Hanover put in another call, and on March 1 two women visited Gayle’s home to evaluate her son.


The pair worked for Connecticut’s Birth to Three program, which provides services for children with developmental delays. They played with Eli for an hour in the living room of the family’s split-level ranch while Gayle and her husband, Alan, watched nervously. During their visit, the women recorded the following assessments:


“In back lying, Eli easily brings his feet to his hands. He rolls to his tummy and returns with ease. He is not yet able to transition into sitting by himself. . . . Eli’s gross motor skills appear to be at approximately an eight-month level. . . .


“Eli is an alert baby; he enjoyed interacting with the evaluators during the session. He can alternate his gaze between two objects and enjoys staring at his hands. . . . Eli looked for a ring that was partially hidden under a washcloth, indicating the emerging understanding of object permanence. Eli’s skills appear to be at approximately an eight-month level in the cognitive domain.”


It was in the “personal-social domain” that the evaluators felt Eli performed best. They judged his social skills to be roughly on par with his age, and wrote: “Eli was cheerful for most of the evaluation. He smiled readily at the unfamiliar evaluators and enjoyed engagement and physical handling for nearly a full hour. . . . Mom reports that Eli is a ‘cuddly’ baby who especially enjoys singing.”


The evaluators left the session feeling perplexed. They agreed that the baby was engaging, alert, and attentive in a way that seemed to belie an intellectual disability.


But they also agreed that something was very wrong with him. They had no idea what it was. They deemed him eligible for state-funded early-intervention services and left it at that.


In their final report, they wrote: “Eli is a delightful young boy who is very sociable. It is difficult to suggest an explanation to account for the overall delays exhibited during this evaluation. Eli’s interest in his environment is an asset that will assist him in acquiring further advances in developmental skills.”


They called Gayle a few days later to tell her that a physical therapist would begin visiting Eli at his day care center to help him learn to walk. Gayle was grateful. She hoped her son just needed a little extra help to catch up. Maybe once his reflux is under control and he puts on some weight, she thought, he can bring those motor skills up to speed. Then everything will be back on track.





BEFORE CHRISTMAS, GAYLE HAD TAKEN a group photo of Eli and his day care classmates. She’d put a print of the beaming baby faces in each child’s cubby as a gift for their parents. She thought of the photo again one morning, a week or so after the Birth to Three evaluation, when she told an aide at Eli’s day care to expect visits from a physical therapist.


“She’ll be coming in to help Eli with walking,” Gayle said when she dropped Eli off before work. “Eli’s motor skills aren’t where they should be, so they hope this will help him catch up.”


“Oh, good,” the aide said. “Has he been having health problems?”


“Well, he has a heart murmur, but it’s mild,” Gayle said, unsure exactly how to answer. “He has pretty severe reflux. He also has a condition that makes one of his pupils dilate more than the other; it’s called Horner’s syndrome. Do you know anything about Horner’s? I think it has something to do with them using forceps when he was born, but I’m not sure.”


“No, I don’t,” the teacher said, “but you should ask Jonathan’s mom. She’s a pediatrician.”


The teacher nodded toward a tall woman who was squeezing her son’s puffy coat into his cubby. Gayle recognized Jonathan’s mom from the day care center’s holiday party but hadn’t known she was a doctor. She was a quiet woman who didn’t socialize much with the other mothers.


“Oh, you’re a pediatrician?” Gayle said, and Jonathan’s mother looked up from the row of wooden cubbies. Gayle smiled at her. “Do you know anything about Horner’s syndrome?”


The woman deliberated for a second without returning her smile. It occurred to Gayle later that she’d been contemplating whether to reveal what she had been holding back. Then she decided to let it out.


“No,” she said slowly. “But . . . have you ever seen a geneticist?”


“No,” Gayle said, taken aback. “Why would I see a geneticist?”


The pediatrician responded slowly, as if choosing her words carefully.


“Well, Eli has some characteristics that could be part of a certain syndrome.”


“What do you mean?” Gayle said, trying not to sound defensive. “Characteristics? Like what?”


“The heart murmur, the developmental delay, the wide smile,” the woman said, lifting her hand to her face and squeezing her cheeks when she said “wide smile,” although she wasn’t smiling. “They’re all signs of a certain syndrome.”


“What syndrome?”


“It’s called Williams syndrome.”


The woman shifted her weight from one foot to the other, as if keeping her muscles limber for a quick retreat. From her strained tone and awkward manner, Gayle could tell that, whatever else Williams entailed, it was supremely bad news.


“Oh,” Gayle said, feigning nonchalance. The dread was forming already, a hard knot deep in her stomach. “I guess I’ll have to ask Eli’s pediatrician about that.”


“There’s a doctor at Yale who specializes in Williams,” Jonathan’s mom offered helpfully, giving Gayle an unfamiliar name. “You might want to contact her.”


Gayle nodded, hoping her face didn’t betray how much she was unraveling inside. It was all she could do not to bolt from the room in search of an internet connection. She mustered all her willpower to keep herself composed.


“Well, thanks for the information,” she said in just a slightly higher voice than normal, clutching her purse close. “I’ll check into it.”





ALONE IN HER CUBICLE, SHE composed herself and forced her eyes back to the screen, to the description of Williams syndrome. Caused by the deletion of twenty-six genes from one strand of chromosome 7, it manifested itself in young children as a heart murmur, sleeplessness, fussiness, sensitivity to sound, and “a highly social personality from birth.” People with Williams, the website said, tend to be extremely outgoing, friendly, and affectionate—even as babies—to relatives and strangers alike.


Eli had every symptom on the list.


Gayle lingered first over the syndrome’s cardiac effects. A heart murmur, she learned, could be a portent of supravalvular aortic stenosis, or SVAS, a dangerous narrowing of the main blood vessel leading away from the heart. SVAS is common in people with Williams, one side effect of a missing elastin gene, which also frequently leads to pulmonary stenosis, obstructing the flow of blood from the heart to the lungs. Because of these conditions, the risk of heart attack and sudden death are much higher among people with Williams, and even infants often undergo surgery to expand their narrow blood vessels.


Gayle consoled herself with the pediatrician’s assurance that Eli’s heart murmur was mild. He would have heard more than a slight murmur if Eli’s arteries were blocked, wouldn’t he?


She followed a link to photos documenting the unique facial characteristics of people with Williams syndrome. She hadn’t noticed anything unusual about Eli’s face before. He’s a baby, she thought. He looks like a baby. But all the pictures of kids with Williams looked uncannily like Eli, with upturned noses, protruding ears, pointy chins, thick lips, and wide, gap-toothed smiles. Eli’s teeth have just started coming in, though. Of course he’s gap-toothed. Still, she felt rattled. The pictures of older people with Williams pushed her over the edge. The adorable elfin faces looked uncannily out of place on adults. They don’t look as cute anymore, Gayle mused. Feeling guilty, she instantly tried to unthink the thought.


She hit the back button, returning to the list of symptoms. She noted the irony that, despite their lack of social anxiety, people with Williams often suffer from severe generalized anxiety and specific phobias. In fact, they are about five times more likely than the general population to be diagnosed with generalized anxiety disorder.


She began scrolling through the cognitive effects, but her heart snagged on the words “intellectual disability.” The average IQ for someone with Williams is around 55, making most people with the syndrome mildly to moderately intellectually disabled. Eli’s attentiveness to people might not have been the sign of heightened intellect that the state evaluators took it to be. It might have been another symptom of the disorder: the “highly social personality” that is the reason Williams is often called the opposite of autism.


This tendency, the hallmark of Williams syndrome, is both its silver lining and its most disabling feature. In their unstoppable urge to connect with others, those with the syndrome alienate the people they hope to befriend, and often attract people who are more eager to take advantage of their indiscriminate affection than to reciprocate it.


Gayle couldn’t stand to read any more. She picked up her desk phone and punched the number for Eli’s pediatrician, which she had memorized. Her breath came fast and ragged. She told the receptionist she needed to speak with Dr. Hanover immediately: it was an emergency. She waited on hold for a minute or two, which felt like an eternity. Then the doctor picked up.


“Could Eli have Williams syndrome?” she asked. The doctor paused for a moment.


“I never thought of that,” he said. She heard the clicking of a keyboard over the phone, and wondered if he was looking up the same online medical dictionary she had consulted. “I suppose he could.”





GAYLE HAD TO WAIT SEVERAL weeks for an appointment with the Yale geneticist Jonathan’s mom mentioned: Dr. Barbara Pober. In the meantime she dropped Eli off late at day care every day to avoid running into the pediatrician. It took everything she had to get through ordinary interactions without breaking down; seeing Jonathan’s mom again now would push her over the edge.


The edge felt dangerously close, all the time. She made it through each day on autopilot; inside, she felt hopeless, desperate, overwhelmed. She balked when Eli’s pediatrician said, about the possibility of Williams syndrome, “You know, kids with disabilities today, it’s not the end of the world.” He tried to explain: the stigma was not what it once was. People with intellectual disabilities weren’t shuffled off to homes and institutions anymore. Parents had access to more resources, better services. Early intervention increased the prospects of independence in adulthood . . . But Gayle had stopped listening. It IS the end of the world, she thought. How can you say it’s not?


Seeing other children who were the same age as Eli but leaps and bounds ahead of him developmentally, she felt her throat tighten. Looking at their parents, she realized: They have this hope for the future that I don’t have anymore.


Gayle’s family was supportive, but sometimes being around them only deepened her sense of loss. She grew frustrated when they pretended nothing was wrong. She didn’t know which was worse: the look of pity people sometimes gave her when she told them about the possibility that Eli had Williams syndrome, or when they ignored what she’d said and acted as if it were something he’d grow out of.


Sometimes they praised Eli for being quieter and less troublesome than other kids. Gayle’s cousin Marcia had a daughter, Kylie, who was the same age as Eli, and she was a restless ball of energy. At one family gathering she kept toddling off and had to be chased down again and again, while Eli never moved from his spot. Someone said to Gayle, “Look at Eli, sitting there all nice. Why can’t Kylie do that?”


Because he can’t crawl yet, Gayle thought but didn’t say. He’s delayed. You wouldn’t want Kylie to be like him. Why would you say that?


Her emotions rubbed raw, she grew indignant when the parents of normal kids didn’t appreciate how lucky they were. One day she overheard a coworker talking about his daughter, a straight-A student who had just finished her freshman year of college and gained the freshman fifteen—or maybe more like thirty. The man was telling someone over the phone, “We’re going to take her to the doctor, get her some pills. We can’t have this. You know how I feel about fat people.” Gayle wanted to punch the man. Can’t you just be grateful that she’s brilliant? You want to take her to the doctor because she’s gained weight?


She was aware that most people didn’t just sit around being grateful their kids didn’t have an intellectual disability. But they should, she thought. They should be thankful every day. She dwelled on this aspect of the disorder more than anything else. Without normal intelligence, Eli wouldn’t be able to achieve all that she had envisioned for his life. She hadn’t exactly expected him to become president or cure cancer, but anything had seemed possible. Part of her hoped he would become a musician, fulfilling a fantasy she and her husband had both entertained.


Both she and Alan considered themselves edgy, freethinking nonconformists. Their musical interests lay outside the mainstream, somewhere between punk and hard rock, from Alice Cooper to White Zombie, along with the Misfits, the Cramps, and the Ramones. And although they hadn’t gone to as many rock shows since Eli was born, they still aspired to something more than their day jobs as office administrator and machinist, respectively.


They had high hopes for Eli, too: if he didn’t grow up to be a rock star, then at least he would do something meaningful, something cool. They expected him to stand out somehow. And Williams syndrome—any intellectual disability—stood in the way. Gayle resented the disorder itself, the genetic anomaly that would rob her son of options in life.


She even felt irritated with Dr. Pober for making her wait so long for an appointment. At first she was told it could take months, since Dr. Pober was away on extended personal leave. Gayle refused to accept the delay. She called the office every day, bullying the doctor’s staff into making an exception. Years later, after she learned that Dr. Pober’s mother had reached the final stage of a terminal illness that spring, and that the doctor had taken time off to be with her, Gayle regretted her pushiness. But at the time, it didn’t occur to her that anyone else’s troubles could be as urgent as her own.


She counted the days to her appointment, desperate to know for sure. At the same time she dreaded the approaching date: April 10. Until that day, there was still a chance Eli didn’t have Williams, and she could hold out hope for a normal life, for him and for herself. She clung to that hope even as she grieved its loss.





THE APPOINTMENT WAS AT 8 A.M. on a Monday morning. Gayle and Alan arrived early and made their way through the brightly painted, antiseptic-scented corridors of Yale New Haven Children’s Hospital. The juxtaposition of the cheerful and the sterile unnerved Gayle. She tightened her hold on the warm, wriggling bundle in her arms. The tendons in her forearms tensed, locking around Eli like steel cables.


She had come prepared to fight against a diagnosis, to prove to the geneticist that this was all a misunderstanding. A few weeks earlier she had taken Eli to a lab for the blood test that would tell Dr. Pober conclusively whether he had the disorder. In the meantime, applying a measure of magical thinking to sway the test results, she searched for proof that he didn’t. Now, in her purse, she carried a white envelope stuffed with photos of her father, her uncle, her cousins, herself. Her father had the same wide smile as Eli; she herself had had the same upturned nose as a baby. She planned to show the photos to Dr. Pober to prove that Eli’s appearance was not some genetic fluke. She’d rehearsed the scene over and over in her head: Dr. Pober would look at the photos and realize that it wasn’t Williams after all. Gayle would apologize profusely for wasting her time. Then she’d take her baby home.


The pediatric hospital room wasn’t much different from an adult hospital room: there was an exam table lined with white paper, a blood pressure cuff hanging on the wall. But the table and the cuff were little. Kid-size. This unnerved Gayle even more. She fixed her eyes on the children’s books on a side table, next to a stuffed Elmo doll, studying the titles in an effort to keep her nerves at bay. Dr. Pober didn’t keep them waiting long. When she appeared, Gayle was struck by how small she was—just a little more than child-size herself. But her manner was solemn.


Although Gayle didn’t appreciate it at this first appointment, Dr. Pober was the East Coast’s preeminent authority on Williams syndrome. Almost everyone diagnosed with Williams in New England came to see her; she just happened to be a short drive away from Gayle—a stroke of luck for which Gayle would later be grateful. Dr. Pober had specialized in Williams since the 1980s, before the genes involved had been identified, and before it could be diagnosed by a simple blood test: the FISH test, which uses fluorescent dye to light up DNA strands so deletions become visible under a microscope. When she began her career, a Williams diagnosis could be made only by observation, like autism today, based on symptoms and facial features.


A chance assignment during her pediatrics residency in 1978 had introduced Dr. Pober to the disorder, and she immediately fell in love with the people who had it. She was struck by their warmth and their incredible empathy. They seemed able to read people’s moods, picking up on cues that were invisible to everyone else. One day, when she was seeing patients in the Williams clinic, Dr. Pober was distressed about something she didn’t want to share with her colleagues. She was putting up a brave front, hiding her feelings—or so she thought. A patient walked in, looked at her face, and immediately said, “What’s wrong, Dr. Pober? You look sad.”


Drawn to Williams despite not being particularly gregarious herself, Dr. Pober cared deeply about her patients. Parents raved about how far out of her way she went to help them, returning calls promptly and dispensing endless wisdom. None of them, however, could recall their first meeting with the geneticist happily: she had made her initial appearance in all of their lives as the bearer of terrible news.


Dr. Pober introduced herself to Gayle and Alan, her manner neither friendly nor unfriendly, just professional. She studied Eli without lifting him from Gayle’s arms. She took his hand and spread his fingers, examining his nails. She seemed to have a diagnosis in mind already.


“Yep,” she said, half to herself, running the tip of her finger across his tiny fingernail. “He has these wide nail beds and curved fingernails.”


Like you can tell from his fingernails, Gayle thought. Dr. Pober made a note. Gayle heard the scratch of pen on paper like nails on a chalkboard, felt it like a knifepoint along her skin.


Gayle’s pulse raced while Dr. Pober dug through a folder for Eli’s test results. She stood motionless, paralyzed, while the doctor read the results aloud. They confirmed Gayle’s suspicion and her worst fear: Eli was indeed missing the genes implicated in Williams.


Time froze. Gayle’s heart dropped into her stomach, which in turn seemed to drop to the floor. She was a statue with clenched fists when Dr. Pober left the room to give the family a moment alone to digest the news.


She stared at Eli. So did Alan. He was a rugged-looking man, with frost-blue eyes and a full beard. Now his eyes glistened and his beard grew damp with tears.


Gayle did not cry. She was still in battle mode, although she’d never even had the chance to take the photos out of her purse. The fight had been over before she knew it had begun.


“What does it mean?” Gayle asked when the doctor returned. She had read enough about Williams online to answer her own question, but she wanted to hear it from an expert.


“Well, everyone’s different.”


“But what are some of the things it can mean?”


Dr. Pober listed the most common health effects: SVAS; acid reflux; gastrointestinal problems; high blood calcium levels; low muscle tone; joint stiffness; vision problems, including lazy eye; poor weight gain among children; obesity among adults . . .


Gayle had trouble focusing. She picked up blips here and there—words and phrases. She shifted back and forth between the real-time words of the geneticist and the script playing in her head, the list of everything she’d read about Williams and tried not to apply to her son. She thought about the lack of social inhibitions, and the endless capacity for affection, that made kids with Williams uniquely vulnerable. She began to consider a life of constant vigilance, above and beyond the constant vigilance that is every parent’s lot.


She shifted her focus back to the doctor, who was now describing the intellectual abilities of people with Williams. Most had trouble with math, abstract reasoning, and visual-spatial processing, Dr. Pober said. On the other hand, she added encouragingly, people with Williams were known for their remarkable verbal abilities.


“Most adults are able to read, although there is a broad range of reading skills,” she said. Once again Gayle felt as if her brain had been sucked into a tunnel where words reached it only as faint, incomprehensible echoes. She stared at the geneticist, watching her lips move and registering nothing. When Dr. Pober paused, Gayle collected herself and asked what the future would hold for Eli.


“Well, he’ll likely have a job,” she heard the doctor say. “Not a job like you or I have. Probably something involving repetitive tasks.”


Something menial, Gayle translated. She was ready to fight again. The audacity of this woman! How could she take one look at an adorable baby in his fuzzy blue overalls and proclaim him capable only of repetitive tasks when he grew up? Not a job like you or I have. The phrase lodged in Gayle’s brain like shrapnel.


She was barely paying attention when the doctor said, “He most likely won’t be able to drive a car.” She tuned in again when she heard her say, “Some people have intelligence in the normal range, but most do have a lower IQ than normal.”


This phrase, too, stuck in her brain: Some people have normal intelligence. When she got home later that day, she called Dr. Pober’s assistant to make sure she’d heard that right.


“You did say some people have normal intelligence, right?” she asked.


The assistant qualified the statement: “There are some folks who test normally, but there’s always some deficit: poor coordination or poor visual-spatial skills. Math is almost always a challenge—”


Gayle cut her off. “But there are SOME with normal intelligence?” She was like a lawyer with a witness: all she wanted to hear was yes or no. Specifically: yes. She wanted to believe that her son would be the one to break the curve.


Years later she would look back at Dr. Pober’s notes from this appointment and find that they traced the entire arc of Eli’s life.


The notes read:


We spent some time discussing both short-term and long-term developmental expectations in an individual with Williams syndrome. Young children master developmental milestones, but at a slightly later than typical age. For instance, the average age of walking is two years. Most individuals with Williams syndrome develop strong language skills, but there typically is some delay in the acquisition of expressive speech. Looking ahead to the school years, most children with Williams syndrome do relatively well in the early elementary school years, often in an integrated preschool classroom and eventually in a regular classroom with extra teacher support. However, some children are in special-education classrooms from the beginning of their school experience. . . . In terms of Williams syndrome adults, most reside with a family member or in a group home for mildly handicapped adults. Most individuals that we follow are employed, though typically in a supervised setting doing a repetitive job.


Something menial, Gayle would think again. Not a job like you or I have.


At the hospital, the words were still ricocheting in her brain as she walked back down the cold-cheerful hall, defeated. She and Alan didn’t exchange words. His face was still wet with tears. Hers was blank, shocked. They retrieved Gayle’s car from the valet: a two-door Chevy Cavalier, a relic of the era before Eli. Gayle leaned awkwardly through the passenger side door to strap Eli into his car seat in the back. She stared at him for a moment and thought: Things are going to be different from this moment on. She felt suddenly as if she didn’t even know her son. For fourteen months she’d thought she understood who he was and who he would become. Now he was a stranger.


On the way home they stopped at a local diner for breakfast. They were regulars there, but everything now felt strange and foreign to Gayle. The waitress—their regular waitress, a hard-looking woman with a short, spiky hairdo and a rose tattoo on her forearm—seemed to read their distress. She frowned empathetically at Eli, who smiled at her and burbled a wordless greeting.


“Can I pick him up?” she asked. Gayle handed Eli to her without answering.


The waitress bounced Eli gently on her hip, looking intently at his parents. Alan’s eyes were dry but glazed over. Both of their faces drooped listlessly. We must look like zombies, Gayle thought.


The waitress clearly sensed that something terrible had happened; maybe she could tell that it had to do with Eli. Normally, Gayle would have made small talk to cover for a bad mood. She would have pretended things were fine. But today she couldn’t muster the energy. She stared at the laminated tabletop, half seeing her own reflection.
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