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     Preface


    As a toddler, Ryan’s emotional intensity, perseveration, and defiance caused my wife, Mary Beth, and I to seek professional help to nudge him onto the traditional pathway for success. Instead, expert assumptions about his intellectual limitations bound Ryan to a flawed system purportedly designed to aid him. If you are a parent, particularly a parent of a child with a disability, we hope you learn from our mistakes.


    After writing separately, Ryan and I collaborated on a comprehensive examination of our journey. My recollections frame the entire story while Ryan’s own words are revealed throughout the book in italics. All persons within the story are actual individuals; there are no composite characters. The names of some individuals and institutions were changed to respect their privacy and, whenever Ryan disputed my version, I deferred to him. His eidetic memory rendered extraordinary recall of life events, even those occurring when he was a toddler. Any editing of his work by me was purely grammatical or stylistic. By reliving our story concurrently, Without Restraint is part parenting memoir, part childhood memoir, but most importantly, it is a compelling story of struggle, enlightenment, and survival.


    Through skiing and the adventures we experienced together, I learned everyone was wrong about Ryan, especially me.


    —Robert C. DeLena

  

  
    CHAPTER ONE


    Never Complain and Never Give Up


    “It is not the mountain we conquer, but ourselves.”


    —SIR EDMUND HILLARY




November 9, 2018. Unlike previous days searching for skiable terrain in Antarctica, our morning objective was easy to spot from the deck of the Ocean Adventurer. Not Your Matterhorn stood alone on a snowy peninsula requiring a long, steep skin to the summit. Clients onboard studied the peak excitedly and noted that our intense climbing efforts were certain to be rewarded with a 2,000-foot ski to the ocean on an untracked slope with forty degrees of pitch. The mountain itself was located atop a frozen plateau, approximately one mile from the rocky coastline, and climbers from Ice Axe Expeditions noted its similarity to the Matterhorn in Switzerland when they named it nine years prior. Personally, I thought it more resembled Mount Crumpit from The Grinch Who Stole Christmas because its sharply pointed peak twisted a quarter-turn, as if it was craning its neck toward the shore to spy on anyone bold enough to summit.
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    The zodiac ride to shore was longer than usual. To locate a proper landing zone, we navigated around several large icebergs and through a field of smaller ice chunks, eventually settling on a ledge made of large boulders in the shadow of a steep, snowy slope. After a cautious climb over slippery rocks in our ski boots, it was time to gear up. Generally, after disembarking the zodiac, we clipped into our skis and began skinning up. Today, however, we first needed to climb straight up a snowy cliff face before we could start to skin. So, we kept our skis in hand and used them to stab the snow for support as we ascended. We then kicked steps up the cliff face, traveling for one hundred feet or so, and upon reaching the upper plateau, stopped to admire the peak in the distance before clicking into our skis.
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    After we negotiated the dicey cliff face, we assembled safely on the plateau and dropped our skis into position before securing the toepiece to our ski boots. We then clipped together in our usual order. Spaced by twenty feet of rope to prevent our team from falling into a crevasse, we climbed by employing a technique called “skinning,” affixing a felt material made from mohair to the bottom of our skis and using special bindings that released at the heel. Our lead guide, Andrew, was positioned first. As always, I was right behind him, staring at his backside while he methodically ascended step by step, maintaining a pace I could withstand. We never conversed much during climbs, but every so often Andrew sensed that I was struggling and bellowed out, “Don’t forget to look around!”


    The anchor, or tail guide, to our climbing line, was Kurt, the director of operations for Ice Axe. Kurt was on a split-board, which meant he skinned up on a snowboard that divided into two halves before being reassembled for its intended purpose on the descent. Earlier in the week, I had the body-shaming misfortune of following this former college water polo player and his American flag Speedo during our ship’s “polar plunge” into the frigid waters of the Southern Ocean.


    Clipped just behind me as we ascended was my seventeen-year-old son, Ryan. He was already taller than me and, although he would never grow over six feet, he wasn’t short. We shared some physical attributes like my broad shoulders and muscular frame, but unlike me, he had a six-pack of abdominal muscles and longer legs, which made him prettier and more athletic on skis. There is little question that he is my son because we greatly resemble each other facially with big brown eyes and long eye lashes, brown hair (before I went gray), a wide nose that originated generations ago in a small Italian village, and a cleft chin. However, his face is more angular, with a sharper jawline resulting in a more handsome appearance.


    As we glided across the plateau toward Not Your Matterhorn, I wasn’t able to see much of Ryan’s face when I looked back over my shoulder. He had given up on sunblock after suffering a bad burn caused by the lack of ozone protection over Antarctica and was now covered by a ski mask, baseball hat, and sunglasses as if readied to rob a bank. Sunburn aside, Ryan had little trouble skinning up any mountain and was the strongest client-skier on the trip. He even skied as well as some of the guides, and Antarctica was unlike anything either of us had encountered in a ski resort. The runs were steep with variable snow conditions, but also presented life-threatening hazards such as hidden crevasses and the potential for avalanche. Yet, Ryan never appeared intimidated and skied every run aggressively, ripping through the glacial snow with beautiful S-shaped turns that left behind the evidentiary pattern of a highly skilled and technically proficient skier. I proudly wondered how many skiers in history had ever matched his progression from beginner to expert. He had moved from his first day of skiing on a beginner hill in Massachusetts to ski touring in Antarctica in under ten years.


    As for me, skinning up mountains in Antarctica was brutal. We generally skinned over two thousand feet in morning ascents, and I spent most of the time begging for water breaks and asking Andrew, “How much farther?” Today, however, I vowed to be more positive, and with each sliding step, I quietly whispered my new mantra, which I had learned the previous evening during a presentation by a guide named Todd titled “Never Complain and Never Give Up.” Todd’s advice fueled me well into our second hour of skinning, just as we completed the approach to the base of the mountain. However, as the slope steepened, my incantation was soon replaced by the sound of my own labored breathing. We were just now beginning the ascent of Not Your Matterhorn, and as each sliding step began to increase in elevation, I found myself once again focused on the lengthy distance to the summit.


    To occupy myself, I looked away from the peak and gazed to my left toward the icy waters below, relying on the icebergs floating in the bay for distraction. I spent the next hour studying each mass of ice, trying to pick a favorite, as we continued our ascent. While the top half of an iceberg is pure white, the part below the surface combines with the cobalt sea into a bright teal color like something from a child’s paint set. Each has a unique design that is sometimes reshaped by the sun, and when melting on one side generates an imbalance, the iceberg topples, sending the previously submerged section out of the ocean and vice versa.


    Although our ascents offered plenty of visual stimulation, Antarctica is remarkably silent—aside from the squawking penguins. As we neared the summit, we initiated a zigzag pattern to counter the slope, and rather than icebergs, I found myself marveling at Ryan. His movements were effortless and efficient. No matter the steepness or the snow conditions, climbing up was as much fun for him as skiing down. I could never relate to that aspect of his personality, and as I pondered how different we were, my thoughts shifted to the chaotic parenting journey that led to this adventure. Antarctica was, after all, just another attempt to make up for the terrible mistakes I made when Ryan was younger. Mistakes I worked tirelessly to correct but that gnawed at my consciousness with indelible feelings of regret, even when distracted by the most remarkable scenery on the planet.
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    I am sure that everyone who travels to Antarctica has a moment or two when they consider what it took to get there, and as we slowly ascended Not Your Matterhorn, I contemplated my journey.


    For me, when it came to the technical aspects of skiing, the nine-year career that led me to ski touring in Antarctica was without adversity, offering a direct line in pursuing my goals. However, it was never that simple. Like our morning zodiac ride across still water, I was forever mindful of the dangerous chunks of ice in my path. For my entire childhood, I was forced to navigate a field of doctors, teachers, and administrators who felt I was unable to walk the halls of any school without medication and constant supervision. Worse, many times I felt as though I was trapped by the ice floe as I was literally held in place until grown-ups deemed that I was ready to return to society.


 

    Like most occasions when I reflected on my past, it was hard not to get angry, but by the time we neared the summit, I remembered that it no longer mattered where the experts thought I’d end up. What mattered was where I was now.


    
  


CHAPTER TWO


The Gift


“There must always be a struggle between a father and a son, while one aims at power and the other at independence.”


—SAMUEL JOHNSON



October 13, 2000. Like all expectant parents preparing for their first child, Mary Beth and I were terrified. Friends who had completed the journey promised our initial appointment was nothing more than checking vitals and listening for the baby’s heartbeat. Instead, after searching in vain for a minute or two, our nurse deadpanned, “Excuse me for one second while I grab your doctor.” She was so matter of fact that I assumed she was simply misusing the Doppler machine, but, in an instant, our doctor appeared. He too attempted to locate a beating heart, and after failing, requested an immediate ultrasound to confirm everything was okay.


We left and nervously walked across the hall to the ultrasound facility. As Mary Beth checked in at the appointment desk, I studied the faces in the waiting area. Most would see images of healthy growing babies, with the anticipation of more significant moments to come. For the rest, hopes and dreams ended in the next hour. It was my first introduction to parenthood, lacking the slightest leverage to influence the result of the ultrasound, and I understood now why my grandmother sprinkled me with holy water as a child when I wasn’t paying attention.



Mary Beth returned dejectedly. She shook her head slowly and exhaled with an exasperated sigh. “They’re about to close for lunch and want us to come back in an hour.”


We retreated outside and searched for a place to sit before settling on Au Bon Pain. Like most couples who start as friends, Mary Beth and I communicated easily, but as products of the television generation, particularly sitcoms, our conversations generally entailed outwitting the other to generate a laugh. This day, however, we stayed unusually quiet during lunch. Mary Beth ran her fingers through her short brown pixie cut while her dark eyes studied her day planner. She appeared to be counting days on her fingers to recalibrate her pregnancy calendar, which I referred to as the sex calendar, trying to discern the date of conception. Although she was a corporate attorney and not a prosecutor, she was interrogating her day planner, looking for evidence that our original conception math was off and making our baby too young for an audible heartbeat.


Occasionally, Mary Beth cross-examined me about my role in our baby’s conception. “I feel like I am missing one time from late July.”


“With me?”


“Thanks. That is super helpful.” She wasn’t amused and groaned slightly before diving back into the calendar.


With little else to do, my eyes wandered around the restaurant, eventually settling on a father-and-son pair a few tables away. The dad was busily cutting chicken fingers into tiny pieces as his son wiped grease onto his Red Sox shirt. The boy was wearing number 45 in honor of Pedro Martinez, but I doubted he was old enough to appreciate how the mood in the city was elevated every fifth day when Pedro was scheduled to pitch.


While I poked at my turkey sandwich, I prepared mentally for the outcome of the ultrasound. I knew miscarriages were common with first pregnancies and, after a few months of waiting, we could try again. Still, I wasn’t ready to say goodbye to this baby. I had spent the last two weeks readying myself to be a dad and, certain we were having a boy, had already run through my list of firsts—first ball and glove, first Little League game, first high school game, and first game playing second base for Harvard University. I wasn’t presumptuous enough to envision his first game in the majors, but the rest of the plan was etched in stone.



After lunch, we returned to the waiting room, and when Mary Beth’s name was finally called, we traveled down a long hallway to the ultrasound room knowing life would be forever altered by the next few minutes. As images of our baby appeared on the monitor, the technician’s tells showed: the unfurrowing of her brow with a slight exhale. She then offered play-by-play of the onscreen imagery, including our baby’s large head, tiny body, and finally, a magnificent beating heart.


When the doctor walked in, he misread my pained expression and readied himself to deliver bad news. However, when the technician gave him the thumbs-up, he struggled to right himself. “Wait, so everything is good?” He then pointed at me before saying, “He looked so serious.”


I faked a smiled back at him and let out a deep exhale. “That was pretty stressful.”


The doctor smiled at me before fixing his eyes on Mary Beth. “The first of many stressful moments, my young friends.” After he exited, while Mary Beth dressed, I took a deep breath and wondered how many excruciating near misses would be endured over this child’s lifetime.


We departed with a black-and-white image of our baby on a thin piece of paper curled at the edges. It was too soon to determine the gender, but I remained convinced that we were having a boy because the profile in the image resembled me, so I assumed our baby would be like me in every possible way. He would study hard, get good grades, bat left, throw right, hate the Yankees, and beg to stay up past his bedtime to see the outcome of playoff games. I would soon learn, though, that there are no scripted plans when it comes to parenthood.


Even in the womb, our baby was beginning to show his stubbornness. He remained firmly in breech position, necessitating a Cesarean section. At Mary Beth’s final appointment, our OB/GYN stated emphatically that most babies eventually spin around allowing for a vaginal birth, but this baby was different. Ryan Charles DeLena entered the world on May 7, 2001, on his terms. He was beautiful, loud, and strong-willed, and spent his first days screaming after several rounds of breastfeeding and even clumsier attempts at bottle feeding failed miserably. When Mary Beth finally surrendered, a lactation consultant settled on a special bottle called the Haberman Feeder used for babies with cleft lips.



The rest of Ryan’s first year is a sleepless blur, but one thing I recall vividly was his love of pushing boundaries. From the moment he learned to crawl, our house morphed into a deathtrap, and soon every piece of furniture was tethered to a wall. He became obsessed with electrical outlets, stairs, fireplaces, and anything delicious discovered on the floor. If I averted my eyes for one second, he was inside the kitchen cabinets or behind the television ripping out the wires. So, when Mary Beth returned to work on a full-time basis, we hired a nanny to help care for Ryan while I continued to work from home. Fortunately, we found a sweet retiree named Fran who had raised children and grandchildren and lived close by.


Fran’s job, aside from feeding and changing Ryan, was to keep him busy from 8 a.m. to 3 p.m. In the afternoon, I had primary responsibility until Mary Beth arrived home from work. However, since my workday didn’t exactly end at three, my plan was to juggle business and fatherhood, occupying Ryan while I worked on the computer and made calls. That plan, however, lasted less than a week before I realized it was futile. No matter how many of Ryan’s toys filled my office, he fixated on a button that opened the CD drive of my computer, wailing uncontrollably until he was allowed to push it. Luckily, he loved riding in my car and, if we drove long enough, he eventually passed out. The best part: he remained asleep as long the car traveled in excess of forty miles per hour, so I drove through neighboring towns like Keanu Reeves in the 1990s movie, Speed, cutting through parking lots to avoid red lights.


In September of 2002, when Ryan was sixteen months old, his sister, Abigail, was born. At the time, he seemed completely oblivious to Abigail’s presence, preferring to explore every square inch of our home. Within a few months, every door, cabinet, and toilet incorporated childproof devices so complex that adult guests would exit bathrooms looking like they completed the SAT. We had tried numerous methods for containing Ryan, including swings and bouncy chairs, but he escaped the standard baby jail, made of interlocking plastic walls, by ramming his head into the joint sections until they snapped open.


Despite constant vigilance, parenting Ryan was a lot of fun. He spoke early on and developed an incredible vocabulary. With a few minutes of rehearsal, he memorized long strands of speech, reciting the Pledge of Allegiance, or enumerating his Miranda rights during diaper changes. I also enjoyed teaching him lines from my favorite movies, so if you knew him back then you would witness Ryan launching into Hyman Roth’s impassioned speech to Michael Corleone about the death of Moe Greene in The Godfather II. It led to some strange looks on the playground when Ryan honored Moe, lamenting to other toddlers that “there isn’t even a plaque or a signpost or a statue of him in that town.”
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My parents didn’t believe in baby talk, and when I was still in diapers, they talked to me like I was an adult. Had things gone differently in preschool, Dad would have pushed me to read War and Peace before my seventh birthday, and Mom would have asked me to intern for her company during middle school. I’m not saying they were particularly hard-driving or cruel. In fact, I only remember good times at home when I was really young.


By the time I could walk, I wanted to discover the big world around me, which led to childproof locks on literally every door in our house. Whenever my parents told me I couldn’t go into a specific room or closet, I assumed there must be something special about it, since I couldn’t enter it until I was older. For example, when I was three years old, I became fascinated with a basket of grilling tools in our pantry. After several failed attempts to sneak in and climb the shelves, my mom finally let me hold some of them except for one particular tool she called the “Death Knife.” This rather morbid name came from her desire to have me equate it with danger since it was sharper than the other tools, but her mistake was telling me only grown-ups were allowed to touch it. For the next week, I pleaded with her to let me hold it. She finally gave in and let me hold the long wooden handle with a sharp blade attached, taking it away after a few seconds. The problem was that I went into preschool the next day and bragged about holding the “Death Knife.” A call was then immediately placed to Mom, forcing her to explain the nature of the knife, how it got that name, and why I even knew it existed.
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I was not surprised when Ryan’s preschool director asked me to stay for a few minutes one afternoon to discuss his start to the school year. Ryan was attending the Sudbury Cooperative Preschool for a few hours on Tuesdays and Thursdays and was there less than a month when Mallorie, the owner, looked at me with concerned eyes and said, “There is something that I need to tell you after observing Ryan.”


Mallorie had big blue puppy dog eyes to begin with, so she really looked unhappy about whatever she was about to disclose. I cut her off before she continued and without knowing anything, immediately came to Ryan’s defense. “Isn’t this . . . just . . . the terrible twos or something?”


She stopped me. “No, Rob, this isn’t about misbehavior per se. This is much bigger.” She then slumped her shoulders and softly exhaled, “Ryan is gifted.”


As the word “gifted” struck my temporal lobe, I burst out laughing. “Jesus, I thought were going to say that something was wrong. Gifted sounds like a good problem to have.”


“Well, it does come with some hurdles. My gifted son is a teenager now, and he was a very difficult child. He never listened to me or anyone. He still doesn’t.”


“I guess that does sound a lot like Ryan,” I confessed. “So, what do we do?”


“Rob, this is going to change your lives forever. You and Mary Beth need to research everything about gifted children to prepare for the future.”


I tried to appear dour but deep down I was thrilled about the prospect of raising a gifted child.


“I can promise you that we’ll do all the necessary research. Especially Mary Beth. She loves research.” By research, I really meant googling the differences between the starting salaries for graduates of Harvard versus Yale. “Mallorie, by the way, how did your son turn out?”


She forced a smile and sighed again. “He’s doing well. He loves computer programming and this past summer he taught himself Hebrew.”


Great, I thought to myself. Ryan better not end up being a nerd like her kid.




After racing home, I searched, “How do I know if my preschooler is gifted?” Even in the early days of the internet, dozens of websites with tests popped up. Most cited the following factors:


	•a highly developed vocabulary


	•a tendency to speak quickly


	•the early use of longer, more complex sentences while using appropriate grammar


	•early reading


	•continually asking questions about what they see and hear, and wanting to receive thorough responses and explanations


	•the ability to carry out multistep directions


	•the ability to understand and participate in adult conversations


	•the ability to change the language they use when speaking to different audiences



After digesting the checklist, Ryan certainly possessed the requisite criteria. Locally, I knew of several programs tailored to educating gifted children and looked forward to researching options while bragging to the world about my boy genius. However, there was one aspect to the articles on giftedness that I chose to ignore. Many of the articles included a caveat that characteristics of giftedness can be signs of an emotional problem or an early indication of autism.
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Despite all I have been through, I am very close to my family. Dad and I have a unique relationship. When I was younger, he was often the only parent home, and he taught me about the history of everything, how to exercise, how to meet strangers, and just about every other lesson a boy learns growing up. He never hid the realities of the world from me and always gave me straight answers, even about things that would ordinarily scare a young child. With that kind of honesty, I never felt that I had to hide much from him. Plus, even if I did, he would see through it. I learned early on that he sees everyone for who they really are and isn’t fooled by much.


Mom has always worked as a lawyer for biotech companies in Cambridge, Massachusetts, about an hour from our house during busy traffic hours. So, when I was young and went to bed early, I only saw her for a couple of hours in the early morning, a few minutes at night, and then on weekends. That didn’t necessarily mean we had a distant relationship; it was just different from Dad. When I think back to Mom then, I picture her making breakfast in the morning and her attempts at making me and my sister laugh, which weren’t always the funniest. Mom is your classic type-A, analytical parent, and no matter what problem or trouble I managed to get into as a toddler, she never believed in indulging emotional drama. Instead, her advice was usually “Suck it up and keep going.”


If I fell climbing at the park, she would make sure I didn’t break any bones, but she was not the type to douse me in Purell, smother me while I cried, and tell me to never try climbing that thing again. Instead, she dusted me off and told me to give it another try. I am sure psychiatrists pin it on her that I went on to become a ski mountaineer and a mountain climber—pursuits that require that decisions are made through an objective lens and where discomfort is simply accepted as a part of the process.





  
    CHAPTER THREE


    Not Otherwise Specified


    Throughout the evaluation, there were numerous instances of impulsivity, perseverative responding; difficulty shifting cognitive set to a new set of tasks demand and reduced cognitive flexibility in generating alternative solutions.


    —REPORT OF NEUROPSYCHOLOGICAL EVALUATION OF RYAN DELENA BY DR. JANET SCHNEIDER, PHD, MS, PEDIATRIC NEUROPSYCHOLOGIST (OCTOBER 1, 2004)



    July 6, 2004. Prior to his birth, Mary Beth and I secured a coveted spot for Ryan at the Treehouse School, a highly regarded preschool program in the neighboring town of Concord, where we were impressed by the energetic teachers and expansive facility. After enrolling him in summer camp at Treehouse, which served as an introduction to preschool set to begin in September, Ryan quickly ran into problems following directions and melding with the other children.


    At 2 p.m., I weaved my way through the elaborate system of traffic cones and orange-vested teachers at pickup time, eagerly awaiting Ryan’s detailed description of every intriguing aspect to his new classroom. Ryan’s teacher smiled as she opened the car door, buckling him into his seat for the ride home. I was in the process of turning my head to say hello to him, when Kim, Treehouse’s director, startled me by knocking on the driver’s-side window.


 
    “Ryan had a great day,” she said enthusiastically, before pausing. “Would you and Mary Beth be able meet with me tomorrow after drop-off?”


    “Is there a class event?” I asked, fearing we missed something in the daily email update.


    Her face grew more serious. “No, I just want to discuss a few things about Ryan’s behavior today.”


    I quickly nodded and said, “Sure. I’ll double-check Mary Beth’s availability, but unless you hear otherwise, assume we’re on.” I then pulled out of the parking lot and engaged Ryan on his first day of camp, but as I drove, I replayed the short conversation with Kim in my head and felt uneasy. She never once said “gifted”; she said “behavior.”


    We met with Kim the following morning, and she relayed that, during Ryan’s first day, he fixated on a giant farmhouse sink in the classroom. Rather than painting his assigned macaroni necklace, he insisted on repeatedly filling the sink, watching it drain over and over.


    “Is that a problem?” I asked.


    Mary Beth sensed that I was about to make a wiseass comment about Ryan failing to produce his quota of pasta necklaces and quickly interjected, “Kim, we know that he can be challenging, but he’ll do better once he learns the class routine.”


    Kim smiled. “He absolutely will, and he’s such a spirited and wonderful boy.”


    Spirited? She made him sound possessed, but I sensed that she was leaning on her years of experience and training. And now, having delivered the good news, she was readying the bad. She took a breath and asked, “Will you give us permission to have a pediatric neuropsychologist observe Ryan?”


    I looked at Mary Beth blankly and prepared my response to Kim by first parsing the title silently in my head, arriving at a doctor who studies children with brain problems. It didn’t sound like the title of someone called to determine where Ryan fell on Treehouse’s scale of giftedness.


    But, before I had the chance to respond, Mary Beth jumped in and said, “Sure. If you think it might be helpful.”


 
    Although we were alarmed by Kim’s recommendation, when we left the meeting, I reflexively argued to Mary Beth that the administration at Treehouse was struggling to appreciate Ryan’s intellect. “She doesn’t get him because Ryan isn’t scared to take a shit without permission.” As proof, I cited articles that claimed educators often miss the brilliance of gifted children and instead focus on attention and authority problems.


    Mary Beth clenched her teeth and narrowed her eyes. “You really think that is all that’s going on with him?”


    “Am I supposed to be worried because he doesn’t aspire to middle management?”


    Ryan typically viewed authority figures (including his parents) as speed bumps on the way to doing whatever he wanted. He had already suffered a lifetime banishment from a carousel in downtown Boston after insisting that he stand on the back of his assigned horse while riding, and then, after he was kicked off the ride, raced around for several minutes darting under and around horses, evading capture by the carousel staff.


    “Banned for life!” screamed the sweaty, exasperated operator once he returned the escaped fugitive to parental custody.


    “How are you gonna enforce that?” I countered. “Is there a ‘Most Wanted’ section in the back with pictures of naughty kids?”


    “Easy,” he claimed. “I’ll never forget that fucking kid for as long as I live.”


    So, deep down, I was more concerned about Kim’s reaction to Ryan’s first day than I let on.


    Ryan was observed later that week by Dr. Schneider, PhD, MS, who was recommended by Kim at Treehouse, and who appeared well- credentialed—having trained at Harvard Medical School and McLean Hospital. Mary Beth and I met with Dr. Schneider following her observation of Ryan that consisted of watching him interact with his classmates in the preschool room for two hours during camp. She was younger than I expected with an angular face, straight blonde hair, piercing blue eyes, and an aristocratic nose. Her firm handshake and rigid posture reminded me of a German dressage rider at the Olympics.


    At our meeting, Dr. Schneider drew an oval on a yellow legal pad. She then bisected it from top to bottom, before explaining that Ryan was super bright in the left half of his brain and much weaker in the right half. She described Ryan’s strengths as analytical thought, detail-oriented perception, ordered sequencing, rational thought, verbal-based skills, planning, math, science, and logic. She listed his weaknesses as intuitive thought, perception, random sequencing, emotional regulation, nonverbal based tasks, impulse control, and imaginative storytelling. I was baffled as to how she made that determination after watching him play, but it made sense. Mary Beth and I are both law school graduates and classic type-A people. Neither of us displayed the slightest hint of creativity, so it was reasonable that we had produced a toddler like Ryan.


    Dr. Schneider quickly hatched a plan to formally test Ryan to determine his clinical issues. She recommended that he leave Treehouse after the summer, enrolling instead in a special preschool program in town, the Sudbury Integrated Preschool, which offered a highly structured program that combined neurotypical students and children with intellectual or emotional struggles. Naturally, we were skeptical, but Dr. Schneider seemed to know Treehouse and the Sudbury Integrated Preschool well, so if she felt strongly, one was better suited for Ryan than the other, we felt it wise to listen to her. Plus, we doubted Treehouse would allow Ryan to attend their program in the fall even if we chose to disregard her recommendation.


    Dr. Schneider next conducted a series of tests on Ryan, including the Wechsler Preschool and Primary Scale of Intelligence test as part of a neuropsychological evaluation. The testing confirmed her yellow legal pad diagnosis, as Ryan scored highly on verbal tasks and well below average on some nonverbal problem sets. She concluded in her written report that the evaluation suggested developmental delay and reduced skills in the following areas:


    	1.pragmatic (social) language development and the ability to understand nonverbal social cues;


        	2.difficulty appreciating nonverbal information and discriminating and integrating visual information of increasing complexity;


    	3.difficulty with sensorimotor integration and aspects of motor planning control; and


    	4.difficulty with self-regulation of emotional, behavioral, and cognitive functions.



    In a follow-up meeting, we heard for the first time, terms like “special needs,” “autism spectrum,” “Asperger’s Syndrome,” and “processing delay.” She wasn’t ready to label Ryan as autistic in the classic sense but revealed the “name of the game with a special needs child and a public-school program is to label his issues as something to access services from the town through an Individual Education Plan (IEP).”


    Mary Beth and I nodded vigorously. She agreed from a legal perspective, and I agreed from a marketing perspective because the label was Ryan’s ticket to services from our town.


    “I want you to pay attention to this because it is important.” Dr. Schneider fixed her blue eyes on me for some reason. “Ryan’s label will fall under the umbrella of autism, but don’t get too hung up on the official diagnosis.”


    I sat there, stunned. I flashed to something my grandfather used to say whenever I tried to wiggle out of a jam claiming a minor lapse in judgment. He was a former Marine and Boston cop and never indulged excuse making and would say, “Oh, it was a little mistake ? Like being a little pregnant ?” Dr. Schneider seemed to be leaning toward a diagnosis of a little autistic.


    She then spent several minutes rifling through a large textbook on her desk called the Diagnostic and Statistical Manual of Mental Disorders (“DSM”) before pausing on a particular section while she slowly nodded her head. She had discovered Ryan’s ticket. Her formal diagnosis was Pervasive Developmental Disorder–Not Otherwise Specified (“PDD-NOS”).1 Her formal report stated, “Ryan will require intensive, therapeutic support to address these developmental concerns.”

 

    Dr. Schneider told us PDD-NOS occurred in conjunction with a wide range of intelligence in children, with most exhibiting significant challenges in social and language development. She conceded Ryan did not struggle with the language piece, but argued he was complex in terms of social pragmatics. PDD-NOS fit someone exhibiting some but not all the characteristics of autism or who presented with relatively mild symptoms.


    In my mind, my gifted son had moved from early admission at Harvard to our town’s preschool program for students with disabilities. Not surprisingly, processing terrible news about your child has stages of grief, and at this point, I was clearly in denial. I was sure he would outgrow whatever issues Dr. Schneider labeled, and I grew incredibly frustrated with my family and friends who asked dozens of times, “What’s his diagnosis?” As if hearing the word “autism” provided questioners with comfort, revealing the socially appropriate emotional response while addressing Ryan’s behavioral issues; issues that provoked side-eye glances between couples during playdates or whispers among relatives whenever Ryan melted down at a family function.


    In the fall of 2004, following the advice of Dr. Schneider, Ryan attended the Sudbury Integrated Preschool. Ryan’s teacher was an experienced and highly respected woman named Ellen who was clearly more comfortable around kids than adults. At our introductory meeting, she mumbled to Mary Beth and me that Ryan was “in the right place.”


    However, by the end of week one, Ellen admitted to me that she was “locked in a battle” with a boy she called “fascinating.”


    While Ryan played on the other side of the classroom, hoping to forestall heading home, she rolled her eyes and confessed, “Rob, in all my years of teaching, I’ve never seen a boy like Ryan. He studies every inch of the classroom. He peppers my teaching assistants with questions. He’s fixated on blown light bulbs, leaky pipes, and is obsessed with the air-conditioning units behind the school.”


    “Doesn’t that make him really smart and inquisitive?” I countered. 


    She squinted and tilted her round face from left to right and back again. “Sure, but he only participates when activities interest him and refuses when they don’t. And he really struggles to transition from one activity to another, particularly when it is time to clean up.” She sighed and her face grew more serious. “I think there might be underlying issues here.”


    “Like what?” I asked angrily.


    She forced a smile. “I’m not sure, but hopefully Dr. Schneider can tell you more with additional testing.”
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    My early childhood memories are mostly fragments of events, but the things I remember are such important pieces to the puzzle. The bottom line is that I was an interesting young kid, even if I was like other kids in a lot of ways. I didn’t like to eat my vegetables. I explored my yard in search of anthills and spider-webs, but unlike other kids, I was fascinated by big machines, especially ones that sucked in air with giant fans. Whenever we went to a new house, I was less interested in playing with relatives or friends, and instead, wanted to see the basement because that’s where I could find the furnaces and water heaters.


    I suppose my interests made me unique, but what really made me so different from other kids was how hard it was to reason with me. Like any kid, my sense of right and wrong never went beyond typical parental reward and punishment. Unlike other children, however, I was far more willing to defy my parents because the benefit of getting what I wanted outweighed whatever my parents would do to punish me. At least, that is how the math added up before all the trouble started.
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    To survive the year, Ellen relied on every trick in her teaching handbook, even for her end-of-year theatrical production. In the play, Ryan received a small part with only one line, but Ellen worried he might disrupt it, entertaining the audience with improvisation. So, to keep him from commenting on stage during the performance, Ellen positioned an assistant teacher behind a cardboard tree from the elaborate set design, handing Ryan candy and gum to keep his mouth busy. By the second act, Ryan’s mouth was so full, I worried he might choke to death.
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    Another aspect to my early childhood that stands out is that I hated to be interrupted when doing anything. If I was building with blocks, I wasn’t finished until I did what I wanted with them, and good luck to anyone telling me otherwise. I also had an abundance of unfocused energy, which quickly translated into a hatred for sitting still, and made things difficult for me in preschool. I quickly got bored with my teacher, Ellen, and began wandering around the room to explore. Soon, a teacher’s aide followed me everywhere. Had I known the implications of what I was doing, I never would have left that tiny chair and waist-high table, but at the time, my perception of consequence was only in the moment. If I was bad, I got a red card and had to give it to my parents when I got home from school. When my parents pulled the card from my backpack, they were disappointed, but nothing really came of it. However, behind the scenes, the people around me were in the process of developing a plan that altered my life forever.
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    At the end of his first year at the Sudbury Integrated Preschool, we made a tactical blunder that would prove to be Mistake #1 in decisions about Ryan’s care. As a four-year-old, Ryan was too young for kindergarten, and he required another year of preschool. Ellen suggested having him repeat the program, arguing it would help him better prepare for kindergarten. Dr. Schneider agreed, and Ryan restarted the program in September of 2005 but ran into problems almost immediately.


    When Dr. Schneider observed him at school, she noted in her report that Ryan had a meltdown over the attendance board because “his picture was out of place.” Her conclusion was he had regressed from her earlier observation conducted the previous spring, recounting that he transitioned easily that day from parent drop-off to the start of the school. Fifteen years later, rereading her report, it struck me as to why he was so upset. In the first half of the year, Ellen’s students were required to Velcro a laminated checkmark next to their picture each morning as they walked in the door. However, during the second half of the year, the students were instead asked to place a checkmark next to the written version of their name. My belief is that Ryan was troubled by the pictures on the attendance sheet rather than written names, which ran counter to the attendance system of the previous spring. He had not “regressed” as Dr. Schneider’s report suggested, he was simply frustrated by the unexplained regression in his classroom environment.


    In addition to his irritation with the classroom reset, Ryan grew bored easily because the thrill of any “new” activity was lost on him, resulting in trouble. So much so, that by January of 2006, Ryan faced expulsion from preschool. Dr. Schneider quickly stepped in to negotiate a settlement with Sudbury’s special education department, thereby allowing Ryan to finish the school year. In the compromise, the town agreed to pay for a teacher’s aide dedicated to Ryan, and we agreed to try Ritalin, despite having refused medication in previous discussions. The teacher’s aide helped Ryan finish the school year, but Ritalin acted like a double espresso and made his behavior a million times worse. After two days, we stopped it.


    At the conclusion of the school year, we were advised by Dr. Schneider to consider private programs with a more therapeutic environment for his kindergarten placement. It was the first time that we heard the word therapeutic in conjunction with a school description. A word that sounded so beneficial, yet ultimately became a curse in Ryan’s life.


Footnote

  1. PDD-NOS is one of several subtypes of autism that were folded into the single diagnosis of autism spectrum disorder (“ASD”) with the publication of the DSM-5 in 2013.

  

   
  
    CHAPTER FOUR


    A Holding Environment


    “What is not natural can be learned.”


    —DR. DONALD WINNICOTT



    September 5, 2006. When Dr. Schneider proposed moving Ryan out of public school into a therapeutic environment, Mary Beth and I did not hear “therapeutic”; we heard “private.” Like the classic study of wine drinkers rating various samples and told the price of each glass, we assumed the most expensive option for Ryan was best. After all, public school is free. The therapeutic programs we were exploring had tuitions nearing $75,000 and Sudbury was footing the bill—thank you very much.


    After observing Ryan earlier in the spring, Dr. Schneider’s Report of Neuropsychological Re-Evaluation recommended the following:


    The nature and severity of Ryan’s developmental difficulty indicates that he requires placement in a therapeutic school specifically able to address his needs. I have referred Ryan to the Spring Valley Therapeutic Academy, and program directors there have agreed he will enroll for September 2006. I strongly endorse this option for Ryan.


    Based on the recommendation of Dr. Schneider, we enrolled Ryan in the Spring Valley Therapeutic Academy (SVTA). At the time, it seemed like the best option. It was close to home, drew from Sudbury and neighboring towns, ensuring potential friendships for Ryan, and even had “therapeutic” in the name. However, the school proved to be anything but therapeutic, resulting in big parenting Mistake #2.


    SVTA was founded in the 1970s as an alternative to “reform school” for children who were intellectually or emotionally unable to attend public school with their peers. In its early years, SVTA managed emotionally troubled kids, allowing attendance at some version of school rather than banishing them to an institution. Most of the initial children at SVTA were developmentally delayed or behaviorally challenged, but at the turn of the twenty-first century, school systems (particularly in highly educated communities) experienced a dramatic rise in the diagnosis of autism spectrum disorder. As a result, local children with complex neurological profiles like Ryan’s were increasingly extracted from public school, landing at SVTA.


    The owners of SVTA were Harry and his wife Anne. Both had unkempt gray hair and resembled 1960s radicals who met in a commune, hatching an idea for an alternative educational experience for troubled youth. The third founder who ran the daily operations of the school was a man named Ira with a honed Brooklyn accent that reminded me of a Damon Runyon character. He was wiry and bald with sharp features and dark brown eyes that gave him a skeletal appearance, and he carried himself like hardscrabble kid who boxed his way out of the neighborhood. Ira spent his early career working in prisons and inner-city schools in Boston, further solidifying his persona.


    SVTA utilized a “holding environment” in structuring an educational model for its student population. The school cited the work of Dr. Donald Winnicott (1896–1971), an English pediatrician and psychoanalyst who equated newborns held by their mothers to the “holding” environment of family, school, and society as children mature. It was easy to miss in the marketing materials that the holding environment referenced by SVTA signified that teachers and staff planned to physically restrain Ryan. In other words, teachers and staff were programmed to look for signs of emotional stress, offering students the chance to regain composure in a time-out or safe space, but should that fail, they were taught to pounce, grabbing students from behind and pinning them to the floor until they settled.


    
 
    Similar to moving Ryan to the Sudbury Integrated Preschool and repeating preschool there, by allowing Dr. Schneider to steer Ryan to SVTA, we ignored our parental instincts and followed the recommendations of others. I appreciate why Mary Beth made these miscalculations because her successful professional career revolved around process and hierarchy, presuming those with more education and experience knew best. My parental approach leaned more heavily on instinct, but—in my desperation to cure Ryan—whenever a doctor or teacher held out the promise of a brighter day, I naively embraced it.


    No matter our motivation, we made a terrible misjudgment assuming physical interventions performed at school when Ryan became upset helped him. Although we were motivated by all the right reasons in wanting to help Ryan, we were woefully uneducated on behavior control techniques, and it never occurred to us that there might be other options. To make matters worse, we acquiesced when SVTA insisted on training us in the proper technique for restraining Ryan at home. We even agreed to hire a full-time caregiver skilled in the fine art of restraint combat because that’s what restraint is: two people having a physical confrontation where one side forces the other to submit. SVTA described it differently, calling it more of a “hug” for children unable to settle after becoming upset, but these hugs often resulted in elementary-school-aged children lying facedown on the ground with a grownup on top of them.
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    Unlike my parents, I got a preview of life at SVTA when I was still at the Sudbury Integrated Preschool. A woman named Cara from SVTA came to observe me in class. She told me I was going to a new school in September with a big white barn, and I replied angrily, “I don’t want to go to a new school! What about my friends? I like this school!” She then took me to the gym to watch me play alone with large foam dice on the basketball court and, after a few minutes, she told me it was time to put them away. When I resisted because recess wasn’t over, she attempted to take them away from me, and when I pulled back, she grabbed my arm and reversed my body into a stress position.


    I was terrified and tried to escape. Before I knew it, my feet were swept from underneath me and I was on the ground with Cara on top of me, pressing my body hard against the gym floor. I screamed loudly out of pain and fear, causing her to cover my mouth to muffle the disturbance. With her on top of me, I had trouble breathing and honestly thought I might suffocate. While all that was happening, she continued to ask me if I was “ready to be safe,” but I didn’t even know what she meant since she was the one who tackled me. Eventually, I submitted and after a while, she let go. I couldn’t comprehend what had just happened, but something inside me knew things would never be the same again.
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    Ryan’s first month at SVTA was relatively stable, and as Dr. Schneider correctly predicted, the heavily structured approach benefited him. School days were consistent, transitions previewed, and free play was highly supervised and scripted. In addition, we received daily reports documenting Ryan’s day, including whether he was subjected to any “holds.” When relevant, those reports described the circumstances surrounding the need to restrain him, but we followed up in the evening to glean his side of the story. In his version, Ryan generally accepted responsibility for whatever transgression led to his punishment, but his characterization of being held by a teacher sounded like the victim of near strangulation. Mary Beth and I attributed his passionate reenactments to child hyper-bole because a five-year-old’s description of a restraint that occurred hours before was prone to exaggeration.


    From a purely educational standpoint, SVTA had success in motivating Ryan by leveraging his voracious appetite for information. Teachers and staff fostered the exploration of topics that interested him, and Ryan arrived home each day able to enthusiastically describe what he learned. That is why assessing SVTA in the beginning was so difficult. For every highlight, Ryan also chronicled the instances when he was restrained on the floor, and his face changed as he relived those incidents. He spoke in an angrier tone, which made sense, having made a mistake and been punished, but he never complained about his teachers or refused to get on the bus in the morning. Perhaps, he was just doing what the child of Robert and Mary Beth DeLena was supposed to do: toughing it out. Or, more likely, he was so desperate to make friends that he was willing to offset enjoyable moments at school with occasional physical pain.
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    At SVTA, holds happened every day, like training a dog. When I think about it now, giving the violent and demoralizing act of restraint a name like “hold” felt like naming a grizzly bear “Cuddles.” It was an attempt to make it sound safe and, every time I did anything wrong, I was either put in timeout or a hold. Sometimes, if I so much as objected to what we were doing in class, I was put in a hold. If I stood up during a timeout, I was put in a hold.


    One teacher, Sam, who assisted our class was always the most aggressive. He came off as having something to prove and was the most likely to cover my mouth
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