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DEDICATION TO THE REAL STARS OF AUTISM

I dedicate this resource first and foremost to my children, Kimberly, Matthew, Christina, Jonathan, Stephen, and Alex. They are all my favorites! This book sets out to share the wealth of information and resources I found and used to help my two special needs children, Jonathan and Alex. Though there have been many challenges over the years, I wouldn’t have my children any other way. They are who they are—whole, loving, and complete—exactly as they are. Jonny’s humor and wit make me laugh. His ability to focus and concentrate enables him to hone in on what he enjoys most while offering him hope for the future. Alex’s persistence will carry him far in life and certainly keeps us all on our toes! So much for growing old quickly!

I also dedicate this resource to all of Jonny and Alex’s peers with Attention Deficit Hyperactivity Disorder (ADHD) or autism. You are the real shining stars of autism, and you offer a unique perspective that enriches the fabric of humankind. I like to say we must all “discover the awesome in autism,” and this is what Autism Today is all about. In fact, many leading individuals may have had high functioning autism, including Albert Einstein, Marie Curie, and Thomas Jefferson, to mention a few. Our world is much better because of your contributions.

A great big thank-you goes out to all the wonderful authors and presenters who have contributed to this resource. Your commitment and perseverance in discovering help for this special group of people is what is moving the entire field forward. One of my goals is to facilitate the change of views and attitudes that people have about autism around the world. It is important to help people see that autism is a unique condition, with many symptoms that can be overcome through intervention, rather than as a negative affliction, as it was viewed in days past. Regardless of our circumstances, we can choose to see peace within it. By doing so, the quality of everyone’s lives will become more positive and loving. The person with autism is in your life for a reason. Perhaps this person is there to teach you love, patience, and understanding. If you are the person with autism, you also have your lessons to learn. Maybe they are to accept yourself, explore your strengths, and learn to love and laugh more easily. No matter what we are all here to experience, I challenge each and every one of you to look into your hearts and ponder what you are here to learn and then seek to fulfill your true gifts and strengths.

THANK YOU FOR BEING YOU!
—Karen L. Simmons, Founder, CEO Autism Today


INTRODUCTION: WHY THIS BOOK?

Note: Further information and links for the authors and contributors in The Official Autism 101 Manual can be found at www.autismtoday.com.

Since the release of Autism 101 in 2008, a “first of its kind” publication that received the Independent Publishers Gold Medal Award in the Medicine category, so much has changed in the world of autism. In this revised edition, starting at the core, Dr. Janine Flanagan discusses the very definition of this diagnosis, redefined in the latest version of the DSM 5, in which Asperger’s is no longer a recognized disorder.

Over the past decade, newsflashes abound: Researchers at the Hospital for Sick Children in Toronto, Canada, using one of the world’s largest supercomputers have identified several hundred genes associated with the epigenetics of autism. And in 2014 results from a 17-year-long study were published being the first to conclude that as many as 9 percent of participants diagnosed with ASD had developed past the fundamental challenges associated with autism and no longer qualified for the diagnosis.1 It is now hard to deny that recovery, at least from the diagnosis, is possible.

From advances in biomedical and nutritional medicine as discussed by Julie Matthews to new research driving innovative interventions such as Jonathan Alderson’s Multi-Treatment program and Arnie Gotfryd’s MaxiMind Learning Program, and the proliferation of iPad apps specifically designed for autism treatment, the autism field has evolved.

As the mother of a wonderfully unique son diagnosed with autism, I know first-hand the importance of staying abreast of the most up-to-date information I can find. Through my work at Autism Today, my mission has always been to empower parents with evidence-based information that leads to enhanced development of their children.

Especially with the incidence of autism continuing to skyrocket every year for the past two decades, now more than ever, the purpose of this book is to provide parents, family members, educators, professionals, and people on the autism spectrum with new insights, new directions, new hope, and the resources to get there.

We also received a great deal of feedback from our members wanting the Canadian perspective alongside American resources, since our countries are so similar yet unique in their own way. For example, the Friend-2Friend program based in Vancouver, British Columbia, in Canada was inspired by and derived from San Francisco State University Professor Pamela Wolfberg’s renowned IPG-model for socialization. From programs to research, we can benefit a great deal by learning and collaborating with one another.

As a parent of a child with autism, author, and educator, I have hosted many conferences with world-class speakers across North America and attended other conferences gathering a great deal of information. I have hosted 67 conferences across North America and was the exclusive Canadian Distributor for Future Horizons across Canada and became familiar with many autism resources during that time in the autism field and learned a wealth of information to share with the autism world as a result.

Wherever I go, I am asked to recommend resources for behavior, social skills, communication, and sensory issues. Throughout this book, I will be doing just that, from my own personal experience, and from the recommendation of many Autism Today members. I feel my unique perspective can help many parents, educators, and professionals find what they are seeking without having to sort through the massive amounts of information online and elsewhere. Time is of the essence when caring for a person on the spectrum, so don’t get stuck in denial, misled by misinformation like the myths of autism, or lost in endless hours Googling for help. Your valuable time is always best invested in time with your children. This book was conceived to afford you this priority.

I hope this book helps each and every one of you tremendously.

—Karen L. Simmons, Founder, CEO Autism Today
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WHAT IS AUTISM SPECTRUM DISORDER?

WHAT IS AUTISM?

Autism Spectrum Disorder (ASD) is a neurodevelopmental disorder characterized by impaired social communication skills and restrictive, repetitive patterns of behavior and interests with unusual sensory responses.1 ASD is heterogeneous in its causes, underlying neurobiology, and clinical presentation.2 ASD comprises a continuum of signs and symptoms that may fluctuate and change over time as a result of the natural history, a child’s age, interventions, or combinations of all of these.

The prevalence of these disorders is estimated to be 1 in 68.3 Advances in autism research and genetic sequencing have identified the biological vulnerability to ASD,4,5 but its etiology is felt to be heterogeneous with environmental factors and potential gene-by-environment interactions. With this in mind, the recurrence risk in families with at least one child with ASD is between 10–19 percent.6–8

Early Diagnosis and Best Outcomes

Early diagnosis and intervention can have a significantly positive impact on the developmental outcomes of children with ASD.9,10 Between one and two years of age, the brain is refining its neural connections and pruning excess (unused) synapses to operate more efficiently.11 This process is largely dependent on input from the environment.12 Identifying developmental differences during this critical window of time and intervening effectively can affect the brain connections in a positive way and optimize prognosis.

Both research and parental reports tell us that symptoms and atypical behaviors are detectable at very young ages.13,14 The earliest signs and symptoms of ASD that can be used for early identification in clinical practice are becoming more recognized and are highly replicated in research findings. These include reduced levels of social attention (e.g., reduced response to name) and social communication (e.g., reduced joint attention), increased repetitive behavior with objects (e.g., tapping, spinning), abnormal visual attention, abnormal body movements, and temperament dysregulation. The search for underlying biomarkers as well as findings from neuroimaging and neurophysiology studies is promising and may lead to earlier ways to identify ASD.15–18

The utility of screening for ASD to facilitate early intervention is supported; however, this must be linked to a timely referral for a more thorough evaluation. The American Academy of Pediatrics has recommended screening for ASD at 18 and 24 months of age using standardized screening tools.19 The M-CHAT-R/F (Modified Checklist for Autism in Toddlers, Revised with Follow-up)20 targets ASD-specific behaviors, and the Communication and Symbolic behavior Scales Infant/Toddler Checklist21 targets a broader range of delays. Adopting screening programs for children at this age may help to optimize the developmental course and potential outcomes in the children identified early. Screening programs for even younger children is under study.

After screening and further evaluation, risk-positive children should have prompt access to the right interventions with proven efficacy to achieve best outcomes. Current best practice interventions should include a combination of developmental and behavioral approaches.22 Parent involvement is essential at every stage along the way. Studies comparing existing intervention models are few, and a greater understanding of the active components of effective interventions will help to better tailor them to children, providing better outcomes.

Outcome

Outcomes for ASD are variable, as many factors are involved. Some of these include symptoms severity, cognitive and language levels, comorbid medical conditions, or behavioral challenges. Early access to diagnosis and intervention is key. Cultural beliefs, family dynamics and engagement, and socioeconomic circumstances, health disparities ultimately affect outcomes. These and other barriers need to be understood and overcome to ensure optimal outcomes.
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Dr. Janine Flanagan, MD, FRCPC, is a developmental pediatrician in Toronto, Ontario, Canada. She is the director of the Child Development Clinic at St. Joseph’s Health Centre and has been practising in the field of Autism for over 18 years. She is crossappointed at The Hospital for Sick Children in Toronto and Assistant Professor of Pediatrics at the University of Toronto. She is passionate about teaching the new generation of health care providers about Autism Spectrum Disorders (ASDs) and has written numerous articles for parenting journals, media, hospital-based websites and has also published in prestigious pediatric journals in the field of Autism and Development. She looks forward to helping families understand ASDs in order to empower them to become strong advocates for their children.



WHAT ABOUT ASPERGER’S?

As of 2013 with the new DSM-5, professionals diagnosing children with suspected autism are placing them on the Autism Spectrum. They are no longer using terms like Asperger’s Disorder, PDD-NOS, or High Functioning Autism (HFA). Why? These terms have been confusing for service providers, parents, and, more important, diagnosticians. In one clinic, a doctor may diagnose a child with Asperger’s, and in another clinic, a doctor may diagnose a similar set of behaviors as HFA. Yet, another professional, such as a psychologist or developmental pediatrician, might call it something different again because the diagnostic criteria and terminology were not clear and allowed for overlap.

Today, researchers and clinicians have a better understanding of the causes of Autism. Genetic and epigenetic (gene-environment interaction) research using the human genome has led researchers to believe that the wide range of autistic symptoms (including challenges formerly called HFA and Asperger’s) come from the same genetic roots and consequently are better described as a spectrum of disorders.

This is similar to other disorders in medicine that are now also conceived as spectrum disorders (e.g., Fetal Alcohol Spectrum Disorder, or FASD) Autism Spectrum Disorder encompasses disorders previously referred to as ‘‘infantile autism, childhood autism, Kanner’s autism, high-functioning autism, atypical autism, pervasive developmental disorder not otherwise specified, childhood disintegrative disorder, and Asperger’s disorder” (DSM-5, 2013).1

Individuals placed on the spectrum are classified as mild, moderate, and severe and assigned a severity level 1, 2, or 3, which corresponds to the level of recommended support needed (i.e., 1= requiring support; 2= requiring substantial support; and 3= requiring very substantial support). Other specifiers are used to better describe the symptomatology. These include “with or without accompanying intellectual impairment,” “with or without accompanying language delay,” and “associated with a known medical or genetic condition or environmental factor” (e.g., Fragile X, epilepsy, low birth weight). Additional neurodevelopmental, behavioral, or mental conditions should also be noted (e.g., DCD, ADHD, Tourette’s). We believe this is a clearer and better way to understand and diagnose Autism.
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ABOUT AUTISM

Note: The following article is a reproduction of information from The Autism Speaks 100 Day Kit for Newly Diagnosed Families of Young Children. The kit was created specifically for families of children ages 4 and under to make the best possible use of the 100 days following their child’s diagnosis of autism. Anyone can download the 100 Day Kit for free at www.autismspeaks.org/family-services/tool-kits/100-day-kit

Why Was My Child Diagnosed with Autism? And What Does It Mean?

Your child has been diagnosed with autism spectrum disorder, and you have asked for help. This is an important turning point in a long journey. For some families, it may be the point when, after a long search for answers, you now have a name for something you didn’t know what to call, but you knew existed.

Perhaps you suspected autism but held out hope that an evaluation would prove otherwise. Many families report mixed feelings of sadness and relief when their child is diagnosed. You may feel completely overwhelmed. You may also feel relieved to know that the concerns you have had for your child are valid. Whatever it is you feel, know that thousands of parents share this journey. You are not alone. There is reason to hope. There is help. Now that you have the diagnosis, the question is, where do you go from here? The Autism Speaks 100 Day Kit was created to help you make the best possible use of the next 100 days in the life of your child. It contains information and advice collected from trusted and respected experts on autism and parents like you.

Why Does My Child Need a Diagnosis of Autism?

Parents are usually the first to notice the early signs of autism. You probably noticed that your child was developing differently from his or her peers. The differences may have existed from birth or may have become more noticeable later. Sometimes, the differences are severe and obvious to everyone. In other cases, they are more subtle and are first recognized by a daycare provider or preschool teacher. Those differences, the symptoms of autism, have led thousands of parents like you to seek answers that have resulted in a diagnosis of autism. You may wonder: Why does my child need a diagnosis of autism? That’s a fair question to ask—especially when right now, no one is able to offer you a cure. Autism Speaks is dedicated to funding global biomedical research into the causes, prevention, treatments, and a possible cure for autism. Great strides have been made, and the current state of progress is a far cry from the time when parents were given no hope for their children. Some of the most brilliant minds of our time have turned their attention toward this disorder.

It is important to remember that your child is the same unique, lovable, wonderful person he or she was before the diagnosis.

There are, however, several reasons why having a diagnosis is important for your child. A thorough and detailed diagnosis provides important information about your child’s behavior and development. It can help create a roadmap for treatment by identifying your child’s specific strengths and challenges and providing useful information about which needs and skills should be targeted for effective intervention. A diagnosis is often required to access autism-specific services through early intervention programs or your local school district.

How is Autism Diagnosed?

Presently, we don’t have a medical test that can diagnose autism. As the symptoms of autism vary, so do the routes to obtaining a diagnosis. You may have raised questions with your pediatrician. Some children are identified as having developmental delays before obtaining a diagnosis of autism and may already receive some Early Intervention or Special Education services. Unfortunately, parents’ concerns are sometimes not taken seriously by their doctor, and as a result, a diagnosis is delayed. Autism Speaks and other autism-related organizations are working hard to educate parents and physicians, so that children with autism are identified as early as possible.

Your child may have been diagnosed by a developmental pediatrician, a neurologist, a psychiatrist, or a psychologist. In some cases, a team of specialists may have evaluated your child and provided recommendations for treatment. The team may have included an audiologist to rule out hearing loss, a speech & language therapist to determine language skills and needs, and an occupational therapist to evaluate physical and motor skills. A multidisciplinary evaluation is important for diagnosing autism and other challenges that often accompany autism, such as delays in motor skills. If your child has not been evaluated by a multidisciplinary team, you will want to make sure further evaluations are conducted so that you can learn as much as possible about your child’s individual strengths and needs.

Once you have received a formal diagnosis, it is important to make sure that you ask for a comprehensive report that includes the diagnosis in writing, as well as recommendations for treatment. The doctor may not be able to provide this for you at the appointment, as it may take some time to compile, but be sure to follow up and pick up.

For more information, visit the Autism Speaks Autism Treatment Network at www.autismspeaks.org/atn.

What is Autism?

Autism spectrum disorder (ASD) and autism are both general terms for a group of complex disorders of brain development. These disorders are characterized, in varying degrees, by difficulties in social interaction, verbal and nonverbal communication, and repetitive behaviors. With the May 2013 publication of the fifth edition of the American Psychiatric Association’s Diagnostic and Statistical Manual of Mental Disorders (commonly referred to as the DSM-5), all autism disorders were merged into one umbrella diagnosis of ASD. Previously, they were recognized as distinct subtypes, including autistic disorder, childhood disintegrative disorder, pervasive developmental disorder-not otherwise specified (PDD-NOS), and Asperger’s Syndrome. The DSM is the main diagnostic reference used by mental health professionals and insurance providers in the United States.

You may also hear the terms Classic Autism or Kanner’s Autism (named after the first psychiatrist to describe autism) used to describe the most severe form of the disorder. Under the current DSM-5, the diagnosis of autism requires that at least six developmental and behavioral characteristics are observed, that problems are present before the age of three, and that there is no evidence of certain other conditions that are similar.

There are two domains where people with ASD must show persistent deficits:


1. Persistent social communication and social interaction

2. Restricted and repetitive patterns of behavior



More specifically, people with ASD must demonstrate (either in the past or in the present) deficits in social-emotional reciprocity, deficits in nonverbal communicative behaviors used for social interaction; and deficits in developing, maintaining, and understanding relationships. In addition, they must show at least two types of repetitive patterns of behavior, including stereotyped or repetitive motor movements, insistence on sameness or inflexible adherence to routines, highly restricted, fixated interests, hyper- or hyporeactivity to sensory input, or unusual interest in sensory aspects of the environment. Symptoms can be currently present or reported in past history. In addition to the diagnosis, each person evaluated will also be described in terms of any known genetic cause (e.g., Fragile X syndrome, Rett syndrome), level of language and intellectual disability, and presence of medical conditions such as seizures, anxiety, depression, and/or gastrointestinal (GI) problems.

The DSM-5 has an additional category called Social Communication Disorder (SCD). This allows for a diagnosis of disabilities in social communication, without the presence of repetitive behavior. SCD is a new diagnosis, and much more research and information is needed. There are currently few guidelines for the treatment of SCD. Until such guidelines become available, treatments that target social communication, including many autism-specific interventions, should be provided to individuals with SCD.

To read the whole DSM-5 criteria, please visit www.autismspeaks.org/dsm-5.

How Common is Autism?

Autism statistics from the U.S. Centers for Disease Control and Prevention (CDC) released in March 2014 identify around 1 in 68 American children as on the autism spectrum—a tenfold increase in prevalence in 40 years. Careful research shows that this increase is only partly explained by improved diagnosis and awareness. Studies also show that autism is four to five times more common among boys than girls. An estimated 1 out of 42 boys and 1 in 189 girls are diagnosed with autism in the United States. ASD affects over 2 million individuals in the U.S. and tens of millions worldwide. Moreover, government autism statistics suggest that prevalence rates have increased 10 percent to 17 percent annually in recent years. There is no established explanation for this continuing increase, although improved diagnosis and environmental influences are two reasons often considered.

What Causes Autism?

Not long ago, the answer to this question would have been “we have no idea.” Research is now delivering the answers. First and foremost, we now know that there is no one cause of autism, just as there is no one type of autism. Over the last five years, scientists have identified a number of rare gene changes or mutations associated with autism. Research has identified more than 100 autism risk genes. In around 15 percent of cases, a specific genetic cause of a person’s autism can be identified. However, most cases involve a complex and variable combination of genetic risk and environmental factors that influence early brain development.

In other words, in the presence of a genetic predisposition to autism, a number of nongenetic or environmental influences further increase a child’s risk. The clearest evidence of these environmental risk factors involves events before and during birth. They include advanced parental age at time of conception (both mom and dad), maternal illness during pregnancy, extreme prematurity, very low birth weight, and certain difficulties during birth, particularly those involving periods of oxygen deprivation to the baby’s brain. Mothers exposed to high levels of pesticides and air pollution may also be at higher risk of having a child with ASD. It is important to keep in mind that these factors, by themselves, do not cause autism. Rather, in combination with genetic risk factors, they appear to modestly increase risk.

A small but growing body of research suggests that autism risk is lower among children whose mothers took prenatal vitamins (containing folic acid) in the months before and after conception. Increasingly, researchers are looking at the role of the immune system in autism. Autism Speaks is working to increase awareness and investigation of these and other issues where further research has the potential to improve the lives of those who struggle with autism.

While the causes of autism are complex, it is abundantly clear that it is not caused by bad parenting. Dr. Leo Kanner, the psychiatrist who first described autism as a unique condition in 1943, believed that it was caused by cold, unloving mothers. Bruno Bettelheim, a renowned professor of child development, perpetuated this misinterpretation of autism.

Their promotion of the idea that unloving mothers caused their children’s autism created a generation of parents who carried the tremendous burden of guilt for their child’s disability. In the 1960s and 70s, Dr. Bernard Rimland, the father of a son with autism who later founded the Autism Society of America and the Autism Research Institute, helped the medical community understand that autism is a biological disorder and is not caused by cold parents.

More Information about Symptoms of Autism

Autism affects the way an individual perceives the world and makes communication and social interaction difficult. Autism spectrum disorders (ASD) are characterized by social-interaction difficulties, communication challenges, and a tendency to engage in repetitive behaviors. However, symptoms and their severity vary widely across these three core areas. Taken together, they may result in relatively mild challenges for someone on the high functioning end of the autism spectrum. For others, symptoms may be more severe, as when repetitive behaviors and lack of spoken language interfere with everyday life.

It is sometimes said that if you know one person with autism, you know one person with autism.

While autism is usually a lifelong condition, all children and adults benefit from interventions, or therapies, that can reduce symptoms and increase skills and abilities. Although it is best to begin intervention as soon as possible, the benefits of therapy can continue throughout life. The long-term outcome is highly variable. A small percentage of children lose their diagnosis over time, while others remain severely affected. Many have normal cognitive skills, despite challenges in social and language abilities. Many individuals with autism develop speech and learn to communicate with others. Early intervention can make extraordinary differences in your child’s development. How your child is functioning now may be very different from how he or she will function later on in life.

The following information on the social symptoms, communication disorders, and repetitive behaviors associated with autism is partially taken from the National Institute of Mental Health (NIMH) website.

Social symptoms

Typically developing infants are social by nature. They gaze at faces, turn toward voices, grasp a finger, and even smile by 2 to 3 months of age. By contrast, most children who develop autism have difficulty engaging in the give-and-take of everyday human interactions. By 8 to 10 months of age, many infants who go on to develop autism are showing some symptoms, such as failure to respond to their names, reduced interest in people, and delayed babbling. By toddlerhood, many children with autism have difficulty playing social games, don’t imitate the actions of others, and prefer to play alone. They may fail to seek comfort or respond to parents’ displays of anger or affection in typical ways.

Research suggests that children with autism are attached to their parents. However, the way they express this attachment can be unusual. To parents, it may seem as if their child is disconnected. Both children and adults with autism also tend to have difficulty interpreting what others are thinking and feeling. Subtle social cues such as a smile, wave, or grimace may convey little meaning. To a person who misses these social cues, a statement like “Come here!” may mean the same thing, regardless of whether the speaker is smiling and extending her arms for a hug or frowning and planting her fists on her hips. Without the ability to interpret gestures and facial expressions, the social world can seem bewildering.

Many people with autism have similar difficulty seeing things from another person’s perspective. Most five-year-olds understand that other people have different thoughts, feelings, and goals than they have. A person with autism may lack such understanding. This, in turn, can interfere with the ability to predict or understand another person’s actions. It is common—but not universal—for those with autism to have difficulty regulating emotions. This can take the form of seemingly “immature” behavior such as crying or having outbursts in inappropriate situations. It can also lead to disruptive and physically aggressive behavior. The tendency to “lose control” may be particularly pronounced in unfamiliar, overwhelming, or frustrating situations. Frustration can also result in self-injurious behaviors such as head banging, hair pulling or self-biting.

Fortunately, children with autism can be taught how to socially interact, use gestures, and recognize facial expressions. Also, there are many strategies that can be used to help the child with autism deal with frustration so that he or she doesn’t have to resort to challenging behaviors. We will discuss this later.

Communication difficulties

Young children with autism tend to be delayed in babbling, speaking, and learning to use gestures. Some infants who later develop autism coo and babble during the first few months of life before losing these communicative behaviors. Others experience significant language delays and don’t begin to speak until much later. With therapy, however, most people with autism do learn to use spoken language, and all can learn to communicate.

Many nonverbal or nearly nonverbal children and adults learn to use communication systems such as pictures, sign language, electronic word processors, or even speech-generating devices.

When language begins to develop, people with autism may use speech in unusual ways. Some have difficulty combining words into meaningful sentences. They may speak only single words or repeat the same phrase over and over. Some go through a stage where they repeat what they hear verbatim (echolalia).

Many parents assume difficulties expressing language automatically mean their child isn’t able to understand the language of others, but this is not always the case. It is important to distinguish between expressive language and receptive language. Children with difficulties in expressive language are often unable to express what they are thinking through language, whereas children with difficulties in receptive language are often unable to understand what others are saying. Therefore, the fact that your child may seem unable to express him- or herself through language does not necessarily mean he or she is unable to comprehend the language of others. Be sure to talk to your doctor or look for signs that your child is able to interpret language, as this important distinction will affect the way you communicate with him or her.

It is essential to understand the importance of pragmatics when looking to improve and expand upon your child’s communication skills. Pragmatics are social rules for using language in a meaningful context or conversation. While it is important that your child learn how to communicate through words or sentences, it is also key to emphasize both when and where the specific message should be conveyed. Challenges in pragmatics are a common feature of spoken language difficulties in children with autism. These challenges may become more apparent as your child gets older.

Some mildly affected children exhibit only slight delays in language or even develop precocious language and unusually large vocabularies—yet have difficulty sustaining a conversation. Some children and adults with autism tend to carry on monologues on a favorite subject, giving others little chance to comment. In other words, the ordinary “give-and-take” of conversation proves difficult. Some children with ASD with superior language skills tend to speak like little professors, failing to pick up on the “kid-speak” that’s common among their peers.

Another common difficulty is the inability to understand body language, tone of voice, and expressions that aren’t meant to be taken literally. For example, even an adult with autism might interpret a sarcastic “Oh, that’s just great!” as meaning it really is great.

Conversely, individuals affected by autism may not exhibit typical body language. Facial expressions, movements, and gestures may not match what they are saying. Their tone of voice may fail to reflect their feelings. Some use a high-pitched, sing-song, or flat, robot-like voice. This can make it difficult for others to know what they want and need. This failed communication, in turn, can lead to frustration and inappropriate behavior (such as screaming or grabbing) on the part of the person with autism.

Fortunately, there are proven methods for helping children and adults with autism learn better ways to express their needs. As the person with autism learns to communicate what he or she wants, challenging behaviors often subside.

Children with autism often have difficulty letting others know what they want or need until they are taught how to communicate through speech, gestures, or other means.

Repetitive behaviors

Unusual repetitive behaviors and/or a tendency to engage in a restricted range of activities are another core symptom of autism. Common repetitive behaviors include hand-flapping; rocking, jumping and twirling; arranging and rearranging objects; and repeating sounds, words, or phrases. Sometimes the repetitive behavior is self-stimulating, such as wiggling fingers in front of the eyes.

The tendency to engage in a restricted range of activities can be seen in the way that many children with autism play with toys. Some spend hours lining up toys in a specific way instead of using them for pretend play. Similarly, some adults are preoccupied with having household or other objects in a fixed order or place. It can prove extremely upsetting if someone or something disrupts the order. Along these lines, many children and adults with autism need and demand extreme consistency in their environment and daily routine. Slight changes can be extremely stressful and lead to outbursts.

Repetitive behaviors can take the form of intense preoccupations or obsessions. These extreme interests can prove all the more unusual for their content (e.g., fans, vacuum cleaners, or toilets) or depth of knowledge (e.g., knowing and repeating astonishingly detailed information about Thomas the Tank Engine or astronomy). Older children and adults with autism may develop tremendous interest in numbers, symbols, dates, or science topics.

Many children with autism need and demand absolute consistency in their environment.

Unique Abilities that May Accompany Autism

Along with the challenges that autism involves, you may have noticed that your child also exhibits areas of strength. Although not all children have special talents, it is not uncommon for individuals with autism to have exceptional skills in math, music, art, and reading, among others. These areas of expertise can provide great satisfaction and pride for the child with autism. If possible, incorporate your child’s areas of expertise into his or her everyday activities and use them whenever possible as a way for him or her to learn and excel.

The following is adapted from Sally Ozonoff, Geraldine Dawson, and James McPartland’s A Parent’s Guide to Asperger’s Syndrome and High-Functioning Autism.


“How Can My Child Have Autism When He Seems So Smart?”

From Does My Child Have Autism? by Wendy Stone

Right now you might be thinking about all the things your child with autism learned at a much younger age than other children you know. And yes, you are right: there are also things that children with autism learn on their own much faster than their typically developing peers or siblings. For example, they can be very good at learning to pick out their favorite DVD from a stack, even when it’s not in its case. They may learn at a very young age how to operate the remote controls to the TV and DVD player so that they can rewind their videos to their favorite parts (or fast-forward through the parts they don’t like). They can be very creative in figuring out ways to climb up on the counter to reach a cabinet that has their favorite cereal or even how to use the key to unlock the dead bolt on the back door so they can go outside to play on the swing. Clearly, these are not behaviors that you would even think about trying to teach a two-year-old child. And yet some children with autism somehow manage to acquire these skills on their own. How can we understand this inconsistency between the things children with autism do and don’t learn? How can a child who can’t put different shapes into a shape sorter learn to turn on the TV and DVD player, put a DVD in, and push the play button? How can a child who can’t understand a simple direction like “get your coat” figure out how to unlock a door to get outside?

What accounts for this unique learning style? In a word: motivation. We all pay attention better to the things that interest us, so we become much more proficient at learning them. Understanding what is motivating to your child (all children are different) will be one of the keys to increasing their learning and their skills. Your child’s special talents may be part of his or her unique and inherent learning style and nature.



Just as individuals with autism have a variety of difficulties, they also have some distinctive strengths. Some of the strengths that individuals with autism have may include:


• Ability to understand concrete concepts, rules, and sequences

• Strong long term memory skills

• Math skills

• Computer skills

• Musical ability

• Artistic ability

• Ability to think in a visual way

• Ability to decode written language at an early age (This ability is called Hyperlexia—some children with autism can decode written language earlier than they can comprehend written language.)

• Honesty—sometimes to a fault

• Ability to be extremely focused—if they are working on a preferred activity

• Excellent sense of direction



Physical and Medical Issues that May Accompany Autism

Seizure disorders

Seizure Disorder, also called epilepsy, occurs in as many as one third of individuals with autism spectrum disorder. Epilepsy is a brain disorder marked by recurring seizures or convulsions. Experts propose that some of the brain abnormalities that are associated with autism may contribute to seizures. These abnormalities can cause changes in brain activity by disrupting neurons in the brain. Neurons are cells in the brain that process and transmit information and send signals to the rest of the body. Overloads or disturbances in the activity of these neurons can result in imbalances that cause seizures.

Epilepsy is more common in children who also have cognitive deficits. Some researchers have suggested that seizure disorder is more common when the child has shown a regression or loss of skills. There are different types and subtypes of seizures, and a child with autism may experience more than one type. The easiest to recognize are large “grand mal” (or tonicclonic) seizures. Others include “petit mal” (or absence) seizures and subclinical seizures, which may only be apparent in an EEG (electroencephalogram). It is not clear whether subclinical seizures have effects on language, cognition, and behavior. The seizures associated with autism usually start either early in childhood or during adolescence but may occur at any time. If you are concerned that your child may be having seizures, you should see a neurologist. The neurologist may order tests that may include an EEG, an MRI (Magnetic Resonance Imaging), a CT (Computed Axial Tomography), and a CBC (Complete Blood Count). Children and adults with epilepsy are typically treated with anticonvulsants or seizure medicines to reduce or eliminate occurrences. If your child has epilepsy, you will work closely with a neurologist to find the medicine (or combination of medicines) that works the best with the fewest side effects and to learn the best ways to ensure your child’s safety during a seizure.

Genetic disorders

Some children with autism have an identifiable genetic condition that affects brain development. These genetic disorders include Fragile X syndrome, Angelman syndrome, tuberous sclerosis, chromosome 15 duplication syndrome, and other single-gene and chromosomal disorders. While further study is needed, single gene disorders appear to affect 15 percent to 20 percent of those with ASD. Some of these syndromes have characteristic features or family histories, the presence of which may prompt your doctor to refer your child to a geneticist or neurologist for further testing. The results can help increase awareness of associated medical issues and guide treatment and life planning.

Gastrointestinal (GI) disorders

Many parents report gastrointestinal (GI) problems in their children with autism. The exact prevalence of gastrointestinal problems such as gastritis, chronic constipation, colitis, and esophagitis in individuals with autism is unknown. Surveys have suggested that between 46 percent and 85 percent of children with autism have problems such as chronic constipation or diarrhea. One study identified a history of gastrointestinal symptoms (such as abnormal pattern of bowel movements, frequent constipation, frequent vomiting, and frequent abdominal pain) in 70 percent of the children with autism. If your child has similar symptoms, you will want to consult a gastroenterologist, preferably one who works with people with autism. Your child’s physician may be able to help you find an appropriate specialist. Pain caused by GI issues is sometimes recognized because of a change in a child’s behavior, such as an increase in self-soothing behaviors like rocking or outbursts of aggression or self-injury. Bear in mind that your child may not have the language skills to communicate the pain caused by GI issues. Treating GI problems may result in improvement in your child’s behavior. Anecdotal evidence suggests that some children may be helped by dietary intervention for GI issues, including the elimination of dairy and gluten containing foods. (For more information, see Gluten Free Casein Free diet in the treatment section of this kit.) As with any treatment, it is best to consult your child’s physician to develop a comprehensive plan. In January 2010, Autism Speaks initiated a campaign to inform pediatricians about the diagnosis and treatment of GI problems associated with autism.

For additional information from the Official Journal of American Academy of Pediatrics, go to: pediatrics.aappublications.org/cgi/content/full/125/Supplement_1/S1.

For information that can be shared with your child’s doctor, go to: autismspeaks.org/press/gastrointestinal_treatment_guidelines.php.

Sleep dysfunction

Is your child having trouble getting to sleep or sleeping through the night? Sleep problems are common in children and adolescents with autism. Having a child with sleep problems can affect the whole family. It can also have an impact on the ability of your child to benefit from therapy. Sometimes sleep issues may be caused by medical issues such as obstructive sleep apnea or gastroesophageal reflux, and addressing the medical issues may solve the problem. In other cases, when there is no medical cause, sleep issues may be managed with behavioral interventions including “sleep-hygiene” measures, such as limiting the amount of sleep during the day and establishing regular bedtime routines. There is some evidence of abnormality of melatonin regulation in children with autism. While melatonin may be effective for improving the ability of children with autism to fall asleep, more research is needed. Melatonin or sleep aids of any kind should not be given without first consulting with your child’s physician.

Sensory Integration Dysfunction

Many children with autism experience unusual responses to sensory stimuli or input. These responses are due to difficulty in processing and integrating sensory information. Vision, hearing, touch, smell, taste, the sense of movement (vestibular system), and the sense of position (proprioception) can all be affected. This means that while information is sensed normally, it may be perceived much differently. Sometimes stimuli that seem “normal” to others can be experienced as painful, unpleasant, or confusing by a child with Sensory Integration Dysfunction (SID), the clinical term for this characteristic. (SID may also be called Sensory Processing Disorder or Sensory Integration Disorder.) SIDs can involve hypersensitivity (also known as sensory defensiveness) or hyposensitivity. An example of hypersensitivity would be an inability to tolerate wearing clothing, being touched, or being in a room with normal lighting. Hyposensitivity might be apparent in a child’s increased tolerance for pain or a constant need for sensory stimulation. Treatment for Sensory Integration Dysfunction is usually addressed with occupational therapy and/or sensory integration therapy.

Pica

Pica is an eating disorder involving eating things that are not food. Children between 18 and 24 months of age often eat nonfood items, but this is typically a normal part of development. Some children with autism and other developmental disabilities persist beyond the developmentally typical time frame and continue to eat items such as dirt, clay, chalk, or paint chips. Children showing signs of persistent mouthing of fingers or objects, including toys, should be tested for elevated blood levels of lead, especially if there is a known potential for environmental exposure to lead. You should speak to your doctor about these concerns so he or she can help you with treatment. Your child’s doctor will help you to assess if your child needs a behavioral intervention or if it is something that can be managed at home.

Mental health

Oftentimes a child diagnosed with ASD may receive an additional diagnosis such as Attention Deficit Hyperactivity Disorder (ADHD). ADHD and anxiety are quite common and addressing these diagnoses properly can help your child make great strides.

Recent studies suggest that 1 in 5 children on the autism spectrum also has ADHD and 30 percent struggle with an anxiety disorder such as social phobia, separation anxiety, panic disorder, and specific phobias. The classic symptoms of ADHD include chronic problems with inattention, impulsivity, and hyperactivity. However, these or similar symptoms can likewise result from autism. For this reason, it is important that evaluation be made by someone with expertise in both disorders. A recent study found that just 1 in 10 children with autism and ADHD was receiving medication to relieve the ADHD symptoms.

In regards to anxiety, children with autism express anxiety or nervousness in many of the same ways as typically developing children. Understandably, many individuals with ASD have trouble communicating how they feel. Outward manifestations may be the best clues. In fact, some experts suspect that outward symptoms of anxiety—such as sweating and acting out—may be especially prominent among those with ASD. This can include a racing heart, muscular tensions, and stomachaches. It is important for your child to be evaluated by a professional who has expertise in both autism and anxiety so he or she can provide the best treatment options for your child.

AUTISM THROUGH MY EYES

My son, Jonathan, is 25 now. When he was first diagnosed we were told the same story that many parents hear: “Your son has autism and we don’t know what his life will be like. He may never be able to function in society and could end up in an institution.” Today, my son is a very productive, intelligent young man that drives and has a job. And the fact that he spends many hours on the snowy roads of Edmonton, Alberta, Canada managing well amongst aggressive drivers demonstrates his ability to function at a high level. He has a long life ahead of him, and we feel positive about his future. Parents will gain hope for their children by reading his unique perspective and insight on his condition of autism written in his own words.

–Karen L. Simmons, Founder, CEO Autism Today

My name is Jonathan, and I’m a guy with Asperger’s Syndrome; or at least, I used to be. The diagnosis shifted, and now I’m classified as a guy with autism. I know roughly that it’s a condition that affects people’s social skills. I’ve lived with it my entire life, and yet I’m always finding out new things that drive me that don’t drive other people quite the same way. You’re probably reading this because someone you know is autistic, or perhaps you’ve read the book Little Rainman, a book written by my mom, about me, for my teachers, siblings, and family.

First when mom got the diagnosis she thought I was just really super smart. She didn’t think anything was different about me from my other siblings. In fact she thought I was going to end up like Albert Einstein since I could read at the age of two, and it turned out that I was “hyperlexic.” This is when children can read at an early age but are not actually understanding what they are reading. I even went to my big brother’s “show and tell” for fourth grade because Matt was super proud of me.

I guess the clearest early memory I have of being different was not really needing, or wanting, to play with the other kids at school. I don’t really seek contact with people, but that’s OK. It wasn’t unpleasant or anything, it just wasn’t a huge drive for me. Later, though, I had quite a lot of people telling me things I felt weren’t true. For a while I didn’t know if I should even believe them! It’s OK to listen to friendly advice from people, as long as they’re not just heaping it on, or telling you what you want to hear.

I used to be very naive about certain things. Every kid was, right? Maybe. There was this one time I walked home by myself without telling anyone. Everyone was horrified, and Mom even called the police to search for me! I didn’t realize there’d be any danger at all! Of course, my parents made very sure to teach me that people might not have my best interests at heart. Mom said she had to teach me how to lie. I guess what I found out later was that my siblings had already picked up lying and that it hadn’t occurred to me. I told a story about having to go pee to my teacher in first grade. My aide told me, “A little birdie told me you didn’t want to go out to play because you had to pee, that’s not true Jonny!” At that time I said, “Whaaaaaaa I didn’t know Mrs S. had feathers.” I didn’t get why everyone started laughing about that.

Early in grade school … thanks to Mom, I had lots of help before, during, and after school. She made sure I had the proper support whenever she could though she was gone a lot to conferences. Sometimes I would go with her. This is how I met Temple Grandin. Mom and I had quite a bit of questions for her, and she’d always oblige.

Mom and Dad signed me up for football with Dave E. He said if he could be a coach and still be in a wheelchair, then I was qualified to play football. I got picked on, had to put on that heavy costume, and the ill-fitting mouth-guard, and the jersey that caught on everything, and had to run around the field, and push things, and get tackled by the biggest kid on the team. I swear he was five years older than everyone else. I really didn’t like it, but Mom wouldn’t let me drop out. She made me go because I agreed to do it in the first place, after being told I couldn’t leave until I did. Anyway I got through that year and some of the kids were really proud of me yet some were still jerks. One time during a game, I was body-checked off of my feet, but tucked into a roll, stood up and kept going! Exciting stuff. Still, it wasn’t really my bag, so I didn’t sign up again next year.

I really didn’t like grades 7 to 9. People would gang up on me quite a bit, and the teachers weren’t around that much so they didn’t really see what was going on. My brothers and sisters actually gave me quite a bit of support with this. This one kid liked to pick on me after school, and even hit me a couple of times. I’m not too proud of this, but I waited until I was behind him getting off the bus and kicked him in the back. Then I ran like hell!

Socially it was a little better for me at high school. There were a couple of people who were jerks, but I learned ways to avoid dealing with them. There were some friends I made there. They were oddballs, but we could deal with that. I also picked up a habit of listening to music. Cell phones could hold music (maybe 50 MP3s max), but atmospheric and ambient music kept me company for the rest of high school.

As I grew older, I began to have doubts about what I was passionate about, my ability to keep my mind set on stuff, what my identity really meant in the big scheme of things … I kind of got lost in my own head for a while when I was by myself. The fact that I didn’t feel like I identified with many people my age, combined with a very short attention span for things that didn’t interest me such as schoolwork, meant that I kind of coasted through school, and that I spent quite a bit of time talking to the guidance counselor.

Between semesters, Mom got me to talk at a couple of her conferences. I was pretty nervous to begin with, and end with, and between every word; but everybody stood up and applauded when I finished. I didn’t feel like I deserved all of the praise, but Dad still uses that as an example of why I should have been a public speaker.

I learned that I craved direction and purpose, and Dad was so busy managing his actual office, he couldn’t invent ways to have me contribute to the effort. I did learn a bit of web design, but as I was unmotivated, I mostly just sat in an empty office reading articles online. If I was to find purpose, I’d have to hunt it down myself.

As I progressed from high school to a technical college, I realized that I wasn’t motivated to do schoolwork at all! The habits I made in high school really hampered my learning in college. I found my self-doubt crushing me at every opportunity! I actually think I made my algebra teacher cry! Cornelia B., I’m so sorry. May your next class pay more attention than mine. This would eventually spiral into something of a depression, where I became self-loathing, hypersensitive to criticism, and timid. I did actually get my diploma though! Some pain is worth it.

Mom and I did a couple more conferences this time and met up again with Temple Grandin.

I ended up asking her about my self-confidence, and she replied that getting a job might do something for that. What she probably had in mind was that I’d find my own profession like she did.

Education had become a nightmare for me, so I stepped away and moved to Lake Tahoe to assist my mom’s webmaster. That was a fun job and I learned quite a bit more about web design. That was the first time I lived outside of the house and in another country to boot. It was nice, living by myself, setting my own boundaries, paying my own bills. I didn’t own a car and they didn’t have public transit, so I hiked to the grocery store. That was pretty good for me, in my opinion.

Upon returning from Lake Tahoe I began an internship at a local doctor’s office. Our personalities sort of didn’t mix so I didn’t want to stay. The office was a frantic mess, we would routinely misplace patient data overnight somehow, and part of our job was basically being a criticism vent for the doctor. Still, the pay was pretty good for my first real job. But what I really gained was knowledge: I learned how to deal with aggressive patients, how to speak confidently on the phone, and I had gained back a lot of my shattered self-confidence.

Between shifts I spoke to a therapist about what I’ve been feeling. What he told me was that everyone had these kinds of feelings such as self-doubt about themselves at one point or another. Furthermore, he showed me how my family had been trying to help me, to sympathize with me. I realized that back then, I pushed them away, because I thought that being autistic, they wouldn’t understand the pain. Not really. I’ve learned to let people in more, since then.

I decided with my therapist’s help, and the help of my family, I would strive to understand myself and how I relate to others. Here’s what I know:


• Autism is a very wide spectrum. You can have a nonverbal child as well as a very articulate child. Many people with autism become overstimulated by their surroundings. From what I’ve read, and experienced, autistic people are more likely to have other mental conditions as well. Even though they have a lot of different things going on, they also have a lot in common—difficulty with social skills and abstract thinking are very difficult for them. None of this means that your child is unable to learn; far from it. It’s very possible they’re aware of the difficulties they have, but can’t explain them in terms that make sense to you!

• Nonverbal communication can be important, especially to nonverbal children, or for children with poor handwriting. In Junior high I was given this antiquated protolaptop thing called an AlphaSmart. Basically a keyboard attached to a teeny screen. I learned that I could type what I meant to say very easily when I could backtrack and correct something that seemed wrong to me. I’d use it for homework assignments, and gradually I’d see people understanding what I’d typed, instead of me blurting out the first thing that got past my mental word filter.

• Autistic people are often very literal! What I mean by that is that they won’t understand idioms, metaphors, implied messages, etc. So, if you were to tell the following corny joke “Why is 6 afraid of 7? Because 7 ate (8) 9!” to a person with autism, they would not understand because the joke relies on homonyms, which is hard for them. Since they’re very literal, they’ll make observations out loud and unfiltered, accidentally offending people. For example, one might say, “Over there, next to the fat guy” or “This is really boring. Why are we reading this?” No social-sensitivity filter. The teachers loved me for this. (Actually, they didn’t!)

• Autistic people may be more internalized. I can only speak from my experience, but often I wouldn’t trust what other people said about me, choosing instead to rely on my own observations. The idea being, I guess, that people might lie to me to boost my ego, or tear it down. I eventually learned that closing myself off from external criticism will leave me ungrounded in terms of how I act, compared to anyone else. I also learned that not everyone is dishonest, and there are ways to convince anyone to really give you an honest critique, without being harsh, or pulling punches. It’s very important, to me at least, that I maintain a healthy level of skepticism, but that I don’t let it consume my feelings.

• Social cues. Winks, eye rolls, looking at your cell phone when someone’s talking to you. Body language, crossed arms, delays in speech. A lot of people take these cues for granted, as if they’re taught by instinct. Autistic people may not pick up on these, and take what you say at face value. If they see you shrugging your shoulders or rolling your eyes, for example, they might not know what that means, or notice.

• Direction: The thing I remember being asked most by my guidance counselor, my mom, my therapist, and basically everyone in my family: “What do you want to do?” Some autistic individuals appreciate clear, concise directions, with little room for misunderstanding. This is a skill that takes time to develop, as you won’t always be sure how what you say will be interpreted.

• Momentum-based motivation: I find that completing simple, easy tasks gets me into a mindset of completing anything I can, for as long as I can. The upshot of this is that once I start something, it’s very hard to get me to stop. This isn’t always a good thing, when you need to stop for things like sleeping, and eating. Also, when I stop, it’s sometimes hard to start again. But if I can plan my day right, I can avoid distractions and get projects done faster.

• Emotional control / overstimulation: Music helped me quite a bit when I felt like I couldn’t express myself, or if I needed to get into a certain mood, or if I needed to be by myself in an environment with too many people. If you don’t know what bands you’d like to listen to, there’s plenty of online services that do mood-based playlists. One other thing that helped, and still helps, me to relax is to take a long bath. It seems to settle me right down especially after being around too many people, or a stressful day. I can dip my ears below the water, and it’s like you can turn all the noise off.



Where I am now?

In conclusion: I feel like I’ve gained quite a bit of control over the direction of my life, and I’ve learned how to deal with people despite being autistic. I’ve gained some independence, and I’m even able to help my family at the same time. I’m glad I had a lot of support, especially from my family. I’m playing around with plenty of new technologies, including the library’s 3-D Printer. But of course there’s always more to learn and do.

—Jonathan Sicoli
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HISTORICAL PERSPECTIVES ON AUTISM

HOW AUTISM HAS BEEN UNDERSTOOD (1911–2016)

It would be an understatement to say that a wide range of hypotheses are used to account for autism-related disorders. Historically, the disorders have been understood mainly through psychoanalytical, neurobiological, genetic, and executive function approaches. There have, however, also been combinations of unrelated approaches.

HISTORICAL DEFINITION OF AUTISM

Bleuler defined the concept of autism in 1911, believing it was not a separate condition, but one of the secondary effects of schizophrenia.

Thirty-two years later, in 1943, Leo Kanner described autism as a rare psychiatric disorder with onset before age two-and-a-half years of age. Kanner’s definition and his subsequent description of its main distinguishing characteristics made autism a medical entity (Kozloff, 1998). As a new psychiatric medical diagnosis, the practitioners of the day offered as treatment psychoanalytic forms of therapy.

By the late 1950s, current thinking about autism was changing. In 1959, for example, Bender characterized autism not as an inborn impairment of the central nervous system, but as a defensive reaction to one—a disorder whose basis is an inability to shield self from unbearable anxiety. A year later, C.E. Benda wrote that the autistic child is “not mentally retarded in the ordinary sense of the word, but rather is a child with an inadequate form of mentation which manifests itself in the inability to handle symbolic forms and assume an abstract attitude.”

During the mid-1960s, understanding of autism continued to shift. In 1964, Bernard Rimland published a biogenic theory of autism: “The basis of the autism syndrome is the child’s impaired ability to relate new stimuli to remembered experience. Hence, the child does not use speech to communicate because he cannot symbolize or abstract from concrete particulars. And he is unresponsive to his parents because he does not associate them with previous pleasurable experiences.” Rimland thought that the underlying cause of autism was an impairment in the brain’s reticular formation—the part of the brain believed by many to link sensory input and prior content.

During the 1960s and into the 1970s, researchers offered biogenic explanations of autism—theories focusing on biochemical and metabolic anomalies in people with autism, or on the role in the development of autism of various problems of the central nervous system. Autism was beginning to be viewed as a neurological disorder. This viewpoint is still very much with us. Speaking at the 1999 National Conference of Autism, James Ball referred to autism as a complex developmental disability resulting from a neurological disorder that affects the functioning of the brain.

That year, clinical practice guidelines on autism published by New York State referred to it as a part of a clinical spectrum of pervasive developmental disorders: “Autism is a neurobehavioral syndrome caused by dysfunction in the central nervous system, which leads to disordered development.”

Beginning in the mid-1960s and carrying forward through the 1980s to 2000, researchers have turned to genetics, searching for the genetic error, perhaps inherited, underlying the development of autism. The roles of several candidate genes are being studied. In the 1990s, other approaches to autism were described, including the executive functions approach, the hypothesis that autism results from early life brain damage, the theory that autism is the result of neuroimmune dysfunction, and that it is the result of autistic enterocolotitis, which may be linked with the measles, mumps, and rubella vaccination.

Resources and links—You can reach Dr. Kaplan at US Autism and Asperger’s Association by calling 1-888-9AUTISM or by writing drlkaplan@usautism.org.

Editor’s Addendum: Autism in History 2000–2016

By Jonathan Alderson, Ed.M.

Since the new millennium, our understanding of ASD has profited from remarkable advances in genetic research. In 2003, the Human Genome Project (HGP) was declared complete, and for the first time in human history scientists identified the entire human DNA sequence. Leveraging this game-changing data to investigate autism, Dr. Stephen Scherer and Dr. Ryan Yuen at The Hospital for Sick Children in Toronto, Ontario, Canada used one of the world’s largest supercomputers, in conjunction with Google, BGI-Shenzhen (China), and with major funding from Autism Speaks, to analyze the whole genomes of 200 families. These 600 fully sequenced genomes came from MSSNG (pronounced “missing”), the world’s largest collection of autism genomes and a collaborative effort of Autism Speaks and The Hospital for Sick Children (SickKids) in Toronto. The Autism Speaks MSSNG project has made this invaluable resource of the genomes of families with autism an open source and available to collaborating researchers around the world who are searching for the causes of and treatments for autism.

Many other researchers in medicine and human biology have concentrated on understanding ASD. In 2015, Dr. Derrick MacFabe, Director of the Kilee Patchell-Evans Autism Research Group, was invited to present his groundbreaking findings at the renowned Nobel Forum Symposium. Dr. MacFabe’s focus on the gut-brain connection has produced top-tier scientific research that confirms organic byproducts, short chain fatty acids produced by intestinal bacteria that can act as “epigenetic modulators” affecting many of the genes that Dr. Scherer at SickKids in Toronto has associated with autism. Pieces of the puzzle are being connected by these pioneers. It should also be noted that more than at any other time in history, hundreds of millions of dollars are being invested in autism research by governments and by private donors including seriously dedicated individuals like David Patchell-Evans, founder and CEO of GoodLife Fitness and cofoundere of the Kilee Patchell-Evans Autism Research Group, who has donated more than five million dollars to the research team, named after his daughter, a young adult with autism.

More recently, in 2016, Dr. Evdokia Anagnostou and her team at Holland Bloorview Research Institute in Toronto have been investigating the possible beneficial effects of intranasal oxytocin on anxiety and social-receptivity in people diagnosed with autism. Pharmacological research and drug treatments for autistic symptoms is advancing in part because of new genetic information and understanding.

Since 2000, the update in diagnostic criteria of autism has been another important and major shift in the field of autism. The Diagnostic and Statistical Manual-Fifth Edition (DSM-5) was released in 2013, delivering revisions to the criteria needed for a diagnosis of what is now called Autism Spectrum Disorder. Previously, the DSM-IV (4) included Autism as one of several Pervasive Developmental Disorders (PDD) including Asperger’s. In the fifth revision, these PDDs were all combined under one umbrella-term Autism Spectrum Disorder. A diagnosing physician can add a severity level qualifier such as “moderate” or “severe” to distinguish along the spectrum and to determine the kinds and amounts of funding and supports a child can receive.

Perhaps the biggest debate that this redefining of autism triggered was the removal of Asperger’s as a separate diagnosis. The ramifications of this for the thousands of children and adults formerly diagnosed with Asperger’s are yet to be seen. Questions and concerns about access to services, recognition of disability, and all those who identify as and have formed “Aspie” communities are left to find their own way.

The field of autism treatment has seen a shift in the “style” of ABA services from a heavy emphasis and adherence to the more rigid Discrete Trial Training (DTT) toward programs emphasizing broader generalization, more socialization, and playfulness, like Natural Environment Training (NET), Pivotal Response Training (PRT), and Positive behavior Support. ABA-based strategies for Autism Spectrum Disorder continue to be the most researched, available, and commonly used treatments for autism globally. This has been in part supported by the growing number of professionals accredited with the BCBA training and certification.

Outside of the ABA realm, a growing number of multidiscplinary autism treatment centers have opened since 2000. Recognizing that most families choose to “blend” a variety of therapies and professional services including speech therapy and occupational therapy along with behavioral intervention, among others, centers in which these services are closely located under one roof and are well coordinated have gained popularity. The Pacific Autism Family Centre in Vancouver, Canada, and Integrated Services for Autism and Neurodevelopmental Disorders (ISAND) in Toronto, Canada, are two examples of this trend. Building on the multidisciplinary concept, the Integrated Multi-Treatment Intervention (IMTI) is an approach that takes into account the order and timing of blending various approaches into highly customized treatment programs for individual children. (Disclosure Note: This author is the Founder/ Director of the IMTI program). Although there is a dearth of research on integrating different approaches and services, anecdotal evidence of significant improvements in development suggests multidisciplinary models may be a next evolution in autism treatment.

On this note, in July 2014, another evolution in the field of autism was printed in the New York Times when it reported the results of a study by Dr. Deborah Fein of the University of Connecticut along with a second study by the well-regarded Dr. Catherine Lord, who found that about 9 percent of people diagnosed with autism will at some point no longer meet the diagnostic criteria. Autism has for decades been considered, and remains to date, an incurable lifelong disorder. The notion of recovery has been dismissed vehemently as impossible, false hope and explained away as misdiagnosis. Truly, this “recovery” research, along with epigenetic and biomedical research, and newly emerging models of integrated treatments, are all challenging the status quo and pushing us all to challenge our belief and to hopefully see even more possibility for positive life outcomes of all those with ASD whom we love and for whom want the very best.
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MOVING PAST HISTORICAL STEREOTYPES OF AUTISM

The medical pathologist focuses the microscope to sharpen his view on the odd-looking cells. Using a special stain to color them, with a closer look, he positively identifies adenocarcinoma. There’s no mystery or guess work. The cells meet the globally accepted characteristics of this well-defined type of cancer. Within a few hours, the family is called into the doctor’s office for the devastating news. At the same time, he is able to give them clear treatment options, answer their questions, and explain the statistical probability of beating it.

In a different part of the hospital, a less certain diagnosis is being made with an even less certain course of treatment. Unlike the pathologist staring straight at the cancer cells, autism is not a cell we can see. We can’t measure it like insulin in blood for diabetes or as a biomarker in urine. Autism doesn’t have a certain temperature like a fever or a specific blood pressure. Instead, autism is made up of a group of behavioral symptoms that the doctor observes and then decides, subjectively, if they look “autistic enough.” It’s not uncommon for parents to get two different opinions about the severity of their child’s autism or even if it’s autism at all.

One boy is already falling well behind his peers. He can speak but doesn’t have conversations, and he doesn’t play with toys typically the way his peers do. He lines up any objects he finds in rows, and if someone moves them, he tantrums as if his world has been destroyed. The psychiatrist is looking for a specific yet broad set of behaviors (or absence of typically present behavior) that may add up to the necessary group of symptoms for a diagnosis. It’s a complex process. Typically, a diagnosing physician or psychologist has a fairly limited time to observe a young three-year-old’s range of behaviors. In some cases, an hour or less. They follow well-defined definitions from the DSM-5 and use standardized screening assessments like the M-CHAT-R (Modified Checklist for Autism in Toddlers Revised). Some of the best physicians I know will take up to as many as three hours and will work in tandem with a team including speech therapist and physical therapist. Even with this rigor, the diagnosis of autism is behavioral and subjective.

At the end of the diagnostic process, the psychiatrist writes down Autism Spectrum Disorder (ASD) on a form followed by “moderate” in parentheses. She says she can’t predict how far the boy will develop. The prognosis of ASD is uncertain. The parents are devastated. She offers support and hands them a list of resources with phone numbers to call to get their son on waiting lists for services as soon as possible. As they leave, a thousand questions flood their minds.

Unlike cancer, autism is still an enigma. What causes it? How is it treated? Despite promising new research in epigenetics, there is no consensus. What’s more, the criteria for diagnosing autism have changed over time and are still being debated to this day. In other words, there still isn’t global consensus about what autism even is.

The unsolved nature of autism and lack of consensus has provided the perfect environment for a Wild West of theories, treatments, and ultimately for myths to exist, unchallenged.

For example, is the incidence of autism on the rise? Autism affects as many as 1 child in 45. There are an estimated over 200,000 children with the disorder in Canada alone. More children will be diagnosed this year with autism than AIDS, cancer, and diabetes combined. Rates of diagnosis have gone up dramatically, over the past ten years especially. This fact alone is a widely debated issue. Some say the increase is due to the definition of autism being broadened to include more kids with milder forms of autism who, in the past, would have been labeled with PDD or Asperger’s. Others believe rates have increased because of vaccines or because the environment is getting more toxic. There is so little consensus, entire books are written for and against each of these theories, packed with “science,” some more credible than others, and real-life anecdotes to support their compelling side of the argument. Again, the vacuum created by the lack of certain knowledge about autism has been filled by some truths, some half-truths, and some untruths.

Another example of lack of consensus leading to myths is the autism-vaccine link. This is hands-down one of the most debated and contentious issues. The arguments aren’t explained well in the media, and so headlines like “Vaccines cause autism” have triggered more fear than good. Some researchers like Dr. Andrew Wakfield have proposed that the measles virus in the Measles, Mumps, and Rubella (MMR) vaccine finds its way into the intestines and causes an inflamed bowel disease similar to Crohn’s Disease. According to the theory, the inflammation causes leaks of proteins back into the blood that affect the brain, causing autism. As chronicled by Paul Offit, in Autism’s False Profits, Wakefield’s research has now been harshly criticized and discredited most importantly by his own medical community. Offit and others call Wakefield’s MMR theory a damaging myth. Indeed, a main thrust for me behind igniting the conversation about the myths of autism is witnessing the negative impacts they can have on this vulnerable population and their families.
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