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			Acclaim for Overcoming Autism

			“An excellent guide that comes at a much needed time. There are few clinical resources out there for autism and PDD spectrum children and their families. Overcoming Autism fills this gap and provides solid information and a practical head start toward understanding children’s needs and managing their behavior effectively and to productive ends. I will be recommending it to student, colleagues, and parents.”

			—Bruce J.Masek, Ph.D., ABPP, Clinical Director, Child and Adolescent Psychiatry at Massachusetts General Hospital and associate professor of psychology at Harvard Medical School

			“I just finished reading your book. I honestly believe it is the best and most practical book I have ever read in the area of autism. The content has great technical and scientific integrity, yet it is presented in friendly language in a straightforward, common sense kind of manner. I will be promoting the book in every talk and workshop I give in the coming months and years.”

			—Glen Dunlap, Ph.D., Executive Director, Center for Autism and Related Disabilities, University of South Florida

			“Overcoming Autism is brilliant. It is written in a very different voice from anything else in the field, and is accessible in a way that we all wish our research could be. This is a real contribution, and you are to be commended. You have blended solid research, impressive writing, and a credible vision for families.”

			—Rob Horner, Ph.D., professor of special education, University of Oregon

			“BRAVO! This book will be wonderful for our families. Thanks for a valuable contribution!”

			—Joyce Mauk, M.D., developmental pediatrician

			“As a parent of a child with autism, I can certainly relate to Lynn and Claire’s statement that ‘everything you do will make a difference.’ I found their book Overcoming Autism to be an invaluable guide to many of those ‘everythings.’”

			—Joe Mantegna, actor

			“As someone who has always been an advocate for children, I highly recommend this book as an invaluable tool for families and professionals tackling the symptoms and stress of Autism Spectrum Disorders.”

			—Rob Reiner, film director

			“All children and adults with autism deserve a ‘Koegel program,’ based on the brilliant child- and family-friendly work of Bob and Lynn Koegel. This book brings us closer to the day when they will have it. Coauthor LaZebnik may not be a ‘mother tigress,’ but she is a mother-savant who has listened faithfully and successfully to her child and to her own instincts. This book is a gift.”

			—Catherine Johnson, coauthor of Shadow Syndromes

			“I absolutely love this book. It is a MUCH needed source of info for parents!”

			—mother of a child with autism

			“Thank you for writing this book. I have searched for years to find some resources to help me with my daughter who was diagnosed with PDD. My very favorite page is in your introduction where you tell parents to trust themselves. Most of all it gave me hope that with proper help my daughter can grow up and succeed at whatever she wants to.”

			—father of a child with autism
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			FOREWORD: TEN YEARS LATER

			BACK in 2003, the two of us—clinician Lynn Kern Koegel, Ph.D., and author Claire LaZebnik—decided to join forces and write a book that would combine an autism expert’s extensive knowledge of research-based interventions with a parent’s firsthand experiences.

			Since its publication, we’ve both received countless e-mails from people literally around the world, telling us that the accessible, well-researched advice in our book has taught, trained, reassured, and inspired them.

			The interventions in these pages are still as valid as they were ten years ago: time has only tested and proven their worth, and recent research only confirmed that a thoughtful, individualized behavioral approach is the best way to help children with autism. The interventions we recommend and describe in this book are just as useful and valid today as they were when the book was first published.

			So Why Come Out with a New, Updated Edition?

			Dr. Koegel and her husband, Dr. Robert Koegel, have continued to do groundbreaking research at their clinic in Santa Barbara, California, and each new study has added to the information and knowledge that they’ve been gathering steadily for decades. This newer research builds upon what’s already in the book, elucidating some areas, adding more detail to others, and strengthening the advice overall.

			We also wanted a chance to incorporate and reflect the changing national dialogue about autism: over the last decade there’s been an enormous shift in the way both professionals and nonprofessionals think about and approach people on the autism spectrum.

			Research has shown that, for both professionals and family members, focusing on the strengths of individuals with autism leads to clearer goals, greater success, and reduced stress, so we’ve added sections explaining how parents can capitalize on their children’s skills and talents and how professionals can discuss their clients’ programs and progress in positive ways that encourage and energize their families.

			In recent years, the autism advocacy movement has grown and gained attention, changing the national dialogue with its insistence that our goal not be a negative one (eliminating autism) but rather a positive one: creating the best possible future for children and adults who live with symptoms of autism spectrum disorder, both by supporting them and by educating our society on how to understand and celebrate differences and unconventional strengths.

			We feel strongly that the unique perspectives of individuals on the autism spectrum add to any conversation; some of our most original thinkers are and have been on the spectrum. Our message has always been upbeat and supportive, but in this revision, we would like to acknowledge the strides made by autism advocates in recent years and to encourage our readers to celebrate the strengths, talents, and ideas of our children on the spectrum.

			We also want to make it clear that our society needs to be supportive of families with children who have special needs. We all lose when a child is shunned for being different or his parents condemned for including him in their activities. We would like to see communities draw together in supporting all their members, not just those who fit into someone’s preset and narrow idea of acceptability.

			Finally, the general public’s awareness of autism has increased dramatically in recent years, and families who are dealing with it firsthand have far more access to information than they once did. Back when we wrote the first edition of this book, we felt we needed to keep things as basic and explanatory as possible. While clarity is still the goal, we feel we can now include more sophisticated discussions of the options available to families and their therapists and more detailed explanations of both what Pivotal Response Treatment means and why sticking to evidence-based interventions is important.

			Ten Years Later

			The last decade has changed us both in personal and professional ways that have also had an impact on this revision.

			The clinic that Drs. Lynn and Robert Koegel have run for decades at the University of California, Santa Barbara, has now officially been renamed the Koegel Autism Center. The Koegels and their associates and students continue to be at the forefront of behavioral research and treatment in this country.

			On a more personal note, Lynn’s nephew was diagnosed with autism in recent years, so her involvement and interest are now deeply personal as well as professional, and she brings the added insight of seeing things from both perspectives to this new edition.

			Claire’s son Andrew—who was just entering sixth grade when we finished writing the original edition of Overcoming Autism—is now a (gulp) twenty-one-year-old college junior. The stories that she first told in this book are starting to feel like ancient history, and as she looks back, she has a clearer sense of how many of the choices her family made were right—and also a need to think deeply about the few she now questions.

			We’re Here to Tell the Tale

			We’re old pioneers at this point. Together, we have over fifty years of involvement in the autism world, and we’ve seen a lot of movements come and go. Don’t get us started on the miracle cures that weren’t or the celebrity rants that hurt more than they helped. We’ll just say that it’s extremely gratifying to be able to stand here, ten years after we published Overcoming Autism, and tell you that time and research have backed up everything we recommended in that first edition, that what was right before is just as right now, and that we’ve pinpointed some areas to improve what was already pretty good before.

		

	
		
			ACKNOWLEDGMENTS

			WE would both like to thank our first editor, Janet Goldstein, whose intelligent and insightful notes helped enormously to shape and refine this book, and Emily Murdock Baker, who allowed us to breathe new life into it. We owe its existence to Kim Witherspoon and Alexis Hurley. Our husbands, Robert Koegel and Rob LaZebnik, were valiant and helpful readers, as were Colin Summers, Lee Kern, Becky Mode, and Jeff Wood. Finally, we would like to thank Catherine Johnson and Ed Berenson, who have done so much for children with autism, and who introduced us many years ago.

			LYNN’S ACKNOWLEDGMENTS

			For Bob—my husband, partner, coworker, and a brilliant researcher—my biggest critic and biggest supporter. Thanks for bringing me into the world of autism and teaching me that with a lot of blood, sweat, and tears (and good experimental design) we can make a difference for children with autism and their families. I remember when we first met at Camarillo State Mental Hospital, and I expressed an interest in volunteering. He said, “You don’t want to volunteer here. It’s depressing. I only have a lab here to try and wipe this place out!” Well, now it has been torn down, and in its place is a state college!

			I also would like to express my appreciation to my daughters, Ashley Kern Koegel, M.D., and Brittany Lynn Koegel, Ph.D., who have let me share their personal stories of their childhood—some that were flattering and some that were not so flattering—for the altruistic purpose of helping others. They have both dedicated their lives to helping children and their families, and for that I am truly grateful. They have both worked so hard to get where they are today and their discipline, perseverance, and commitment to helping improve the physical, emotional, and behavioral health of children is what makes the world a better place—and at the end of the day making others’ lives better is what it’s all about. I am the luckiest mom to have them.

			This book would not have been possible without the efforts of our graduate students and clinicians who helped work with the children whose examples are presented in the book and who are, quite simply, the best.

			I would also like to express my sincere gratitude to the children and their families described in this book, whose names and identifying characteristics have been altered to preserve their privacy. The kids have had to work overtime, as have their parents, and are greatly appreciated for their efforts. You parents deserve the Parent of the Year Award, and you kids deserve the Child of the Year Award. There is no parallel for this dedicated and hardworking group of individuals.

			Next, I express my sincere appreciation to the researchers around the country with whom I have had the pleasure of interacting, who have dedicated their lives to finding answers, through science, to improve the quality of life for individuals with disabilities and their families, and who have helped shape my own research. In addition to being great friends, the Broad family, Nori Brown, the Douglas family, Scott Hedrick, Mer James, the Kellys, Lou Vismara, the Openden family, Norm Waitt, the Towbes family, and Margaret Baker have been so supportive of our work. I’m sincerely indebted. They’ve made such a difference. Also, I am so fortunate to have such a wonderful family that has always been a source of support and encouragement over the years—Mom, Sam, Dad, Rita, Lexi, Ron, Jack, Lee, Scott, Tyler, Mia, Alex, Monica, Tina, Dar, and Alexa Lin. I am so fortunate to have all of them for relatives.

			The clinical examples and procedures described in this book are based in part upon research funded by the U.S. Public Health Service, the National Institute of Mental Health, the U.S. Department of Education, the California State Department of Developmental Disabilities, the Department of Rehabilitation, and the University of California, Santa Barbara, Graduate School of Education’s Koegel Autism Center’s Gift account. Thank you to all you parents and others who have donated. 

			And most important, Claire. Every minute I work with her is a blast. Her enthusiasm, intelligence, complete honesty, and great personality make writing seem like a vacation.

			Thanks for being who you are, Claire, and making Andrew who he is. You have a super amazing family!

			A MOTHER’S ACKNOWLEDGMENTS

			You meet a better class of people when your kid is diagnosed with special needs.

			In addition to being an absolutely brilliant clinician, Lynn Koegel has been the most generous, gracious, and insightful writing partner anyone could ask for, and I’m honored that she invited me to join her on this project. I’m grateful to her for the experience, which has been unqualifiedly wonderful, and even more grateful to her for the enormous role she played in helping my son blossom into a fine young man. When we decided to do this update of Overcoming Autism, I was delighted, not just because it was a worthwhile project, but because it meant I’d get to see Lynn more often—we live in separate cities, and I miss her when we’re not constantly e-mailing back and forth! Her husband, Bob, has been a crucial adviser to and proponent of this book over the years. I feel very lucky to have them both in our lives.

			Lynn was one of a team of extraordinary people who worked with Andrew over the years and helped to transform him from a silent, withdrawn toddler into a social, kind, and interesting young man. I can’t ever thank any of these people enough—how do you sufficiently thank someone for rescuing your child?—but my gratitude, affection, and admiration go to Dawn Davenport, Wayne Tashjian, B. J. Freeman, Pete Candela, Sandra Arntzen, Roberta Fields Poster, Christine Stanton, Cynthia Ferber, Allison Zevallos, and Suzy Getty. I’m also grateful to my brother, Ted Scovell, for teaching me to demand scientific proof and not believe everything I read. Everything I’ve learned about autism over the past two decades has reinforced the lesson he taught me, that a real scientist doing valid work welcomes peer review and allows the research to guide his conclusions and not the other way around.

			I’m so grateful to my wonderful friends, who meet me for lunch, coffee, and walks, and who patiently remind me over and over again to trust in my kids and not inflict my anxieties on them. I’m not going to list names here, because I’m terrified of leaving someone out, and because they already know who they are and (I hope) how much I love them.

			My biggest thanks go to my family for letting me place them and our lives under a microscope. I’ve chosen not to use my children’s real names, not because I feel there’s anything shameful about these anecdotes but because the choice should be theirs to claim these stories as their own.

			Every triumph that my kids have known is because of Rob, the most loving, supportive, active, and involved father in the world. He never stops fighting for them and taking care of us all.

			
		

	
		
			INTRODUCTION

			QUESTION: My son was just diagnosed with autism. The developmental specialist gave me a list of therapists, but I don’t know where to start. I’m overwhelmed and deeply depressed. What if I make the wrong decisions and my son doesn’t get better? What kind of future does he have?

			QUESTION: We’ve been struggling to understand what’s wrong with our son. In many ways his development has been normal, but he doesn’t play the way other kids do, and there’s definitely something different about him. Nothing is adding up. Now we’re hearing the term “autism spectrum disorder” and don’t know what to make of it. What do we do with this diagnosis? Where do we go from here?

			THERE are few things in life scarier than having a child diagnosed with any kind of special need, and autism is one of the scariest disabilities, because the diagnosis tells you nothing about a child’s prognosis. No one can honestly say to you, “We know exactly what your child will be like when he’s twenty.”

			People will, however, feel free to comment on the diagnosis in every way, most of them unhelpful. You’ll hear things like “They’re crazy, he’s just a late talker,” “My cousin’s brother’s kid had autism, and they changed his diet and he was cured,” and “How sad—he’ll probably never go to college.” You’ll start reading articles and combing the Internet for helpful information, and you’ll find that there are a lot of conflicting opinions out there—some people swear by certain approaches, others by completely different ones, and some even believe a kid with autism should just be left alone, since “he’ll be whatever he’s going to be, and nothing you do will make any difference.”

			Now, that’s where they’re wrong. So wrong it’s mind-boggling. Everything you do will make a difference.

			There’s a lot you can do for your child, more than you may be aware of right now. That’s why we wrote this book—to show you how intelligent, well-planned early interventions based on years of field research can improve the symptoms of autism enormously, often to the point where many or all of the symptoms might be said to have been “overcome.” Some children with autism become indistinguishable from their peers.

			Does that sound miraculous to you? It’s not. There are no miracles. It would be nice if a nonverbal kid suddenly started talking in sentences, if a self-injurious girl suddenly decided she preferred playing the piano to hitting herself in the head, if a withdrawn boy suddenly realized that it’s fun to play with other kids. But none of that’s simply going to happen. Well, not suddenly, anyway.

			The good news, though, is that if you remove “suddenly” from the previous paragraph, it’s a completely different story, because we have seen all these things happen. They just didn’t happen suddenly or out of the blue—they were the result of hard work, a well-planned schedule of interventions, and a consistency of approach stretching from the family to the school to all therapies and clinical work.

			It Takes Hard Work

			There are no miracle cures in autism, just a lot of blood, sweat, and tears. As of yet, there are no pills, shots, diets, or any other “quick fixes” that cure autism completely and across the board. To date, there are no medications that can make broad and widespread improvements in children with autism. Further, many medications can have serious and harmful long-term effects on young children. However, there are well-researched, time-proven procedures that can make a difference—excellent behavioral interventions that allow families and professionals systematically to reduce or eliminate each undesirable symptom and improve each area of need.

			Your child has a huge job, too, and some big challenges ahead of her. Unfortunately, the goals may not be as clear to her as they are to you: she’s always known life the way it is and may not be eager to change things. It’s not like she was talking and socializing and then suddenly “lost” all that and now is highly motivated to work hard to get back those missed skills. No, talking and communicating will feel like hard, unnecessary work at first, and your child will most likely resort to behaviors that have worked in the past to get her what she wanted, like crying and tantrums. This will, of course, be tremendously frustrating to both of you: you want to get past the tantrums and your child wants the tantrums to work like they used to. You’re at cross-purposes, united only in your frustration.

			Right now it may seem like the only thing your child is motivated to do is to get out of having to use communication, but if you follow our suggestions, your child will learn how much more efficient and effective it is to use social communication. It won’t happen instantly, and it will be a lot of work for both of you—but it will happen, and it will change your lives.

			So, now back to you. . . . We know it’s tough right now. If your child was just diagnosed, you might need some time to get used to the idea. (See chapter 1, “Diagnosis.”) Take a few days. Cry, moan, scream, bitch, blame your spouse’s family—do whatever you need to for a little while. A very little while. Then roll up your sleeves and get to work. Your child needs you to help her get better.

			HOW TO USE THIS BOOK

			We wrote this book because we wanted to get the message across that with the right interventions, you can improve a child’s prognosis enormously.

			In these pages, we offer both a general understanding of how to tackle the symptoms of autism in someone you know and a description of the specific interventions you’ll need to do so. It’s a starting point and a way of unifying your approach across the board. It is not a replacement for finding talented and dedicated clinicians and therapists in your area to aid you in your journey, but we will offer advice on how to find those professionals if you’re a parent, or how to better serve your patients if you’re already in the field.

			Separating Out Symptoms

			If you glance through the table of contents, you’ll see that by and large we’ve organized the book by symptoms—the various ways that the disability of autism tends to make itself known. You may be used to child-rearing advice books that are organized by the child’s age or by his temperament, and that offer a wide range of advice that may or may not be applicable to your child at that point in time. Ours is different.

			We chose to focus on one symptom at a time for a very simple reason: every child with autism is different and needs a different intervention plan. This plan needs to be based on that specific child’s needs and the symptoms being exhibited, not on some general idea of how a kid with autism behaves.

			There can’t be one intervention plan for all children with autism, because autism is just a name for a cluster of symptoms that can (but don’t always) include repetitive motions, aggression, a lack of speech development, and an inability to interact socially. By taking each symptom your child expresses and systematically addressing it with a comprehensive intervention plan (which we’ll show you how to do), you will see gradual, steady improvement in your child or client.

			Our approach has grown out of years of research and positive outcomes and is based on what’s known as “behavior interventions” or “applied behavior analysis”—in other words, if a child is exhibiting problematic behaviors, we can intervene, decreasing the negative behaviors by introducing and reinforcing positive behaviors to take their place.

			We’ll also help you put it all together through Pivotal Response Treatment (PRT). PRT focuses on finding and teaching key target areas that are “pivotal” in terms of creating widespread improvements. We’re in a race against time: your child needs to catch up to his peers, and we don’t have the luxury of working with him on each and every individual behavior; that’s why we focus on these pivotal ones. You’ll find specifics in chapter 10 on the pivotal behaviors that research has shown bring about the kind of improvement across the board that we’re all hoping to see.

			Remember, just a few short decades ago, children with autism were given up as hopeless cases, incapable of learning, and often stuck in institutions for the rest of their lives. Now we know not only that these kids can learn, but also that the brain’s ability to lay down new neural pathways is astounding. It’s important to be aware of this history, because there are still people out there who believe children with autism cannot be taught, that their futures are written at birth. These people are clinging to archaic beliefs that have long been proven inaccurate, so don’t allow anyone to discourage you from teaching your child.

			Different Levels, Different Needs

			We’re aware that children with autism fall in very different places along the spectrum of the disability. Because our approach is geared toward an individual child’s needs, it’s appropriate for use with children of all different levels and skills. It’s not one-size-fits-all, but instead allows you to tailor any and all information to the child you’re concerned about. The single diagnosis of autism, or autism spectrum disorder, can cover a very wide range of strengths and weaknesses.

			When you first read this book, you may choose to focus on the behaviors that are most problematic in your child. Does he hum and flap his arms? You’ll definitely want to read the chapter on self-stimulatory behaviors. Is she aggressive toward other children? Take notes on chapter 3, “Tears, Meltdowns, Aggression, and Self-Injury.” Not talking even though he’s over three? Chapter 2, “Ending the Long Silence,” covers our approach to teaching verbal skills. And so on. If you find that one of these topics is not a problem area for your child, you might want to read the chapter about it anyway, but focus first on the areas that are causing the most stress to your family and the most difficulties for your child. Ironically, we address these challenging areas by drawing on the child’s strengths.

			These “focused interventions”—that is, interventions that focus on areas that are causing difficulties for your child—are not a replacement for a multicomponent plan that helps your child learn to communicate, socialize, and behave well in mainstream, everyday settings. You still need to be sure that your child’s comprehensive needs are being met with systematic, effective, and caring interventions, but the focused interventions will help you address specific areas in an efficient way, so that you see the most change in the least amount of time, and these changes can help improve your family life and allow your child to participate in more community activities.

			Other chapters in this book will help you ensure that your child is a motivated, enthusiastic learner and prevent future problems from cropping up.

			A Literary Support Group: Reading for Empathy

			This book is a description of interventions that will help your child overcome the most severe symptoms of autism. But it’s also the story of one family’s life with autism, from diagnosis to better days, aided by those same interventions. We want every parent of a child with autism—or any clinician who works with one—to know that she isn’t alone in her frustration, fears, hopes, anxieties, and occasional despair.

			This book is written by two women. Lynn Kern Koegel, Ph.D., is the clinical director of the Koegel Autism Center at the University of California, Santa Barbara, which she runs with her husband, Robert Koegel, Ph.D. The interventions used at the center, one of the oldest research and clinical programs in the country, are data-based applied behavior analysis (ABA) procedures that have been shown to improve the symptoms of children with autism. The clinic’s aim is to develop and teach the children “pivotal responses,” a method of focusing interventions on specific areas whose improvement has been shown to lead to widespread positive improvements in many other symptoms of autism. Research has shown that focusing on certain behaviors results in greater gains in less time and more positive long-term outcomes.

			Too many treatments developed in the past were so unpleasant that the child had to be dragged into the clinic sessions kicking and screaming, and then long periods of time would elapse while the child’s disruptive behavior was ignored—or, even worse, punished. In contrast, the approaches described in this book are individualized, family centered, and child friendly. In fact, the goal is for the child to have fun while learning—so much fun she doesn’t even know she’s doing “work.”

			The Koegels’ work with children has been nationally recognized and acclaimed, and they were recipients of the Children’s Television Network’s Sesame Street Award for “brightening the lives of children.” The interventions that Dr. Koegel recommends in this book are humane, cutting-edge, developed and tested in the field, and generally fun for the whole family.

			Dr. Koegel’s coauthor, Claire LaZebnik, did not set out to become any kind of expert on autism. She’s a novelist and the mother of four children, the oldest of whom was diagnosed with autism at the age of two. Necessity compelled her to become a full-time (with lots of overtime) organizer, implementer, and coordinator of behavior-based interventions for her son’s autism. Throughout this book, Claire describes her own thoughts and experiences as the mother of a child with autism and explores how her family dealt with each specific symptom.

			Dr. Koegel gives advice and describes interventions; Claire talks about trying to make interventions work in real life, amid all the distractions, stresses, and needs of a busy family.

			Stories of Hope

			This is a book about hope. We’re optimistic, but not irrationally so. We’d like you to see for yourself how much children with autism can and do improve when a well-thought-out intervention plan is formulated and consistently followed. Toward that end, Dr. Koegel has included several different families’ stories, starting with where they were when they first sought her help, and ending with where the child is today. We hope these true stories will inspire you. In virtually every one, the child had behaviors or delays that were so overwhelmingly disruptive, the family could hardly cope. And yet, with the right help and interventions, these children have all grown into happy, contributing teenagers and adults.

			If you’re feeling discouraged, it will do you good to read these stories. They’re proof that even the most difficult child will improve under the right circumstances. And we’re going to give you the tools to create those right circumstances.

			Taking Care of Business and Yourself

			When you have a child with a disability, it affects every area of your life. So we’ve included some chapters that aren’t about symptoms and interventions but are more generally about how to deal with various aspects of living with autism—how to process the original diagnosis, how to keep your family life intact, and how to deal with your child’s schooling needs. Once again, the one-two punch of both a professional and a mother allows you to see the subject at hand from every angle. Chances are, if you have a child with autism or are working with one, you’ve had to deal with many of the issues we discuss in these chapters.

			Why This Book?

			Currently there’s an epidemic in the number of children being diagnosed with an autism spectrum disorder. Almost every major periodical has devoted a cover story to the disability, and just about every major network station has aired a story or even a series on autism. Virtually everyone knows someone who’s dealing in some way with the specter of autism.

			This book describes specific, concrete interventions, tested in the field and designed to fit into a family’s daily interaction, and which, if correctly pursued, will immediately begin improving the symptoms of a child with autism, while at the same time offering the emotional support and understanding a parent needs during what may well be the toughest period of his or her life.

			Dr. Koegel has worked extensively with children of all different levels and skills. Claire knows what it’s like to be the mother of a kid with special needs. We want our readers to feel both understood and empowered.

			You may feel like the work is hard and the road long. It is, but with the help of this book, you’re not going to slog through it alone or ignorant.

			A MOTHER LOOKS AT STARTING THE PROCESS

			When your child is first diagnosed with autism, you’re about as vulnerable as a parent can be. All you want is to make things better for this little person you love. You’re terrified that this mysterious disability will ruin your child’s life forever, that he’ll never know romantic love or what it’s like to go to college or—your worst nightmare—maybe even how to talk. You cast about, desperate for someone to come along to make everything okay again. That’s when you have to be most careful.

			Sorting Through the Choices

			All that vulnerability makes you a nice plump target for anyone who can promise you instant success. But don’t buy into that. There are no miracle cures, no overnight successes, in autism—at least not that I’ve seen, and I’ve been looking hard for about twenty years. There are, however, good, effective interventions, documented by years of research and rigorous scientific study. Do those.

			The very first therapist we saw was a speech pathologist recommended by our pediatrician when our son Andrew was two and a half years old. Andrew was completely nonverbal. I think he may have been able to make a couple of animal sounds, but that was it. At some point after Roberta had been working with Andrew for a while and we had, on her advice, taken him to the Neuropsychiatric Institute of UCLA, where he was officially diagnosed with autism, she sat down with us and said, “I think he’ll learn to talk. But it’s not going to be an easy or a fast process. Be prepared for a lot of hard work and for it to take a very long time.”

			Great.

			Back in those days, I had a recurring dream where I’d be with Andrew and he’d suddenly turn to me and say something—not just a word or two, but a perfect, full sentence. And I’d feel this incredible sense of relief, like the world had been put right. Until I woke up again. And then it was awful to lie there and know that it wasn’t true, that Andrew still couldn’t even say “Mommy.”

			People were always telling me stories about kids who didn’t seem to be able to talk at all but who were just biding their time and, when they did speak, spoke perfectly. I was still nursing a tiny hope that Andrew would be one of the kids who would do that. I had thought that by taking him to see a speech pathologist, I’d be jump-starting the whole language acquisition thing, and within weeks of starting to see her, he’d “get” how to talk. So it was pretty tough to sit there and hear a professional tell us that nothing was going to happen quickly.

			I think that if another therapist had miraculously appeared just then and said, “Are you kidding? I can have this kid speaking in full sentences by the end of the month,” I would have followed that second person anywhere or paid her anything. Since that didn’t happen, though, I stuck with Roberta, who was one hundred percent right about Andrew. His language acquisition was a slow process and required years and years of speech therapy. Even after he started saying words, he was still almost entirely echolalic for a long time (he repeated parts of our sentences but was unable to construct his own).

			That’s the bad news. The good news? Roberta was also absolutely right when she said Andrew would start talking eventually. His language did come. Slowly, painfully, at times maddeningly—but it came. Today, as a young adult, he speaks more or less like others his age—maybe slightly more haltingly, and there are some oddities that I’ll discuss in later chapters, but nothing anyone would notice from just chatting with him casually.

			Roberta was always honest with us, even when she was telling us something we didn’t want to hear. She was open and communicative, sharing the frustrations and the breakthroughs, making it clear we were a team and would face each step together. She became and remains a dear friend, and we learned to replace unreal dreams of a miracle with joy in the actual progress our son was making.

			“Trust Me. I’ll Make Miracles Happen.”

			Now contrast our experience with a conversation I had a number of years ago with a friend of a friend, who had called me for some advice. She had recently hired a therapist whose m.o. was to whisk her screaming kid off and drill him for long periods in a separate room, no parents allowed, and not much parent-therapist communication taking place after, either. This mom said neither she nor her child was comfortable with this arrangement, but when she tried to talk to the therapist about her concerns, he said, “You want results? I can tell you right now—the only way your child will improve is if he continues to see me. If you stop the therapy, you’ll be harming your child and destroying any progress he might have made.”

			So she was terrified and as distressed as a parent could be—her instinct told her the guy was no good, but she was scared that firing him would harm her son’s progress. And her entire life was centered on helping her child make progress.

			So I told her what I thought: A therapist who plays on your fears to keep you bound to him isn’t a good person or a good therapist. Neither is one who makes extravagant promises about how well your child will do with his help and only with his help. A good therapist shares his work and knows he’s part of a team.

			The Interventions in This Book

			What you’ll see, as you read this book, is that the most effective interventions aren’t miraculous or dependent on any one specific therapist. In fact, what’s so great about the methods in this book is that they’re logical and straightforward and user-friendly. Which isn’t to say you shouldn’t have professionals working with your child. It takes a team of professionals and family members, working together, to create a plan and to keep a steady flow of teaching and reinforcement going at all times. But anyone who’s smart, dedicated, and willing to learn can certainly contribute.

			Knowledge should always be shared. If an intervention is successful for your child, everyone who comes in contact with him should know it. And the same goes for an unsuccessful approach—people should know to avoid it. Consistency is key.

			Trust Yourself

			All of this is to say, trust your guts a little bit when it comes to the people who work with your child. Recognize that there aren’t miracles, but there should be steady progress, and the good guys acknowledge both these things. Stay away from anyone who plays on your fears and insecurities, who says he knows your child better than you do, who doesn’t let you in the room when he’s working with your child (or at least tell you in detail what he’s doing in there), who promises miracles, who demands your trust without earning it.

			You want to put your trust in someone? Trust your kid. He’s the one who’s going to be doing all the hard work, and odds are, he’ll succeed. Trust that he’ll try his best to overcome the worst of this disability. My brother used to call Andrew the hardest-working kid in L.A., and I still think Andrew works harder on any given day than anyone else we know, since he has to learn and memorize so much of what comes naturally to the rest of us. The motivation is there, though—you can see his pride and relief at every gain he makes.

			You Don’t Have to Be Extraordinary

			One last thought: You know those mothers in those other autism books, the personal-memoir type? The mothers who are tough and strong and do scientific research on their own and never take a break from working with and fighting for their child?

			I’m not like that at all. I am so not a tiger mother. I’m fairly shy, I’d rather go out to lunch with my kid than sit in a room and drill him, I’ll do anything to avoid confrontation, and I know absolutely nothing about the science of autism except that someone somewhere is trying to locate the genes for it, which would be helpful information, I guess.

			I’m totally in awe of the kinds of mothers I’ve read about in those other books, the ones who knock down doors to get their kids what they need, who contact every expert they hear of, who question authority and read any bit of information they can get their hands on. They deserve their child’s success, and I hope every one of them finds it. But I’m not like that, and if it’s not in your nature, either, I don’t think you need to be to help your child.

			You just have to take the right steps and be willing to do some work.

			Start by reading this book.

			
			
			
		

	
	
		
			Chapter One

			Diagnosis: Surviving the Worst News You’ll Ever Get

			QUESTION: I saw my pediatrician yesterday, and she asked me if my two-year-old child was talking. I said he doesn’t say a word yet. Then she asked if he played with other children. I said he doesn’t take much of an interest in other children, and sometimes he seems like he’s in his own little world. Then she pulled out a brochure on autism. Just like that. I was shocked. Is it possible that a child this young could have autism? And, if so, what do I do now?

			QUESTION: My child is four. When she was three, she could recite nursery rhymes and count to ten. She also knew most of the alphabet. We thought she was a genius. But in the last year she hasn’t seemed interested in talking with us much. At the park she pushes the other children away and just seems to want to sift sand through her fingers. My sister asked me if I’ve considered the possibility that she has autism, but she likes to cuddle with me and doesn’t seem to mind being touched. That doesn’t sound like autism, does it?

			AUTISM is one of the most alarming diagnoses a parent can hear. Every parent has hopes and dreams for her child, and often these can be shattered when the child gets diagnosed with autism. Most other diagnoses dictate a clear course of action and lead to an undisputed likely outcome, but every child with autism is different and will progress differently. There is no known cause and no known cure. Not only is it a serious disability—it’s also a bewildering one.

			I love my job. In fact, I am one of the few people in the world who can honestly say that each day I get up, I feel fortunate to be able to do something I love. But delivering the news that a child has autism is the one part of my job that I hate. Fortunately, most people who bring their children to see us already have a diagnosis or at least a suspicion that their child has autism—after all, they are coming to an autism center. But when I do have to be the one to tell a family that their child has autism, it’s difficult. In fact, it’s especially difficult because—as we’ll discuss below—our society hasn’t come together yet to really appreciate the many gifts of children with autism. Nor has our society come together to give the families the support they need and deserve. But, from a clinician’s point of view, the one ray of hope I can give parents is that with good intervention their child is likely to improve, and that even though I can’t read the future, many children do improve enormously. At this point in time, at least 20 percent will lose the diagnosis completely and almost half will be pretty close to their typical peers with only some minor areas that need to be addressed, and all will improve immensely if the right interventions are implemented. And as the intervention research improves, the outcomes get better and better. 

			But you will need to stay on top of things. You’ll need to make sure that you’re providing the best interventions and that anyone else who works with your child—at school, in home programs, during after-school programs, and so on—are also using the same methods and that everyone is being consistent. It will take effort, but it will be well worth it in the end.

			What Is “Autism” Anyway?

			To understand what autism is today, a little history is helpful. Relatively speaking, the field of autism is young. In 1943 the term “autism” was first used by Leo Kanner, who wrote a paper entitled “Autistic Disturbances of Affective Contact.” Autistic literally means “alone,” and that’s what Kanner observed—a tendency in these children to want to be alone. In this paper, published in the Nervous Child (a journal that no longer exists), Dr. Kanner described eleven children between two and eight years old who had similar symptoms, which included difficulties communicating with others, difficulties interacting with others, and unusual interests. Prior to this article, children with these symptoms were usually labeled schizophrenic.

			Although the symptoms of autism have been refined, these general areas still continue to provide the basis of the symptoms of the spectrum. To be diagnosed with autism, children must have difficulties with social communication. Prior to 2013, there were three separate symptom areas—social, communication, and restricted interests. But many people felt that the social and communication couldn’t really be isolated from each other, so these have now been grouped together. They must also show restricted interests to qualify for a diagnosis of autism. This sounds pretty straightforward, but it’s complicated by the fact that although most agree that the disability is neurological, no biological marker has been found. That means that there is no blood or chromosomal test that can tell you if a child has autism. The diagnosis is simply based on observation of the behavioral symptom areas, and the expression of these symptom areas can vary considerably. For example, a child who socializes fine with adults but has no interest in children his own age would qualify, as would a child who has absolutely no interest in either adults or other children. A child who echoes everything another person says, a child who can make short sentences but cannot maintain a conversation, and a child who says nothing whatsoever would all qualify under the impaired-social-communication category. And finally, the child who spends all day riding her rocking horse, the child who spends hours each day lining up his mom and dad’s shoes in a certain specific order, and the child who only plays with one toy repeatedly would all be a “yes” on the restricted-interests category, as would the child who spends all day on the computer developing a better operating system.

			To make things even more confusing, most children express some of these symptoms, so it’s not even a simple “Do they have this symptom?” but the more complicated question of “To what extent do they have this symptom?” that determines where they fall on the continuum. In other words, does each symptom area fall within or outside the typical range?

			If your child has difficulties in the symptom areas (social communication and restricted interests) that are outside of what would be expected from a typical child, she may meet the diagnostic criteria for autism. I’m going to complicate things even more for you: there are other disabilities that now fall into the autism spectrum category.

			For example, another change that took place in 2013 is that the American Psychiatric Association has not found significant data to differentiate a diagnosis of Asperger’s syndrome, PDD-NOS, and “high-functioning” autism, so they’ll be grouped under the general category of autism spectrum disorder (ASD).

			Previously, Asperger’s syndrome was diagnosed when the child didn’t really have any delays in language per se but did have difficulties in social interaction. These children tended to have special interests and difficulty making conversation. For example, we work with one little boy who only wants to talk about lavatories in airplanes. Another only wants to talk about Rolex watches. Kids who became experts on topics that were of little or no interest to others, while they themselves showed little interest in what occupied their peers, would often be diagnosed with Asperger’s syndrome.

			Then there was PDD-NOS (pervasive developmental disorder, not otherwise specified), also called “atypical” autism. Children were labeled with this when they had only two of the three categories. That is, they tended to have difficulties with social interaction and either communication difficulties or restricted interests, but not both. 

			So, as you can see, over time, in an attempt to make the diagnosis more homogeneous, more subcategories of autism spectrum disorder were defined. Now they will all be grouped together.

			The new diagnostic approach is to assign a number on a scale from 1 to 3 in each of the two symptom areas, depending on how significantly the deficits effect everyday functioning and how much support the person needs. So if the child requires substantial support because the social communication deficit is “severe,” she has restricted interests and distracting repetitive behaviors, and she’s hard to redirect and easily frustrated, she’ll likely be given a 3.

			In contrast, if the child has noticeable difficulties with social communication and has restricted interests in some contexts and is only somewhat difficult to redirect and may only need some support, he will be given a 1.

			So what does this mean? Some people are concerned that individuals previously diagnosed with PDD-NOS or Asperger’s syndrome may not qualify for the diagnosis any longer, although the recommendation is not to remove a diagnosis once it’s been made (which makes it even more complicated, because two people with identical symptoms may have different diagnoses based on the year they were diagnosed).

			Other people are concerned that grouping symptoms will result in less specificity. 

			But time will tell and no doubt there will be more changes in the future. The most important thing for families to remember is that if your child needs support, you must make sure he gets it. If your child no longer qualifies for services because he doesn’t have enough symptoms, but he’s still having social problems, the school absolutely needs to provide social programs for your child. As we’ll discuss throughout the book, if your child isn’t interacting socially and peer relationships are challenging, every effort you make now to help with his conversation and social interaction abilities will make a big difference for the rest of his life.

			The Cause

			We still don’t know what causes autism. Researchers have been working hard to figure it out, but even the best in the world have started referring to “the autisms” to indicate that there isn’t just one single cause—there are many. And this isn’t totally surprising, given the wide variability in the expression of the symptoms of autism.

			We do know a few things. Because almost five times as many boys are affected as girls, and because the odds are high that a child will have autism if his identical twin does, we know that there is some underlying genetic/neurological cause. We also know that autism is slightly more likely to be evident in siblings. But even these facts are complicated. Sometimes only one identical twin will have autism, which means that in these cases, something other than the DNA must have triggered it. Sometimes only one child in the family will have autism, and no others in the entire family history are known to have autism. It’s definitely complicated and not a whole lot is understood.

			However, there have been a few studies suggesting that mothers over thirty-five and fathers over forty have an increased likelihood of having a child with autism. Other studies have suggested that autism is rare in children whose mothers were under twenty years old when they gave birth. So there may be some correlation with parental age or some environmental factor that kicks into action when parents are older.

			Quite likely, autism stems from a combination of genetic and environmental factors, but the bottom line is that after spending more than a billion dollars on research, we still don’t know exactly what causes it. We may not be able to pinpoint the causes of autism in our lifetimes, but we are discovering lots of ways to help children with autism reach their full potential, and that’s what’s most important for you as a parent to focus on.

			Hard News to Get

			I saw one family not long ago with a nineteen-month-old son—cute as could be. But Caleb didn’t say one single word, he wasn’t interested in anyone, and he spent the full two hours we were with him spinning in circles. He didn’t play with any of the toys in the room and didn’t respond to his name. He had such clearly pronounced symptoms of autism that there wasn’t even any question in my mind what his diagnosis should be.

			The parents had a book on autism with them and had brought Caleb to our center because the child’s cousin had autism. I assumed they understood what we were dealing with and told them that we would be able to work with him. But then they asked if he had to have autism to participate in our center. At that moment, I realized that they hadn’t yet accepted that any diagnosis had been made. So, as gently as I could, I said that Caleb appeared to have the symptom areas associated with autism. To my surprise, they said they were hoping I would say that nothing was wrong with him. Nothing. That word was piercing, and I got that weird feeling like the blood is rushing out of your head.

			I pointed out Caleb’s specific symptom areas—that he wasn’t talking yet (notice I said yet); that his social areas appeared to be a little delayed, which could happen if he wasn’t talking; and that while he didn’t interact much, he did seem to enjoy cuddling with his parents, which was a great starting point. I told them that there were good treatments available and that we would just take one symptom at a time and work on each one, and I was confident we would make progress.

			The dad, who was quite well read and informed, said that although he agreed that his son didn’t talk and wasn’t interested in others, he really didn’t see any restricted interests in his behavior. Very gently, I pointed out that a typically developing child of Caleb’s age would be playing with toys and getting into things, but he was spending most of his time spinning, which would be considered a repetitive stereotyped behavior. The dad looked shocked. And I felt horrible. Maybe people who work at diagnostic centers and break the news several times a day get used to it, but I still haven’t.

			The father stopped talking and looked down, his shock turning to depression. Interestingly, the mother began to open up—she almost seemed relieved to air all the concerns she’d had about her son. Once again I reminded them that autism is just a group of symptoms, that there are good interventions available, and that the most productive way to proceed would be by addressing the symptoms one by one. We would begin with teaching Caleb words using motivational procedures (see chapter 2), which would be likely to help his socialization and decrease the spinning.

			I knew that all the helpful advice and hopeful suggestions I gave them still wouldn’t make it any easier for them to get that diagnosis. (We have worked with Caleb for about two months, and he’s now saying about seventy-five words, has a bunch of social activities he loves, and only spins when he’s not engaged in one of these activities.)

			My Own Experience

			Although I can’t pretend to know what it’s like to be the parent of a child diagnosed with autism, I have experienced what it’s like to know there’s something wrong with your child and not know what the outcome will be.

			When I was pregnant with my second child, I had placenta previa. That’s when the placenta covers the opening of the uterus, making it impossible for the baby to come out. The first sign of a problem was some blood spots during my third month of pregnancy. Distressed, I called my doctor, and his response was shocking. He didn’t invite me to his office, he didn’t counsel me, he simply and abruptly said, “You’re probably going to have a miscarriage. I’ve gotta run, I have a patient in my office. Don’t worry about it.” This was my first experience of what it was like to be at the mercy of an unsympathetic doctor.

			I changed doctors after that and, psychologically, everything was better with the new obstetrician, but I continued to have bleeding, and when I was five months pregnant, I was put on bed rest and then hospitalized.

			When my daughter was finally delivered, I immediately knew something was wrong. They didn’t hand her to me as they had my first child. Instead, they rushed her into neonatal intensive care. When the pediatrician came to see me some time later, he said, “She’s got an eighty percent chance of survival.” I cried out, “You mean she has a twenty percent chance of dying?” He seemed surprised by my outburst and completely unaware of what it means to a parent to be told that her child’s outcome is uncertain and possibly tragic. To him, the odds were still in our favor, and that was what he lived by—odds. But all I could see was that 20 percent possibility my baby could die. My husband told me later that the whole experience had been just as bad, if not worse, for him, as they were taking him aside and giving him these statistics all the way through. (She’s a healthy, happy young woman now, I’m glad to say—I wish I’d known that then.)

			And since the first edition of Overcoming Autism was published, my nephew has been diagnosed with autism. Except for a few random echolalic words, he was virtually nonverbal at the age of two and a half, when most children are social and producing short sentences. His restricted interest consisted of throwing items: anyone who entered his house was at risk of being hit by a flying toy. His communication was almost exclusively limited to screaming and tantrums, and he would risk life and limb to do things for himself rather than get an adult to help him.

			When we attempted to elicit speech, through play, he’d usually get upset and throw a toy. He had a favorite toy, which we used a lot, and it had about fifteen pieces. It was one of those tunnel and ramp things that you roll balls down. He loved that toy, but whenever we prompted him to say “ball” he’d get angry and frustrated and pick up the ramp toy and throw it. Of course, the toy was pretty useless to him when it was in a million pieces, so he’d put it back together at lightning speed. It would have taken me at least several minutes to repair it, and I’d probably have needed a manual—but he could get it up and working within seconds. So remember what I said about strengths? I knew he was really, really smart to be able to put that toy together so quickly, which meant that—despite the fact that he didn’t talk yet—we had a lot to work with.

			Of course, this didn’t take the stress away. I remember one assessment when a state worker came by the house and glared at him like he was a little terror after he’d hurled a couple of toys in her direction. I tried to explain that throwing things was his restricted interest, but she wasn’t interested and didn’t try to engage him at all—just got out of there as quickly as possible. And that felt completely wrong. He was my adorable little nephew, and when it’s a family member, getting the right help isn’t an academic issue: it’s life or death, and we’ll fight tooth and nail for our kids.

			So I can empathize with the feeling of finding out that something isn’t right with your child and the fears that an uncertain prognosis can lead to. Over the years, I’ve talked with thousands of parents of children with autism, and I can tell you that getting the news is horrific, terrifying, stressful, and depressing, and I know how many nights’ sleep I lost worrying about my nephew. Parents react in different ways: They cry, they get mad, they deny that their child has autism. Sometimes they even accept it resignedly—but it’s never easy.

			No Way to Prepare Yourself

			There are no known prenatal tests that can alert or prepare a parent for the shocking diagnosis of autism. Even after a child with autism is born, there may be signs early on that she’s not developing typically, but most new parents don’t recognize or know to look for these signs. Therefore the family often assumes, for the first year or two of life, that everything is fine, especially because most of the motor milestones—sitting up, crawling, walking, and so on—seem to happen like clockwork.

			For most parents, it’s not until their child is eighteen months or older and still not talking that they start to worry and ask questions. Even then, they’re likely to be told by friends and pediatricians that language develops at different times for different kids, and not to worry about it. They can lose precious time because of this.

			There are some earlier signs (before words are expected) that can help you recognize possible symptoms of autism, if you know what to look for. For example, the child may not enjoy playing little games like peek-a-boo and may not point to items, preferring instead to take her parent’s hand and place it on the desired object, such as the doorknob when she wants to go out. The child with autism may not respond to her name when called, or she may play with the same toy over and over again. Some parents even report that their child never cried for them when left in her crib but seemed content alone for long periods of time.

			Of course, parents tend to remember these things after their child has already been diagnosed, but the truth is that most parents don’t usually become very concerned until they notice that their child isn’t starting to talk.

			Can Professionals Make Mistakes When They Give a Diagnosis?

			Sometimes a diagnosis is
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