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For Michael, who makes the impossible possible every day
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Introduction

I am sitting at the back of a university physics class while the students cluster in small groups around the whiteboards lining the lecture hall, ready to tackle the day’s equation.

Work proceeds in fits and starts. There’s a great deal of erasing. As the teams of students begin to bicker, I catch a glimpse of my nine-year-old son at the front of the room, chatting easily with the professor. The frustration level in the room mounts. Finally, my son pulls a chair over to a whiteboard and steps up on it. Even so, he must stand on his tiptoes, straining his arm as high as it can go.

This is his first encounter with the equation, just as it is for all the other students in the class, but he doesn’t pause to deliberate. Instead, the numbers flow fast and fluently from his pen. Before long, everyone in the room is watching. The students from the other teams stop their work to stare at this little kid in the backward baseball cap. My son doesn’t notice the gaping onlookers because he’s happily engrossed by the numbers and symbols flying onto the board. They mount up at impossible speed: five lines, then ten, then fifteen, spilling over into the whiteboard space of the group next to his.

Soon he’s talking to the others on his team, pointing and explaining and asking leading questions, the way a teacher would. A serious woman with a French braid breaks away from her own group, drawing closer to listen. She’s joined by a stoop-shouldered young man, who nods his head vigorously as comprehension dawns.

In a matter of minutes, all of the students at the front of the auditorium have gathered around my little boy. When he points out a trick he’s found in the equation, he bounces on the balls of his feet in delight. A bearded student calls out a question. I glance over at the professor, who is leaning against the wall with a smile on his face.

Now that they get the problem, the college students rejoin their own groups, and their markers begin to move as well, but the tension in their body language is unmistakable: No one in the room loves the equation like my son.

Class is dismissed, and the auditorium empties. My son packs up his markers, talking animatedly to a fellow classmate about a new NBA videogame they both want. As they come up the stairs toward me, the professor approaches and extends his hand.

“Mrs. Barnett, I’ve been wanting to tell you how much I enjoy having Jake in my class. He’s bringing out the best in the other students, to be sure; they’re not used to being lapped like this. To be honest, I’m not completely confident I’ll be able to keep up with him myself!”

I laugh along with him.

“Oh, gosh,” I say. “You’ve just pretty much described the story of my life.”

My name is Kristine Barnett, and my son Jake is considered to be a prodigy in math and science. He began taking college-level courses in math, astronomy, and physics at age eight and was accepted to university at nine. Not long after, he began work on an original theory in the field of relativity. The equations were so long they spilled over from his gigantic whiteboard onto the windows of our home. Uncertain how to help, I asked Jake if there was someone he might show his work to, and a renowned physicist I contacted on Jake’s behalf generously agreed to review an early iteration. He confirmed that Jake was indeed working on an original theory and also said that if the theory held, it would put him in line for a Nobel Prize.

That summer, at age twelve, Jake was hired as a paid researcher in physics at the university. It was his first summer job. By the third week, he had solved an open problem in lattice theory, work that was later published in a top-tier journal.

A few months earlier, in the spring of that year, a tiny article had appeared in a small local newspaper about a small charity my husband, Michael, and I had founded. Unexpectedly, that piece led to a story about Jake in a larger newspaper. The next thing we knew, camera crews were camped out on our lawn. Our phone rang off the hook with film people, talk shows, national news outlets, talent agencies, publishers, elite universities—the reporters and producers all desperate to interview Jake.

I was confused. I can honestly say that at the time, Michael and I had no idea why so many people were interested in our son. Sure, we knew Jake was smart. We understood that his abilities in math and science were advanced and that it wasn’t “normal” for him to be in college. But Michael and I were squarely focused on celebrating different victories: the fact that Jake had a decent batting average, a close group of friends his own age who liked to play Halo: Reach and watch movies together in our basement, and (although he’ll kill me for mentioning it) his first girlfriend.

These typical things in Jake’s life are, to us, the most extraordinary. So when the media descended, we were utterly baffled. It wasn’t until we had talked with some of those reporters and read or heard the stories they wrote that we began to understand our disconnect. The truth is, it took a glaring spotlight to show Michael and me that the story line of our lives with our son had changed.

You see, what those reporters didn’t understand was that Jake’s improbable mind is all the more remarkable for the fact that it was almost lost. When the media showed up on our lawn, we were still living inside the diagnosis of autism Jake had received when he was two. We had helplessly looked on as our vibrant, precocious baby boy gradually stopped talking, disappearing before our eyes into a world of his own. His prognosis quickly went from gloomy to downright grim. When he was three, the goal the experts set for him was the hope that he’d be able to tie his own shoes at sixteen.

This book is the story of how we got from there to here, the story of a mother’s journey with her remarkable son. But for me, more than anything, it is about the power of hope and the dazzling possibilities that can occur when we keep our minds open and learn how to tap the true potential that lies within every child.
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An Inch, or Ten Thousand Miles

November 2001

JAKE, AGE THREE

“Mrs. Barnett, I’d like to talk to you about the alphabet cards you’ve been sending to school with Jacob.”

Jake and I were sitting with his special ed teacher in our living room during her monthly, state-mandated visit to our home. He loved those brightly colored flash cards more than anything in the world, as attached to them as other children were to love-worn teddy bears or threadbare security blankets. The cards were sold at the front of the SuperTarget where I did my shopping. Other children snuck boxes of cereal or candy bars into their mothers’ shopping carts, while the only items that ever mysteriously appeared in mine were yet more packs of Jake’s favorite alphabet cards.

“Oh, I don’t send the cards; Jake grabs them on his way out the door. I have to pry them out of his hands to get his shirt on. He even takes them to bed with him!”

Jake’s teacher shifted uncomfortably on the couch. “I wonder if you might need to adjust your expectations for Jacob, Mrs. Barnett. Ours is a life skills program. We’re focusing on things like helping him learn to get dressed by himself someday.” Her voice was gentle, but she was determined to be clear.

“Oh, of course, I know that. We’re working on those skills at home, too. But he just loves his cards …”

“I’m sorry, Mrs. Barnett. What I’m saying is that we don’t think you’re going to need to worry about the alphabet with Jacob.”

Finally—finally—I understood what my son’s teacher had been trying to tell me. She wanted to protect me, to make sure I was clear on the objectives of a life skills program. She wasn’t saying that alphabet flash cards were premature. She was saying we wouldn’t ever have to worry about the alphabet with Jake, because they didn’t think he’d ever read.

It was a devastating moment, in a year that had been full of them. Jake had recently been diagnosed with autism, and I had finally come to understand that all bets were off as to when (or whether) Jake would reach any of the normal childhood developmental milestones. I had spent nearly a year stepping forward to meet the gaping, gray uncertainty of autism. I had stood by helplessly watching as many of Jake’s abilities, such as reading and talking, had disappeared. But I was not going to let anyone slam the door shut on the potential of this child at the tender age of three, whether he was autistic or not.

Ironically, I wasn’t hopeful that Jake would ever read, but neither was I prepared to let anyone set a ceiling for what we could expect from him, especially one so low. That morning, it felt as if Jake’s teacher had slammed a door on his future.

For a parent, it’s terrifying to fly against the advice of the professionals, but I knew in my heart that if Jake stayed in special ed, he would slip away. So I decided to trust my instincts and embrace hope instead of abandoning it. I wouldn’t spend any time or energy fighting to convince the teachers and therapists at his school to change their expectations or their methods. I didn’t want to struggle against the system or impose what I felt was right for Jake on others. Rather than hiring lawyers and experts and advocates to get Jake the services he needed, I would invest directly in Jake and do whatever I felt was necessary to help him reach his full potential—whatever that might be.

As a result, I made the scariest decision of my life. It meant going against the experts and even my husband, Michael. That day, I resolved to stoke Jake’s passion. Maybe he was trying to learn to read with those beloved alphabet cards, maybe he wasn’t. Either way, instead of taking them away, I would make sure he had as many as he wanted.

Three years before, I’d been ecstatic to find out I was pregnant with Jake. At twenty-four, I’d been practicing for the role of mother as far back as I could remember.

Even as a little girl, it was clear to me (and to everyone around me) that children were likely to hold a special place in my future. My family had always called me the Pied Piper, because wherever I went, there was sure to be a trail of little ones on my heels, waiting for an adventure to begin. My brother, Benjamin, was born when I was eleven, and right from the start he was never far from my hip. By the time I was thirteen, I was the go-to babysitter for the whole neighborhood, and by fourteen I was in charge of the Sunday school at our church. So nobody was the least bit surprised when I went to work as a live-in nanny to help pay my way through college. Then, after I got married, I opened my own daycare, a lifelong dream. I’d been around children my whole life, and now I couldn’t wait to have my own.

Unfortunately, the road leading to Jake’s birth was not easy. Although I was still young, the pregnancy was touch and go from the beginning. I developed a dangerous high-blood-pressure condition called preeclampsia, which is common in pregnancy and can harm both mother and child. My mother helped out with my daycare, as I was desperate to hold on to the baby. But the pregnancy became more and more fraught, as I went into preterm labor again and again. Eventually, my doctors became so concerned that they put me on medication and strict bed rest to help prevent premature labor. Even so, I was hospitalized nine times.

Three weeks before my due date, I was rushed to the hospital once again, this time in labor that couldn’t be reversed. A cascade of events made the outcome increasingly uncertain. For me, the scene was a kaleidoscope of people rushing in and out, alarms sounding constantly, as the faces of the nurses and doctors crowding the room grew increasingly tense. Michael says this was the day he saw exactly how tough and stubborn I could be. I didn’t know it at the time, but my doctor had pulled him aside to tell him that labor wasn’t going well and he needed to be prepared: It was likely he would be going home with either a wife or a baby, but not both.

All I knew was that in the middle of the hazy blur of noise, pain, medication, and fear, suddenly Michael was by my side, holding my hand and looking into my eyes. He was a tractor beam, pulling my attention—my whole being—into focus. That moment is the only clear memory I have of that frantic time. I felt as if a camera had zoomed in on us and all the commotion surrounding us had ceased. For me, there was only Michael, fiercely strong and absolutely determined that I hear him.

“There aren’t just two but three lives at stake here, Kris. We’re going to get through this together. We have to.”

I don’t know whether it was the actual words he said or the look in his eyes, but his urgent message broke through the fog of my terror and pain. He willed me to understand the unending depth of his love for me and to draw strength from it. He seemed so certain that it was in my power to choose life that he made it true. And in a way that felt sacred, he promised in return to be a never-ending source of strength and happiness for me and for our child for the rest of his days. He was like the captain of a ship in a terrible storm, commanding me to focus and to survive. And I did.

Real or imagined, I also heard him promise me fresh flowers in our home every day for the rest of my life. Michael knew that I had always been wild for flowers, but a bouquet from a florist was a luxury we could afford on only the most special occasions. Nevertheless, the next day, while I held our beautiful baby boy in my arms, Michael presented me with the most beautiful roses I have ever seen in my life. Thirteen years have passed since that day, and fresh flowers have arrived for me every week, no matter what.

We were the lucky ones—the happy miracle. We couldn’t know it then, but this would not be the last time our family would be tested or that we would beat incredible odds. Outside of romance novels perhaps, people don’t talk seriously about the kind of love that makes anything possible. But Michael and I have that kind of love. Even when we don’t agree, that love is our mooring in rough waters. I know in my heart it was the power of Michael’s love that pulled Jake and me through the day Jake was born, and it has made everything that has happened since then possible.

When we left the hospital, Michael and I had everything we’d ever wanted. I’m sure every new family feels that way, but we truly felt that we were the most fortunate people on the planet.

On the way home, with our brand-new bundle in tow, we stopped to sign the final mortgage papers on our first home. With a little help from my larger-than-life grandfather Grandpa John Henry, we were moving into a modest house at the end of a cul-de-sac in a working-class suburb in Indiana, where I also would operate my daycare business.

Glancing over Jake’s fuzzy newborn head at a beaming Michael, I was suddenly reminded that it was pure serendipity that Michael and I had found each other—especially when our first meeting seemed so ill-fated.

Michael and I met while we were in college. Our seeming “chance encounter” was actually the ploy of my meddling sister, Stephanie. Completely unbeknownst to me, she had felt compelled to play matchmaker—a ludicrous notion, since I was emphatically not in the market for a beau. On the contrary, I was on the giddy cusp of becoming officially engaged—I hoped—to a wonderful young man named Rick, my very own Prince Charming. We were blissful together, and I was looking forward to our happily ever after.

Stephanie, however, had a “feeling” about me and a boy from her public-speaking class—a boy who was not just brilliant but electrifying, a boy she was convinced was my true soul mate. So she hatched a scheme.

On the afternoon she sprung her trap, I was busy in her powder room, readying myself for a date with Rick, with at least twenty different shades of lipstick and eight pairs of shoes out for consideration. When I finally emerged, I found that the person standing before me was not my boyfriend, but a boy I’d never laid eyes on before. There, in her tiny studio apartment, under false pretenses, Stephanie introduced me to Michael Barnett.

Confused by this unexpected visitor, I looked to my sister for an explanation. She pulled me aside to confide in a hushed whisper things that made no sense at all. She said that she’d invited this boy over so that we’d be forced to meet. She’d even called my boyfriend with an excuse to cancel our date that evening.

At first I was too dumbstruck to react. As it slowly dawned on me that Stephanie was trying to play Cupid, I truly thought she’d lost her mind. Who fixes up someone who’s hoping her boyfriend is about to propose?

I was furious. She and I hadn’t been raised to play the field. In fact, I hadn’t gone on my first date until I was in college. We certainly hadn’t been taught to be dishonest or disloyal either. What could she have been thinking? But as much as I felt like screaming at her—or storming out of the apartment altogether—we’d been raised with good manners, and Stephanie was counting on that.

I extended my hand to the boy, who was as much a pawn in Stephanie’s charade as I, and took a seat with him and my sister in the living room. Stilted chatter ensued, although I wasn’t really paying attention. When I finally looked at the boy, really registering him for the first time, I noticed his backward baseball cap, his bright eyes, and his ridiculous goatee. With his laid-back, scruffy appearance, I assumed that he lacked substance. The contrast with my crisply formal, preppy boyfriend could not have been more pronounced.

Why had Stephanie wanted us to meet? I was a country girl, from a family that for generations had lived a modest, simple life. Rick had shown me a very different world—one that included penthouses, car services, ski vacations, nice restaurants, and art gallery openings. Not that any of that mattered. Stephanie could have brought Brad Pitt into the living room, and I still would have been angry at her for disrespecting my relationship. But the contrast between this disheveled college student and the shiny penny I was seeing made me wonder all the more what my sister had been thinking.

Before long, Stephanie yanked me from my silent perch and, trying to find a bit of privacy within her tiny studio apartment, chided me sternly. “Where are your manners?” she demanded. “Yell at me later if you like, but give this boy the courtesy of a proper conversation.” She was, I saw immediately and with embarrassment, right. Being rude to a stranger—a guest!—was unacceptable. Courtesy and graciousness were qualities that had been instilled in us since birth by our parents, our grandparents, and the tight-knit community in which we’d been raised, and so far I had been as cold as ice.

Shamefaced, I went back to sit down and made my apologies to Michael. I told him that I was in a relationship and didn’t know what Stephanie could possibly have been thinking when she’d arranged this meeting. Of course, I explained, I wasn’t angry with him—only at my sister for putting the two of us in this ridiculous situation. With that out in the open, we laughed at the utter preposterousness of it and marveled at Stephanie’s audacity. The tension in the room eased considerably, and the three of us fell into easy conversation. Michael told me about his classes and about an idea he had for a screenplay.

That’s when I saw what Stephanie wanted me to see. The passion and drive that animated Michael when he spoke about his screenplay were unlike anything I’d seen in anyone I’d ever met. He sounded like me! I felt my stomach lurch and experienced a kind of vertigo. Instantly, I knew that my future, so certain only moments before, would not go according to plan. I would not be marrying my boyfriend. Although he was a wonderful man, that relationship was over. I had no choice in the matter. I’d known Michael Barnett for less than an hour, and yet with a certainty impossible to explain or defend, I already knew that I would be spending the rest of my life with him.

Michael and I drove to a coffee shop and talked the whole night through. As corny as it sounds, each of us felt as though we were reconnecting with someone we’d lost. Being with Michael felt like coming home. We were engaged three weeks later and married three months after that. And still, after sixteen years of marriage, it feels as necessary and right for me to be with Michael as it did on that first improbable night when we met.

The rest of my family did not embrace Michael immediately—or our whirlwind courtship and sudden engagement. What on earth had gotten into their sensible daughter? Even Stephanie, responsible for our meeting, was now as worried and confused as the others. True, she’d felt compelled to introduce us, but she didn’t understand how we could be so sure about a lifelong commitment in such a short time. Our differences were obvious to everyone, including the two of us: I was a sheltered country girl with deep spiritual roots, raised with the constancy of a loving family, while Michael was a city boy, raised on the wrong side of Chicago, with a tough family life.

Whereas I wouldn’t leave the house, even for a quick trip to the grocery store, without making sure every hair was in place, Michael, a leather-jacketed nonconformist, was unconcerned with outward trappings. Pride of home also was important to me. When I was growing up, you would have been more likely to come across a live chicken in our kitchen than to find a roll of paper towels or a stack of paper napkins—only slightly less true in my own home today. My world seemed utterly alien to Mike, who had grown up eating meals that were mostly catch-as-catch-can and seldom served at a table, and it provided endless fodder for his jokes.

Michael’s sharp wit and keen, satiric humor surely served to compound my family’s discomfort. Yet his ability to make me laugh—especially when things got tough (or when we began taking ourselves a little too seriously)—was one of the things that made me fall instantly in love with him.

My family’s deep and vocal concern was unanimous, with one exception. Grandpa John Henry saw something in Michael and took an instant shine to him. It was his opinion that carried the most weight with me, and so it meant the world to me when he said that he trusted my inner compass and that I should, too.

Life with Michael was my destiny and a certainty I didn’t question, but there was a wrenching consequence to our love: breaking with the church in which I had been raised—the church of my parents, and their parents, and many generations of my family before them.

I was raised Amish—not horse-and-buggy Amish, but city Amish. Like many Amish of their time, my grandparents wanted to embrace the modern world while still holding fast to their old-world traditions and beliefs. So they became part of a new order of Amish—sometimes referred to as the New Amish—who maintained their faith and community while making some concessions to modern life. We wore regular clothes, enjoyed modern conveniences, and went to public school. Even so, church for us was not just a Sunday event. It was the very fiber of our everyday lives.

In the Amish faith, if you don’t marry someone from the church to which you belong, you cannot remain a member of that church. My beloved grandpa John had himself been cast out of his when he’d wed for love. (Although my grandmother was Amish, she was not from the same community.) My father was not Amish, but when he proposed to my mother, he joined her church, allowing her to remain in the fold.

As difficult as it was to imagine breaking with a tradition so important to me, I had always known that the Amish custom of arranged marriages was simply not for me. Although there had been many offers for my hand, my dad (to my mother’s chagrin) had turned them all down. He also didn’t believe in arranged marriages, and certainly not for his own girls. As much as I loved my church and our way of life, if I couldn’t marry Michael and stay in the church, I really had no choice but to leave.
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A Baby Boy

From day one, Jake was as affectionate and curious as a baby can be. He talked early and quickly learned the power of “Hi!” My sister, Stephanie, used to laugh at the way he could charm an entire restaurant by greeting everyone who passed by with a sunny wave. He loved stuffed animals and would hide himself in a heap of them, squealing with delight every time he was discovered.

I had, of course, already seen the softer side of Michael, but even I was tickled by the way he threw himself into the role of devoted dad. He was working long hours at Target in those days, but even if he’d worked a double or an overnight shift, he would always find the energy to wrestle with Jake, WWF-style, on a big pile of couch cushions on the living room floor. One of baby Jake’s favorite games with Michael was to “share” a piece of cake—which mostly meant smearing frosting all over Michael’s face and laughing hysterically while his dad pretended to gobble up his hands.

I went back to work at my daycare less than a week after Jake was born. I was eager to return to work because I loved it, and having been on bed rest for so long, I was concerned about taking even more time off. I didn’t want to lose the trust of the families who had given me their children to take care of. Some days, I was in the daycare from six in the morning until seven at night, and Jake was right there with me. The kids treated him like a life-sized Cabbage Patch Kid. They dressed him up and sang songs to him and taught him to play patty-cake. I laughed to see how territorial some of the little girls in particular could be. “I should put her on the payroll,” I told one mom one evening when her daughter was finding it difficult to leave “her” baby, Jake, with me.

There were some early signs that Jake was quite clever. He learned the alphabet before he could walk, and he liked to recite it backward and forward. By the time he was one, he was sounding out short words such as “cat” and “dog” by himself. At ten months, he’d pull himself up using the arm of the couch so that he could insert his favorite CD-ROM into the computer. It contained a program that “read” Dr. Seuss’s The Cat in the Hat—and it sure looked to us as though he was following the little yellow ball bouncing on top of the words and reading along with it.

One night I found Michael standing outside Jake’s room after he’d put him down for the night. He put his finger over his lips and motioned for me to join him. I snuck up next to him to listen to our son, who was lying in his crib, sleepily babbling to himself—in what sounded like Japanese. We knew that he knew all of his DVDs by heart, and we’d seen him switch the language selection on the remote, but it came as a real shock to realize that he’d memorized not only the English versions but apparently much of the Spanish and Japanese versions, too.

We were also struck by Jake’s precision and dexterity, especially at an age when most boys are barreling their way through the world like miniature Godzillas. Not Jake, who would often sit quietly, meticulously lining up his Matchbox cars in a perfectly straight line all along the coffee table, using his finger to make sure the spacing between them was even as well. He would arrange thousands of Q-tips end to end on the carpet, creating elaborate, mazelike designs that covered the entire floor of a room. But if we felt the occasional swell of pride when it seemed as if Jake might be a little advanced compared to his peers, we were also aware that all new parents think that they have the most remarkable child on earth.

When Jake was about fourteen months old, however, we started to notice little changes in him. At first they were all minor enough that we could easily explain them away. He didn’t seem to be talking or smiling as much, but maybe he was cranky, or tired, or teething. He was prone that year to terrible and painful ear infections, one after another, which helped explain why he didn’t seem to laugh as hard when I tickled him, or why he would sometimes wander away when I covered my eyes to play peekaboo. He was no longer as eager to wrestle with his dad, a game he’d previously dropped anything to play, but maybe he just wasn’t in the mood. And yet, with each passing week, we noticed that he wasn’t as engaged, curious, or happy as he’d been. He no longer seemed like himself.

Jake seemed to be getting lost in some of his early interests. He had always been captivated by light and shadows and by geometric shapes. But now, his fascination with those things started to feel different to me.

We had discovered when he was very little, for instance, that he loved plaid. Our duvet cover at the time had a plaid pattern, and it was the only thing that would soothe him when his ears hurt. Just as other mothers won’t leave the house without a pacifier for their babies, I was never without a scrap of plaid material. But after that first year, he began to roll over onto his side and stare intently at the cover, his face just inches from the lines, and he’d stay there as long as we’d let him. Sometimes we’d find him fixated on a sunbeam on the wall, his body rigid with concentration, or lying on his back, moving his hand back and forth through the sunlight, just staring at the shadows he was making. I had been proud of and intrigued by the early signs of his independence, but these behaviors no longer felt like independence to me. They felt like he was being swallowed up by something I couldn’t see.

Jake had always been the coddled younger “sibling” in the daycare group, and he had loved every minute of it. He’d spent his whole first year finger-painting alongside the daycare kids and bouncing right along with them when they did Freeze Dance. He took his nap when they took their naps, and he ate his snack when they ate theirs. But now I found that he’d rather look at shadows than crawl after his favorite kids, and their most outrageous bids for his attention often went ignored.

Michael was sure I was worrying unnecessarily, rightly pointing out that children go through phases. “He’s fine, Kris. Whatever it is, he’ll grow out of it,” he’d reassure me, snuggling us tightly into a family bear hug, and eliciting a squeal of delight by nuzzling Jake’s ticklish tummy.

In fact, my mother was the first person in the family to suspect that whatever Jake was going through wasn’t just some funny toddler phase. We didn’t know it yet, but our perfect world was already starting to fray around the edges.
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Something’s Wrong

I grew up in central Indiana, close to farm country. We even had some farm animals of our own out back, usually a goat or a rooster. Every spring, my mother would borrow a brand-new baby bird from a farm for the day. It was a tradition I loved as a child, one I looked forward to every year, so of course I couldn’t wait to share it with Jake.

Jake’s second spring, the adorable baby was a duckling. Fourteen-month-old Jake was sitting at the kitchen table in my grandmother’s house, filling page after construction paper page with hundreds of hand-drawn circles. They were strangely beautiful, but they were odd, too, more like the type of doodle you’d expect to find in the margins of an architect’s notepad than in the drawings of a child not yet two.

As my mother tenderly cupped the duckling to scoop it out of its wicker basket, I could barely keep the lid on my own giddy anticipation. Laughing at me, she put her finger to her lips as she snuck up behind Jake, placing the adorable little fuzz ball right on top of the paper where he was drawing.

But the reaction we expected never came. Jake didn’t light up with delight at the fluffy baby duck waddling inches in front of his nose. Instead, my son reached out one finger and gently pushed the duckling off his paper. He never stopped drawing his circles.

My mom’s eyes met mine again, and this time they registered fear. “I think you’ve got to get him checked out, Kris,” she said.

Our pediatrician immediately arranged for a hearing test, but there was nothing wrong with Jake’s hearing, even though by that time he was no longer reliably responding to his name when we called him. We all agreed it was time to have Jake evaluated by a developmental specialist. The doctor suggested that we contact First Steps, a state-funded early intervention program that provides assessments and therapy for children under the age of three who appear to have developmental delays.

After an initial assessment showed significant delays, First Steps sent a speech therapist to our house each week to do therapy with Jake. Despite these sessions, he spoke less and less as the weeks passed, retreating further and further into a private, silent world. His speech therapist ramped up the number of sessions to three a week, the maximum allowed by First Steps, and before long a developmental therapist was added to the team. We set up a therapy area in our kitchen, and I bought a big wall calendar to keep track of all the appointments. By this point, Jake was barely talking.

Michael didn’t mind the stream of specialists coming in and out of our home every day, but privately he admitted that he thought it was overkill—a sign of the times, an overreaction. “Kids develop at their own rate, Kris. You’ve said so yourself. Not long ago, nobody would have been making such a fuss about this. Whatever he’s going through, he’ll grow out of it.” Still, if the state was willing to provide all these services to speed the process, that was okay, too. Michael was confident that Jake would be fine either way.

I was also feeling more optimistic, encouraged by the fact that we had our very own personal brigade of therapists. One of the children I’d taken care of when I was a live-in nanny had experienced some early speech problems, and I’d seen his speech therapist work wonders in an extremely short time. Surely, with all these experts helping us and a little elbow grease and patience, we’d get our boy back.

There were other reasons to rejoice as well. My daycare, Acorn Hill Academy, was thriving. Acorn Hill didn’t look like a typical daycare; it looked more like the backstage at a theater preparing for a production. Money was always far too tight for me to purchase the supplies I needed to fuel the children’s creative impulses from a proper crafts store, so I was constantly on the lookout for resourceful ways to get these materials. The number of possibilities that might spring from, say, a refrigerator box is staggering, and I discovered that as long as I was willing to haul such things away, people were happy to let me have them.

Before long, several stores in the neighborhood began saving boxes of throwaway items for me—boxes filled with treasures. One carpet store kept us well stocked with sample squares, and a paint store gave us old wallpaper books, along with specially mixed paint that people had ordered but not picked up, and damaged brushes. We always had one special project or adventure in the works: an enormous mural, for example, or a room-sized chess game (another donation!) with figures and pieces so large, the children had to form teams to move them.

Parents didn’t seem to mind if their children were covered head to toe in paint once they saw the gigantic, elaborately constructed castle we’d spent the day building out of refrigerator boxes. They looked right past the messy clothes when their children, beaming with pride, took them on a tour of the brightly colored castle, which consisted of several separate rooms.

Even more exciting, I was pregnant again, and Michael was thrilled. Our vision of a house filled to the brim with kids was coming true.

Although I didn’t realize it at the time, this bubble of restored domestic bliss was just the eye of the storm. The gravity of what was happening to Jake—this thing we couldn’t name or understand—hit me some weeks later, while the three of us were attending another child’s birthday party.

Very few things thrill young children like interacting with a character they know and love from books or TV, and our neighbor’s Clifford the Big Red Dog birthday party was no exception. When the big red dog came in, the toddlers in the room erupted into gleeful hysteria. Michael joked that it was like happening upon Michael Jackson at the mall.

Not one kid in that room could take his or her eyes off the giant red dog, except my son, who remained glued to the alphabet book he’d brought with him. We tried to engage him—“Look, Jakey, it’s Clifford!”—but Jake wouldn’t even look up. In a room filled with squealing children, festooned from floor to ceiling with balloons and streamers, with gigantic bowls of candy everywhere—not to mention the six-foot man in the furry red dog suit—Jake was lost in the letter K.

My anxiety level was rising. “Put him up on your shoulders so he can see,” I urged Michael, who did, bouncing and singing along with Clifford’s birthday song. But Jake simply opened his alphabet book again and rested it on top of Michael’s head. In a last-ditch attempt to get Jake involved, Michael gently opened Jake’s fingers to give him a balloon. Jake looked down at the red ribbon in his hand, then up at the shiny, helium-filled foil balloon, and then back down at his book. Slowly, he opened his fingers, releasing the ribbon. I stood there, watching my silent, serious boy, lost in his alphabet, while the balloon drifted to the ceiling, and I knew in that instant my mother was right: Something was wrong with my son.

First Steps continued to send therapists to work with Jake in our home. I was still going through the motions, of course, but after that day at the birthday party, my sense of optimism had deflated like the balloon we’d brought home with us. I no longer felt confident that therapy would be enough to reverse whatever was happening to Jake. He seemed to be withdrawing even more, and nothing could stop his downward spiral.

An hour with his therapist might elicit a word or a sound; sometimes he’d randomly echo song lyrics or parrot a phrase one of us had said. But real communication with Jake—anything remotely resembling a conversation, even something as simple as “Hi” or a request for a cookie—was gone.

Looking back, I realize that Jake was exhibiting the textbook signs of autism: the gradual change in speech, the inability to make eye contact or to engage with us or his therapists. But this was 1999, before the PBS specials, before anyone knew we were dealing with an epidemic. In 1999, autism meant one thing to most laypeople, and that was Rain Man, and I saw no similarities between our baby boy and the character Dustin Hoffman played in that movie.

Although I still did not know what to name it, I had begun to accept in my heart the seriousness of what was unfolding. But it was essential to me to maintain the traditions that made our family life uniquely ours.

One of those traditions, and perhaps the most important one to me, was Sunday dinner at my grandparents’ house. My mother’s job as a corporate accountant meant long hours and frequent trips to New York, so growing up, we spent a great deal of time with my grandparents, who lived directly across the street. An irrepressible, wonderfully eccentric inventor, my grandfather loved more than anything to play with us. He turned life for everyone around him into an endless, elaborate series of adventures.

Grandpa John Henry was an incredible man, not only a machinist, an engineer, and an inventor but also an expert craftsman and carpenter. After his stint in the U.S. Navy during World War II, he had come back to his hometown of Mansfield, Ohio, to work as a machinist on the floor of Westinghouse’s tool and die plant, as his father had before him. In addition to his day job, Grandpa John earned a contractor’s license and began building commercial and residential buildings. He was written up in the local newspapers as the epitome of America’s can-do spirit, living proof of the rags-to-riches optimism and enterprise that had made our country great. And that was before he had performed his best trick.

When Grandpa began his job at Westinghouse, he couldn’t help noticing inefficiencies in the process known as annealing. To drill a hole in steel, workers had to heat the metal to soften it to the point where a tool could pierce it. Often as not, once the steel had cooled, the precisely drilled hole would lose its shape, and the whole process would have to be repeated. This was true for every steel manufacturer in the world, and knowing Grandpa John, it must have driven him nuts.

We never saw him without a little notebook in his pocket, each one filled with drawings and ideas and projects he was working on. I don’t know how long it took him or how many notebooks he worked his way through, but Grandpa John and a partner eventually solved the puzzle by inventing a new set of tools and a new process that allowed workers to drill hard steel, which revolutionized steel manufacturing.

The Ford Motor Company took notice of Grandpa John’s invention and was the first to purchase nonexclusive rights to it from the team. They subsequently sold it to other major companies as well, and there isn’t a car on the road today or a toaster in your kitchen that didn’t benefit from my grandfather’s innovation.

Ford changed my grandfather’s life. Grandpa John moved directly from the machine shop in Mansfield to Ford’s famous Glass House in Dearborn, Michigan. Even when he became an executive, the machine shop remained Grandpa’s favorite place to be. Eventually, Ford asked if he’d be willing to move to Indianapolis to head up the tool and die division of its largest manufacturing plant, and that’s how he (and later we) came to live in Indianapolis.

Grandpa’s invention and his position at Ford, which he held until he was in his seventies, made him a wealthy man. But he never bought a fancy house or traveled the world. Grandpa lived in the same single-story brick house on the east side of Indianapolis to which he and my grandmother moved from Dearborn for the rest of his life, and my grandmother lives there to this day.

The money he earned did afford my grandfather the freedom to take a five-year leave of absence to help my parents take care of Stephanie and me when the need arose, and every day Grandpa John delivered us into a world of pure enchantment. He was the only adult we knew whose inventiveness and energy matched our own. With him at our side, we spun all the wonders of our imagination into playthings as concrete as the ground beneath our feet.

Grandpa John could truly build anything. At the same time that he was helping to raise us, he was also working on another project close to his heart. The one extravagance he’d allowed himself was to purchase a nearby plot of land in order to build a sanctuary for the New Amish community in Indiana. The church was very much a hands-on project for him. Grandpa John had been raised in a culture of barn raisings and carpentry, and he’d earned his contractor’s license, so it was completely in character when he insisted on building every pew in the new church himself. When the crew responsible for sanding and varnishing the timber beams to support the roof didn’t perform up to his standards, he redid them himself with the help of his family—even enlisting Stephanie and me, the very youngest members. He was at the construction site practically every day, more often than not with us in tow. We’d make little statues out of dampened sawdust and discarded screws while he answered a question or consulted on the plans, and then we’d head out with him onto the lake on the church’s property, fishing for croppies and bluegills in a boat my grandfather had built with his own hands.

When we weren’t at the church site, we were by his side in the superb mess of his garage workshop. Other children may have fantasized about Santa’s workshop, but I grew up in the real thing. Piles of fragrant wood rested on strong brackets in the garage, waiting for my grandfather to call them into service to make a cradle for a new baby in the family, or for one of our dolls. Hammers and clamps and other small tools, handles burnished from years of good use, hung haphazardly from nails on the wall. Handmade oak drawers with shiny brass pulls opened to reveal thousands of screws and washers and bolts of every size and description, while handmade cabinets held lacquer and paint, brushes and honing stones, chisels and anything else he might need to turn imagination into reality.

In the evenings, tired after our long, busy days with Grandpa, Stephanie and I slid into the soothing routines of my grandmother Edie’s immaculate kitchen. A little stern where Grandpa John was free-spirited, Grandma enlisted our help in late summer to can corn and berries and to make pickles. Later, we’d put up great vats of spiced applesauce from the Yellow Transparent and Lodi apples we picked in the fall. On winter nights, we made peanut brittle, caramel corn, and, when the temperature fell below freezing, clothesline taffy.

After dinner, we spent the final hour of the day in my grandparents’ front room, where we might feast on cheddar cheese and apples or one of the amazing German baked goods in Grandma Edie’s repertoire. Stephanie and I particularly loved the giant puff pastry cookies sprinkled with sugar and cinnamon that we called knee patches. In the summer, Grandma’s homemade vanilla ice cream was loaded with just-picked strawberries, and in the winter she’d spoon the peaches she’d canned over our bowls.

In this room, my grandmother taught Stephanie and me how to quilt, and how to embroider, too, patiently untangling the jewel-colored threads when they snarled. When the whole family sat down for dinner on Sunday nights, we did so at a table that my grandfather had built himself, then sanded and polished to a mirror finish. The table was set with linen place mats and napkins that the women in our family had embroidered ourselves. There was always care and quality at that table, and there was love.

Given how central the relationship with my grandparents was to me, it was only natural that I would want Jake to grow up close to them, too. So every week, our new little family joined them for Sunday dinner, just as I always had when I was growing up.

Michael loved going for Sunday dinner as much as I did. Before he met me, he’d never known how wonderful it felt to come out of the winter cold into a toasty house filled with the intoxicating smells of roasting meats and baking pies. He’d never given thanks at a table set with homemade beeswax candles or joked with relatives as everyone worked together to get the food on the table while it was still hot. I came to see that welcoming Mike into this domestic embrace was one of the greatest gifts I could give him.

Mike wasn’t the only one who enjoyed our Sunday outings. As picky as Jake was about what he ate, he’d wolf down a giant piece of my grandmother’s homemade apple pie—and another if we let him. He loved to play with the beautiful wooden toys that Grandpa John had made for
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