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As always, for Justin Eric Romanowski Bashe




AUTHOR’S NOTE

No book, including this one, can ever substitute for the care or expert guidance of a fully qualified health or education professional who knows and works with your child. All opinions and views expressed herein are those of the author, her cited interview subjects, or the authors of the sources cited. Nothing in this book should be construed as having the endorsement of any organization with which the author is or has been affiliated. This book contains no case histories based on real persons. All examples are fictitious scenarios of common situations for individuals with ASDs. The names used in these examples are all fictitious, unless otherwise specifically indicated, and chosen at random. Any resemblance to persons living or dead is coincidental. The exception is to statements about my son, Justin Bashe. He has read and approved all references to himself herein. In the “Medication” chapter, specific medications are mentioned for illustrative purposes only.
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FOREWORD

Tony Attwood

When I started my journey of exploration of Asperger syndrome in the early 1980s, I felt as if I was one of the first psychologists to discover a new world. It was at that time a world with no clinicians or parents’ maps or traveler’s guide, and there was, and still is, a sense of excitement from discovering an alternative way of perceiving and thinking. Very soon there were fellow travelers—colleagues, parents, and also those who have Asperger syndrome—explaining their world and culture in conversations and autobiographies. Patricia Romanowski Bashe and Barbara Kirby are parents, each with a young adult who has a diagnosis of Asperger syndrome. Their first OASIS Guide was published in 2001. It quickly became a popular and highly recommended resource for parents and an extremely valuable resource for teachers and specialists in autism. This is now the third edition, this time written by Patty on her own, to keep the reader up-to-date with our evolving knowledge of Asperger syndrome.

Over the last decade, there has been an amazing increase in the research literature on Asperger syndrome, as well as numerous books on specific aspects of Asperger syndrome, and the development and evaluation of services and resources for parents, teachers, therapists, and clinicians. It is difficult to keep pace with all this new knowledge, and I am so pleased that this third edition provides a comprehensive, unbiased, and clear description of our current state of knowledge. The text will answer the many questions raised by parents and professionals. It is almost an encyclopedia of Asperger syndrome, its wise advice based on reviewing the research literature and a personal and insightful perspective.

Patty writes in an engaging, reassuring, and informative style, as though she is your best friend who really understands your experiences, thoughts, and feelings. She originally explored the world of Asperger syndrome as a parent and by analysis of the OASIS message board and surveys. She is now a professor of graduate courses in special education. Thus, she really knows what she is writing about and has empathy for the challenges faced by parents, teachers, and those who have Asperger syndrome.

If you are the parent or teacher of someone who has Asperger syndrome and are starting out or are already on the journey of exploration of the world of Asperger syndrome, this is your guidebook and your collection of maps. Patty is your personal companion to ensure you do not get lost and that you know where you are going, and who and what will help you along the way.

Tony Attwood is the author of several books on autism and Asperger syndrome, including the classic The Complete Guide to Asperger Syndrome. Since the publication of his first book on AS, Asperger Syndrome: A Guide for Parents and Professionals, in 1998, Dr. Attwood has increased understanding of the syndrome through his writings, workshops, and presentations around the world. He lives in Brisbane, Australia, where he maintains his practice and lives with his family.


FOREWORD

Michael John Carley

When I first entered the autism/Asperger world, it was two years before GRASP (Global and Regional Asperger Syndrome Partnership) would be formed, and three years before GRASP had a website. And during that era of 2001 to 2004 (not to mention beforehand), it was very difficult to obtain information of any kind—off the internet or elsewhere—about Asperger syndrome.

People forget: In those days, Asperger syndrome was still thought of as this weird second cousin to autism. Though having been made official by the fourth edition of the Diagnostic and Statistical Manual in 1994 (DSM-IV), the diagnosis was only starting to enter into public consciousness. These were the formulative years, where parent organizations were starting to see that their kids’ worlds might not be as tragic as they thought prior, where spectrumites themselves were starting to sniff the self-worth in rejecting negative stigma, and where the research community both scrambled to reassess its overall approach and simultaneously saw a goldmine in the expanded definition of autism. It was a period of rapidly emerging new ideas that carried both the promise of emotional health as well as the stark, ugly realization of how unhealthy our attitudes had been up until then. We were desirous and starving for a new world, but resources were slim.

At this crucial time, there was one—and only one—site: Barbara Kirby’s OASIS (Online Asperger Syndrome Information and Support) site. The url was a mess of code, rendering it impossible to remember, and the site’s graphics and layout were basic at best. But whoever’s website had the second most factually based material … was a very distant second place. Barbara’s essential website set the tone; for GRASP, and for everyone else, as armed with far more resources than Barbara ever enjoyed, GRASP and others soon created sites that became the new standards.

Seeing a new need even as OASIS continued growing, Barbara joined up with journalist/mom Patty Romanowski Bashe, and together they wrote The OASIS Guide to Asperger Syndrome, published in 2001, when few books were out there. It was a thorough read for parents: a book that satisfied both in quality and (in thoroughness) quantity. There was no need to buy nine additional books.

But those early years are gone. And in the past decade or so, the market has become saturated with books, most of which are inexplicable rehashes of what is now old information. New autism organizations pop up every week, someone creates a new Facebook group every twenty-four hours, and at least twenty times a day Googlefeed provides my inbox with media articles about the spectrum world … that often completely contradict one another. We now live in a community, for better or worse, where everyone assumes they are a leader.

So once again to provide clarity to a confused world, OASIS has stepped in.

Few books address anywhere near the dearth of topics as does this volume. Fred Volkmar’s book comes to mind, and I may be missing one other. But in this revised and expanded edition of Asperger Syndrome: The OASIS Guide, Patty Bashe answers every parent concern: from the first hints of suspicion about a toddler to the day in which our children outlive us. It is that comprehensive. And because it is so thorough, there might be times when you disagree with something said. But those times will be few; and because this book is not written in an agit-prop, fear-based style, your opinion, in those instances, will be made more clear to you.

In addition to being an individual with Asperger’s, I’m also the parent of an Asperger kid who is about to say good-bye to us for college. Like many children diagnosed around the millennium, my son has far exceeded his initial prognosis. Is it because I and other parents did a great job? Who knows and who cares? What I do know is that a large part of his success was created by the world around him becoming more accustomed to his differences. As pioneers like the OASIS team of Barb and Patty spread more and more positive iconography around a condition that once reflected as dirt in the eyes of the average Joe, my son didn’t have to go through the anxieties of confusion and ostracization that prior generations endured. And in that relative calm, my boy could listen better, learn more, enjoy more, and trust the outside world a lot more.

The studies tell us that whether we’re discussing academics, socialization, athletics, careers, sexual performance, and perhaps parenting: (a) that resources/size matter, (b) that talent matters, and (c) that work ethic matters … but that confidence matters much more. I thank the world for the confident young man he is.

The right books will provide you, the parent, with that essential confidence. Patty Bashe’s Asperger Syndrome: The OASIS Guide will give you that. And more.

Michael John Carley is the Founder of GRASP, a consultant for the New York City Public Schools, and the author of Asperger’s from the Inside-Out (Penguin/Perigee) and The Last Memoir of Asperger’s Syndrome (TBD). More information can be found at www.michaeljohncarley.com.


INTRODUCTION

WELCOME to Asperger Syndrome: The OASIS Guide, the third edition of The OASIS Guide to Asperger Syndrome. The OASIS (Online Asperger Syndrome Information and Support) website from which this book still takes part of its name was founded, developed, designed, written, nurtured, run, and supported by my partner in writing the first two editions, Barbara L. Kirby. From its launch in 1995 until Barb chose to close the original OASIS to pursue other interests in her life several years ago, that website and message board held an important—I would even argue, historical—place as what one renowned autism expert termed “the town square” for people living with Asperger syndrome. When we met over the phone after my son was diagnosed, we shared a perspective on Asperger syndrome—that there was not enough good, accessible, reliable information out there—and a determination that only two mothers could sustain. That was 1998. The first edition of this book arrived three years later. This is the first edition that I have revised and expanded completely on my own. In some places, the editorial we persists, not only because it feels right but because without its original foundation, this edition could never stand.

I cowrote the first edition of this book as a journalist and mom, not as the professional in the field of autism I am today. Fifteen years ago, I went out to hunt down and bring home all the answers we needed, but more often than not, I came back with more questions than I left with. So when our son was ten, three years after his diagnosis, I did what any irrational and desperate mom might: I went back to school and changed careers. To be honest, it was not so much because I was in love with the idea of being a teacher (though it’s great) but because I wanted to understand the hidden curriculum behind systems that shortchanged or failed kids like mine due to lack of knowledge and understanding about what Asperger syndrome and similar forms of autism spectrum disorder (ASD) were all about. In the decade since then, I have taught and consulted for children from age two to adulthood across the spectrum. As a professor of graduate courses in special education and applied behavior analysis, I’m not shy about offering students—most of them current or future teachers, psychologists, and district administrators—insights into how we parents see things. Having a foot in each world, so to speak, has opened the view “behind the curtain” of the Individualized Education Plan (IEP) meeting, the social skills program, the transition planning.

So at this point, you might expect some huge revelation or exposé. Sorry to disappoint. What I learned was that most of my professional colleagues care about our kids and want to do the best job they can for them. What they need—what we all need—is information, access, and time. We all need to look at each child realistically, to diagnose accurately, to assess fairly, and to advise with caution. We need to listen to each other and try to understand where a teacher or a doctor is coming from when their suggestions do not mesh with our expectations. (And that road runs both ways, professionals.)

No one can tell you for sure where your child will be in five, ten, fifteen years. No one can predict where you will be on this journey or how you will feel about special education, various interventions, your child’s social challenges, or anything else this diagnosis brings your way a week, a year, a lifetime from now. The best that any of us—including the older teen or young adult with Asperger syndrome (AS)—can do is learn, understand, tolerate, and keep moving.

Even though it’s been kicked out of the new Diagnostic and Statistical Manual of Mental Disorders—5th Edition, I do not believe that Asperger syndrome, in the many forms that individuals may choose to use it—as shorthand for a particular ASD profile or as part of a personal identity—is going anywhere. And, as before, parents and people with ASDs will continue to make a difference. The history of autism has largely been written by parents who founded and funded the organizations, took part in the research, denounced the quacks, and supported the experts and authors committed to making this a better world for our kids. This work goes on.

Though the online community this book was originally titled after ceased to exist several years ago, the perspective and goals have not changed. The OASIS Guide is designed to provide parents, individuals, educators, and other professionals with comprehensive, unbiased, research-based, reliable, and objective information on living with Asperger syndrome and similar forms of ASD. The two previous editions of The OASIS Guide were endorsed by virtually every leading expert in the field because they were the books we set out to write. Those traditions continue to inform the book you hold in your hands (or store on your e-reader).

Today, we have not only more information and better research, we also have a perspective and a view of the future not available before. Back when our kids were diagnosed, parents were assured that as long as their children had verbal abilities, had an IQ in the average range, and were free of severe behavioral issues or other conditions, they were “smart enough” to master everything else. Kids with Asperger syndrome were so “different” from those with other types of autism that experts and parents unknowingly embraced a dangerous and, now it appears, false distinction. As the result of several important long-term outcome studies, we know that regardless of IQ and other talents or abilities, individuals with AS and similar forms of ASD need explicit, structured education in order to achieve mastery of basic social, self-help, and other daily living skills. We also know that individuals with AS and similar forms of ASD may need more support and more training than typical peers to whom they compare favorably in other measures of accomplishment or skill. Despite everything everyone thought they knew about AS, we find that outcomes for most individuals in early adulthood are disappointing and fall short of reasonable expectations. Even the experts were surprised at these findings.

Although The OASIS Guide is written for anyone dealing with Asperger syndrome and similar forms of ASD, it speaks most directly to parents. Again, as always, parents must lead the way. Part of leading the way is teaching our children to understand themselves and the role that ASDs play in their lives. We speak freely and often of parent advocates, but there comes a time when it is both appropriate and empowering for parents to engage their kids as “advocate apprentices.” Given the documented paucity of good transition information and implementation, it comes as a surprise to far too many parents that once the IEP ends or the age of majority arrives, their legal ability to represent their child’s interests—at college, in job training, on the job—is virtually nonexistent. There are bright, college-bound individuals with ASDs who have never even seen their IEPs or could not name or describe their diagnoses.

Having worked with kids across the spectrum has given me a broader and deeper understanding of the rewards and the challenges we all face. Raising and loving my own son has given me something no credentialed expert ever experiences, much less can ever truly, deeply understand: the hope and hopelessness, the pride and the fall, the doing and undoing that come when a different way of seeing the world scrambles the rules of how to do everything from tying your shoes to living on your own. I know there are professionals reading this—maybe even some I work with—who will balk at this characterization. That’s fine; bring it on. Most of us cannot always follow through on every intervention, plan, strategy, or intention as consistently and as faithfully as we would like. Few of us can honestly say that we do not have a private catalog of moments when we felt like the worst mom or dad on earth. Those are two of the few things we share with all parents. However, these truths endure: No one knows your child better than you do. No one will work harder for your child than you will. And no one else—no matter what their title or their role in your child’s life—will care as much as you do.

The goal of this book is to help you understand your child’s condition, what really works and what doesn’t, and what to plan for, what to go for, and what to avoid. As my mother often counseled (as only a mother who was proud to call herself an Okie could): “You learn something new every day, if you don’t watch out.” When working with these incredible kids and young adults, the only way you could avoid learning something new is to believe you already know it all. What we know today about autism comes late, delayed decades by misplaced faith in self-appointed experts and profiteers. None of us will ever know it all, but we can all continue learning from one another, from true experts, and most important, from these kids. There’s a lot of catching up to do.

I am humbled daily by the generous heartfelt support and encouragement I have received from readers through the years. You cannot know how much it has meant.

Now, let’s get back to work.
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BEHIND every diagnosis of Asperger syndrome or related form of ASDi there is usually a story. It may be a long, painful tale spanning years and featuring an ever-changing cast of doctors, specialists, teachers, and schools. There were tests that showed “nothing,” treatments and interventions that never seemed to work, and other diagnoses that failed to stick. For some fortunate families, it may be a short, relatively happy tale of the right child at the right place with the right doctor. Either way, an ASD diagnosis signals a new direction.

There are many different ways to look at ASDs like Asperger syndrome. Some consider it a devastating disability, while others accept it as a gift. Some view people who have it with pity, because they are outside the mainstream, while many believe that these individuals are part of a distinct and positive culture. Understanding Asperger syndrome goes far beyond knowing the medical diagnostic criteria. It requires careful consideration of how we as parents, educators, and others who know these children and society at large view individuals with this intriguing, mysterious, and complex disability, condition, or difference (you can choose a term to suit your view). Understanding a person with Asperger syndrome also demands that we look carefully and honestly at what it means to be “normal” or “typical.”

In the course of living with any ASD, most of us find that our thinking about it changes and evolves into a philosophy that guides us and our loved ones. Some feel it important to teach our children how to blend in and not define themselves by their condition. Others are more comfortable teaching their children to accept themselves as they are while showing them how to negotiate the sometimes-foreign culture of what some of us call “Neurotypical Land.” (We prefer the term neurotypical to the less clearly defined normal.) We cannot presume to advise anyone on the “best” way to approach this. We do hope to give you the information and the tools you need to develop the perspective that best serves you, your child, and your family.




i Here and throughout, when I write “Asperger syndrome,” I mean the familiar DSM-IV diagnostic profile and any other autism spectrum disorder that shares similar characteristics, symptoms, or behaviors. Further, it is important to remember that effective, evidence-based treatments and interventions are not “Asperger syndrome specific.” What works for one “variation” of ASD can be designed to work for others.
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WHAT IS ASPERGER SYNDROME?

ASPERGER syndrome is an autism spectrum disorder characterized by the symptoms, behaviors, and deficits that constitute one of several sets of diagnostic criteria. But it’s almost impossible to extrapolate from that information what it means to have AS. For that reason, this chapter focuses on what Asperger syndrome is (or, depending on which version of the DSM you’re using, isn’t) from a clinical diagnostic viewpoint and how it often manifests in terms of symptoms and behaviors.

Asperger syndrome was named for Dr. Hans Asperger, a Viennese pediatrician whose paper describing four boys he treated in a hospital during World War II, “ ‘Autistic Psychopathy’ in Childhood,” was published in 1944 in German.1 By then, Asperger had been working with children whom he described using the word autistic since the early 1930s and, in the opinion of one colleague, had treated perhaps hundreds.2

Asperger’s paper did not become widely known until the British psychologist Dr. Uta Frith translated it into English in 1991, but it would be a mistake to say that Asperger’s work was completely unknown. In fact, Dr. Bernard Rimland referred to “Asperger’s syndrome” in his Infantile Autism, the 1964 book that challenged the then-prevailing notion that autism was caused by poor parenting, a failure in bonding, and so-called refrigerator mothers.


Where It All Started

In 1932, Dr. Asperger began running a department of Vienna University’s children’s clinic. At the time, Asperger’s patients lived at the clinic, or hospital. There treatment consisted of education and a range of therapies, including speech, play, and music. As Dr. Frith points out in the classic Autism and Asperger Syndrome (which contains her translation of Asperger’s 1944 paper), Asperger’s approach was not “special education” as we understand the term today. We need to step back in time, to when many professionals working with children whom we would today recognize as having ASD sought in Freudian psychotherapy both the causes for and the solutions to their patients’ problems. Asperger took a different approach: what Frith terms “a synthesis of medical and educational practice, applied by inspired doctors, nurses, teachers, and therapists in a team effort.”3 The German term that Dr. Asperger used to describe his work—Heilpädagogik—captured the integration of several types of interventions encompassing education, the arts, and daily living skills. The children lived in a specially designed and decorated ward where the daily routine included physical education, music, drama, singing, and speech therapy, in addition to school. A bombing in 1944 destroyed the ward and killed the woman whom Asperger credited with running the program, Sister Viktorine Zak.

Postwar anti-German sentiment in many Western countries might explain why Asperger’s ideas and his work remained so little known in the United States. Another possibility is that, even if his work had been translated and made accessible to English-speaking professionals, the prevalence of Freudian thinking about psychological and psychiatric issues might have made it difficult for Asperger’s ideas to take hold. Asperger’s work coincided with the Nazi occupation of Austria, and though the occupiers targeted his clinic because he housed and treated “abnormal” children—a population Hitler targeted for extermination, due to their “inferiority”—some might have presumed Asperger a Nazi sympathizer. In fact, he was not, and on several occasions, he took great risks to protect his charges.4

Reading Dr. Asperger’s work makes it clear that he cared about these children. He recognized their strengths and talents as well as their struggles. It was Asperger who coined the term “little professor” to describe children with precocious knowledge and willingness to share it. It was also Asperger who first pointed out their vulnerability to being bullied and their need for special, explicit instruction in social and adaptive skills. Asperger’s observation that parents and other family members might share traits has been supported by recent discoveries in genetics. His tone is compassionate, and his quest to understand these children and to help them is evident. Though many disorders bear their discoverer’s name, knowing something about Asperger the man and how he understood these children sets a fine starting point for anyone who cares about these children today.



ASPERGER SYNDROME “ON THE SPECTRUM”

People have been referring to an autism “spectrum” for about twenty years now, and in 2013 DSM-5 made it “official” by herding all autism diagnoses under autism spectrum disorder, or ASD. When Asperger syndrome first appeared in DSM-IV in 1994, the diagnostic criteria were neatly captured by what British psychiatrist Dr. Lorna Wing terms a “triad of impairments affecting: social interaction, communication, and imagination, accompanied by a narrow, rigid, repetitive pattern of activities.”5 Among the characteristics that are thought to distinguish Asperger syndrome from other forms of ASD are the presence of normal to above-average intelligence (although even by DSM-IV criteria, mild mental retardation could occur); apparently normal language development; and one or more special interests that may dominate attention, conversation, and social interactions.

Originally, the word spectrum nicely captured the sense that the presence or absence or degree of impairment resulting from specific symptoms could range from nonexistent to mild to severe, and that in each individual, every symptom or behavior could conceivably fall on a different point. So, for example, one could be brilliant at calculus yet unable to organize the backpack for school, or have prodigious skills in spelling and grammar and yet be unable to write a simple three-paragraph essay about summer vacation.

You may hear of AS described as a “high-functioning” form of autism. While that is an easily understood description, we agree with Dr. Ivar Lovaas and find the terms high functioning and low functioning discriminatory. This is not simply a matter of semantics or a desire to be politically correct. The fact is, individuals with ASDs each have within themselves a spectrum of abilities and challenges. We have seen young children with serious deficits in language and speech who are more independent in self-care than some older adolescents with AS who have IQs over 130. The term high functioning is often applied to AS because people with this diagnosis typically have a normal or above-normal IQ and many, though not all, exhibit exceptional skill or talent in a particular area, often their area of special interest. (This should not be confused with the autistic savant phenomenon, depicted in the film Rain Man, where a person with autism demonstrates incredible feats of calculation or memory, or a creative talent.6)

Another distinguishing feature of Asperger syndrome is the absence of a “clinically significant delay in language.” In other words, young children with AS typically have early (before age three) language development that ranges from normal to precocious, but not always. This is typically not the case with children on other points of the autism spectrum. While early language development might appear to be normal in children with AS, there is growing evidence that the deeper language deficits are always present. This becomes most apparent when the curriculum shifts focus in upper elementary grades from a concrete to a more abstract, conceptual understanding of material. Further, some people who had severe language delays as children do receive the AS diagnosis later on, as did, for example, Dr. Temple Grandin.

THE CURIOUS INCIDENT OF THE DIAGNOSIS THAT “DISAPPEARED” (FOR NOW)

Although there are now—and will continue to be—people whose presentation suggests a diagnosis of Asperger disorder, “officially,” as of spring 2013 in the United States, there is no longer an official diagnosis called Asperger syndrome or Asperger disorder. The decision of the American Psychiatric Association (APA) to “merge” Asperger’s disorder (the official name of the diagnosis), childhood disintegrative disorder, autistic disorder, and pervasive developmental disorder—not otherwise specified (PDD-NOS) all together under “ASD” has not been without its critics (among them Dr. Fred Volkmar of the Yale Child Study Center, primary author of the DSM-IV’s autism and pervasive developmental disorders section7). One of the problems with the earlier criteria, according to the APA’s 2013 statement, was that “these separate diagnoses were not consistently applied across different clinics and treatment centers,”8 and anyone working in the field can attest to that. As I spoke to medical professionals in the field in many contexts over the years, several issues of diagnosis became clear. One was that PDD-NOS did indeed become the “catchall” diagnosis. It included children who met criteria for autistic disorder (a diagnosis that might have made some professionals and parents alike uncomfortable). A second was that any individual on the spectrum who had verbal skills or a normal IQ was “promoted” to Asperger disorder, regardless of the presence of speech delay before three, lower-than-average IQ, and the absence of the telltale special interest.

Research discovered that in many ways, individuals with Asperger disorder and those some describe as having atypical or high-functioning autism really were not that different in important ways, though they were in some.9 Further—and this is something we should all keep in mind—there has yet to emerge a scientifically based, proven intervention for any form of pervasive developmental disorder under DSM-IV that could not be modified to work for someone with Asperger syndrome and, conversely, no treatment that is “only good for” one particular ASD profile.

The important take-home message: Each individual with ASD is truly an individual, in every way. Not every individual comes with behaviors and symptoms that make a “perfect” match with any diagnostic criteria. Those who receive any type of ASD diagnosis have enough in common in terms of presentation of symptoms or behaviors outside the norm in the three key areas (social, language, repetitive behaviors or interests) that, yes, ASD is “real.” And despite the word’s being eliminated from the DSM-5’s diagnoses, these differences, deficits, challenges—whatever you decide to call them—are pervasive in that they touch most aspects of daily living. And they are developmental, meaning that they were not “acquired,” but were present in some form at birth, whether anyone detected their presence or not.

Medical professionals are advised by the American Psychiatric Association not to use the old DSM-IV diagnoses any longer.10 However, it seems to be both understood and accepted that those who received the earlier diagnoses will “keep” them. Because while “autistic disorder” might have been too “scary,” and “PDD-NOS” might have been too “vague” and “catchall,” when applied correctly, “Asperger disorder” did signal to those familiar with the criteria some important differences and characteristics.

My son has “had” Asperger syndrome since he was five years old and, realistically, since the day he was born and probably before. Not only is “replacing” AS with the DSM-5 criteria awkward—because he would now be diagnosed with “Autism Spectrum Disorder without accompanying intellectual impairment but requiring level 1 support, without accompanying language impairment but requiring, associated with other disorders—specifically learning disabilities, dyslexia, etc.—and without catatonia”—but for most listeners, this information would be useless.

Further, in the past twenty years, despite the diagnostic confusion DSM-5 was designed to address, countless people found something useful, valuable, even sacred in having a name for the differences and the way they understood and interacted with the world. Individuals enthusiastically embraced a diagnosis that may have “corrected” previous diagnoses or negative attributes or attitudes used to describe their behaviors and thoughts. Some even assumed the “Aspie” label with pride and a sense of community that is reflected in both online and real-world support groups and advocacy organizations. Does anyone truly expect that an organization such as GRASP (Global and Regional Asperger Syndrome Partnership, which was founded and largely run by people with ASD) will change its name or change its focus simply because Asperger syndrome or disorder no longer “exists”? I hope not.


How Do We See Asperger Syndrome Today?

Well, for one thing, we see it! The media and popular culture seem to love real people and fictional characters with Asperger-type tendencies. If they are prodigies or geniuses, or make an exceptionally good presentation, write a best-selling book, or have a cool savant skill to demonstrate, so much the better. But with this comes a different kind of misunderstanding about what it means to have an AS diagnosis.

When I said, “My son has Asperger’s,” in 1997, the first question was invariably, “I’ve never heard of it. What’s that?” By 2012, the response was no longer a question because suddenly many people felt that they knew all about AS. They tend to say things like “Oh, yeah, like …” and then spin the wheel of “fill-in-the-blanks” possibilities that could include “that kid in The Curious Incident of the Dog in the Night-Time,” “Temple Grandin,” “the kid on Modern Family,” “that man who used to make guitars for KISS,” “the kid in Jodi Picoult’s novel House Rules,” “the guy who did the thing with pi and speaks all those languages,” “Sheldon on The Big Bang Theory,” or “Bill Gates.” Please note that half the responses involved fictional characters, with the remainder split between people with ASD who are geniuses and/or prodigies and public figures whose diagnostic status remains a parlor game of speculation (such as Gates). Do any of these answers assure me, as a mother, that the speaker knows anything about how to talk to or understand my son or anyone like him? No.



WHO HAS ASPERGER SYNDROME?

We have yet to have an actual “head count” on the prevalence of AS. Currently, the Centers for Disease Control and Prevention (CDC) state that 1 in 68 children have ASD. Autism spectrum disorder is more common than childhood cancer, Down syndrome, muscular dystrophy, or cerebral palsy.11 Authorities who focus on AS estimate that perhaps 1 in 250 present with that profile. AS is still much more common among boys than girls. Four out of every five people diagnosed with ASD are male, though new studies suggest that nine times as many boys than girls are diagnosed with AS.12 The picture gets a little muddier when other research finds that many girls and women go misdiagnosed or undiagnosed altogether.i

Since 1997, when the prevalence of all ASDs was estimated at 1 in 1,000, the rates have clearly risen.13 Are the statistics rising because of an actual increase in autism in general, or is it because more children are being identified? There is evidence to support either position. One can safely assume it’s a combination of the two.

Theories about the cause of this rise abound, but no one really knows why ASD is more common today than five, ten, twenty years ago. We know for sure that it is not caused by childhood vaccinations or any component used in those vaccines. Scientific evidence points to a basic defect in fetal development of the neural tube, the primitive structure from which the brain evolves, occurring between day twenty and day twenty-four of gestation. Clearly, there is a genetic component to autism, but if genetics were the sole factor in determining autism, the rates of autism would be expected to be near constant (or even decreasing, since many people with autism would be presumed not to have children). There is still much scientific research needed.

WHAT DO WE KNOW FOR SURE?

Like any form of ASD, Asperger syndrome is a neurological disorder. A person with AS has no more control over how he or she views the world and interprets what is seen, heard, felt, or understood than a person who has suffered a stroke or developed Alzheimer’s disease. All ASDs result from anomalies in the physical brain, not emotional or behavioral problems, although those certainly can result from it. Although effective interventions can help people with ASD learn to respond more appropriately, there is no way to change what the world “means” for them. When we speak of “treatment” and “intervention,” we are referring to methods of addressing issues, of teaching skills and strategies that will increase a child’s repertoire across a wide range of domains: educational, social, emotional, and self-help. We are not talking about effecting a “cure.” There is no known cure for any autism spectrum disorder, despite the alleged “miraculous breakthroughs” that draw the media’s attention. Barring a true scientific advance, your child probably will always be a person with ASD.


Genetics in ASD and Asperger Syndrome

Numerous studies have established a genetic component in the development of autism. From the first papers published on autism and Asperger syndrome, by Dr. Leo Kanner and Dr. Hans Asperger, respectively, authors have noted the frequency with which parents—usually fathers—present with traits and behaviors similar to those of children with Asperger syndrome, although the parents’ symptoms are usually milder. Today these family members would be considered to fall under the broader autistic phenotype (BAP). Studies have established that in cases where one identical twin has autism but the other twin does not, 90 percent to 95 percent of the seemingly unaffected twins will have language or social disturbances, as will 30 percent to 40 percent of fraternal twins. Nonautistic siblings also have a much higher rate of language and social disturbances.14

These findings suggest two possibilities: the involvement of more than one gene (which is the case in most genetically transmitted diseases) and the influence of other, as yet unknown, environmental factors on the development of autism. If autism arose out of a single genetic defect, 100 percent of monozygotic twins would be expected to have autism.

Studies of families of people with autism indicate a higher-than-average prevalence of autism and autism-related disorders among first-degree relatives (parents, siblings). Of ninety-nine families surveyed in one Yale study, nearly half—46 percent—reported a family history of AS or a related disorder (19 percent fathers, 4 percent mothers). Other studies have found higher rates for other disorders, several of which are frequently seen in people with AS.15 First-degree relatives (parents, siblings) have higher-than-normal rates of social phobia, simple phobia, and major depression.16



ASD is among the most heritable of disorders. There is no question but that something genetic is going on. Scientists continue to catalog genetic anomalies present in autism and to identify a host of risk factors. As yet, however, a specific biological or physiological “marker” (as a single target gene or physical difference detectable through an imaging or blood test) or distinct, telltale “sign” eludes us.


Common Behaviors in ASD

Echolalia

Echolalia is a particular speech pattern in which the individual repeats what he or she has heard. There are several types of echolalia:


• Immediate echolalia: This is when the individual immediately echoes back words. It has been suggested that because a child with AS has poor language comprehension, he or she repeats what has just been said to buy more time to understand the question and formulate a response. For example, when one boy was asked, “Do you want dinner?” after a relatively long pause, his response was a rhetorical “Do I want dinner?” And after another pause, he said, “Yes. What are we having?” In this case, he used his echolalia as a holder to give him time to process the question and provide the appropriate answer. Another child who is asked the very same question might echo “Do you want dinner?”—in this case reversing the pronoun. However, even with pronoun reversal (common in ASD), it should be assumed that the child is still trying to understand the question.

• Delayed echolalia: There are two types of delayed echolalia: functional and nonfunctional. In functional echolalia, children will take a word or phrase and overgeneralize its meaning. For example, a child might use a phrase he has learned from a video or favorite movie and apply it to a real-life situation. Rather than say, “I bumped my head,” a devotee of Thomas the Tank Engine might say “James ran off the track.” In nonfunctional echolalia, a child may repeat entire movies, television programs, books on CD, commercials, or radio programs he has memorized. While some of us might marvel at a child’s ability to repeat lengthy scenes from movies or passages of text, it should not be regarded as a “talent” so much as evidence of a problem in language processing sometimes called “chunking.” Even when parents and others can “translate” the words into the child’s meaning, as in the “James ran off the track” example, it is still highly irregular and warrants intervention.

• Stress echolalia: A third type of echolalia occurs when a child is under extreme stress or feels cornered. This type of echolalia involves the child repeating the last few words spoken to him, but in an intense, rushed manner that often involves echoing the word or phrase anywhere from two to more than a dozen times. For example, a child who is told, “Let’s go,” might repeat “Let’sgolet’sgolet’sgo” in a forced and hurried fashion.

• Pallilalia: This is the noncontexual, inappropriate, or meaningless repetition of a word, syllable, or phrase. Where you might say, “Okay, thanks,” someone with pallilalia would say, “Okay, thanks. Thanks. Thanks. Thanks.”



Perseveration

Individuals with Asperger syndrome who show repetitive behaviors and interests are sometimes described as exhibiting perseveration. One way you hear perseverative behavior described is “getting stuck.” For example, the child might play with the same toy, using the exact same motions in the same sequence (for instance, crashing a toy car into a wooden block). Perseveration also occurs when a child insists that toys be played with in exactly the same place, sequence, manner, and/or with the same “narration” every time. In addition, perseveration occurs when a child begins an activity like a jigsaw puzzle and cannot leave it without significant emotional distress or a major tantrum until it is complete and/or perfect.

Children who perseverate exhibit a single-mindedness and concentration that can range from impressive to frightening, depending on the situation. In the case of perseveration of thoughts, a child might get “stuck” on a certain event or situation and be unable to let go of it. He may perseverate on a specific fear or on an event that happened long ago. She might laugh out loud in class during a test because a funny scene from a favorite cartoon is replaying, as if on a loop, in her mind’s eye. Or a child who wishes to engage in his special interest may not be able to let go of it. For example, a child who is waiting for the latest superhero movie to arrive in theaters may talk and talk and talk about it, seemingly unable to change his focus to something else.

Not surprisingly, many of these children are diagnosed with obsessive tendencies. Some perseverations can be diminished or extinguished through behavioral techniques.

Unusual Eye Contact or Gaze Avoidance

Many individuals with ASD exhibit gaze avoidance and have difficulty making “normal” eye contact. Although this behavior can be disconcerting to others because it seems as if the person with AS is not listening, many individuals with AS have described the process of making eye contact as painful, uncomfortable, and even impossible. Often when individuals with AS do make eye contact, they tend to do so in ways that are “off”: either looking too long and hard or glancing so briefly it goes unnoticed. In addition to the sensory overload that direct eye contact brings some (which, if we think about it, even neurotypicals can have trouble with; consider for a moment the staring contest), it also could be troubling to children with AS because they have difficulty doing two things at once and find “looking” and “listening” simultaneously nearly impossible. This leads one to consider how important it may be to teach such children to “look at me” or “make eye contact” in every social situation.

Certainly, the child who is not looking cannot learn to imitate the actions of another or follow nonverbal cues or communication. However, many teachers have commented that children with AS seem not to be listening because they don’t look directly at them, but later when they ask the child a question, they discover that he or she was indeed paying attention and did learn the material. (Later, when we discuss educational strategies, we will talk about under what circumstance kids really do need to keep their eyes on the teacher.) Other individuals with AS make appropriate eye contact when talking but look away when listening or trying to process an answer. Or vice versa. Whether a child with Asperger syndrome should be “forced” to make eye contact is a subject of some debate. In terms of social success, learning to make appropriate eye contact is important, but many believe a child should not be expected to make contact when it is so stressful. One mother suggested a compromise. She told her son to look at the cheek or chin of the person rather than directly into his or her eyes, which he found less threatening.

Stereotypies, or “Stims”ii

Stereotypies are repetitive motor movements such as hand flapping, finger flicking, hand regarding, walking on tiptoe, rocking, spinning, twirling, chewing, pulling, and picking. The possibilities are limitless. You may hear them referred to as “stims” (self-stimulating behavior), but that term may be misleading, for several reasons. One is that we have no way of knowing if self-stimulation is the cause or the effect of the behavior. In some cases, obsessive-compulsive disorder or a tic disorder may be the cause of the behavior. Some individuals with such disorders will tell you that engaging in these types of movements is not so much stimulating and enjoyable as it is a necessary “release,” much like a sneeze.

Most of us exhibit some type of repetitive behavior: repeatedly checking our cell phones, biting our nails, popping our chewing gum, running our fingers through our hair, licking our lips, checking our fingernails, or needlessly clearing our throats before we speak. ASD gives these behaviors a distinct quality. For one thing, the behaviors tend to be less socially acceptable and more intense, in both their execution and duration. The question of “socially acceptable” often boils down to a question of right time and/or right place. Sometimes while engaging in them a child seems to be totally out of reach. Sometimes stereotypal behavior increases in frequency and/or intensity when the child is under stress. Whether anyone should intervene to stop a child’s stereotypies through behavioral intervention, nagging, punishing, or somehow physically preventing is not always clear. It has been suggested that the stereotypies release a child’s stress and that if one is eliminated, another will appear in its place. One goal of a behavioral approach is to recognize that the compulsion to engage in the behavior may never go away and so try to change its expression (or topography); for instance, to substitute running one’s hand through one’s hair instead of pulling the hair out. Another approach is to give the child something to manipulate or squeeze unobtrusively whenever the urge strikes. Small squishy balls in a pocket, strips of Velcro placed under a desktop, and other sensory-rich objects can be used.

More often than not, outside the privacy of home, stereotypal behaviors appear odd and are socially stigmatizing. They can also be misinterpreted by others, sometimes in ways that are detrimental to your child. Some families have used behavioral strategies to reduce, eliminate, or change their child’s behavior. This is always recommended when the behavior is socially inappropriate (touching one’s genitals, masturbating, nose picking, screaming), socially risky (pinching, smelling, hugging, kissing, and touching strangers), or potentially harmful to the person herself (hair pulling, skin picking, self-biting, lip chewing) or others (hitting, biting, pinching, choking), or when it interferes with learning.



THERE IS NO CRYSTAL BALL

Some consider Asperger syndrome a “mild form” of autism. Certainly the prognosis for a child with a normal IQ, speech (albeit abnormal), and a desire for social relationships is somewhat more optimistic than it might be for a child with a lower IQ who lacks speech and a desire to relate to others. It is important to remember that Asperger syndrome is a serious, lifelong disability that requires individualized expert intervention and should be treated as such. As these children have grown to adulthood, researchers were surprised to discover that, statistically, the outcomes for most people with an Asperger profile are not as good as they expected (for more, see this page and this page). Why this is so—and what parents and others can do to improve the odds for the best possible outcome—is what this book is about. One key finding is that academic accomplishment is often overstressed and that the ability of academic accomplishments to carry a child forward and “make up for” persistent deficits in social skills, adaptive living and daily self-help skills, and executive function is far more limited than most would expect. More about that in the chapters to come.

So while the assumption that a child who is highly verbal and more empathetic than someone else with ASD would do better than a child who is less verbal and struggles socially, no one can tell you for sure how things will turn out. However, we do know that early intervention has made an incredible difference for many children. For example, today there are children who appear at age eight or older to have AS but who at age three were nonverbal, were socially withdrawn, and tested with extremely low IQs. Through early intensive intervention, ideally before elementary school, these children were not only sufficiently verbal and socially skilled to join mainstream classrooms but also showed average to above-average IQs on retest. At the other extreme are children with highly developed language and high IQs who are struggling tremendously. When they were age three, four, five, or beyond, a professional might have “green-flagged” them, concluding that though some interesting “quirks” were observed, other things—typically good language, normal IQ, and social behavior not as “guarded” as some people expect from those with ASD—“outweighed” the possible deficits. And somewhere in the big middle are those who require supports and services, who manage to make great strides, but for whom there will always remain challenges and limitations.

Prognosis for any of our children depends less on the actual diagnosis than on the support, intervention, and care they receive. Even the most able person with Asperger syndrome may always require some form of assistance in one or several areas of life. These children also need parents and others who care to view them and their ASD completely and realistically. Gone are the days when a parent could write off major social skills deficits with the dream that a child would find a well-paying job doing something that didn’t call for social skills. Everyone needs some level of social proficiency, even if only as a matter of safety.

The message is clear: any child with ASD needs timely, early, intensive intervention, regardless of what strengths he or she appears to possess. Throughout the rest of the book, we will look at the many facets of AS in more depth and explore how understanding AS can help you understand and support your child.

SEEING THE WORLD DIFFERENTLY

To begin to understand what it’s like to have AS, we need to consider what it means to not have AS. We pride ourselves on our individuality. Our society celebrates the individual who does what he thinks is right, who goes his own way. In truth, however, one sign of being neurologically typical, or “neurotypical,” is that we behave, think, and act in ways that are similar enough to how others around us behave that, in most social situations, we have a fairly accurate idea of what to expect from others; we have a fairly accurate idea of what others expect from us; and we have the ability to say and do things that will conform to those expectations. And—this may seem like “magic” to someone on the spectrum—we have the ability to understand and display the appropriate behavior without, in most cases, even thinking about it. We usually find ways to fit in, or at least not behave in a way that makes us conspicuous. One big advantage that a neurotypical person has over someone with a social disability like AS is that he moves through the world and relates to others with the understanding that others do have expectations of his behavior and a general idea of what those are.


Thinking Like Columbus (or Anyone Else)

Parents should be on the lookout for a troubling trend in education: academic success in elementary school followed by a “sudden” plateau or plummet in grades and in learning somewhere between the late elementary and middle school grades. Suddenly schoolwork requires more independence, organization, social reasoning, and abstract and conceptual thinking. The advent of the Common Core curriculum, with its emphasis on critical thinking across the curriculum, appears set to up the ante. Most kids with AS are fine with questions like “What year did Columbus sail the ocean blue?” or “What were the names of Columbus’s three ships?” Trouble starts for many students when the curriculum shifts to focus on critical thinking and the questions are more along the lines of “What do you think inspired Columbus to set out on his voyages?” or “Describe what you think the Native Americans might have thought when they first approached Columbus and his men.” Twenty years after AS became a diagnosis in the United States, the response to these well-known, predictable changes in fit between student ability and curriculum demands remains largely unaddressed. We explore this issue later in chapter 9.



In fact, we’re so good at this that we often meet people’s expectations even when we really don’t want to. If you think that makes most of us sound less like independent-thinking individuals and more like sheep, you may find common ground with some people with AS. Some with ASD literally don’t understand why most people feel it’s important to make small talk, dress in the current style, feign interest in people or topics they could not care less about, or tell white lies.

This degree of moral ambiguity and rule bending that we accept as part of normal social interaction is unthinkable and can be quite confusing to a person with AS. How did we learn when and how to tell this kind of lie? Moreover, how did we learn that it was not only okay to do but also the best thing to do? How did we learn to lie in this situation but not in another? If pressed, we can each offer a careful, blow-by-blow account of how we came to that decision, but that’s just Monday-morning quarterbacking. In the moment, we did not even think about how we would respond. In less than a millisecond, we knew to say something complimentary. And the lady in the dressing room, who may have been thinking, I know this outfit is a mistake, replied “Thank you.”

What accounts for this amazing ability? It provides the software that shapes the content and style of our conversation to fit perfectly the expectations of the person to whom we are speaking. It automatically adjusts our body posture, gestures, volume and tone of voice, word choice, and physical proximity. It tells us where and what to look at and for how long. It lets us know when the conversation is winding down, picking up, going slowly, or dying on its feet. It alerts us to when we are being lied to, misled, pressured, or embarrassed. It regulates how much we ask of someone else in conversation and how much we reveal.


Try This

If your friend asks, “What do you think of my new outfit?” someone with AS might guess—perhaps incorrectly—that the friend really wants to know the truth. And some friends do. However, without even thinking, most of us “instinctively” know that our friend wants—and expects—to be offered an opinion that reflects her own. If she is smiling and posing before a mirror as she asks, it’s clear to most of us that the best answer is “Great!” unless we have the kind of relationship that can stand up to our honest thoughts about pink fishnet tights and a tutu-style skirt. If the person before the mirror is your five-year-old niece, the answer is obvious. But if she is a middle-aged stranger in a department store dressing room, at almost the speed of light, your brain consults an invisible multistep flow chart of social do’s and don’ts, and the factors weighed behind each. In less than three seconds, you know that the “right” answer is something along the lines of a noncommittal “Wow” or “Yes, interesting …” Delivered, of course, with your politest smile. Congratulations! You have done the socially appropriate thing: you told a white lie—not truthful and yet not “wrong.”



The role of theory of mind in the “dance” or “mechanics” of conversation and purposeful social interaction is clear. What we tend to consider less often—probably because most of us never have cause to think about it consciously at all—are the other ways in which an intact and functional social understanding is so important in countless daily interactions that influence our happiness, our safety, and our overall quality of life. Being born with this ability allows us to glean accurate information about things that weren’t even specifically addressed in conversation, things that we’d have no other way of knowing. It allows us to have some knowledge of what others are thinking; to predict in general terms—and with pretty amazing accuracy—what they will say and what they will do. It gives rise to having “funny feelings,” “suspicions,” “hunches,” and “second thoughts” about a person or a situation. It convinces us to take an action that in the moment seems irrational but “feels right”: avoiding a particular stranger on the street, for instance, or surprising a potential love interest with a meaningful look or a kiss.

All of this is possible because most people possess “theory of mind,” which is essentially the innate capacity to understand that other people can have desires, ideas, and feelings different from our own. In addition, most of us also have an innate ability to “read” nonverbal social cues; to naturally pay attention to what most of us consider the relevant information from our surroundings (central coherence); and to instantly process all of that with little or no conscious thought.

In contrast, people with ASD do not know, automatically and instantly, what to expect or what is expected of them in social situations. They cannot always grasp the gist of a situation or instantly sort irrelevant information and stimuli that they don’t need in the moment from the relevant cues that they do need. Intelligence and disposition have nothing to do with our ability to read the minds of others. Despite a high IQ and a loving, generous disposition, a person with AS may still find himself saying or doing the “wrong” thing or, even worse, not being able to defend himself against being deliberately misled by others or from being misunderstood. For now, however, it is important to understand that a deficit in theory of mind, or mind-blindness, is common to some degree in all ASDs. It lies at the heart of the disability AS entails and is often at the root of the behavioral challenges and social difficulties that people with AS face.

AS SYMPTOMS

Preoccupation with a Special Interest

Many people with Asperger syndrome are often identifiable by their all-consuming interest in one or more particular topics. In DSM-IV, the special interest was described as the “encompassing preoccupation with one or more stereotyped and restricted patterns of interest that is abnormal either in intensity or focus.” Today, under DSM-5, the special interest is very similarly described as “Highly restricted, fixated interests that are abnormal in intensity or focus (for instance, strong attachment to or preoccupation with unusual objects, excessively circumscribed or perseverative interests).” Both seem to capture the same behavior, but DSM-5 seems to offer somewhat more detail in specifying the level of severity from three choices. At Level 3, “Requiring very substantial support,” the behaviors “markedly interfere with functioning in all spheres.” At Level 2, “Requiring substantial report,” the behaviors “interfere with functioning in a variety of contexts.” At the mildest level of severity, “Requiring support,” one would expect “significant interference with functioning in one or more contexts.”

Though not everyone who fits the Asperger profile has a special interest, most do. The most prevalent special interests are peer-appropriate fads or interests (anime, for instance); video or computer games; works of art, movies, fictional books, or television programs; and computers. Among
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BEYOND THE CORE: THE “OTHER” TELLTALE SIGNS OF AS
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THE “MASK” OF AS: WHEN SYMPTOMS LOOK LIKE STRENGTHS
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