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For EV, who never gave up on any of us.


Introduction

Sometimes real superheroes live in the hearts of small children fighting big battles.

—Anonymous

Autism means different things to different people, which shouldn’t be any surprise. The official term for autism is “Autism Spectrum Disorder,” and that word spectrum ensures that people will forever be confused when trying to understand how the word autism serves to describe any one individual. That’s why it’s important to start right here in describing a very special young man with autism, my son Jamison Havener Handley, henceforth known in this book as “Jamie.”

You can find an adult with autism, unable to talk, prone to raging, wearing a helmet to protect themselves from self-injury, unable to meet even basic daily needs, living in a full-care facility where the goal of care providers is simply to keep the person safe and alive. Another person with autism might be attending college, their differences subtle enough to escape the notice of most of their classmates. You might even say that autism has become fashionable. Jerry Seinfeld, before taking it back, told Brian Williams on NBC that “I think, on a very drawn-out scale, I think I’m on the spectrum.” And what evidence did he have for his autism? “Basic social engagement is really a struggle,” Mr. Seinfeld explained. If only that were the autism we’ve lived with for the past seventeen years.

My wife, Lisa, and I will sometimes say, really only to each other, that Jamie has the “real autism.” At the risk of offending someone on the spectrum reading this book, please withhold judgment until I explain what that means for us. Jamie doesn’t speak. When extremely frustrated, he can explode into a fit that ends in self-injury, the kind that’s sent him to the emergency room. He has distinct mannerisms and will “stim” in a way that clearly signals to the onlooker that Jamie has a unique disability. He has compulsions that can be hard for him to manage, like tearing leaves into very small pieces. In school, it was clear to Jamie’s teachers that he was kind, sensitive, and able to track and understand many of the things said and going on around him—what’s known as “receptive language”—although how much he was tracking no one really knew. Communication has always been Jamie’s biggest challenge. With the exception of a handful of words to get his basic needs met—phrases like “shower please,” “go car,” “help please”—Jamie has been a non-speaker his whole life, despite many different communication methods we and his teachers tried to help get him speaking. This inability to speak has not only made assessing Jamie’s cognitive functioning and intelligence level nearly impossible, it has relegated him to a “life skills” class in a school here in Portland, Oregon, called Victory Academy, henceforth known as “Victory,” that only serves children on the spectrum. What does it mean to be in a “life skills” class? In my opinion, it is a nice way of saying something to this effect: “We don’t think you have the cognitive ability to take academic coursework, so we will focus on giving you the skills to be as independent as possible.” As he’s gotten older, Jamie’s school days have increasingly been spent learning how to do laundry, clean up, use a debit card, cook, and master other basic tasks that will help him navigate his looming adulthood.

Jamie’s teachers have always been quick to tell us how much they love Jamie’s gentle, loving nature, his warmth, his kind presence, and his infectious joy on display during favored activities. But even the most optimistic evaluation of Jamie given by the same caregivers contorting themselves to not hurt our feelings always left me feeling depressed and worried, deeply worried, about Jamie’s future. They couldn’t really tell us much about Jamie’s cognition. They didn’t think he could read. Math? He could count to 100, but that appeared more rote. Processing a mathematical equation? He’d never shown he could. How do you plan a future around that type of guidance? We had no idea if Jamie had dreams, goals, or hopes for his adult years; it was all conjecture. Heck, did Jamie even know what dreams or goals were? I didn’t know for sure, because we had no real sense of how Jamie was processing the world. Walking out of these painful progress reports, Lisa and I would be saddled with the same harrowing question that so many other parents of children with the “real autism” face: what will my child do when I’m gone?

My best friend in the world is Drew, and he lives in Salt Lake City. His two children are, by my standards, utterly perfect, and the challenges he faces as a dad are, compared to mine, pretty damn trivial. He knows this, and he does his best to understand what life is like for me. When he visits, he takes great pains to connect with Jamie, and I love him for his effort. For whatever reason, as I sat down to write this book, my mind kept returning to a conversation we had, several years ago. I was standing in the backyard, on my phone. Jamie, as is often the case, was between our bushes, shredding leaves, seemingly in his own world. As he usually does, Drew was asking me sincere questions about Jamie, trying to better understand how things were really going, like “No dude, how are you really?” I was trying to appear the optimist—find something positive to say about our plight and Jamie’s dimming prospects for a future. I guess I wasn’t ready to lose it on the phone with my best buddy. That’s when I said something to Drew that I’ll never, ever forget. “It may be a blessing in disguise: Jamie has the kind of autism where he doesn’t even know he has autism. He’s oblivious and happy, not self-conscious,” I reasoned, “and in a sense, maybe we’re blessed. If we can keep finding things that keep Jamie happy, he can still have a happy life, and what he doesn’t know or understand can’t hurt him.”

Yes, I said all that. I believed what I said, too, I really did. And I couldn’t have been more wrong. I mean, wrong by a trillion miles wrong. My own son. Thank God for that, thank God for Jamie, and thank God for the miracle that has made this book possible.


I

Twelve Months


Vancouver Island

There is no darkness but ignorance.

—William Shakespeare

Some birthday we’re having for Jamie. August 21st has become perhaps my least favorite day of the year. It’s no longer a day where I celebrate Jamie’s birthday, but rather a day that reminds me of all that’s been taken from him and the life he has missed out on. This one hurts a little more. It’s 2019, and Jamie is seventeen today. In twelve months, the state will consider Jamie an adult, which means Lisa and I must go through major legal bureaucracy to declare Jamie incompetent and become his legal guardians. Happy Birthday!

We’re all in Canada now, on Vancouver Island to be more specific. When I say, “we,” I mean my wife, Lisa, my twelve-year-old daughter, Quinny, and Jamie. We’re a family of five, but Sam, our oldest, has just headed back to college for his sophomore year, and we’ve escaped Portland partly to help distract from Sam’s departure, which has proven to be excruciating for all of us. We also have another reason to be here, and it involves the birthday boy.

The Trans-Canada Highway is spectacular as we leave the confines of the charming city of Victoria on our way up to the tiny town of Duncan in the mountains. It’s early, and none of us are morning people. We wolf down breakfast at the hotel and, as always, are pressed for time. If you think our vacation sounds glamorous, this might change your mind: we’re headed to a clinic to give Jamie the first of ten fecal microbial transplants, or “FMTs” as they are known in the natural health world. Recently, an Arizona State professor published a paper showing that FMTs were effective in lessening the symptoms of autism in a small trial of kids like Jamie, and we’ve decided to give it a try. Unfortunately, the FDA isn’t allowing FMTs for autism yet in the US, but Canada allows them, so on “vacation” we’ve gone.

This isn’t the first time we’ve tried something non-traditional to help Jamie’s autism. There have been so many that I’ve long lost count. Luckily for me, Lisa has been an enthusiastic copilot in trying anything to help Jamie. In fact, Lisa has served the important role of scrutinizing any new idea I come across and doing her best to ensure that any new treatment (we call them “interventions”) passes a simple test: it won’t hurt Jamie or risk making things worse. Looking back, many of these interventions have benefited Jamie. Removing gluten from his diet really calmed him down. When we added methyl B-12 (a vitamin), Jamie regained a few words. Hyperbaric Oxygen Therapy (HBOT) seemed to have a noticeable impact on the health of his gut. Even today, we keep a very strict diet, and Jamie never eats gluten, dairy, soy, or any artificial colors, sweeteners, or preservatives. He rarely has sugar. And Jamie’s body has responded. Physically, he’s robustly healthy, he never gets sick, and he sleeps great. Neurologically? Things remain complicated, but Jamie has certainly regained the ability to sit and concentrate and focus on tasks. Like I said, it feels like everything has helped a little, but we’re still miles from where we’d like to be, so we keep going.

Through networking with parents, talking to the clinic here in Canada, and reviewing the published science, we feel FMT is one of the more compelling interventions we’ve heard of, so our hopes are up as we motor north through the undulating, deep green hills of Vancouver Island. Lisa and Quinny drop us off at the clinic and head out for some sightseeing and shopping to pass the time. This is day one of ten, and Jamie and I will be here for a few hours. While I have no idea if he understands what’s about to happen, I have taken great pains to explain everything to Jamie, and, as usual, he’s proving to be a great sport. This is the same kid who sat with me patiently in the claustrophobic confines of a hyperbaric oxygen chamber for more than 100 “dives,” so I’m hoping on some level he’s used to it.

As we enter the clinic, I’m surprised to learn that Jamie is in fact the first person with autism they’ve ever treated. My guess was that after the Arizona State study, American parents would be beating the door down here in Canada. Far from it, they tell me, and I can see the concern on the faces of the clinicians as they work to navigate Jamie’s unique disposition. You can tell when someone is used to being around people with autism, and they aren’t. That dissipates quickly, because Jamie is incredibly compliant, while enduring both an enema and a scary-sounding but relatively benign rectal catheter. I’m overwhelmed sometimes when I think about what Jamie has endured, and this is one of these moments. Does he understand? Does he realize this might help him and that’s why he’s being so patient and amazing? These kinds of thoughts come often, and more and more lately as Jamie gets older. I’m often in awe of my son, really, because he’s almost always in a good mood, he seems to find joy in the little things, and everyone who meets him notes his warmth, kindness, and calm presence. “What keeps him going?” I wonder, “Where does he find the joy?” These thoughts always lead to the inevitable, and painful, longing to know what’s going on inside Jamie’s head. How does he see the world? What does he understand? As the years have passed, I’ve painfully resigned myself to never knowing, but whenever I let that thought bubble up, the pain is acute.

Most of the time in the clinic is spent waiting. I’m sitting by Jamie who is horizontal on a small bed, slightly inverted to give his recently received microbiome “transplant” the best chance of remaining in his bowels, hopefully replacing an unhealthy microbiome with a healthy one. It sounds simple, and it really is. Given our downtime, the clinician is peppering me with questions about Jamie. I’m always a little uncomfortable answering questions in Jamie’s presence about him, it somehow feels wrong—he should be the one answering. And, what if he is tracking me? I don’t want to offend him. The familiar questions about autism always leave me depressed, because questions inevitably lead to talk of the future. “What are Jamie’s aspirations?” the clinician innocently asks me. I have no idea what Jamie’s aspirations are. Does he even know what “aspirations” means? It’s so challenging to try and glean what sort of life Jamie hopes for. Lisa and I constantly search for clues. He’s very happy at the ocean. He likes swings, and he’s always delighted when his big brother, Sam, comes back from college. That’s not exactly a blueprint for the next sixty years, is it?

Sitting in this clinic also reminds me of the most dangerous drug for an autism parent: hope. I can feel it creeping in again. Maybe FMT will work for Jamie the way it worked for some of the kids in the study. Some of the reports include dramatic improvements. Reading the descriptions, many of the study participants sound similar to Jamie. Could this somehow make Jamie talk? I’ve learned to quickly suppress these optimistic hopes, because the hangover, the letdown when miracles don’t happen, is usually how these things end. I remind myself that even a modest improvement is a good thing, and I distract my brain with the need to comfort Jamie as he lays there, patiently waiting for the timer on the wall to tick down and let us know the rest of our day on this beautiful island is free. We’re all headed to the ocean.


Portland

Faith is the bird that feels the light when the dawn is still dark.

—Rabindranath Tagore

“I just got the call,” I tell Lisa as I jump into my car. It’s October now, we’re back into the familiar rhythm of two kids in school. What I haven’t yet told her is that this one sounds worse than most, I won’t really know for sure until I get there, so I won’t burden her with the thoughts. “The call” is the inbound call from Tricia, the head of Jamie’s school, Victory. She always tries to be calm, even reassuring, but I know that if I see her number light up my phone in the middle of a school day, it’s bad news. Jamie has had another outburst, another succession of events that ends with Jamie hitting himself, very hard, on his head. He hits himself, usually with the back of his hand. It’s awful.

When it happens at home, I can intervene. We know the signs, and I can usually get there before Jamie lands the first closed fist on either his forehead or his crown. Jamie’s a big kid now—6’2” and 220 lbs—but, luckily, I’m a big guy, too, and I can restrain him until he calms down, until the overwhelming feeling to self-injure passes. It takes 5–10 minutes, and then Jamie snaps out of it. Afterward, he’s always shaky, thirsty, and seems shocked, as if even he doesn’t know what happened. A doctor tells us it’s involuntary at some point, the brain just sort of takes over. The lead-up is always the same: he starts stomping, then jumping, then shaking his arms vigorously over his head, moaning loudly. We know the sounds, we know the signs. We sprint through the house to locate him, usually in time to ward off disaster. One time, we didn’t make it, and one of the head hits caused the back of his hand to blow up like a balloon. I rushed him to the ER. Somehow, he didn’t break it.

The drive to Victory passes through beautiful countryside. It’s a solid thirty minutes from our house, although at my speed I’ll get there sooner. The quiver in Tricia’s voice leaves me very stressed and unsettled. She sounded grave. I often joke, darkly, that I don’t have PTSD about Jamie because, well, there’s nothing “post” about the trauma I endure; it still happens all the time. Of course, it’s no joke and all, and I’m certain my nervous system is starting to feel the effects. States of anxiety seem to last longer lately. Like now, I know my day will pretty much be shot because my nervous system is redlining. Sleep is becoming a real challenge. I turned fifty a few months ago. How long can I endure?

I pull up to the school, leave my car in the turnaround, and race to find Jamie. As usual, he’s outside. His teachers know nature calms him down. He’s sitting quietly now. You wouldn’t know anything has happened if not for the look on the face of his favorite teacher, Molly. She no longer teaches Jamie day to day, but whenever Jamie has an issue, she’s the first one called. Molly is clearly shaken, and she’s known Jamie since he was nine, so almost a decade now. “It was a rough one, J.B., I’m sorry to tell you,” Molly starts, “the worst one I’ve seen.” She’s tearing up as she tells me. I know she loves Jamie. I also know how awful it is to watch a child hit himself on the head. “We counted at least a dozen hard hits to the head. Really hard.” I’m tearing up, too.

There’s a tiny silver lining in all this. It’s actually the first explosion like this since we did FMT back in August, and this is kind of a miracle, because last school year, these outbursts were happening almost every week. My life had basically turned into one of waiting to get the call from Tricia to come get Jamie.

Lisa and I are constantly brainstorming to figure out why Jamie is having these outbursts at school. Home outbursts are comparatively rare, and when they happen, we usually can reconstruct a reason, something that made Jamie feel frustrated or anxious. At school, we’re at the mercy of his well-intentioned teachers, and they aren’t seeing a consistent pattern.

Unfortunately, in order to address the safety concern we all have for Jamie, many of his most enjoyable activities at school have been curtailed, because they risk setting him off. No more trips to the climbing gym. No more music class. No more running on the treadmill. At some point, each of these things has been a precursor event to Jamie’s outbursts, so they’re out. I’ve begun to wonder if Jamie even enjoys school anymore. Most mornings, as we approach the door, he starts driving his teeth into my shoulder, a habit he usually saves for times of stress. Is he trying to tell me something?

The ride home affirms another observation that’s always true. As soon as Jamie’s picked up after these incidents, he’s perfectly fine. Giddy, in fact. It’s a crisp fall day, but dry. I decide to take Jamie for a bike ride—we use a tandem. This is one of our favorite activities, and he seems to love it.

Lisa calls. She was on the opposite side of town and tied up when Tricia called, so she hasn’t heard the news. I’m skilled at biking and talking, so I answer. Part of me would rather not tell her; I’ve already had to face and process the scale of self-injury today, so why burden her with it, too? That’s not how we roll though—we are partners on this journey—so I share the bleak news about Jamie’s self-injury, and the fact that this was the biggest one yet. Her tears come quickly, she feels Jamie’s pain the way only a mother can.

As she talks, a feeling overtakes me. It’s one that’s been cropping up more often in the last year. I don’t want to admit it, especially not to Lisa. I’ve always been her Superman, the family provider, the rock. But I’m fraying at the edges. While the FMT has calmed Jamie down and reduced the self-injury, we’ve seen no change in cognition, no words, no normalization of behaviors. Sure, it’s early, it’s been only about six weeks. But, and I can only say this to myself, I’m disappointed. Moreover, he’s seventeen. Have we missed our window? Is Jamie simply who he is? I hate these thoughts. I try to will them out of my head, but they are hanging around more often, dragging me down. For the first time in this seventeen-year autism odyssey, I’m just not sure if I’ll make it. I don’t really know what that even means. I’m not suicidal, but the prospects of thirty or forty more years like this feel daunting. Really fucking daunting.

I reveal a sliver of this to Lisa. I tell her the magnitude of this outburst really scared me. I’m scared for Jamie. How could he not have a concussion from all this hitting? Even if this only happens every few months, how much can his brain endure? Should we take him out of school? Should he wear a helmet (which he would probably rip right off)? He seems so much happier at home. If he stays home, we know the number of incidents will go down, if not disappear. In moments like this, Lisa tends to find a way to rescue me. She reminds me that, every day, more progress is being made to discover how to help kids with autism. Jamie’s still so young. Something’s going to give, something’s on the horizon.

I hear none of it. I just don’t believe her today. The scared look in Molly’s eyes, I’m feeling the magnitude of Jamie’s self-harm. Things feel very dark. Hoping for a miracle feels foolish. I pedal harder, hoping the endorphins will calm my racing brain.


Oceanside

To love someone with all of your heart requires reaching them where they are with the only words they can understand.

—Shannon L. Alder

It’s early December. I’m always grateful for the Oceanside Hustle, a lacrosse tournament here in Southern California held at this time every year, just as Oregon is turning into a dark, wet, depressing mess.

Sports has always been a refuge for our family. Lisa and I were both athletes, and our older son, Sam, came out of the womb looking for a ball to throw, a bike to ride, or a bat to swing. Through him, we became active participants in the club sports scene, and Sam’s teams have taken us on weekend tournament trips too numerous to count. As Sam aged, he narrowed his focus, and lacrosse became his thing. His God-given athleticism and unique ability to practice nonstop made him a sought-after player by major college programs, and he ended up a University of Pennsylvania Quaker in the Ivy League.

But we’re not in California for Sam; we’re here for his twelve-year-old sister, Quinny, who is doing her best to walk in her older brother’s footsteps. She has many of her brother’s athletic gifts, and lacrosse has emerged as her favorite sport, too.

This is our sixth year in a row at this tournament, and we always rent the same house that sits right on the ocean. It’s our nod to Jamie, who always seems happiest when near the water. It’s also a nod to the fact that we always travel as a unit, no matter what. In Jamie’s early years, this led to many stressful travel moments, but we endured them all, and at this point Jamie is a calm and enthusiastic traveler. A self-taught swimmer, Jamie will rush into the water no matter the temperature and loves getting bashed by waves. It sounds scary, but he’s a remarkably competent waterman, so it’s a joy anytime we find ourselves on a coastline.
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“LIFE, FOR MANY, WILL NEVER BE THE SAME AFTER READING THIS BOOK.”
—JENNY McCARTHY, AUTHOR OF LOUDER THAN WORDS
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