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THE 
 PARENT'S GUIDE TO Children with Asperger's Syndrome

Dear Reader,

When I was a little boy, I loved The Wizard of Oz more than anything. At every opportunity, I would endlessly recite related facts and statistics, or I would draw my favorite characters over and over again. However, as I grew, my passion remained constant while the interests of my peers became typical of preteens and adolescents. As you can imagine, this led to a number of social conflicts and challenges.

When I was growing up, there was no such term as “Asperger's syndrome,” at least not that anyone actively applied to my way of being. Fortunately, that has changed and today's parents desire information about Asperger's syndrome more than ever before.


The Everything® Parent's Guide to Children with Asperger's Syndrome is a fresh, basic introduction for parents of children newly diagnosed with Asperger's.

I am grateful to many parents, kids, educators, and care- givers who have validated the contents of this book. And, along the way, I've had the good fortune to meet more than a few really cool little boys as equally passionate about The Wizard of Oz as I was!

Best wishes,









    
      

      For Jay, my ally and protector

      • • •

    

  
    
      

      Welcome to THE [image: illustration] PARENT'S GUIDES

      As a parent, you're swamped with conflicting advice and parenting techniques that tell you what is best for your child. THE EVERYTHING® PARENT'S GUIDES get right to the point about specific issues. They give you the most recent, up-to-date information on parenting trends, behavior issues, and health concerns — providing you with a detailed resource to help you ease your parenting anxieties.

      THE EVERYTHING® PARENT'S GUIDES are an extension of the bestselling Everything® series in the parenting category. These family-friendly books are designed to be a one-stop guide for parents. If you want authoritative information on specific topics not fully covered in other books, THE EVERYTHING® PARENT'S GUIDES are the perfect resource to ensure that you raise a healthy, confident child.

      Visit the entire Everything® series at  www.everything.com 

    

  
    
      

      As•per•ger's syndrome

      [image: illustration] Asperger's syndrome: the natural way by which some perceive the world from an alternate perspective and logic, creating misunderstandings, misinterpretations, and social challenges when one attempts to assimilate with the world at large.

      
        All the examples and dialogues used in this book are fictional and have been created by the author to illustrate disciplinary situations.
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      Introduction

      Long ago and far away, kids who drew detailed diagrams of spacecraft, created intricate models of the human digestive system, spent all their free time reading about medieval cathedrals, or enjoyed reciting complex dinosaur names — and preferred those isolated activities over playtime with peers — were labeled. The labels were a reflection of a so-called socially inappropriate desire to be absorbed with things, instead of people. Words often used to describe such kids may have included gifted, moody, antisocial, irritable, obsessed, geek, brainiac, or even stoic. They may have been thought of as outsiders, with no or few friends. As adults, they may have been considered odd and eccentric, loners or hermits.

      Fortunately, today we are shifting our perception of what we now know to be Asperger's syndrome. We are learning more about Asperger's as a milder “cousin” on the autism spectrum. (Some equate Asperger's and the phrase “high-functioning autism.”) We are accepting Asperger's as a legitimate framework to describe a unique experience. Slowly but surely, we are moving beyond stereotypes in our collective understanding of children with Asperger's. We are recognizing their different ways of thinking, different ways of perceiving the world, and different ways of being. As we grow in our sensitivity and understanding, we are better able to support and celebrate the child with Asperger's syndrome. Instead of labeling a child as “obsessed,” we may now praise her giftedness and balance her needs to find a social niche.

      
        [image: illustration]
      

      We are learning more and more about autism all the time, but we're only just beginning to scratch the surface of Asperger's syndrome. Asperger's is still a very new consideration for parents and a new diagnosis for many prescribing doctors. There is much to explore on this broad learning curve: social differences, mental health, sensory sensitivities, and coping strategies that will be of lifelong value. Parents may become overwhelmed with clinical information that reinforces their child's perceived deficits — the things they are not expected to be able to do in life. Other areas that may prompt confusion include options regarding learning and educational placement, training and programming, therapies and techniques. Well-intentioned neighbors and family members may offer their perspectives based on what they've heard or read, whether it has any factual basis or not. Considerations for a child's future living arrangements, adult relationships, and viable vocations may create family and marital stress.

      Throughout this journey, it will be important for parents to remain grounded in one thought: We are all more alike than different. Understanding the child with Asperger's syndrome is a learning opportunity for parents, siblings, and extended family.

      When we foster an appreciation of the unique ways we all participate in the world, we are poised to better value those with Asperger's. When we actively project new and positive ways of supporting the child with Asperger's, he will respond in equally positive ways. The result is that a mutual relationship is strengthened tenfold, and a ripple effect occurs.

      The Everything ® Parent's Guide to Children with Asperger's Syndrome aids parents in making balanced, informed choices about their child and her future. Ideally, this journey is a partnership between parent and child in decision-making and education about Asperger's syndrome. More than ever, a path of opportunity lies before parents of children with Asperger's syndrome.

    

  
    
      

      
      Foreword

      DIANE TWACHTMAN-CULLEN, PH.D.

      Needless to say, an everything guide to anything is a consummately ambitious project! The task is all the more daunting when the subject is as complex and multifaceted as Asperger's syndrome. Hence, you can imagine how delighted I was (okay, surprised too!) to find that The Everything® Parent's Guide to Children with Asperger's Syndrome lives up to exactly what it purports to be — a one-stop guide to give parents and other family members help, hope, and guidance. Having said that, don't let the title fool you. This book will also serve as a useful reference guide for school-based personnel.

      Readers will not only find a tremendous amount of useful information in this book, they will also find it beautifully organized and categorized for easy access — no small feat for a book as comprehensive as this one. Indeed, it is difficult to imagine a subject that is not addressed in this book.

      Parents, especially, will appreciate the upbeat nature of the book, for after giving important background information, the author sets the tone of the book with a chapter devoted to “Positive Perspectives.” Fittingly, he concludes with a chapter entitled, “The Rewards of Being an Asperger's Parent.” Readers will also find the many examples interspersed throughout the book illuminating and most helpful in understanding the complexities of Asperger's syndrome.

      
        [image: illustration]
      

      This book provides much-needed information across a variety of subjects and ages, and it does so in an unpretentious and thoughtful manner. Most important, it will become immediately obvious to readers as they embark upon their tour of The Everything® Parent's Guide to Children with Asperger's Syndrome that they have signed on with a tour guide who really knows the territory!
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      Defining Asperger's Syndrome

      Although first defined sixty years ago, Asperger's syndrome has only recently become an accepted diagnosis on the autism spectrum. Asperger's is defined by a series of clinical symptoms that may describe a child's behavior or way of being. Since the early 1990s, the syndrome has slowly but increasingly been identified by pediatric psychiatrists, psychologists, and other physicians. It is useful to understand the background and clinical definition of the term “Asperger's syndrome.”

      
Background and History

      Asperger's syndrome was first formally defined in 1944 by Hans Asperger, an Austrian pediatrician. Asperger studied social interactions, communication, and behavior in children with different ways of being. In 1943, he studied a group of children, mostly boys, who had difficulty interacting in socially acceptable ways. The children appeared intrinsic or self-centered — not necessarily selfish, but rather, they preferred to keep to themselves. Another common characteristic was that they were not physically adept, and were rather uncoordinated. Most experienced no cognitive delays and were, in fact, quite articulate, with a strong command of vocabulary. The children engaged in repetitive physical actions, or were fascinated with nuances of timetables or the mechanics of certain objects such as clocks.

      
        [image: illustration]
      

      Asperger published his findings in a paper titled “Autistic Psychopathy.” By today's standards, the title is alarming and disrespectful but, in using the word “psychopathy,” Asperger did not intend to describe mentally ill, violent behavior; he was using the clinically acceptable jargon of the day. Asperger's findings were the first documented collection of traits now used to diagnose Asperger's syndrome.

      Unknown to Asperger, a psychiatrist named Leo Kanner was conducting similar research at Johns Hopkins University at about the same time. In 1943, Kanner chose the word “autism” (from the Greek word autos, or “self”) to describe a group of children who shared like, but stereotyped, personality traits, engaged in solitary actions, and who struggled with expressing communication that was effective, reliable, and understandable. In postwar Austria, Asperger's paper languished while Kanner's research received recognition.

      
        
[image: illustration] Fact

        Hans Asperger's findings were published nearly simultaneously with the research of Leo Kanner, another doctor who, in 1944, first distinguished the traits of autism. The two physicians were unknown to one another. Because Asperger's paper was published in German, and Kanner's in English, Kanner's research received broader distribution and was subsequently popularized. Hans Asperger passed away in 1980 before his research was universally applied.

      

      
On the Autism Spectrum

      Despite the growing recognition of autism as an acceptable diagnosis during the 1950s and 1960s, Hans Asperger's research went largely unnoticed. Still, there were individuals who experienced autistic-like symptoms but did not have the cognitive differences usually found in those with autism. At the time, such individuals were diagnosed with mental illness or nervous anxiety. Some were institutionalized or imprisoned because of their odd behavior or because they were gullible and easily manipulated into making poor or dangerous choices.

      Refrigerator Mother Theory

      A popular theory to explain the alleged distance felt between parents, mothers in particular, and their children with autism was similarly applied to those with autistic-like symptoms. It was called “refrigerator mother theory,” which referred to the supposed aloofness or indifference shown by mothers unable to connect with their children. This theory reinforced the ridiculous notion that mothers deliberately induced Asperger's in their children. In fact, Asperger's syndrome is no one's fault. During the 1980s, the refrigerator mother theory was on its way out in favor of recognizing a legitimate diagnosis in those with autistic behavior.

      Genetics

      Some recent theories being researched to explain the prevalence of autism and Asperger's syndrome include genetics, environmental factors (pregnant mothers' exposure to or ingestion of chemical elements), or children's reactions to the mercury preservative in certain childhood vaccinations. There is currently no prenatal or other biological exam to test for Asperger's syndrome.

      It wasn't until 1981 that British psychiatrist Lorna Wing revived Hans Asperger's findings in a research paper of her own. This eventually led to the reclassification of autistic experiences in the clinical document titled Diagnostic and Statistical Manual of Mental Disorders (or, as it is more commonly referred to, DSM).

      
Asperger's Defined

      The DSM is published in the United States by the American Psychiatric Association. As of this writing, its fourth edition, published in 1994, is still in effect. This was the first edition of the DSM to formally recognize Asperger's syndrome, which was categorized under the general heading Pervasive Developmental Disorders (PDD). In addition to Asperger's, there are several other diagnoses that fall under the PDD heading. These include:

      
        	Autistic disorder (known as autism)

        	Rett disorder (or Rett syndrome)

        	Childhood disintegrative disorder

        	Asperger's disorder (known as Asperger's syndrome)

        	Pervasive developmental disorder not otherwise specified (or PDD-NOS)

      

      These are all subcategories of the PDD diagnosis. At present, these experiences are collectively grouped under the PDD heading because of the similarities of symptoms related to challenges in communication, social interaction, and so-called stereotyped behaviors, interests, and activities. Autism is the most prevalent of these experiences, more common than Down syndrome or childhood cancer. Rett disorder is usually found in little girls before the age of four. Childhood disintegrative disorder impacts children before the age of ten. In both circumstances, and for unknown reasons, children experience a loss of previously acquired social skills, language, motor skills, play, and self-care. The category pervasive developmental disorder not otherwise specified (PDD-NOS) is used when a child demonstrates autistic-like symptoms but misses meeting the criteria for the other diagnoses.

      Some clinicians consider the term “high-functioning autism” synonymous with Asperger's syndrome. The DSM does not presently define this term, so it may or may not apply to a child with Asperger's. It may also be used to describe the child who demonstrates many skills yet still falls within the PDD-NOS range of diagnosis.

      PDD-NOS may be used by a physician unaccustomed to diagnosing Asperger's, or it may be used if a doctor wishes to be cautious, to “wait and see” as a child grows and develops. Sometimes, when the PDD-NOS diagnosis is revisited, a child has matured into an official Asperger's diagnosis. However, the DSM is a dynamic document, and as the psychiatric field grows and becomes more knowledgeable, reorganization of Asperger's and autistic experiences is inevitable in future, revised editions.

      
        
[image: illustration] Essential

        Asperger's syndrome is now being diagnosed in children as young as three. Little is known about Asperger's at present. There is no single known cause, although there are many theories. It is a neurological condition that primarily creates challenges in understanding social interactions. Asperger's is not a disease or chronic mental illness. It is a natural, lifelong experience.

      

      Clinical Criteria

      As we've learned, Asperger's syndrome is presently grouped under the diagnostic “umbrella” heading pervasive developmental disorders, along with other disorders with similar symptoms. As currently defined by the DSM, a child with Asperger's differs from the child with autism because of the following traits:

      
        	No clinically significant delays in language

        	No clinically significant delays in cognitive development

        	No clinically significant delays in development of age-appropriate self-help skills

        	No clinically significant delays in adaptive behavior (other than social interaction)

        	No clinically significant delays in curiosity about the environment in childhood

      

      To qualify for an Asperger's syndrome diagnosis, a child must demonstrate impairment in social interaction, shown by at least two of the following:

      
        	Impairment in the use of nonverbal behaviors (such as eye contact, facial expressions, and gestures) during social interaction

        	Lack of development of relationships with peers

        	Failure to seek to share enjoyment, interests, or achievements with other people (for instance, by not showing objects of interest to others)

        	Failure to reciprocate emotions or social gestures

      

      The child should also demonstrate “restrictive repetitive and stereotyped patterns of behaviors, interests, and activities,” shown by at least one of the following:

      
        	Unusually intense preoccupation with one or more stereotyped interests

        	Obsessively following specific, nonfunctional routines or rituals

        	Repeated motions, such as hand or finger flapping or twisting

        	Unusual preoccupation with parts of objects

      

      To qualify as characteristics of Asperger's, these traits must be significant enough to cause great challenges for the child in social, occupational, and other important areas of daily living. Although, increasingly, some children with Asperger's have been diagnosed as young as three, the diagnosis is most often made from age six and up.

      These areas and others will be gently and respectfully demystified in the contents of this book. The word “disorder” may not seem like a family friendly way to describe your child's personal Asperger's syndrome experience, but it is currently clinical “shorthand” to summarize it. Please do not be hurt, confused, or upset by this technical jargon. Outside of a doctor's office, you may wish to use the word “difference” or the phrase “different way of being” when you feel the need to describe your child's experience, if at all. Your child's physician, educators, or school psychologist may be able to recommend literature in addition to the DSM.

      
        
[image: illustration] Fact

        The Diagnostic and Statistical Manual catalogs a wide range of mental health and related experiences. It is the foremost reference guide used by psychiatrists, psychologists, social workers, mental health professionals, therapists, counselors, and nurses, to name a few. It provides a framework to diagnose someone's experience according to symptoms. The first edition was originally published in 1952.

      

      
Asperger's and Autistic-like Commonalities

      Having just reviewed the clinical criteria for the diagnosis of Asperger's syndrome, you may be filled with many questions and concerns. Some of what was described may match what you know to be true of your child. But you might be surprised to see that other areas weren't included. What about the child who screams and covers his ears when an ambulance goes by, blaring its siren? Or the child who cannot tolerate the taste of Jell-O or pudding in her mouth? These are called sensory sensitivities, a commonality shared with persons with autism but not defined by the DSM as clinical criteria.

      Your child may vibrate at a different “frequency” than most others. That is, he may be described as “exquisitely sensitive.” Because of this, his entire nervous system — his senses and emotions — may be routinely impacted by stimulation others filter out naturally.

      Many children with Asperger's share some common sensitivities with people with autism. The most common sensory sensitivities are:

      
        	Auditory (including intolerable noise or frequency levels)

        	Smell and taste

        	Visual

        	Touch

      

      Auditory Sensitivity

      The child with exquisitely sensitive hearing may cry and recoil from a variety of sounds. She reacts in this way because in a very real sense, she is physically hurting from the intensity of the noise. The most offensive sounds are those that are not only very loud and startling but also unpredictable, meaning there's no telling when or where they will occur with any certainty. The most commonly hurtful, unpredictable sounds for someone with especially sensitive hearing include (in no particular order): dogs barking; babies crying; crowd noises; vacuum cleaners; police, ambulance, and fire engine sirens, or cars backfiring; loud music or television programs not of the child's choosing; public announcement systems and intercoms; people tapping, clicking, or snapping fingers or objects (such as a pencil); and people laughing, talking, or sneezing loudly.

      Taste and Smell

      Certain smells (especially food scents and perfumes or toiletries) and tastes may also be overwhelming. On occasion, a child may gag and vomit in reaction to the sensation of the smell or texture of foods. Unable to explain herself in the moment, the child may bolt from the environment if the smells or tastes become too much for her to handle.

      Visual Sensitivity

      Because many people with Asperger's are very visual in how they absorb and process information, they may also become readily overwhelmed by too many visual details in a single environment (think Wal*Mart on a Saturday afternoon). The number of moving, flapping, or spinning objects paired with the vivid mix of colors and combined with too many people cramped together in a single location can push the child with Asperger's into sensory overload. The same is true for many of us!

      Light that is too intense can also cause pain and discomfort. Overhead fluorescent lighting is a harsh, abrasive, and unnatural illumination that is especially troublesome for many people with both Asperger's and autism. In addition to its intensity, fluorescent lighting may flicker and buzz. The flickering and buzzing may go completely unnoticed by others but will become unbearable for the child with heightened sensitivities.

      Touch

      Finally, the sensation of touch may be equally overwhelming for the child with Asperger's. Being hugged, patted on the head or back, or picked up — especially unpredictably and without warning or permission — may cause the child to cry, bite, or even hit. The challenge is that children, particularly small children, often tend to be hugged, patted, and picked up simply because they're adorable. The people doing the touching are well intentioned but don't yet understand that the concept of respecting someone's personal space also applies to children.

      The texture of certain clothing fabrics worn against one's skin may create extreme discomfort and physical irritation as well. This unpleasant sensation has been likened to one's flesh being rubbed raw with sandpaper. For some, cotton and natural fiber clothes are a must to ward against the manifestation of skin welts and rashes. Conversely, other children with Asperger's may welcome (and initiate seeking out) the sensory input provided by the deep-pressured touch offered by bear hugs and massage, or burrowing under sofa cushions and mattresses, or self-swaddling in comforters and sleeping bags. The difference here is that these activities occur on the child's terms and at her specifications of endurance.

      Other Commonalities

      Another commonality children with Asperger's syndrome may have with those with autism is “flat affect” expressions and somewhat different speech patterns. A flat affect refers to facial expressions that are fixed or “artificial” in appearance instead of naturally animated. The child may not laugh or smile unless cued to do so in an appropriate situation, or the child may appear to have a collection of rehearsed or “canned” reactions to match certain circumstances. (This is actually a real strength, to be discussed further in Chapter 17, under the subheading “Acting and Music.”)

      The child's way of talking may also seem “flat” and monotone. The child's words may sound robotic and carefully measured. Or there may be a lilting tone to her voice, described by some as “singsong,” in which her speech sounds like it's bouncing up and down when she talks.

      Often, the child with Asperger's may find it challenging to demonstrate or understand what others take for granted as a commonsense manner of thought. The child may have a logic all his own that perplexes or exasperates others because it is not representative of the norm. He may not grasp certain social rules or ways of doing things, explained away by others with the phrase “just because.”

      It is also not uncommon for many children with Asperger's syndrome to have a desire to maintain order, peace, and tranquility. Your child may (from his logic and perspective) initiate great and creative measures to make others happy and content to maintain the status quo, even if it means making decisions that adults may judge as unwise or unacceptable. It may have more to do with desiring to please in order to keep the peace than with being intuitive to others' needs.

      It is important to appreciate that none of these reactions are typically “attention-seeking” or deliberately “bad” or noncompliant behaviors. They are a genuine reaction to extreme, hurtful disturbances in the child's immediate environment. For example, one mother assumed her son was engaging her in a power struggle when he refused to wear the new blue jeans he had picked out in the store and that she purchased for him. He complained that they scratched when he wore them. He was speaking truthfully, but mom wasn't listening carefully enough to his words. Washing the new jeans several times to soften them made them physically tolerable, and the conflict was resolved without further incident. This concept of distinguishing an “Asperger's moment” from typical kid behavior will make more sense as you continue reading. Helping the child with Asperger's to cope with his sensory sensitivities will be explored in more detail later in this book.
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        Your child may have Asperger's syndrome if he or she finds it difficult to make friends; doesn't seem to understand nonverbal communications, like body language or facial expressions; doesn't understand or appears insensitive to others' feelings; is deeply passionate about one or more subject areas; is not physically graceful; has great difficulty accepting change in routine or schedule; or has a different or mechanical-sounding speech patterns.

      

      The Diagnostic and Statistical Manual does not presently include any of the previous autistic-like commonalities as clinical criteria for autism or Asperger's syndrome. These attributes, while valid in many children, have become stereotypes when some doctors, journalists, and others generically describe those with Asperger's syndrome. Asperger's is as unique and individual an experience as each individual is unique. You may find that some, all, or none of these nonclinical, autistic-like commonalities make sense when you think about your child's way of being in the world.

      
Prevalence and Misdiagnosis

      There has been a great deal of attention given by the media to the staggering, skyrocketing increase in the numbers of children identified with autism. It has been legitimately described as an epidemic explosion. Fifteen years ago, it was estimated that 1 in 10,000 individuals was autistic. In the 1990s, the estimate narrowed to 1 in 1,000, then 1 in every 500, then 1 in every 250 children. Today, the statistics fluctuate regularly, growing closer and closer all the time. Most recent tallies, such as that proffered by Time magazine in 2002, suggest that 1 in every 150 children under the age of ten has autism.

      According to a 2002 study commissioned by the California Legislature, during the past fifteen years in the state of California alone, the number of children identified with autism has leapt by 643 percent. Another recent statistic estimated that 1 in every 5 children has either autism, dyslexia, attention deficit hyperactivity disorder, or some form of uncontrollable aggression. In 2003, the federal Centers for Disease Control and Prevention estimated that of the children born daily in the United States, 53 will be diagnosed with autism, or roughly 19,000 infants per year. As noted earlier, this rise is occurring without any single known cause or indicator.

      Where does this leave our understanding of the prevalence of Asperger's syndrome? With so much attention being given to young children newly diagnosed with autism, those with Asperger's syndrome are not usually identified and tracked in the same manner by doctors or our education system. We may speculate that there are a number of reasons for this:

      
        	One or both parents may have Asperger's syndrome and do not detect anything out of the ordinary in their child.

        	Families who live in isolated or rural areas, or have limited contact with others with similar-aged, typically developing children, may not recognize their child's differences or may be distanced from proper support systems to obtain a diagnosis.

        	Family practitioners and other physicians may be unaccustomed to identifying the symptoms of autism, let alone understanding the criteria for Asperger's syndrome. They may have little to no experience with Asperger's or limited resources from which to gather more information.

        	The child of school age undiagnosed with Asperger's may be labeled as noncompliant or lazy. Parents and teachers may believe she is simply not applying herself to her full potential.

        	The child may be seen as simply quirky or especially gifted, leading to the “Little Professor” moniker that has become a popular way of describing children with Asperger's who present as technically proficient miniature adults.

        	The child may have a diagnosis of hyperlexia, an experience that may outwardly present itself as similar to Asperger's in that the child may be highly fluent. Hyperlexia is marked by a precocious capacity for reading that far exceeds the child's chronological age; however, the child may be unable to comprehend all that has been read. The child may be fascinated with numbers, may need to keep specific routines, and may be challenged in social interactions.

        	The child has a “ballpark” diagnosis but, as noted earlier, it is labeled as PDD-NOS or high-functioning autism. As such, it is not specifically identified as Asperger's.

      

      Because the clinical criteria for Asperger's calls for no significant cognitive or developmental delays, it is often undetected until a child is past the age of eligibility for early intervention services. It is also possible for Asperger's syndrome to go undiagnosed altogether, because it can be so subtle. It could also be misdiagnosed as another issue such as a learning disorder, attention deficit disorder, attention deficit hyperactivity disorder, dyslexia, schizophrenia, generalized anxiety disorder, Tourette's syndrome, obsessive-compulsive disorder, oppositional defiant disorder, bipolar disorder, intermittent explosive disorder, or depression — all mental health experiences listed in the DSM.

      Given all this, what do we know about the prevalence of Asperger's syndrome? Like autism, Asperger's knows no social, cultural, or economic boundaries. And, also like autism, it is four times more likely to be found in males than females (again, for reasons presently unknown). Until recently, Asperger's, like the prevalence of autism, was believed to be largely a male experience, but as our culture is becoming more aware and better educated to such social issues, more females with Asperger's are being identified. Conservative estimates conclude that 1 in every 1,000 children has Asperger's syndrome. However, as we've seen with autism, the increasing recognition of Asperger's will surely prompt that statistic to increase in the near future.
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      Positive Perspectives

      The clinical criteria for Asperger's syndrome can be intimidating to parents of children who are newly diagnosed. The diagnostic traits attributed to those with Asperger's can set a negative precedent because of the focus on “disabilities” rather than abilities. It will be important for parents to temper this information with a balanced perspective. The child with Asperger's has much to offer in the form of gifts and talents. The tone with which parents receive these offerings can directly impact the child's self-image.

      
We're All More Alike

      As we enter the twenty-first century, there is a growing emphasis placed upon embracing social and cultural diversity. Increasingly, we are rising to the occasion amidst global adversity. Our politics and entertainment reflect this correct-thinking movement toward valuing individual differences and blending our communities. The time is ripe for positive change, and, more than ever before, people with a variety of different ways of being are poised on the verge of an equal rights movement in keeping with this changing trend.

      
        [image: illustration]
      

      In essence, we are all more alike than unlike. As human beings, we share greater similarities than differences in the way we live our lives, move through environments, and interact within relationships. And we all experience individual autisms — those neurological “blips” that temporarily waylay us without any known cause.

      Can't Place Her?

      For example, have you ever unexpectedly met someone familiar to you outside of the context in which you know them but cannot think of her name at that moment? You should know the person's name because you've had occasion to interact with her at work, at church, in a class, or some other circumstance. But because you know her by association with a specific environment, your brain has cataloged her face with that situation only. You struggle to make the split-second switch to apply the same information to the new environment (the mall parking lot, for instance).

      It can be embarrassing when you fail, and it may only be much later that your brain relaxes and the information comes to you readily. “Of course! Her name was Ellen! Why on earth couldn't I remember that in the first place?” you berate yourself. How frustrating it was at the time, being unable to call up immediate information — information already known to you. This concept of association will be further explored in Chapter 12 when we examine ways in which children with Asperger's commonly think, learn, and process information.

      Acting Out of Habit

      Here's another example that most people can relate to that sheds light on the neurological workings of people with Asperger's: You may have experienced “gray time” while operating a car — that is, driving along a familiar route and arriving at your destination with absolutely no recall of the drive. Your brain has been on “auto pilot” and you've executed the drive, from start to finish, completely by rote and seemingly without thinking. (This is similar to those occasions when you have been sitting and realize — or someone brings it to your attention — you have been unconsciously tapping your foot, or shaking your leg.) In a twist on this example, you may have had occasion to deliberately deviate from your typical driving route to drop something off or pick something (or someone) up, and, again by rote, you arrive at your destination and realize you've totally forgotten about the change of routine. There has been a misfire in the brain-body connection. You then have to backtrack to make it right, losing additional time and likely escalating your frustration level.

      In yet another commonality, have you ever been frustrated at being unable to locate an object and realize you've been holding it in your hand the entire time you've been searching? Both of these examples are the type of neurological experiences people with Asperger's deal with on a daily basis.

      Stuck in Your Head

      Finally, another neurological blip that underscores the ways we are all more alike than different occurs when you have a song “playing” in your head. It may or may not be a song of your choosing. If it is a song of your choosing, then at first replaying it and, perhaps, singing or moving along to the music, is deliberate and even pleasurable. Later, when you are unable to banish the song from your brainwaves, it becomes a nuisance. It may even derail your thinking and routines. Some of you may have even been awakened in the middle of the night by the song and, patriotic though you may be, hearing “The Star Spangled Banner” playing repeatedly at three o'clock in the morning is not pleasant or desirable.

      
Similar Habits

      Like the person diagnosed with Asperger's syndrome, you may also engage in actions or activities that work for you but may be perceived as eccentric, odd, or peculiar by others. Some of you may have a specific sequence mapped out for the manner in which you grocery shop, run errands, or tend to the yard work. It makes no sense to anyone else but is perfectly logical to you. You may have very precise routines in the way you clean, organize closets, shelves, and cupboards (including arranging canned foods in alphabetical order — labels facing out, of course), or set up your workspace on the job. You may even become distressed or infuriated if anyone “messes” with your system. Your workspace may not be meticulously organized but is instead, to the uninitiated, disheveled in appearance. What no one else may know is that, at any given moment, you can lay your hands on the exact data report in question upon request.

      Another example is the way you type at a keyboard. You may be a speed typist, hitting the keys beautifully and by rote, like riding a bicycle. Or you may be someone who was never able to “hardwire” your brain to type with both hands simultaneously. To compensate, you may use one finger on each hand to hunt and peck your way to successful typing. Perhaps you can only use one finger on one hand to type. In the end, isn't the result of the facile typist and the “hunt-and-pecker” typist the same? Does it, then, make any difference how either arrived at the same result? Hold this thought as you broach appreciating your child's unique way of being in the world. This will provide you with the patience to allow your child's unique thought processes to unfold.

      
Confronting Negative Feelings

      When some parents receive their child's diagnosis of Asperger's syndrome, they may despair. On occasion, the family may perceive the diagnosis as hopeless or something that induces shame. Their rationale may be driven by several factors:

      
        	Insensitive presentation by a physician that focuses on disabilities

        	Rumors and stereotypes about people with differences, including Asperger's syndrome

        	No access to literature or other educational materials that present a balanced perspective

        	Projected anxieties about the child's future lack of independence and failure in adult life

        	Conflicting pressures about proper childrearing from family, neighbors, or friends

        	Conflicting pressures about proper intervention and support from doctors and other professionals

        	No previous exposure to people with differences who live well-adjusted, content lives

        	Most importantly, no opportunities for contact with families in similar situations who are enjoying their child with Asperger's
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        Parents of kids with differences consistently agree that their single greatest resource has been the opportunity to share their story with other parents. The National Parent to Parent Network ([image: illustration] www.P2PUSA.org ) is designed to connect parents with other parents in like circumstances and within geographic proximity. Mothers United for Moral Support, Inc. (MUMS), is another national resource center. The MUMS toll-free phone number is [image: illustration]1-877-336-5333 ([image: illustration] www.netnet.net/mums ).

      

      The media also has a responsibility to endeavor to demonstrate sensitivity when it comes to differences among people, which they rarely do. Instead, it is typical for reporters to widen the gap of our collective differences by using “us and them” language. It fuels the incorrect and improper perception that nondisabled or neurotypical people are superior to those labeled as “poor unfortunates who struggle miserably.” One journalist recently described Asperger's syndrome as “a neurological malady that dooms many of its victims to a lonely life and dead-end jobs despite higher-than-average intelligence.” It is astounding that in this day and age this actual quote was published as an acceptable description of someone's way of being. Additionally, the journalist has generalized many people with Asperger's syndrome by reducing them to “victims” who are doomed.

      
Offering Encouragement and Support

      When a family believes such hurtful, insensitive stereotypes, the images conjured only reinforce their angst. The child with Asperger's is often inherently gentle and exquisitely sensitive. It is imperative that such negative thoughts and feelings not be projected upon the child or communicated directly in front of him. When this transpires consistently enough, a self-fulfilling prophecy occurs.

      If you hear people refer to you only in disparaging, disrespectful terms, you believe it and, eventually, you become it. You reflect back what people project upon you because you believe it is what they expect. After all, it's how you've been defined all along. Being so sensitive, the child with Asperger's may naturally internalize, replay, and agonize over all of this to no end. So you see how easily a vicious cycle can result and even repeat itself over a lifetime.

      A chance encounter with a wise stranger prompted Trieste, mom to a young son with Asperger's, to rethink how she perceived her son's differences:

      At an autism conference I attended when my son was very young, I met another parent who shared with me words I have never forgotten. He said, “Don't ever make your child feel bad for who he is.” His words were an eye-opener for me, because at the time I was under the impression that the best thing I could do for my son was to eliminate all his “signs of autism” and make him as much like other children as possible. I began to wonder how much of the behavior modification we were constantly doing with him was actually making him feel bad about himself.

      Negative thoughts and feelings should be shed in favor of positive perspectives. Your child is a child, first and foremost. A beautiful, entirely unique, magnificently gorgeous human being with as many faults and frailties as gifts and talents; the same is true of us all. In childhood, your son or daughter will rely upon you and your family to provide a solid foundation of self-esteem. Equipped with a strong sense of self-worth — not self-loathing — your child will be better prepared to enter into a life that will likely present many challenges. Much of your time and energy will be expended in raising, counseling, and disciplining your child in ways that she will understand. It is important to try to equalize those occasions by reinforcing your love and appreciation of her gifts and talents.

      It is speculated, although not confirmed with certainty, that some of the world's greatest thinkers, innovators, and artists have had Asperger's syndrome. They include a long list of famous personalities: Ludwig van Beethoven, Isaac Newton, Albert Einstein, Thomas Jefferson, Thomas Edison, Vincent van Gogh, Emily Dickinson, Henry Ford, Mark Twain, Alfred Hitchcock, H. P. Lovecraft, Andy Warhol, Charles Schulz, Bill Gates, and Michael Jackson. (On the humorous side, fictional characters dubbed as Asperger's are Bert of “Bert and Ernie” Sesame Street fame, Lisa Simpson from The Simpsons, Mr. Spock from Star Trek, and the U.K.'s Mr. Bean.) Suffice it to say, from an historical perspective, your child with Asperger's syndrome is in outstanding company.

      Linda, another mom of a young boy with Asperger's, shares thoughts about giftedness:

      In reading the many books on Asperger's and autism spectrum disorders, I find that so many treat it as a curse. My son is very proud of his different way of viewing the world. He does not care that he is different. He says God makes fewer philosophers than typical thinkers. He is very proud of being one of the special few.

      People with Asperger's syndrome who possess great talent tend to fall in a spectrum of pronounced, gifted abilities, as demonstrated by the previous roster of brilliant thinkers and great talents. One end of the spectrum finds those who are naturally gifted at mathematics and numbers, computers and mechanical devices, biology and other sciences. The other end of the spectrum includes the artists, the actors, the authors, and the poets.

      Think of the areas in which your child is naturally gifted. Does her comprehension of computer programs exceed that of many adults? Does he enjoy describing the exact alignment of our solar system's planets, identifying each by correct name, placement, and color? Does she assume the personality traits of a favorite cartoon character with uncanny accuracy, down to mimicking lines of dialogue? Or does he have the quiet reverence to render amazing watercolors? These passions are the areas of talent to recognize and encourage as uniquely your child's own.

      As you would do for any of your children, at every opportunity, reinforce to your child with Asperger's syndrome how special she is to you. Tell him that you are delighted when he shares his astronomy charts with you. Laugh at her impressions of the Powerpuff Girls and tell her what a terrific actress she is. Highlight your child's gifts when talking with family and friends. Prominently display his works of art. You may be amazed at the long-lasting impact these moments will have as they buoy your child into adolescence and young adulthood.
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        Instead of feeling worn out by your child's intense interests, take a moment to indulge him and listen carefully. Or catch your child doing something amazingly gifted and praise her lavishly. Your outpouring of attention and genuine interest will come back to you tenfold.

      

      
Positive Philosophies

      In viewing your child's Asperger's syndrome in a proactive manner, you will also need to feel grounded in basic, positive philosophies. Because we are all more alike than different, the philosophies will ring true when you reflect upon yourself and your own way of being.

      The first philosophy is, “People have good reasons for doing what they do.” The second philosophy is, “People are doing the very best they know how to with what they've got.”

      Your premise as a parent should be to err on the side of caution by approaching situations involving your child's perceived wrongdoing from these two perspectives. Here's one example: Upon meeting a greatly overweight man while in the company of his parents and others, a preteenage boy with Asperger's syndrome asked the man in a loud, clear voice how it felt to be “fat.” The incident caused some people to conceal smirks while others felt embarrassment at the boy's candor. The gentleman in question surely felt some degree of humiliation as well. In addressing the situation, the (understandably aghast) parent of a typical child might spontaneously scold the child for his insensitive and deliberately rude remark. Instead, now deconstruct the scenario using the previous philosophies.

      First, apply the first philosophy. Did the boy have good reasons for doing what he was doing? That is, was his motivation in asking the heavyset man such a blunt and blatant question pure? The answer is yes. The boy was, himself, overweight for his age. In asking the man how it felt to be fat, he was attempting to legitimately glean information that was of importance to him. Why? Because the boy was very cognizant of his own weight as it pertained to his well-being. He was knowledgeable of the inherent health risks and issues that may be associated with being overweight. He was projecting himself into the future by envisioning himself as an overweight adult, not unlike the gentleman he just encountered.

      Now apply the second philosophy. Was the boy doing the very best he knew how to in the moment? The parent of a typical child might conclude that the child should have known better to withhold such a crass remark and was deliberately creating an embarrassing scene. However, the boy had never been privately counseled not to make remarks about people's weight in public. Nor had anyone previously told him that the word “fat” was usually highly offensive when used to describe someone, especially if the person had no reason to expect it.

      Does this mean that the child with Asperger's is never deliberately a troublemaker? Of course not; kids are kids. Your challenge is to discern what motivates your child with Asperger's syndrome and separate that from jumping to conclusions about typical smartalecky kid behavior. Follow the path of least resistance by starting with the two positive philosophies. We will explore similar situations in Chapter 4 related to parental discipline.

      
Comfort Zones

      Here are some additional philosophies that will have practical application as you revisit your child's way of being:

      
        	There is safety in sameness and comfort in what is familiar.

        	In order to feel safe and comfortable, the child must have control.

      

      Think about the times when your child appeared most content, comfortable, and at ease. Was she enjoying playing a solitary computer game? Was he alone in his bedroom, drawing whales and sharks? Or was he directing the play of his siblings and friends? In these instances — these quiet moments — wouldn't the previous two tenets apply? Was your child engaged in a favored, pleasurable activity? Was it a repetitive activity from which comfort is derived? And during this activity, did your child have control? The response to these questions is likely yes.

      Now, reverse the situations and remove the elements of safety, comfort, and control. Say the computer unexpectedly locks up and the video game is interrupted. A sibling won't turn down his music while your child is attempting to concentrate as he executes his marine life drawings with scientific detail. Or a friend decides she doesn't want to be “bossed” by your child and opts out of their playtime. These situations are unexpected and unpredictable. One cannot feel safe and comfortable and in control during those occasions when the unpredictable occurs and wins out. When this transpires, your child may feel overwhelmed by the loss of control. This may manifest itself in a variety of undesirable ways or acting-out “behaviors.” If the child has good reasons for her behavior and is doing the best she knows how in order to cope with the loss of safety and comfort, then her reaction is a logical progression of that escalation until she learns other coping strategies. Until then, it will be critical that you approach interpretation of such situations as objectively as possible by using these positive philosophies first before rushing to judgment. Remember, your child's senses and emotions likely vibrate at a frequency different than most. While feeling safe and comfortable and in control is necessary for us all to be productive, consistent loss of these elements can dramatically unhinge the child with Asperger's. Applying these basic philosophies will serve you well in parenting a child with Asperger's syndrome. They will also enable you to more fully understand the remainder of this book.

      It is a myth that all people with Asperger's syndrome want to live in isolation, devoid of meaningful relationships. The child with Asperger's syndrome instinctively wants to be good, wants to fit in, and wants to be just like other kids. He will be best poised to do that if he feels safe and comfortable in knowing there's a place where he is unconditionally loved and understood. Your recognition of Asperger's syndrome as a positive attribute and your appreciation of your child's gifts and talents will make your home and family that very place. Many parents just like you have made this commitment and can readily attest to the profound, loving impact it has made on their lives.
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