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INTRODUCTION
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From Seeing What You Believe to Believing What You See

This book is based on real stories of children and adults with autism who didn’t follow the textbooks. They got better—some dramatically so. Although I changed their names and was vague on details to protect their privacy, I was meticulous in sticking to the facts of their stories and letting their experiences direct how I explained the science.

Textbooks do not include the possibility that people with autism get this much better. Neither does a lot of scientific research.

In that sense, you may say that I have gotten ahead of the science. Not everyone will be able to get such fabulous results for themselves or their child. But I have confidence that science and medicine will make these advances possible to many more people going forward.

As I have dug into current research to write this book, I have been stunned by how much science there is to support the approaches parents are taking to get their kids better. Karen Weintraub, an experienced science journalist who has shared this journey with me, has been equally amazed. Every day our Internet alerts and Listservs overflow with research publications and news stories about every area we discuss, and their findings are largely resonant with what we are explaining in this book.

There are days when we feel that there is not simply an Autism Revolution, but a global groundswell, even a tidal wave of new thinking.

FINDING COMMON GROUND

The autism world is filled with different groups that often disagree with one another. But they all make important points.

There’s the neurodiversity movement, which views autism as a way of being different. People with autism have a powerful and valid way of looking at the world; it’s just not the typical way.

Mainstream medicine wants treatment to be based on evidence and insists on proceeding cautiously and safely.

Advocates from the biomedical treatment world approach each person as an individual who deserves the best possible shot at maximal improvement.

There are the parents who want help for their kids—not to fight insurance companies, school districts, and doctors who don’t know what they don’t know.

And there are the families that have managed to leave autism behind or transcend its limitations, who offer all of us endless hope and inspiration.

This book is based on the premise that all these groups are right about their part of the picture. But the whole picture is bigger than any one part.

We can all agree that many, many people with autism are extraordinarily gifted and have much to offer the rest of us. We would all like to know precisely what is going on in the biology of autism, and provide safe and effective treatments for it. We all want new ways to relieve autism’s sometimes debilitating symptoms, and to help these children learn and flourish as much as possible. We would all like to spare parents the agony of being told that there’s something “wrong” with their child, of having to clean up a dozen diarrhea-filled diapers a day, and of worrying that the love of their life will never be able to say “I love you” back.

I am not just paying lip service to this idea that every major point of view has something to contribute. I genuinely believe it. And I wish more people did, too. Addressing autism is such a daunting task that all of us who care about it need to be working together, instead of arguing among ourselves. I wrote this book in the hopes of providing a framework that can integrate everyone’s perspectives.

HOW TO READ THIS BOOK

Most of what I offer here are strategies I think everyone can get behind. They’re safe, relatively simple, and often effective. Systems science supports my belief that small adjustments can sometimes trigger big changes. My goal is to offer parents, caregivers, and adults facing autism themselves some new ways of thinking about what they do every day and how the parts interact.

Autism is so diverse that what works for one person won’t work for another; you’ll have to cobble together your own distinct set of approaches. And autism is complicated, too, so no one approach is going to “fix” it. At the least, the organizing framework I suggest will help you make your child healthier and therefore better able to handle the autism symptoms that remain. The whole-body approach I’ll show you dovetails with the scientifically proven behavioral therapies that are a critical part of any autism program.

Throughout the book, I address readers as if they are parents of children on the autism spectrum, but I hope that others will see themselves in the book, whether they are people on the spectrum, grandparents, pediatricians, teachers, therapists, doctors, or scientists.

This book is written in ten chapters, each framed around a different strategy or piece of the puzzle. Each chapter will include concrete advice on what you can do to help your child and/or yourself. And each chapter will tell a story meant to inspire you and show you that there are different ways to approach autism and your own reactions to it. The people I feature represent a range of ways of being autistic and a range of economic and cultural backgrounds. Many of them functioned low enough on the spectrum that no one would have predicted how well they are doing today. I am reporting here what each of these people or families thinks or did—not saying what I think they should have done. I’m not going to tell you what medications you should or shouldn’t be on, and I’m not going to tell you what your doctor should do for you. That’s between you and your doctor—and please do consult your doctor. Instead I’m going to provide a framework for keeping track of the whole autistic person, while you analyze the pros and cons of each new treatment or therapy that comes your way. My goal is to get you to reframe what you think you know about autism, to connect you to a larger world of autism, to turn your answers and constraints into questions, and to open possibilities.

WHAT’S NEW?

Why are my ideas about autism so different from many other people’s? I think there are three answers. One, as I’ll describe in the first chapter, patients in my pediatric neurology practice at Harvard didn’t fit what I had been taught. Two, my research yielded insights I could never have expected. And three, I lucked out in terms of timing. My rethinking of autism coincided with an explosion of science on so many different levels.

This book has been informed by entirely new fields with names like epigenetics, systems biology, gut microbiology, nutrigenomics, and metabolomics, as well as by new revelations in neuroscience, gastroenterology, environmental science, and immunology. We have new tools that allow us to screen tens of thousands of genes in less time than it used to take us to find one. We can now examine single neurons or watch how clumps of them interact. We can explore how the balance of microbes in people’s guts changes their health and their brains. New technologies and new research have uncovered previously hidden interconnections, allowing us to frame autism in a way that simply wasn’t possible even five years ago.

But this is fundamentally not a science book. It is a book of success stories that make sense biologically.

I believe these triumphs have huge implications for medicine and science and the way we think about autism—and perhaps for much more. I believe it is so dramatic that it calls for a revolution in how we think and what we do.

MARTHA HERBERT, MD, PHD
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CHAPTER 1
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Go for the Extraordinary

Caleb tore himself away from a game with his sisters, bounced into the kitchen, and asked his mom what she was making for dinner. It was one of his favorites: gluten-free pasta and ground beef.

He started to turn back to the girls, but paused. “Mom,” he said, as casually as if he were commenting on the weather, “my autism is gone.”

“How do you know?” his astonished mother managed to ask.

“It’s easy to be with people now,” the ten-year-old said matter-of-factly, and then headed back to his younger sisters.

Joy Petersen* stared, dumbfounded for a few seconds in the middle of the kitchen. It wasn’t until two months later that she realized he was right.

Caleb has his father’s bright blue eyes, his mother’s dark hair, and a complexion that reflects his mixed Dominican American heritage. He is still looking up at five feet, and his voice remains a little boy’s for now. He wants to be a zoologist when he grows up, and is already talking about going away to college, although he understands that his parents will be sad to see him go.

Joy recently took him to a new doctor, a specialist in treating children with autism and other special needs. Caleb noticed the photographs covering the doctor’s wall and asked why the doctor was holding a gun in one of them. After talking to Caleb and his parents for a while, the doctor announced that Caleb didn’t fit the criteria for autism anymore. “Yeah!” Caleb said, jumping up and pumping his arms. His mother began to sob uncontrollably.

Joy used to dream of the day someone would say her son was no longer autistic. Of the day he’d come up to her, say he loved her, and really mean it.

That day was unimaginable when Caleb was four, still had no language, and was so afraid that he would wail and cry when anyone other than his parents came within five feet. Joy said she would put her fingertips on his body and he would scream as if somebody had hit him. Taking care of Caleb was so overwhelming that she would often find herself in tears. There were times when she was so afraid of hurting him in her anger and stress, that she’d put him down, walk into her bedroom, shut herself in her closet, and collapse on the floor, crying.

The doctors and therapists told her she had to be realistic. Your son will probably be like this forever, they said. You can try lots of different things, but none has been proven to work.

Joy decided to start trying them anyway. And to her surprise, everything seemed to work, at least a little. No one thing took the autism away, she said, but all of it put together helped a lot.

By the time Caleb was in first grade, everyone thought she’d succeeded. He was able to follow simple instructions. His repetitive behaviors—the spinning, stick tapping, and high-pitched noises—had mostly stopped. He was able to sit in a mainstream classroom with an aide. This is as good as he’s going to get, they told Joy. You’ve done the best you can.

But she wasn’t satisfied. Her heart told her that there was more to do.

“I still had a disconnected boy,” she said.

“People would tell me he’s high functioning, he follows directions—and I’m like that’s not what I want … I want a boy I can look in the eye and tell him I love him, and he knows what I’m saying … I want a boy who can look me in the eye and tell me he loves me … I want a boy who can take in the world and absorb it, not run away from it … Absorb it, not run away from it,” she repeats for emphasis.

She has that boy now.

See What We Believe or Believe What We See

For decades, most doctors told parents that autism was a genetic problem in their child’s brain, and that it wasn’t going anywhere—that they should expect their toddler’s troubles would be with him/her forever. Autism had long been defined by its deficits, by what the child is believed unable to do: communicate, control himself, function like everyone else. Parents might make improvements around the edges—reduce the tantrums, limit the crazy behaviors, get the child to follow directions—but the essential deficits would remain.

After years of researching autism and treating patients at Massachusetts General Hospital, after years of meeting children like Caleb, I have come to the conclusion that the views I had been taught simply couldn’t be right.

I have met many, many people like Caleb who are doing remarkably well, often after making improvements more dramatic than anyone ever dreamed possible. Some showed amazing bursts of improvement, transforming from nonverbal and withdrawn to A-student with lots of friends. Some reached adulthood with a stable job and just a few quirks. Some still can’t talk but communicate through painting, music, eloquent words typed on a keyboard, or glassblowing. Some, now adults, are professionals, parents, artists, friends, or all of the above.

It may be difficult to imagine now, as you are struggling to help a four-year-old who screams more than he speaks, but many people with autism have grown up to lead fulfilling, productive lives.

The more I worked with my patients, the more I realized I had a choice: to “see what I believed” or to “believe what I see.” If I believed that autism was a genetically determined, lifelong brain impairment, then I would have to deny to myself the extraordinary capabilities and changes I saw in my patients. If I believed what I saw, then I would have to rethink everything I knew about autism.

That’s what I proceeded to do, and you are reading the result of that exploration.

For going on a decade and a half, I have thrown myself into taking a fresh look at autism. I have probed into generations of science and compared the research with the theories built around this evidence. I have been inspired by a growing body of exciting new findings and new areas of research, which point to new ways of helping people with autism. And I have allowed myself to be touched by people with autism who offered me fresh perspectives and ideas and expanded my world.

More than Genes and Brain: Also Whole Body and Environment

In all my research and reading, I have never found proof of the genes-hopelessly-mess-up-the-brain-for-life model of autism. Genes absolutely affect the brain, but there’s no solid proof that they’re the only players.

Geneticists have been searching for autism’s “smoking gun” for more than a decade. But though more discoveries are on the way, so far they have identified genetic “defects” in only a small minority of people with autism—leaving the vast majority of cases of autism genetically unexplained.

Meanwhile, babies who seem normal for the first year or two regress into autism. Scientists used to believe that all autism was caused by brain damage before birth. Some children with autism do seem different from the start. But a lot of children appear perfectly fine before slipping away over weeks or months. Studies of home videos and direct observations have confirmed that this occurs. Regression into autism makes it hard to just blame genes that kick in late, and makes you wonder about whether environmental stressors play a role, too.

And many children do get better. There is no proof behind the common assumption that if the diagnosis involves a genetic mutation—such as fragile X or (15), or others presumed present but not found yet—the person is totally frozen with “impairment” and “deficits” for life. In 2008 I was among a group of researchers who published an article called “Can children with autism recover? If so, how?” Some of these researchers had shown that between 3 and 25 percent of children once diagnosed with autism are eventually told they do not have the condition. How could this happen? Their genes certainly don’t change in a few years, so they were either misdiagnosed or, as in the case of Caleb—who was rigorously diagnosed—after lots of treatment, their symptoms faded so much that they no longer belong on the autism spectrum. Many others who don’t “recover” still greatly improve.

Autism can even change over minutes, hours, or days—and then change back. Children with fever or on steroids for a medical problem like asthma can show improvements in communication and social interaction, which fade after the fever goes away or the steroids are stopped. If autism were totally genetically hardwired this couldn’t happen.

Moreover, genetics cannot explain the rising frequency of the condition. When I first got involved in autism research in 1995, people thought that 1 out of every 3,300 children had autism. As I write, the figure is approaching 1 in 100. Genes take generations to evolve, so either we have been oblivious to autism, or something other than genetics is causing autism more often. There is still some debate about whether autism is truly rising or whether factors like greater awareness and diagnosing people we would have missed in the past are causing at least part of the increase.

By now, most researchers agree that genes usually don’t act on their own to cause autism. Genes may lead to vulnerability—they may “load the gun”—but so much of the time, it’s environment that “pulls the trigger.”

Finally, although I’m a Harvard neurologist—an expert in the brain and nervous system—I have come to believe that just as autism is not simply a genetics problem, it is not simply a brain problem, either. Autism involves the whole body. As a physician, I’ve seen so many autistic children with similar medical problems that I can’t believe it’s just a coincidence. And we know through thousands of scientific papers and an ocean of clinical experience that the health of the body can affect the function of the brain.

At this point, I think there is enough evidence to say that while autism certainly involves the brain, it is really a problem of the whole body, including the brain, from molecules to cells, from organs to metabolism, from immune to digestive systems. Even for those with autism who show no obvious medical problems, take a careful look for hidden issues.

An Autism Revolution

If you add environment to genes, add body to brain, take seriously the powerful brilliance of many people with autism and the profound transformations and loss of diagnoses we are seeing more and more, you get a very different story than the hopeless-genetic-lifelong-brain-damage tale that most of us thought was the truth.

The story you get is of problems that can be solved and extraordinary capabilities that can come out of hiding and make powerful impacts on the world.

Caleb got better, in part, because his mother was persistent and she believed in his full potential even when everyone told her he had improved enough. If he could really get better, how many other kids can get better, too? How many others have hidden brilliance that the world needs to see? How many more can feel happier and more comfortable? My commitment is to transform autism so everyone gets their best shot at becoming all they can be. I know so many children like Caleb and so many brilliant and fulfilled people with autism that I feel ethically obliged to tell these stories so we can figure out what makes them possible. Armed with this knowledge, we can go forward and make this great opportunity accessible to as many people as we can. Your child may not be able to make the transformation that Caleb has—their kind of autism may work differently or need another kind of approach. But right now we can’t tell who can broaden their options and who can’t, so we should hold out the possibility of real, meaningful quality-of-life improvements for everyone.

Journey to the Revolution

How did I get from the genes-broke-the-brain approach to the whole-body, transformative approach that I am giving you now? Through my patients, and through my science.

My Patients

When I finished my neurology training in the mid-1990s, I started doing research, and I began seeing lots of children with learning and behavioral problems. In my clinic, I thought my job as a pediatric neurologist was to see if I could find underlying medical reasons for the difficulties the children were having. I was taught to run genetic tests, to look for seizures and “inborn errors of metabolism”—serious, known diseases of the body’s electrical and chemical systems. I dutifully ran all the required tests, and 9 times out of 10, I didn’t find anything diagnosable. But that didn’t mean that everyone who tested normally on these tests was fine—far from it. Instead I kept noticing that many of my patients weren’t feeling well. Some of them experienced frequent infections, some had diarrhea, some couldn’t sleep, some had rashes, and lots had allergies. Many had all of the above. A lot had all kinds of additional problems that didn’t necessarily fit their diagnosis and a troublingly large number came in with whole strings of diagnoses, as well as a long list of specialists they were seeing and boatloads of medications.

I began asking my patients more medical questions—not just about the brain but about everything I could think of. I also started realizing that these patients needed help with their whole-body problems, not just with their behavior and learning problems. It dawned on me that while I had been trained to look for rare genetic and metabolic conditions, most of my patients were suffering from much more common problems that were being overlooked by pediatricians and other specialists.

What kept frustrating me with my patients was that their problems often didn’t meet the criteria for any diagnosable disease. They seemed to be in a “gray zone”—in a no-man’s-land between solidly healthy and clearly diseased. The EEG test I used to examine their brain waves would have unusual electrical spikes and rhythms that seemed to indicate a problem, but since there was no evidence of seizures their test results usually read “probably normal.” Their metabolic studies would show abnormal levels of chemicals and nutrients, but the official report would read “abnormalities do not fit any known pattern. Normal study.” A colonoscopy might show signs of inflammation, but not enough to meet criteria for ulcerative colitis or Crohn’s disease. And without a clear diagnosis, there was no standard treatment to prescribe. Some parents told me that as toddlers their children were unable to sleep more than two hours at a time, bounced off the walls all day long, and had frequent diarrhea so acidic that it would blister their skin and burn through the couch cushions. But so often they were told “this is a stage; your child will grow out of it.”

As this played out over and over again, I kept thinking of the story about the doctor who tells the patient, “There is nothing wrong with you. But on the other hand, there is nothing right with you, either.”

My Science

I started out studying MRI brain scans from children with autism and with language problems. I was studying anatomy—the structure of the brain. My original goal was to find the specific areas of the brain that were causing the defining hallmarks of autism—communication difficulties, social problems, and unusual behaviors—to help the geneticists and biologists find out what caused this and what we could do. However, as hard as I looked, I didn’t find broken brain regions. Instead I found, as did others, that the whole brain was larger—that there was something different about its cable networks. How could a large brain or cable network issues have anything to do with an autism spectrum condition defined by specific behaviors?

What I found was that brains were larger in these school-age children because of enlargement of “white matter”—the cable system that connects neurons near and far so the brain can think. This meant that instead of there being a few hubs with problems, the whole brain network was different. At the same time, other researchers were studying how the brain functions. They started finding that it wasn’t the activity of a few little areas that was different. Instead the connections across large areas seemed weaker—not a lot weaker in any one place, but a little weaker all over. The psychologist Marcel Just of Carnegie Mellon University calls this “underconnectivity”—another network problem.

If brain networks are weaker, the kinds of thinking that require pulling lots of information together all at the same time will suffer. And come to think of it, the areas of weakness that define autism—communication, social interaction, and behavioral flexibility—all involve a whole lot of brain coordination. I began to realize that autism wasn’t about something in any one place being broken—it was about network problems.

Finally, in 2005, a research team at Johns Hopkins led by Carlos Pardo reported finding inflammation in the brain tissue of people with autism. So this wasn’t just about a wiring diagram—it was about cells and their health. I started wondering if the bigger brain size had to do with inflammation. Other researchers were finding related immune problems in blood tests. And I was seeing possibly related medical problems in my patients. Maybe the whole body, including the brain, was having one big health and network problem.

All of this started to connect up in my mind. All these problems seemed to be networked together like a big web.

Brain networks are built out of brain cells. The brain cells are in the body and the whole body is having health problems.

If the brain cells are having health problems, too, wouldn’t that cut into how well they can do their jobs? So maybe the brain networks in autism are weaker because the cells are having a tough time.

If that’s the case, then improving the whole body’s health might trickle up to the brain and put more energy into the brain networks. With more energetic networks, the brain should have more resources to coordinate thinking, feeling, sensation, body movement, regulation of body functions—all the things that are challenged for people with autism.


RESEARCH SPOTLIGHT: EXPANDING THE BRAIN’S WEB

Most of the research on brain problems of people with autism simply describes how their brains are different from those of people without autism, and how they work less well. Many dozens of researchers have shown that the brain’s web is usually less well “networked” in people with autism than in their non-autistic peers. Most of those researchers seem to assume that problems in connectivity are hardwired into the brain, due to genetic mutations.

David Beversdorf, a pediatric neurologist and brain imaging researcher at the University of Missouri, wondered instead if these problems were changeable, if the connectivity could be improved. He tested a medication called propranolol, a blood pressure drug also used for anxiety and stage fright, to see if it would improve brain connectivity—and it did! Minutes after taking the propranolol, the brains of people with autism expanded their connectivity networks. While this study did not test whether propranolol is safe or effective as a treatment for autism, Beversdorf did discover something vitally important about how the brain in autism works. The connectivity problems are not hardwired. They can change, and fast. Stress creates noise and chaos, so the signals are drowned out. Reduce the noise and chaos, and the brain will increase its bandwidth and access its networks more fully.



How Does Autism Happen?

No one yet knows, and we may never know for certain what causes autism. Some people want to blame rising autism rates on our modern environment, filled with potential toxins, new germs, and stress. I think these play an important role, and not just for autism—after all, allergies, immune problems, and many chronic diseases are on the rise, too. But if there were a single, clear trigger for autism, we would have already found it. There may be many kinds of autism, most with lots of different triggers.

My observations and hundreds of stories I’ve heard lead me to believe that what we see as autism often emerges or worsens after a series of challenges to a young body and brain. These might include environmental factors like air pollution, viruses, or something that happened to our grandparents; they might be the food we eat, the water we drink, or the stresses of daily life. Or maybe all those things together. For some reason, which we may never fully understand, in some young children all these strains and burdens of everyday life get too heavy. Instead of bouncing back from the pressure, these young bodies are pushed over an edge.

Many of the insults may be very slight, invisible even. A child becomes vulnerable, perhaps from a difficult delivery that leaves restrictions on sucking or moving; or from an infection during pregnancy that makes the baby more prone to infection; or an inherited risk for immune problems.

In most children, such events mean nothing—the infection clears quickly, the muscle pain is short-lived, and the baby’s natural resilience kicks in.

But sometimes these challenges are compounded by others. Maybe the infant is exposed to a toxin that weakens his liver, a course of antibiotics knocks down the good bacteria in her gut, continuing muscle tightness makes the baby reluctant to explore the world. At each step of the way, the systems of the body are prevented from flourishing, and the brain is distracted by physical problems from exploring the wondrous world.

And at some point, the total load of these problems reaches a tipping point. Now one and a half or two or three or four years old, the child’s body and brain have been battered so much by the world that they have lost the resources to protect themselves. The body can no longer support the brain’s full range of capabilities, and in order to conserve itself the brain pulls back from making sense of the world. Under these circumstances the child turns in on himself for protection against a painful, overwhelming world—because it’s the best he or she can do. We look at the child from the outside and see a “regression.” We can’t see inside the child’s body or brain but from the outside we see strange behaviors, and we call it “autism.”

Caleb fits this pattern, as do the others whose stories I will tell you.

His mother’s first child, Caleb got stuck on the way out. He was trapped for two hours as Joy’s labor stalled, and his head ended up misshapen and squashed. Caleb recovered quickly (though part of his head remained flat for years) and he seemed to be a totally typical baby. But he was sick a lot. By age two, Caleb had had thirteen ear infections, each one treated by ever stronger antibiotics. His mother noticed that he had an unusually large head, wearing an adult-sized hat by the age of three, but the pediatrician told Joy not to worry. Caleb was perfectly healthy, the doctor said.

When Caleb was about sixteen months old, he stopped speaking. He became fearful and anxious. He’d flap his arms anytime anyone even looked like they were coming near him. Joy took him back to the pediatrician, but the doctor wasn’t worried. The boy was normal; the only problem was Joy’s anxiety, the doctor said.

Joy brought him back again at twenty months, and again at twenty-three months. This time she told her doctor she wasn’t leaving without a referral to a specialist. Caleb was sent to see a speech pathologist. At the first appointment, the pathologist told Joy she was pretty sure the boy had autism, and sent him for further testing that confirmed the diagnosis.

Somehow, these seemingly insignificant events had piled up into a dramatic problem.

From Parts to Whole

After Caleb was diagnosed, he started getting behavioral therapies, but his progress was very slow. Joy got frustrated with this and sought out other alternatives. He started making more progress with both sensory and auditory integration training. Real breakthroughs occurred when Joy started addressing his body problems. As this progress consolidated, he was able to get more benefit from behavioral and relational therapies. Just as many things had contributed to his getting worse, many things contributed to his getting better.

From a whole-body, whole-system perspective, autism’s behaviors are important, but they are just one part of the interconnected web that is autism. To help your child get better, you need to recognize all these parts, and look for ways of addressing them.

In this book I will walk you through the major parts of the web, chapter by chapter. Here are the parts of the web and the problems Caleb showed at each part when he was four or five years old:

Genes and environment: No problem genes were identified, but he had trouble with infection and, as he later learned, with some of the foods he ate regularly. His environment also included a very devoted family determined to help him.

Cell problems: His cholesterol was found to be too low; lab tests after his diagnosis showed he had low levels of antioxidants and was deficient in fatty acids. By the end of the school day, he was totally wiped out.

Body health problems: Caleb had constant ear infections for his first few years, and his tonsils were always swollen, suggesting a continuing infection. He had gut infections, frequent urination, lots of tummy aches, diarrhea, and irregular bowel movements, and according to his doctor he wasn’t gaining enough weight. He always had deep, dark circles under his eyes.

Brain health problems: Caleb had an unusually large head, and the right back side of his skull remained flat after a difficult birth. He was often foggy and disoriented.

Brain processing problems: He couldn’t stand to be touched. He flapped his arms, tapped sticks, and spun in circles repeatedly. He constantly made high-pitched noises or screamed for apparently no reason. He had frequent meltdowns, had food cravings and his sleep was shallow and fitful.

Thinking, feeling, attending problems: He couldn’t follow simple directions. Instead of asking him to take off his jacket, Joy would have to break the task down into its smallest parts—first, grab your left sleeve with your right arm and pull—before Caleb could follow. He was inattentive, hyperactive, anxious, and rigid. Everything had to be done his way and the same way every time.

Communicating and relating problems: Caleb was disconnected and withdrawn from others. He wouldn’t make eye contact. He laughed at inappropriate times. He didn’t speak.

Blockages to creativity and transcendence: He couldn’t draw a picture, and he couldn’t express himself to others.

Is any of this familiar to you?

This is not who your child “is”—it’s who they became.

When you look at your child being so challenging and difficult it may be hard to believe that there isn’t something fundamentally and permanently wrong. But please take a fresh look at your child. Think about the snowball effect that Caleb went through in his first two years before he “regressed” into autism. It was a process that happened. It wasn’t destiny. There were many factors that contributed to his problems, and I believe there are many parts of this process that can be reversed. Joy unwound Caleb’s autism by hunting relentlessly for specific problems that could be addressed. You can learn to do this, too.

Your child became this way over time due to some kind of cascade effect that likely included both genes and environment, creating an ever more complicated web of problems. Once your child is tangled in this web, it may seem like there’s nothing you can do to make a major difference. But the stories of thousands of people with autism who have gotten healthier suggest there is plenty you can do to change the course of your child’s life.

In each chapter of this book I suggest ways you can help untangle the threads of this web, removing obstacles and shoring up your child’s natural resilience.

Chapter 2 will show you how genes and environment set the stage for your child’s particular brand of autism, and how you can identify challenges and build up strengths.

Chapter 3 will tell you about how to build cell health to support a healthy body and brain.

Chapter 4 will show you how to build whole-body health by supporting the digestive and immune systems.

Chapter 5 explains how to build the brain’s physical health, which lays the foundation for the brain to function fluidly and efficiently.

Chapter 6 will help you identify and remove obstacles to achieving the best possible brain sensitivity, coordination, and function.

Chapter 7 will help you take a whole-body approach to day-to-day problems with behaving, thinking, feeling, focusing, learning, communicating, and relating.

Chapter 8 will give you a taste of how good life can get when it all comes together, when the pain has faded and your child can celebrate his or her unique gifts.

Chapter 9 will show you how to put these suggestions all together and track your progress as well as pool your data so you can help other families in addition to your own.

Chapter 10 will help you get your own life in order so you can create the best possible environment for your family and your next child, stopping the cascade before it begins.

Remember: The web is interconnected. Tug one thread and you can affect the rest of the web. Troubles in one part of it make life harder for all the other parts. Restoring health in some areas makes it easier for other areas to do better, too. For example, treating the gut sometimes helps the brain work better. And helping the brain work better sometimes calms the gut.

I hope you’ll come with me on this journey toward health and resilience. I have watched so many people with autism become incredibly creative, extraordinary children, teenagers, and adults that it has made me greedy for more. I want to see everyone else’s autistic child have the same chance.


A WEB OF PROBLEMS

Our whole-body, whole-brain webs are constantly sending signals at every imaginable level—inside our cells, among our cells, using molecules and electricity, in little packets, and in complicated waves and patterns. When we’re healthy, vibrant, and creative, these signals travel clearly and strongly from one part of the web to another.

When we’re sick, stuck, or have low energy, the parts of the web don’t work well, and they are not well connected, either. Our cells, our organs, our brain can drag and so our performance drags.


• When the body’s web is strained you get body problems—allergies, clumsiness, digestive problems, and more.

• When the brain’s web is strained you get confusion and overload. The signals get drowned out by static noise and the coordination of the brain starts to fall apart. We can’t see the brain confusion directly, but we do see the behaviors it creates. In autism, this brain confusion looks from the outside like “deficits in communication, social interaction, and behavior”—pretty much the accepted definition of autism.



Think of it like an orchestra. An orchestra is the sum of its parts, and all the parts need to be synchronized and in harmony. With strong musicians, high-quality, well-tuned instruments, and a good conductor, an orchestra makes magnificent music. With out-of-tune instruments, musicians who are not feeling well, and a distracted conductor, an orchestra sounds jarring and dissonant. To make the orchestra sound better you need to repair the parts that have problems, so harmony and synchrony can be restored.



I Know My Child Is “in There”

What happens to someone who is diagnosed with autism after a deterioration like Caleb’s, or a process that may have begun even earlier? Do they disappear forever? I don’t think there’s proof that this has to be true. Many parents talk about seeing flashes of their “real” child trapped inside the autism. The autism they describe—and that I have seen in my patients—is not a monotonous life sentence. It changes from day to day—even moment to moment. The potential for a functional brain seems “in there.” A largely nonverbal child will burst out with a fully articulate sentence during a time of joy or crisis. A fifty-year-old autistic man will get help with a previously undiagnosed hearing problem, learn to keyboard, and have the first conversation of his life with his eighty-year-old mother.

The brain seems to be working and taking in the world even when a casual glance at the person offers the opposite impression. I’ve heard of plenty of examples of five-year-olds, autistic and remote since age two, who “pop out” at such a high level after intensive treatment that it’s clear they were there all along.

Parents of recovered children are often embarrassed when their child recalls in exquisite detail events from when they were deeply autistic and their parents thought they were totally oblivious.

Recently, Caleb apologized to his mom for being a “monster” when he was little, screaming all the time and driving her crazy. Then, he told her, “there’s still something wrong with me. I don’t know what or why.”

We don’t know if Caleb’s autistic traits are gone or whether he has learned to compensate for them. Joy is taking Caleb in for more testing now to see if there’s more that can be done to improve his focus and his organizational skills. He still feels a bit chaotic and disorganized, she said.

Knowing your child is “in there” may be part of your own powerful motivation to read this book and do everything you can for your child, as it was for Joy. I will explain to you much more in the chapters to come and symptoms why you should believe what you see. It should help you to understand that your child’s brain is not broken or impaired but challenged, overwhelmed, and obstructed.


MY FIRST SUCCESS

When I tried using this web-based approach with my patients, instead of prescribing a series of unrelated drugs, each targeted at one of their many diagnoses and symptoms, I started working to make their whole web stronger. I aimed to correct the little dysfunctions where there were low-risk relevant things that I could do.

A nine-year-old patient taught me that these small changes can make a dramatic difference. She had had reflux from the time she was an infant, innumerable infections, and countless courses of antibiotics every year. She was labeled bipolar and had asthma, nasty diarrhea, and fainting spells. She also had bumpy skin on the backs of her arms and on her face. Since I knew those bumps could be a sign of essential fatty acid deficiency, I cautiously started her on fish oil. I also put her on probiotics to help with the diarrhea. I expected some small improvements.

Instead, within a month, almost all of the girl’s problems vanished. Her anxiety, reflux, asthma, and diarrhea greatly diminished, and she was able to stop nearly all of her medications. My treatments didn’t just fix isolated symptoms—they helped her whole system. With that little assist, her basic web was able to snap back to a healthy shape, and at a rate far faster than Caleb’s later. Maybe I was just lucky, and I never thought this was a quick fix for bipolar disorder, but even so I was also hooked. If an intervention so simple could have such a broad impact, how could I do this for more people?



Build the Revolution by Helping Your Child

This whole-body, web view of autism remains a work in progress. The stories impel us to do much more research. If we can learn how Caleb and others climb out of autism’s limitations, we may get closer to knowing how they got into trouble in the first place. This science of recovery will shine a huge spotlight that illuminates much more than autism itself.

But meanwhile, your child needs help now. I am presenting you with a plausible, safe, and rational approach that you can follow while we wait for the science to mature. I don’t have incontrovertible proof that the ideas in this book will work for your child. What I have instead, what I will offer you here, is a framework of commonsense, straightforward strategies that have made a profound difference in the lives of children like Caleb. It transforms autism from a blanket life sentence to a set of more specific problems that can be addressed systematically. I can’t promise you the same fantastic outcome he got; I can’t promise that your child will walk off the autism spectrum in ten easy steps.

But I can promise you that if you follow this whole-body method, you will gain new insights into your child, new ways to approach autism, and new hope for the extraordinary potential of each autistic child—not just to be “special,” but to make a meaningful contribution to their community and their world. You are likely to see real and hopefully major tangible improvements in your child’s quality of life—and yours as well. Many parents before you have found creative ways to manage these challenges.

The strength of this view is that it is fundamentally filled with hope. Just as autism may emerge after an accumulation of seemingly minor insults, so too may little changes have a major impact in rolling it back. Most of the people I’ll introduce you to in this book experienced profound transformations, but they didn’t do radical things. They changed what they ate. They took vitamin supplements and got exercise and did different types of sensory and movement therapies. Their parents learned how to join them in their world and let them find ways back that worked for them. They got help from doctors and therapists. But the underlying foundation was supporting the whole web—and persisting and taking charge.

We Can’t Afford Not to Have an Autism Revolution

It’s terrifying to imagine our future without this revolution.

The financial costs alone of raising our autistic children are staggering, with estimates ranging from $35 billion to $90 billion per year just in the United States. That assumes autism rates stop increasing, which hasn’t happened yet. And of course, children with autism usually grow into adults with autism, so those costs will be with us for decades if we don’t take action. At a time when America is still reeling from recession and when budget cutting seems to be the nation’s top priority, what will we do if there is not enough to go around to give everyone the help they need? Wouldn’t it be a good idea to address autism early and effectively?

If we continue to believe that autism is a lifelong, hopeless condition we will be patient with slow progress because we won’t see how you might fundamentally help people. When we see people with autism improving, we will deny that they had autism to begin with. This kind of circular thinking breeds inertia, countless missed opportunities, and lost dreams, all of which damages not just the individuals who are left behind but the fabric of our whole society. More and more people will be autistic, more hearts broken, and more communities financially stressed.

Now take a moment to envision a world where everyone believes that there are many parts of autism we can do something about, and that when people with autism are transformed, it is real and has something vital to teach us. Think about the energy and resources we would pour into tackling solvable problems. Imagine all the loving and happy family interactions, the creative brilliance unleashed, and the benefit to all society.

Thousands of children like Caleb are teaching us the paths to success. They do it in spite of a system that tells them they can’t, and shouldn’t. Imagine what we could do if we took these successes seriously and learned how to achieve them better and for many more people.

I believe that autism is not a genetic tragedy, but rather an unfolding and unprecedented challenge related to many other health and environmental crises. We need to build a world that makes us healthy.

Remember that for your child you are a pathbreaker. You may become a pathbreaker for others as well. The first step is perhaps the most potent: Take a stand with hope that your child can change, not just a little bit, but profoundly. Joy stayed firm with the vision that her son could get the most out of life. You can do this, too.

Caleb got a lot better, many other children get a lot better, and your child may, too. Most children can achieve at least some improvements. These experiences can teach others how to become healthy, move beyond autism, and fulfill their potential to be extraordinary.

WHAT YOU CAN DO

See Your Web, Build Your Vision

I suggest you begin the healing process by taking a fresh look at the autism in your life. If you haven’t already, get a notebook to log your journey.

Now take a metaphorical step back from the struggle you had getting out of the house this morning, last weekend’s epic temper tantrum, and your last visit to the doctor—and begin to envision your child’s own unique web, thread by thread. I recommend that parents begin by making a list similar to the one I made for Caleb, but including strengths as well as problems. You can use the list below as a resource. Add things not on the list as well. If you’re a visual person, you can design your own web. You may want to get fancy, using colors and different thicknesses of lines to indicate the size of the problem or magnitude of strength. If you’re not, you can make columns and then group strengths and challenges under categories.

Or simply checking off the items below that seem relevant to your life may help you gain a new perspective.

When you’re done, take a minute to survey your own personal autism web for the first time.

CHARACTERISTICS AND SYMPTOMS


• Incredible depth of knowledge in one subject

• Ability to recognize patterns

• Often has diarrhea/constipation

• Sometimes has difficulty sleeping

• Sometimes seems tuned in to the world, sometimes not

• Can seem extremely frustrated, particularly by an inability to communicate

• Knows more than they can show

• Loves solving puzzles

• Sometimes aggressive/sometimes not

• Seems overwhelmed in busy places

• Has strong food preferences

• Prefers certain textures of food over others

• Sometimes extremely lacking in energy

• Gets sick often

• Has seizures

• Has poor muscle tone

• Is happy a lot of the time

• Seems content within him/herself

• Loves taking apart machines

• Has trouble making eye contact

• Can’t listen and make eye contact at the same time

• Unable or unwilling to develop friendships

• Doesn’t show, bring, or point out objects of interest to others

• Doesn’t need approval from others to pursue an interest or passion

• Prefers to play alone

• Has meltdowns

• Speech is delayed, difficult, or not present at all

• Mathematical ability far exceeds communication skills

• Unable or unwilling to sustain or initiate a conversation

• Uses language idiosyncratically—repeats dialogue from movies and TV, speaks in nonsense words, or constructs nontraditional sentences

• Doesn’t play make-believe games

• Sets toys up or lines them up but does not play with them

• Seems more interested in play with parts of toys, such as wheels that spin, than with the whole

• Gets overwhelmed by a change in routine

• Takes pleasure in rituals and/or repetitive actions

• Behavior improves when feverish, on antibiotics, while fasting, or from some other unusual trigger

• Frequently seems frightened

• Interprets instructions and metaphors very literally

• Enjoys repetitive physical mannerisms, such as flapping or twisting

• Loves spinning on a swing or swivel chair

• Gets caught up in parts of objects rather than the whole

• Is extremely sensitive—needs deep pressure or frequent hugs or hates to be touched

• Covers eyes or ears constantly

• Please list other strengths and challenges you believe are related to your/your child’s autism: [image: ]

• [image: ]

• [image: ]

• [image: ]



Now take a moment to close your eyes and envision what you want for your child. Make it really concrete. Then write it down.

___________________________________________________________________

___________________________________________________________________

___________________________________________________________________

___________________________________________________________________

___________________________________________________________________

___________________________________________________________________

You can do this next exercise now, regularly, and whenever life gets particularly tough:


a. Visualize or imagine how your child is now and take a minute to explore what it’s like. Use the web diagram you just made to help you. Whatever comes up in your mind is fine, including feelings of grief, disappointment, anger, or blame. Just note them.

b. Then visualize what you want for your child and take a minute to explore what it’s like. Focus on the parts that are the most meaningful and give you the most satisfaction.

c. Now imagine these two images merging together. Imagine pathways growing from the present situation to the vision you want. Though you may not know what they are yet, there are many ways to get from the present situation to your vision. Aim to find them.

d. Remind yourself that there is much more to your child than what you can see right now.

e. It may be hard to feel genuine gratitude when you start on this path or when your child has just spread his own feces all over the walls. But notice the good moments when they come, so you can learn to hang on to them if things get bad. Over time, you may come to see your child as a teacher who will bring out how extraordinary you are, and see too how much you can do when faced with an extraordinary challenge.



In the next chapter, I will explain how genes and environment work together, and offer suggestions for making the most of what you’ve got.



KEEP IN MIND


• Autism is a collection of problems that can be addressed, and many of those can be solved.

• Autism emerges from a cascade of problems, and with careful and persistent effort many parts of this cascade may be reversed.

• Every gain matters.

• Most of the problems of autism are not unique to autism.



But also remember


• No single problem causes autism by itself.

• No single treatment fixes autism by itself.

• You are not to blame for your child’s autism or lack of progress. But you may be able to help your child do better by building up health and resilience, and by removing impediments.








* All names of individuals who are not experts have been changed, except in the case of Judy Endow, who is an expert as well as an individual with autism.






End of sample
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