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Wendy and I have attended the Sun Valley Writers’ Conference since its inception. In 2019, TypewriterRodeo poets were there—give them a word or phrase, and they’d bang out poems on vintage typewriters. With the words more to life than more, Sean produced this on a typewriter possibly as old as I was.


For my wife, Wendy, and our three children, Heidi, Lee, and Greg

I didn’t expect to write a memoir in my eighties. And because of Lee, it became a different book from the one I set out to write. The story that emerged over the three years of writing and reflection has led me to a richer understanding of myself and my relationships with those I have loved. Particularly with Lee, who challenged me and who left us when he was so vibrant. I wonder what he would think, how he would feel, if he could read this book.


Chapter 1
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Something’s Wrong

We stood on the tarmac of the Boise airport, waiting in the dark. It was nearly midnight, and the last commercial flight had landed an hour ago. The airport was deserted. I had my arm around Wendy, and I could feel her shiver in spite of the warm summer night air and the heat still radiating from the surface of the airfield. The runway seemed to stretch out to the darkened landscape and the night sky beyond. It was one of those Idaho nights that is blacker than black and as wide as all the world.

Like me, Wendy was scouring the horizon for the incoming plane that would take us to New York. Every few minutes, she turned to look back at our son Lee lying on a gurney a few feet away, with his girlfriend, Criss, watching over him, a medical attendant standing nearby. We had no radio contact with the jet ambulance, now somewhere in that sea of black, en route from Reno, Nevada. All we knew was that it should be arriving around midnight and that time was critical.

TWO DAYS EARLIER, August 29, 1995, had started as a perfect day in Ketchum, the neighboring town of Sun Valley. Nothing unusual—just another day in paradise, as the locals like to say. We are used to impossibly beautiful days in the high desert mountains of Idaho, where the summers are warm and dry, never scorching. We fall asleep under puffy blankets, wake up to crisp mornings, recreate under cloudless skies, and watch the sun setting over the mountains at around 10 p.m. We are spoiled, perched in our pristine, pollution- and traffic-free bubble 6,000 feet above sea level.

That morning, I was as content as I’d ever been—and it was about more than just the beautiful day or the rush of the Big Wood River below my home office window. As a family, we had been blessed with good fortune, and the year 1995 started out as good as any we’d experienced. Earlier in the year, Wendy and I, in our 35th year of marriage, had cycled 600 miles together from Hanoi to Saigon—an extraordinary journey, even when counted among the many adventures we had already shared. Our daughter, Heidi, had just announced that she was expecting her first child—our first grandchild. Greg, our youngest, had been accepted at his choice of graduate business schools (my alma mater) and would be starting there in the fall.

And Lee, our middle child, had never seemed happier. His path had always been the rockiest of our three kids. But in the past couple of years, Lee seemed to be finding a good place in life, too. Now at the age of thirty, he was in love with a lovely young woman, and he had started a business in Ketchum that was thriving—The Buckin’ Bagel, the first of a chain of stores that had recently expanded to Boise.

Sure, we had our everyday gripes and aggravations. For me, it’s usually the small stuff that puts me over the edge—a fuse that repeatedly blows out in the house, a dripping faucet that I have no idea how to fix, or having to tear the house apart to find my lost keys, again. I’m known to be level-headed in a crisis, but leaving a good book behind on the airplane with the last chapter unread can ruin my day.

Just a few weeks earlier, Wendy repeated something we often said to each other: “Life has been good to us.”

THAT TUESDAY AFTERNOON, the 29th, I was on the phone in my office with an old friend who had been the director of a human rights organization I had chaired in the ’70s when Wendy interrupted and motioned to me. She’s not one to come bursting into a room, and looking at her face, I knew something was not right. She wasted no time. “Something’s wrong with Lee. I need you right away,” she said. “He’s upstairs lying down. He had a car accident. He’s fine, I think, but he just doesn’t seem right.”

Driving home from the neighboring town of Hailey, Wendy had noticed the flashing lights of a police car attending to a minor accident on the other side of the road. Then she saw that one of the cars was Lee’s. She turned around and pulled over to see what was going on. The policeman told her Lee had tailgated and run into the car ahead of him; fortunately, he had been driving slowly enough that neither he nor the other driver appeared to be injured, other than a few scratches and bruises. The policeman confirmed that everyone was all right, but he thought Lee was acting a bit strangely.

“It might just be the cut on his head. Better keep an eye on him,” he cautioned, “in case he has a concussion or something.”

Lee insisted he was fine and told Wendy he wanted to take his car straight to the body shop a few miles down the road. She agreed to follow him in her car and then drop him off at his condo. On the way to the body shop, however, Lee’s car kept drifting outside his lane. Alarmed, Wendy honked her horn a couple of times to get his attention. At the body shop, Lee remembered that all of his insurance information was at his apartment, but by the time he and Wendy got back to his place to look for the papers, Lee couldn’t remember why they were there.

“Come on, Lee,” Wendy said, trying to remain calm. “I’m taking you to our house now to see Dad.” She gently steered him back to the car.

I sat next to Lee on the couch. Other than the scratch on the top of his forehead, he looked OK. While I talked to him and inspected the superficial wound, he was subdued and seemed a little lost. I wasn’t too worried, but Wendy insisted we get him checked out.

Within a few minutes, we were on our way to the Moritz Hospital in Sun Valley, which was only two miles from our home. Lee was admitted right away to see the emergency room doctor on call. One of the benefits of living in a small town with a community hospital is that you usually get in without the interminable delays customary at big-city hospitals. The Moritz, built in 1961, was a little worn around the edges but had a comfortable and familiar feel to it. Many of Lee’s friends had been born there; our son Greg had his appendix taken out there.

After examining Lee, the ER doctor didn’t seem concerned but, as a precaution, suggested a CT scan for the bang on his head. “He’ll be fine,” I assured Wendy. Lee was in good hands, and I was sure we’d soon have confirmation that it was nothing worse than a slight concussion.

A half an hour later, the doctor came out to speak with us, his face the color of ash, his voice cracking at the edges. “Your son, I’m sorry to tell you, has a large tumor at the base of his brain.”

ALL PARENTS DREAD getting bad news about their children. We’ve seen the unthinkable happen to other people, to friends and neighbors, but no one ever really believes it will happen to them.

For me, no relationship was as complicated as the one I had with my middle child. And when that is the child whose life is suddenly, inexplicably, at risk—at far too young an age—the process of coping and grieving can become even more knotted and convoluted.

Lee had been the most challenging of our three children. To be fair, it couldn’t have been easy for him to be sandwiched between two siblings who were “model” children. Heidi and Greg were uncomplicated kids, motivated students, and good athletes. Lee was different. He wasn’t by any means a bad kid—he was bright, sweet, witty, and very well-liked. But Lee could also be obstinate and mischievous and, frankly, a pain in the ass at times. He knew how to push people’s buttons—especially mine.

In our family, we placed a high value on achievement, and Lee stood out with his struggles at school and in athletics. Wendy and I were often frustrated: our son was smart and physically strong, and we couldn’t understand why he wasn’t performing to his apparent abilities. I don’t remember ever telling Lee I was disappointed in him. But I know he sensed it. “You don’t have to say anything, Dad,” Heidi has said to me more than once. “We know what you’re thinking,”

The most challenging people in our lives, it’s been said, can become our greatest teachers.

THOSE FIRST TERRIBLE words dropped on us by the doctor at the Moritz Hospital left us reeling. We heard what he said but couldn’t make sense of it. Questions swirled in my head—questions I was, at that moment, incapable of asking the doctor: Is it cancer? What’s large? What happens now? Where did it come from? Will he be OK? The possibility of Lee dying never entered my mind.

“Lee probably blacked out while he was driving. That’s what must have caused the accident,” the doctor said. “I’ve already called to schedule him for an MRI tonight at Saint Alphonsus Hospital in Boise.” His sense of urgency was palpable. “We don’t have an MRI facility here, and in any case, you’ll have to meet with a neurosurgeon.”

It was now five o’clock, and Boise was a two-and-a-half-hour drive away. We raced home, threw some clothes in a bag for Lee and ourselves, and took off for Boise.

Boise is 150 miles from our home in the Wood River Valley, and in 1995 there wasn’t a red light the entire way after you passed through the town of Hailey, ten miles down the road. Most of the drive is across wide-open camas prairie on a two-lane road that slices through the rural landscape like a fine crack in a piece of china. Over the years, I must have driven that route a hundred times, and I always went at least ten miles over the speed limit. I drove much faster that night.

I have no memory of what the three of us said to one another at the Moritz Hospital, nor the words Wendy and I might have spoken in the car as we barreled through the dusky landscape to Boise. We were in a state of shock, just trying to fathom what the hell was happening. The only thing I remember about the drive is that Lee slept the whole way, stretched out on the backseat. He said not a word.

It didn’t occur to me that Lee’s ability to communicate with us might soon be coming to an end.

THE LAST LENGTHY conversation we’d had with our son was a week earlier. Wendy and I, Lee and his girlfriend, Criss, and Heidi and her husband, Rick, were having dinner at Galena Lodge. Galena is in the middle of an alpine idyll twenty miles north of Ketchum. An historic, cozy cabin rooted in the mining history of Idaho, Galena caters to cross-country skiers in the winter and hikers in the summer. We had been on a guided wildflower walk earlier that evening, had finished dinner, and were just looking at the dessert menu. Lee, I noticed, had dropped the menu on the table with a frown.

“What’s the matter?” I asked. “No dessert for you tonight?”

“No—I’m having trouble reading the menu. Everything’s sort of blurry.”

Even in the dimmed lights of the cabin, I could see that Lee’s face was puffier on the left side and that his eye was slightly closed, as if, perhaps, he was suffering from allergies. Wendy also noticed, but neither of us said anything. We had had many conversations with Lee about his health that summer.

Lee hadn’t been feeling well for a few months and had already been to see a number of doctors. Before Wendy and I left for Vietnam in late January, he thought he had the flu. When we got back four weeks later, he was still feeling crummy and was tired a lot of the time. In June, Greg and Lee went on a weeklong biking trip to Moab, Utah. Greg would be heading off to grad school at the end of the summer, and this was the last chance the boys would have to be together for a while. Lee was a keen mountain biker, but once they got to Moab, Greg noticed that his brother was feeling out of sorts. One morning, Lee told Greg he just didn’t feel up to getting out on the trails that day.

“Come on, Lee, let’s do it,” Greg urged his older brother. “We only have three days left together, and then I’ll be gone for almost a year.”

“Sorry,” Lee said. “I just don’t have the energy today.”

The whole summer was like that for Lee. He was taking time off from work and, as we found out later from his business partner, had been “disappearing” for frequent naps. Lee underwent numerous tests and received medical opinions ranging from intestinal bugs to esophageal infections, low blood sugar, chronic fatigue, and even depression. None of them proved out. At a loss, the last doctor Lee saw decided to schedule him for an MRI. It was two days before the MRI appointment that Lee had the car accident.

AS SOON AS we arrived in Boise that night, we checked Lee into Saint Alphonsus’s (St. Al’s, to the locals). Wendy stayed there with him while I tried to find a hotel room for us. Boise was a small city—more of a big town, really—and wasn’t exactly a happening place in the 1990s. That night, however, there wasn’t a room to be had—perhaps it was the annual potato convention or something of the kind. Every hotel and motel was fully booked. After some scrambling, I finally found a motel catering to truckers; one room was left, having been held for a guest who didn’t show up. I grabbed it and raced back to the hospital, arriving just as Lee was coming out from his MRI.

The news was bad. The neurosurgeon who sat down with us to go over the results explained that the base of Lee’s brain was filled with fluid in the area surrounding the tumor. Lee, he insisted, should have surgery within the next three days at the very latest to relieve the pressure on his brain and spinal cord. There was no time to waste. Lee’s life depended on it. The doctor proposed doing the surgery the following day.

I guessed the neurosurgeon was in his midthirties. As I listened to him, I tried to calculate how many operations this young man could have possibly performed so early in his career. I confess that his ponytail and beard didn’t inspire me with additional confidence. Totally unfair, I know, but he was talking about going into our son’s brain. And for all we knew, there might only be one chance to get it right. I wanted to make sure we were making the best choice for Lee.

Wendy and I thanked the surgeon, sat with Lee until he was asleep, and then planned the phone calls we would make early the following morning to family and friends and anyone and everyone we knew who might be qualified to advise and guide us on this road into the unknown. The unspoken certainty between us was that it was going to be terrifying. The last twelve hours already seemed like an eternity, and we were exhausted.

Wendy and I knew next to nothing about cancer, and we had never known anyone who had had a brain tumor. But it didn’t take much imagination to figure out that a brain tumor is probably one of the worst types of cancer one could have. After spending hours on the phone with family members and close friends, we zeroed in on Hank Harris, a longtime friend and pediatrician to our three children; Wendy’s brother Peter, who is an anesthesiologist in Vermont; her brother Michael, who had a contact at Sloane Kettering Hospital; and our friends Mort and Suzanne Marvin, who had a close friend who was a highly respected physician at NYU Medical Center.

By late Wednesday afternoon, these discussions and our frenzied research ultimately led us, through the Marvins’ friend, to Dr. Patrick Kelly, Head of Neurosurgery at NYU Medical Center. He was widely recognized as one of the best surgeons in the field of neuro-oncology; he was also a pioneer of stereotactic surgery and had previously been at the Mayo Clinic before taking the helm at NYU Medical Center (now called the NYU Langone Medical Center).

But time was working against Lee: Dr. Kelly was scheduled to leave town in two days’ time for the Labor Day weekend. When I reached him on the phone (itself, a miracle), I quickly filled him in. He agreed to see Lee if we could get him to New York City by early Friday morning. How would we get Lee from Boise to New York City in just over 24 hours?

THAT EVENING, WE took a break from the dozens of phone calls we had made that day. Each call to a friend or family member, each retelling of the unthinkable news about Lee, took us back to ground zero. Every conversation became a reliving of the last 24 hours. We tried to respond as best we could to the bewildered questions of people who loved Lee, and we found ourselves comforting others while we, too, were totally distraught.

To our surprise, the doctor agreed to let us take Lee to dinner at a nearby Chinese restaurant, as long as we got him back to the hospital within two hours. Criss had driven from Ketchum to Boise that afternoon to be with him, and Lee’s business partner, Austin, had also come. Although Lee was able to walk on his own, he was weak and not very communicative. Most gut-wrenching for us was the distant look in his eyes, as though he weren’t really there. The mass that had been slowly growing in Lee’s head—for how long, we had no idea—was now visibly accelerating in its mayhem. Added to the memory loss, fatigue, and blurry vision, Lee was now also experiencing a loud and disorienting ringing in his ears and disruptive fits of hiccuping.

We tried to have as normal a dinner as the five of us could muster. For our family, Chinese restaurants have always meant comfort food. When we were raising the kids in Connecticut, Chinese takeout had been a Sunday night ritual. That night in Boise, there was no comfort to be found.

AFTER WE BROUGHT Lee back to the hospital that evening, Wendy and I jumped back into the race of figuring out how to get Lee to New York in time for the examination with Dr. Kelly. Boise didn’t have a major airport; the entire population in the state of Idaho barely topped a million at that time. The most direct route we could find was to fly from Boise to Chicago and then transfer at O’Hare for a flight to New York, which would get us there barely in time to meet with Dr. Kelly. To complicate matters, Lee was becoming more fragile by the minute, and we weren’t even sure if he’d be able to walk the next day. And he was bigger than I; fit as I was, I knew I’d have problems lifting Lee in and out of a wheelchair. I had visions of us careening through O’Hare only to miss our connection.

I had to find a plane, a private charter if necessary. The head nurse on Lee’s floor at St. Al’s told us that what we really needed was an air ambulance: Lee would be far better off, she explained, if he could lie down for the five-hour flight, accompanied by a trained medical attendant.

By Thursday morning, I managed to locate an available air ambulance 500 miles away, in Reno, Nevada. The flight coordinator I had on the phone couldn’t guarantee it, but he thought the plane could get to us by midnight that evening. “But you’ll need to decide quickly,” he added.

“Can you hang on a minute, please?” I asked. I put the phone down and thought for a moment.

It was going to be tight. If we left Boise at midnight Mountain Time, we’d land at La Guardia at 7 a.m. Eastern, just in time for rush hour in New York City, which even under normal circumstances can be a sweaty-palm-inducing experience. Although we lived in Idaho, Wendy and I still had a place in the city and knew that arriving at one’s destination on time is always a crapshoot. If we didn’t get Lee to NYU Medical Center by 9 a.m., it would mean waiting another four days to see Dr. Kelly. Based on what the surgeon here was telling us, Lee didn’t have that kind of time.

“This could be a life-or-death matter,” I told the stranger on the phone, the words feeling surreal. “It can’t be any later than midnight.”

EVERY MINUTE WE waited on the tarmac felt like an eternity. Wendy and I stared at the sky, trying to distinguish the lights of an incoming plane from the stars, as if our looking would make the plane come sooner. Neither of us spoke. Although we couldn’t make out the words, we could hear Criss murmuring as she bent over Lee, and Lee’s sleepy voice mumbling in reply. Only many years later did Criss share with us what Lee had said in his few moments of clarity as he drifted between wakefulness and sleep and a place even farther away.

“I’m scared,” he told her. “I love you. I want you to come with me to New York.”

IT BROKE HER heart to tell him she couldn’t go with him then. But Criss promised Lee she would come to New York as soon as possible.

SHE KEPT HER promise and, once there, didn’t leave Lee until Lee left us.


Chapter 2

[image: image]

Father and Son

When Lee was in fourth grade, the head of his school asked to meet with us: Lee wasn’t keeping up academically, and he was “acting out.” Lee attended a prestigious day school in New Canaan, Connecticut, that catered to affluent families with a preponderance of high-achieving parents who expected the same of their children. Although the lower school was “ungraded,” the students always knew exactly where they stood. Kids seem to have radar for that. The relaxed setting at the school was deceiving; the atmosphere was fiercely competitive.

Lee was fine in kindergarten but started to run into difficulties in first grade and fell further behind as he moved on. By the time Lee was eight, the headmaster informed us that he should go to a different school—one more suited to his abilities. “Lee is also immature for his age,” the headmaster said. Then he added, with a slight smile, “But he’ll probably outgrow that.” Preferably somewhere else dangled, unsaid, in the air.

To me, it was coded bullshit for: Your child doesn’t measure up to our school; he’s not smart enough. Wendy and I balked at taking Lee out of the school. We knew he was not stupid. On the contrary—he was curious and intelligent; he just didn’t fit neatly into the picture of the school’s typical student.

On the advice of Lee’s pediatrician, we took him to see a neurologist, who spent a few hours testing him.

“I understand you’re a good athlete, Mr. Pesky,” he said after we sat down in his office. “And I imagine you hoped that Lee would be, too.”

I nodded. Sports was important in our family; I had made it important. I had always been a strong athlete, as were Wendy, Heidi, and Greg.

“Well, I’ve got news for you,” the neurologist said. “He’s not going to be. I’ve given Lee several tests—even simple ones, like asking him to walk a straight line—and it’s clear that he has small motor difficulties that impede his coordination. It also shows up in his handwriting; it’s virtually illegible, and he writes very slowly. That’s probably why he’s having difficulties at school.”

And small motor difficulties were just one kind of challenge affecting Lee. He also had problems processing oral information, which compounded his struggles in learning. Basically, what Lee’s brain was hearing and telling him wasn’t necessarily what was coming out on paper when he wrote, the doctor explained.

“Lee’s a bright kid,” he assured us, “but you need to come to grips with the fact that these problems will never go away.” For a child experiencing such challenges, the frustration can be overwhelming, the neurologist explained. Particularly when he is operating in an environment of high expectations.

My instinct was to jump in and challenge the doctor. “Yeah, but” was on the tip of my tongue. Instead, I kept my mouth shut and thought about what the doctor was telling us and how it related to what we had observed in Lee. The physical manifestations were, admittedly, the most noticeable. Lee was a bit klutzy—this was true. But his clumsiness was mixed in with a certain amount of grace. It was interesting (and puzzling) to watch Lee play baseball. He had great form, and he threw the ball beautifully. He also caught the ball nicely. But the bat rarely connected with the ball, and his running was ungainly. In tennis, he had beautiful strokes as long as the ball was hit right to him, but if he had to run for the ball, his game fell apart.

Lee’s struggles in school made more sense now, too. Processing challenges (call it “internal wiring,” if you will) are all but invisible, so disappointing results are easily misinterpreted as the kid just not trying hard enough. That was certainly my fallback assumption with Lee. I would eventually come to understand, though, that my misreading of Lee lay at the heart of my rocky relationship with him. But I would see that only after I learned considerably more about the hidden challenges Lee had faced.

The term “learning disabilities” (now also referred to as “learning differences”) was first used at an educational conference in Chicago in 1963 by psychologist Samuel Kirk.1 But it took about 20 years and two acts of Congress before awareness and meaningful support for learning disabilities began to trickle through to the front lines of education. One of the first milestones was the Children with Specific Learning Disabilities Act in 1969—the first federal law to mandate support services for affected students. The Individuals with Disabilities Education Act (IDEA) passed in 1975 required free “appropriate” public education for all kids with disabilities, and it was updated a number of times in the 1990s to expand access and protections for students with learning disabilities.

These were significant steps, but they were too late for Lee and others of his generation. In the early 1970s, the term “learning disabilities” was still largely unfamiliar to the general public, and scientific understanding of how the brain functions during the learning process was, for the most part, in the Stone Ages. The analytic and diagnostic capabilities we have now did not exist when Lee was “diagnosed”—so even with the neurologist’s report, we only had a dim understanding of what Lee was dealing with. There was no way for anyone to know precisely which connections in Lee’s brain were misfiring, and, therefore, it was impossible to come up with targeted solutions.

The neurologist went on. “There are some things you can do that might help your son compensate for his difficulties,” he said. First, he suggested we find a learning specialist who could work with Lee. “Lee should also learn how to type so he won’t have to struggle with doing papers and homework by hand,” he said.

This was well before the time when computers had become a fixture in most households, and I was skeptical whether Lee, with his small-motor issues, could cope with typing. In fact, he never did learn to use a typewriter.

We did find someone who could meet with Lee every week to help him with his studies. We also took the neurologist’s evaluation to Lee’s school. The staff agreed to keep Lee enrolled and made some accommodations for him based on the doctor’s suggestions. Because of his auditory processing challenges, for example, Lee was moved to the front of the classroom, an arrangement he initially balked at, not wanting to draw more attention to his challenges. But once he realized the move helped him to better hear and understand his teacher and take notes in class, he went along with it.

With some assistance, Lee was able to muddle through school. But, for Lee, the concrete benefits of the “fixes” were very limited—it was like slapping a Band-Aid on a wound that wouldn’t heal. As far as the school was concerned, Lee was simply a problematic, underperforming student, and neither the neurologist’s report nor our requests made them see Lee in a different light. To be fair, educators at that time did not have the means to recognize learning disabilities, much less know how to help students who were affected. They simply lumped all such children into the same category—“slow”—not realizing that learning disabilities indicate nothing about someone’s intellectual capacity.

Meanwhile, the “specialist” who met with Lee weekly was really nothing more than a tutor. She could point out where Lee’s work needed improvement, but she had no idea how to help him deal with his learning issues. She was not specially trained or educated in learning remediation.

Students with learning disabilities at that time were mislabeled and misunderstood. Just about everything that’s available now to help kids navigate their learning disabilities to become thriving learners didn’t exist then. Today, kids like Lee can get accurate diagnoses of their specific learning issues and intervention plans grounded in science. Remediation sessions with qualified specialists can help kids develop effective strategies for harnessing their strengths and working around their learning differences. And expert counseling is available now, too, to help kids and their families deal with the stress, anxiety, and other challenges that often accompany learning disabilities.

But unfortunately, the solutions recommended for kids like Lee in the 1970s and early ’80s sometimes made matters worse. Learning disabilities were frequently misattributed to intellectual impairments or psychological problems. Even parents like us who were lucky enough to have the resources to try to find help for their kids were often grasping in the dark. They got whatever advice they could—some of it good, some of it useless, and some of it harmful.

Our pediatrician advised us to take Lee to see a child psychiatrist. Lee hated it. Every time we left the house for one of his early morning sessions, he would yell, “I don’t want to go and see that man! I don’t like him. I don’t like what he’s asking me!”

It was heart-wrenching then, and it’s even more heart-wrenching now. When I hear Lee’s panicked voice in my mind, I do so with the knowledge of how pointless and damaging those sessions were for him. The psychiatrist approached Lee’s treatment as if he had a personality or mental disorder, rather than a processing issue that affected Lee’s performance relative to his ability. What a message that must have sent to Lee: You’re all messed up.

Back then, guesswork played a big part in figuring out what to do for a kid like Lee. In retrospect, any benefits he might have gained from the sessions with the psychiatrist were far outweighed by the negative impact that underlying message had on him. What a terrible, terrible decision it was on our part.

TODAY, LEARNING SPECIALISTS will tell you a simple and heartbreaking truth: The biggest problem with a child who has a learning disability isn’t the child. It lies with those around the child—parents, teachers, family, friends—who don’t understand why this kid is having problems. Collateral damage can be inflicted unwittingly by parents through the questions we ask or the advice we give to our children. Questions that are embedded with doubt and blame: What’s the matter with you? You’re not paying attention. The problem is your attitude. Why aren’t you studying more? You’re not trying hard enough. Go back to your room and don’t come out until the math problem is done. When I was saying things like that to my son, it never occurred to me how pointless and damaging my words were.

We now know that 15–20% of the population, regardless of socio-economic or ethnic background, experience symptoms of a learning disability and that learning differences can occur across a wide spectrum in the degree of severity and type of disability. These disabilities are a matter of processing and should not be confused with developmental or intellectual impairments. They make the learning of basic skills like reading, writing, and math more difficult for some students when traditional, one-size-fits-all teaching approaches are used.

If you Google “famous people with learning disabilities,” you’ll come up with a surprising and diverse list of prominent people—Charles Darwin, Agatha Christie, Leonardo da Vinci, and George Washington, for example.2 More recently, the list includes Richard Branson, Charles Schwab, Whoopi Goldberg, Richard Engel, Keira Knightly, and Anderson Cooper.

But unfortunately, there are far more people with learning disabilities who aren’t thriving or famous. Learning disabilities not only slow you down in the learning process, they can also interfere with important life skills, such as time management and organization, long- or short-term memory, and attention. It’s not surprising then, that these hidden challenges can have consequences beyond schooling. They can negatively impact relationships and one’s ability to lead a fulfilling life.

OF COURSE, WE knew none of this when Lee was a child. If Wendy and I were vaguely aware of what his learning issues entailed, then Lee was totally in the dark about it. He knew only that certain things were hard for him without really understanding why.

Lee was not identified or defined by his disabilities. He was an active, impish, fun-loving, sweet, and somewhat unruly kid. That said, it’s impossible to disentangle the essence of Lee from the fallout of his learning challenges. Over time, though, we came to understand that the frustration Lee experienced in dealing with his issues made him more apt to resist and rebel. And I have no doubt now that the disappointment he must have sensed in the people around him fueled Lee’s inclination to provoke the perfectionists and Type-A people in his life. The most obvious target was me.

It annoyed me to no end at the time. Today, I have to admire how good Lee was at “poking me in the eye.” But the prankster in him was always tempered by another side—a sweetness and tenderness that could take your breath away. When Heidi was pregnant with her first child, Lee bent down to kiss her belly as we were leaving a restaurant in Ketchum. “Hi, baby,” he whispered. “It’s your Uncle Lee.” Eliza Lee Worcester was born just a few weeks before Lee died.

Lee was never mean. When he was a kid, though, he sure could stir things up. He liked to needle Heidi; she was, after all, the older sister and a by-the-book kind of sibling. As her cousin Mark observed, Heidi was the teenager who went to bed at 9 p.m. on New Year’s Eve. She was a tough act to follow, and she’d often try to boss her younger brother around. “I don’t need another mother!” Lee would shout at her.

He loved to throw his older sister off balance—literally, sometimes. And it counted as a double-header if he could get me riled up at the same time. Like on the day in 1978 when we were finishing a wonderful family hike to Kane Lake in the Pioneer Mountains of Idaho. Only twenty miles from Sun Valley and a world away from the frenetic pace of our lives on the East Coast, Kane Lake is one of the hundreds of pristine alpine lakes dotting the Idaho wilderness. The trail takes you through wildflower meadows and spruce forests, over icy creeks and ankle-busting scree fields. We were all good hikers, and after the 1,700-foot elevation gain, hearts pounding, we were rewarded in the last hundred yards of the climb with the sight of the turquoise lake just over the ridge below us. Utterly content, the five of us settled down in silence for a bite to eat, relishing the view and the sun on our faces. This is one of the many reasons why our family loved Idaho. After one more last deep breath of high mountain air, we hiked the three miles back down to our car. What a perfect hike and a perfect day.

That is, until we got down to the final stream crossing near the trailhead. It was late June, barely the start of summer in the 11,000-foot peaks, and the spring runoff from the snowmelt was still high. By late summer, the stream becomes a creek that hikers can easily hopscotch across. That day, however, we had to shimmy across a log perched over the ice-cold rushing water—the same way we had come when we started the hike.

I suggested Lee go first. For a kid who wasn’t especially coordinated, he made it across OK. Heidi was next, and as she made her way along the wobbly log, Lee casually began tossing rocks into the stream below her to distract his sister. The stream was not especially deep, nor was it a big drop down from the log. But no one wants to fall in and do the drive home in wet boots. By the time she had crossed, Heidi was ready to kill her brother, and I was on the opposite bank yelling and waving my arms (have I mentioned I have a bit of a temper?). I was so worked up as I shuffled across that I nearly fell off the log myself.

Sputtering and fuming, I lectured Lee as I steered our car down the hairpin turns of Trail Creek Summit on our way back home to Ketchum. Imagine a narrow and winding dirt road carved into the side of a mountain. There are no guard rails. The passage is so steep and prone to avalanches that the road remains closed for about six months a year in the winter because it can’t be plowed. That, however, didn’t stop me from turning around now and then, white-knuckled hands gripping the wheel, to glare at my middle child who was looking innocently out the window. Greg, the peacemaker, had placed himself between his brother and sister in the backseat of the car.

Beside me, Wendy was alternating her attention between the drama in the car and the 800-or-so-foot drop-off to her right. “Alan, for God’s sake! Keep your eyes on the road. We’re all going to die!”

For many years, I viewed it as just another example of Lee being difficult. No wonder I get pissed off at Lee, I’d grumble to myself. But at some point, I turned the mirror back on myself. Lee was just being a kid; I, the adult, was being a jerk—quick to judge him harshly and lose my temper. When I’m being honest with myself, I know that had Greg been the one to throw stones to distract his sister, I would not have reacted in the same way.

Now we laugh about it. Well, it might be more accurate to say that Wendy, Heidi, and Greg roll their eyes about my performance in the Kane Lake episode. When Heidi and her family go on that very same hike, one of her kids will inevitably ask, “Is this where Uncle Lee tried to make you fall in?” Naturally, we never told them the scary part of the story—the part when Pop Pop (the name my grandkids have given me) kept turning around on the hairpin turns to shout at Lee. That part was too terrifying.

KNOWING WHAT I know now, I’ve tried again and again to imagine what it must have felt like for Lee to be misunderstood and blamed for something he could do nothing about. Like most kids, he wanted to do well, and he tried hard to meet his own expectations and those of others—teachers, coaches, and his family. He was constrained, however, by disabilities he couldn’t possibly understand.

What might that feel like? To understand what you need to do, and to know, in principle, how it should be done—but simply not be able to accomplish it? Would it be akin to knowing exactly what you want to say, but having the words come out of your mouth scrambled? Or concentrating as hard as you can to read a sentence but finding the letter order makes no sense at all, or that it changes every time you look at it? Like someone is messing with a switch in your brain?

I am unhampered by a learning disability—or any disability, for that matter—and it was difficult for me to understand why hard work just wouldn’t pay off for Lee. It’s not that everything came easily for me—because it didn’t, particularly in academics. But in most other areas of my life, whenever I set a goal for myself, I knew I’d have a good chance of achieving it if I came up with a reasonable plan, if I was disciplined, and if I worked my butt off. I was driven, and I could make things happen. So naturally, I believed everyone else could do the same, if only they just put their minds to it.
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