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			I have been doing autism talks for over forty years, and I have learned that there are certain accommodations that are really needed. My mother always had high expectations for me, with some limited accommodations. At family gatherings, I had a designated area where I could run. This helped me remain calmer and successfully participate in dining with all the relatives. When my family went on vacation, we all had to go on a ferry boat. I was allowed to ride in a cabin below the deck to avoid the boat’s loud horn. Not going on the ferry was not an option.

			An accommodation that most autistic children and adults need is checklists for tasks that require a sequence of steps. I have a very difficult time remembering a series of steps when the directions are presented verbally. I cannot remember them. On a job, if I had to do a task, such as cleaning an ice cream machine, I would need to write down the cleaning steps in a pilot’s checklist format. This provides me with an external working memory. Some of the other accommodations that may be needed at school are a quiet place to calm down and a little extra time on tests.

			I was lucky that I was enrolled in a good early education program at age two and a half. In my program, I learned language, the ability to take turns at games, and skills such as eating with utensils. The latest research shows that little autistic children need ten hours a week of one-to-one instruction with an effective teacher. In some areas, there is a lack of resources, and a three-year-old with no speech may be on a two-year wait list. Doing nothing for two years is the worst thing you can do. Parents may need to look for resources in their neighborhood, such as retired teachers, to work with their child.

			It is essential to limit electronics. I was limited to one hour of TV a day. Phones and tablets need to be replaced with doing real activities with other people. I used to spend hours tinkering with little parachutes and kites to make them fly better. In high school, I was bullied and teased. The only place I was not bullied was when I did activities with friends who had shared interests. For me, it was riding horses. For another autistic high school student, it may be marching band, theater, or sports. For the young adults who are addicted to video games, introducing them to automobile mechanics may lead to a career. Some of these individuals learned that motors were more interesting.

			For many autistic individuals, a major problem is making the transition from academics to work. Children and teenagers need to learn work skills. Young children need to do chores. Older elementary school–age children need to learn how to do tasks on a schedule for people who are outside the family. Some examples would be walking a neighbor’s dog or a volunteer job at a house of worship or community center. Fully verbal individuals need to get real jobs before they graduate from high school. To set them up for success, teach them how to make their own checklists, and avoid chaotic multitasking jobs, such as a busy food takeout window.

			There is a tendency for some parents to do everything for their child. I see many fully verbal teenagers who have never gone shopping by themselves. These teenagers need to be stretched slightly out of their comfort zone and given some choices. Excellent activities for building social skills are selling candy and other products for charity and serving as a host or hostess at parent parties. Autistic individuals have many valuable skills that are needed. Some of the best mechanics or mathematicians are autistic.

			I also need to address the needs of autistic individuals who never learn to speak. Some of these individuals can learn to type independently. This needs to be encouraged. This book has chapters with practical guidance for working with non-speaking adults. Their abilities are often underestimated. To help reduce behavior problems, the non-speaking individual must have a way to communicate their needs. They also need to be checked for hidden painful medical problems they cannot tell you about. Some examples would be tooth infections, or acid reflux that makes their stomach hurt. The Way I See It will help parents, teachers, professionals, and autistic individuals achieve their full potential.

			I was lucky that I was raised with high expectations with some limited accommodations.
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			Autism entered my life prior to my son Dashiell’s second birthday. We, like so many parents, told our pediatricians of what are now known to be the classic signs of autism. Our son lost his language; began spinning, flapping his hands, and having tantrums; and withdrew into his own world, a world into which we were not invited. For almost a year, we went to his pediatrician’s office to discuss these behaviors, only to be told there was nothing to worry about; he was simply experiencing his terrible twos. However, his behaviors escalated, and we witnessed him becoming a danger to himself and others. We called the pediatrician and said, “This is not just the terrible twos. Something is wrong—something is horribly wrong.” We insisted that my son be tested, and within a few short hours of arriving at the hospital, we were told that our son was diagnosed with pervasive developmental disorder (PDD). For many of us, being given a diagnosis of PDD is a gentle way of saying, “Your child, your beautiful baby with ten fingers and ten toes, has autism. He may never be able to read, write, talk, or hold down a job. He may never live alone, have friends, be welcomed into a community, marry, or have a family of his own.”

			The next several months were equally brutal. Our school district had an early intervention pre-kindergarten program. They assured us that the teacher was well trained and that the school was well equipped to handle him. We enrolled him, and on the first day of school, they lost him—physically lost him. Upon closer examination, it turned out this so-called well-trained teacher had never taught a child with autism—ever. Being two well-educated parents, we were confident that we could do a better job on our own. We set up a home-based program to be run by one of the most highly regarded behavioral therapists at the time. Unfortunately, our timing was off, as our highly regarded behavioral therapist was in the midst of a nervous breakdown, and as a result, her “therapy” methods resembled child abuse more than teaching. We couldn’t have felt more lost, more alone, and more inadequate when one day, a package from my mother arrived in the mail. It was a book called Thinking in Pictures by Temple Grandin. The following day, an envelope from my grandmother arrived, in it a New Yorker article written by Oliver Sacks about none other than Temple Grandin.

			Temple’s story is remarkable. She is a gifted animal scientist and the most successful designer of humane livestock handling facilities in the United States, and she has autism. She began life nonverbal and with a variety of inappropriate behaviors. Despite her autism, today she can read, write, and talk (boy, can she talk); she lives on her own; she can hold down a job (in fact she has many of them); she is a consultant for a number of Fortune 500 companies, a best-selling author, a lecturer (on livestock and autism), and a professor of Animal Science at Colorado State University; and perhaps most importantly, she is a friend—a dear friend. She is fiercely loyal, always available, and willing to take action. Once upon a time, all of this seemed like a pipedream even for Temple, but with the support and encouragement of her mother, Eustacia Cutler, and other mentors in her life, Temple went from being a nonverbal four-year-old to being all she is today. For parents of children with autism, Temple Grandin is our hero. She has given us a window into our children’s minds and a reclaimed dream for a future filled with possibilities.

			Thirteen years ago, I realized that Temple’s story needed to be shared with a wider audience. As I transitioned from being an agent at the William Morris Agency into owning my own management company, I realized it was possible for me to lead that charge and produce a film about her extraordinary life. I called Temple and reached out to HBO, and we were on our way. It took us ten years to get it right, but I couldn’t be more proud of our film, Temple Grandin, which celebrates the life of someone I respect and admire so much. Whether I was sharing a meal with her in New York, reviewing dailies with her in my hotel room in Austin, sitting beside her at the Golden Globes, being hugged by her on stage at the Emmys, or listening to her encourage the Chairman of Time Warner to examine the McDonald’s distribution system, my days with Temple have been amongst the best and most interesting of my life.

			After settling back into my normal life, I picked up a copy of Temple’s book The Way I See It. Just when I thought I had learned everything Temple could teach me, I was astonished to learn there was more—a lot more. 

			Often, parents of children with autism are encouraged to adhere to a routine with their child. Temple devotes an entire chapter to encouraging flexibility in a routine and provides examples on how to accomplish that. She identifies strategies for encouraging interests that can later become vocations as children with autism become adults with autism. Additionally, Temple reminds us that learning is a continuum. Human beings have the ability to learn well into their senior years, and exposure to new things is essential in expanding a person’s mind, even, and perhaps especially, if they have autism. This book is insightful, helpful, and hopeful—just like the woman who wrote it! It is a “how-to” guide that I am confident will leave any reader feeling both informed and inspired.

			EMILY GERSON SAINES

			February 2011
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			Who better than Temple Grandin to give us a personal look at autism? For over thirty of her nearly sixty years’ experience on the autism spectrum, Temple has dedicated much of her time, energy, considerable intellect, and talents to learning about her condition and translating it for the rest of us. This book puts together under one cover her highly insightful, informed, articulate, and, most of all, practical ideas and instructions for dealing with the wide range of behaviors, learning styles, and physical health issues found in autism.

			At the time Temple came on the autism scene, few people had heard of autism, and even fewer had ever heard of someone with autism who could communicate well enough to tell us how it felt, from the inside. I was a member of a small group of parents of children with autism, nationwide, who, in November 1965, at the invitation of Dr. Bernard Rimland, met to form a national organization, the National Society for Autistic Children (NSAC), now called the Autism Society of America (ASA). Our goal was to seek a better understanding of this mysterious condition that so severely affected our children, and to seek treatment, as well as cause and cure. There was almost nothing in the literature. Dr. Rimland’s book, Infantile Autism: The Syndrome and Its Implications for a Neural Theory of Behavior (published in 1964), was among the very first on the subject. None of us knew an adult with autism.

			I first met Temple in the mid-1980s at the St. Louis Airport, when making a connection to Chicago for the annual NSAC conference. In the small waiting area, there were about twenty-five other conference goers from across the nation, also waiting for that flight. Most of us knew each other, and the talk was mostly about autism.

			Standing on the periphery of the group was a tall young woman who was obviously interested in the discussions. She seemed shy and pleasant, but mostly she just listened. Once in Chicago, she and I got on the conference bus and sat together as we traveled to our hotel. I learned her name was Temple Grandin, and this was her first autism conference. I was impressed at how much she knew about the condition. It wasn’t until later in the week that I realized she was someone with autism. I had heard of a woman who had that diagnosis, who was high functioning, but had not connected the two. I approached her and asked if she’d be willing to speak at the next year’s NSAC conference program. She agreed.

			Back then, NSAC conferences were the only national meetings focused solely on autism. Each year there was one entire session set aside just for information exchange. It was held in a large room of ten-person round tables, each designated for a special subject, with a discussion leader. That next year I was the discussion leader for a table labeled “Adults with Autism,” and that’s where Temple first addressed an NSAC audience. The ten chairs were filled immediately, and people were standing at least three deep. The room became noisy, and with so many wanting to hear every word Temple said, I asked for a room just for us. More people followed as we were led to a small auditorium.

			Temple and I stood on the slightly elevated stage. The audience couldn’t get enough of her. Here, for the first time, was someone who could tell us from her own experience what it was like to be extremely sound sensitive (“like being tied to the rail and the train’s coming”). On the topic of wearing certain kinds of underwear, she described her profound skin sensitivity and how she could not verbally articulate how painful it was. On relationships, she talked about how hard it was to communicate what she felt, and about her difficulty in understanding others. She was asked many questions: “Why does my son do so much spinning?” “What can I do about toilet training?” “Why does he hold his hands to his ears?” “Why doesn’t he look at me?” She spoke from her own experience, and her insight was impressive. There were tears in more than one set of eyes that day.

			After the hour-long session ended, many stayed around to talk to Temple. She seemed surprised but pleased with the attention—even adulation. Later, when I asked, she said she had been a little nervous. Over the years, I’ve often thought about that scene, and marveled at how remarkable an event it was for her, and all of us.

			Not long afterward, in 1986, her first book was published, Emergence: Labeled Autistic. The rest is history, as they say. Ten years later came her highly acclaimed work, Thinking in Pictures, with other autism books to follow. Temple simultaneously became well known for her work and writings in her chosen professional field of animal behavior. She earned a PhD in that discipline, from the University of Colorado. Her 2006 release, Animals in Translation, became a New York Times Bestseller.

			Temple quickly became a much sought-after speaker in the autism community. She wrote articles for the popular press as well as peer-reviewed professional journals. Always generous to projects related to parents and their children, she wrote for parent organization newsletters and traveled around the US and the world to speak at autism conferences. Probably no one with autism has appeared in the world media more than Temple, nor has had a bigger impact on our global understanding of autism and the people diagnosed on the spectrum.

			Yet, the Temple Grandin of today is not the same woman I met nearly twenty-five years ago. It has been a remarkable privilege to witness Temple’s growth in social skills and awareness throughout the time I have known her. She is one of the hardest workers I have ever known. In my opinion, it is mainly that trait that has helped her become the successful, engaging adult she is now, despite severe difficulties along the way. She is knowledgeable. She is willing to help parents as well as others with autism. She is insightful. And she is courageous—a fitting word to explain her heartfelt, strong (and sometimes unwanted) advice to her adult peers with autism on the importance of being polite, dressing appropriately, accepting responsibility for their actions, and following rules of civility if they want to get and keep a job or have friends.

			And not least, she is funny. Though generally her presentations are straightforward, in recent years she has become quite good at humor. Her audiences love it.

			In addition, and to her credit, she has learned to be generous in recognizing those who have helped her along the way, namely her mother, Eustacia Cutler, whose book, A Thorn in My Pocket, tells the family story. Others are teachers and colleagues who saw her potential and bravely went beyond current practice to help her develop some of her strengths. For many individuals with autism, it is difficult to impossible to understand and develop “theory of mind,” that intangible mental process by which most of us intuitively notice and “read” the nuances of social situations: how others are feeling, what they may be thinking, and the meaning behind their nonverbal actions. Temple’s persistence in learning this, and her strong analytical skills while doing so, have helped significantly in improving her social thinking and social sense.

			Temple continues to wrap her energies around autism and the people it touches. Her talent is a gift to us all—not just those of us in the autism community, but the world at large. The book you are holding in your hand is the result of her keen, detective-like analysis of human beings, her extensive personal thought, and the wisdom gained only through the personal experiences that make up Temple Grandin. It serves as an excellent summary of what one human being has contributed to one of the most disabling and puzzling conditions known to mankind. Temple takes time to listen—without pre-conceived ideas or judgment—to parents and the professionals who work with and for individuals with autism on the entire spectrum.

			She seeks solutions, from teaching strategies, to the larger lifespan issues that can present challenges of immense proportions, even for neurotypicals. The suggestions she offers in this book are imaginative, well thought out, practical, and useful. She talks directly to the reader, with honesty and understanding. She knows what autism is like, and her recommendations make sense.

			Every library, large or small, needs this book on its shelves. Every school, large or small, with the responsibility of educating children with autism, needs the guidance this book offers. Every teacher within those schools will benefit from reading it and applying the strategies Temple so clearly illuminates. Last, and certainly not least, every parent will find within these pages golden nuggets of advice, encouragement, and hope to fuel their day-to-day journey through their child’s autism.

			As I’ve heard Temple often remark in the twenty-something years I have known her, about the way she views autism and her life: “I didn’t become social overnight. There wasn’t a point when some magic switch turned on in my brain and the social stuff made sense after that. I’m the person I am today because of all the experiences I’ve had, and the opportunities those experiences offered me to learn, little by little. It wasn’t easy; sometimes it was really difficult. I’ve made a lot of mistakes, but I just kept going until I got it right. And, I’m still learning today! That’s what I want other people on the spectrum to learn: You just can’t give up. You have to keep trying.” 

			The wisdom she offers through this book and its personal reflections on autism will, I’m sure, ring true for many more decades to come.

			Ruth Christ Sullivan, PhD

			May 2008

			Ruth Christ Sullivan, PhD, was the first elected president of the Autism Society of America (formerly NSAC), founded in 1965 by the late Dr. Bernard Rimland. In 1979 she founded and was Executive Director of Autism Services Center (ASC), in Huntington, WV, until her retirement in 2007, at age eighty-three. ASC is a nonprofit, licensed behavioral health care agency that serves all developmental disabilities but specializes in comprehensive, autism-specific services, in community-based settings, including clients’ homes. ASC serves approximately 270 clients, with a staff of 350. Dr. Sullivan was one of the chief autism lobbyists for Public Law 94-142 (now known as the Individuals with Disabilities Education Act, IDEA), as well as the Developmental Disabilities Act. She was the main force behind the founding of the West Virginia Autism Training Center at Marshall University, in Huntington, WV, in 1983. Dr. Sullivan assisted in the production of the 1988 movie Rain Man, serving as a consultant on autism behavior. Dustin Hoffman, who won an Oscar for his starring role as Raymond Babbett, worked directly with Dr. Sullivan and her son, Joseph (born in 1960), who has autism, in practicing for his role. The premiere of Rain Man was held in Huntington with Dustin Hoffman and Barry Levinson, the producer, present. It was a benefit event for Autism Services Center. Though Dr. Sullivan has lived in Huntington, WV, for forty years, she is still close to her large, south Louisiana Cajun family in Lake Charles.

		

		
			
			

		

		
			
			

		

		
			
			

		

		

		
			The anger and resentment many people with autism feel is understandable and justified. What is not, however, is rude “acting-out behavior” in response to these feelings.

			ANSWERS 
TO THE MOST COMMON RECENT QUESTIONS

			By Temple Grandin

			In this book focusing on education, it is important to address some recent concerns that have been raised by adults who are on the autism spectrum. I also want to help parents and teachers to avoid getting locked into the label of autism and failing to see the whole child. The abilities of autistic children are often underestimated.

			Today, many parents who receive a diagnosis that their young child has autism may find many conflicting viewpoints on the best type of therapy. Autism specialists all agree that young two- to five-year-old children who are not talking should receive therapy. The worst thing a parent can do is to do nothing and allow the child to zone out on electronic devices. The child should immediately start therapy. If therapy is not available, a student or a grandparent could volunteer to work with the child.

			Some autistic adults have websites and other online media where they adamantly oppose the use of ABA (Applied Behavior Analysis) as a treatment for autism. Studies show that modern ABA is an evidence-based treatment for very young children. Some of these advocates were subjected to harsh, punitive ABA that forced them into sensory overload. In these poor programs, there was also too much emphasis on compliance and not enough work on developing the child’s abilities.

			There is another recent development that may make some autistic treatment programs a poor choice. Since ABA is covered by insurance, private equity firms have recently purchased ABA practices. They discovered that these clinics were a lucrative financial investment. This may provide an economic incentive to teach all children with the same “cookie cutter” program. A good ABA clinic will carefully tailor each program to fit the needs of each child. The incentive for more insurance dollars may also motivate a clinic to recommend excessive amounts of therapy. They may also use poorly trained staff to handle big caseloads.

			How to Evaluate Effective Early Educational Program for a Young Nonverbal Child

			Little kids between the ages of two to five who are not talking need about ten to twenty hours a week of one-to-one teaching with an effective teacher. That teacher could be an ABA therapist, an occupational therapist, a speech therapist, a parent, or a grandparent. I have observed that effective teachers have a “knack” for engaging the child and making progress. There are four simple ways to evaluate the effectiveness of a teacher for a child under five years of age:

			
					The child learns more and more speech.

					The child learns how to wait and take turns at games. This is an important skill to learn because it helps the child to reduce impulsive behavior.

					The child learns more and more skills such as hand washing, eating with utensils, and putting on a jacket.

					The child should like going to therapy. If the child hates therapy, the program must be changed.

			

			Recommendations for Older Children and Answers to Recent Common Questions

			By the time I was five, I had learned to talk, and I no longer needed one-to-one therapy with a teacher. I am concerned that a clinic that is making money from insurance may have an economic incentive to continue intensive therapy when it should be phased out. If a child does not quickly learn language, they must be provided with an alternative method to communicate, such as sign language, an electronic augmentative communication device, or a picture board. I can remember the total frustration of not being able to communicate. Sometimes I attempted to communicate by screaming. Meltdowns and aggression may be triggered by either a lack of a method to communicate or sensory overload. Some autistic individuals are more likely to become aggressive in noisy environments. Their sensory system may be more sensitive to sudden loud noise.

			Another common question I get asked is “Should a child be allowed to stim?” Stimming is repetitive behavior such as rocking or spinning objects. I was allowed to stim for an hour after lunch and again in the evening. It helped to calm me down. I was not allowed to stim at the dining room table. Another common recent question is about “masking” (camouflaging) and suppressing autistic behavior. Masking is used to appear more normal. For example, I learned not to bite my fingernails in front of other people. I have replaced stims, such as spinning an object, with intricate doodles I do on a piece of paper. This “stim” does not bother other people. When I was younger, I used my squeeze machine every day to calm down. It is described in detail in my book Thinking in Pictures. The use of deep pressure and other effective sensory methods is covered in several chapters in this book. Some people wanted to take my squeeze machine away. That would have been very detrimental to me. Another calming method was watching old Star Trek episodes in the late afternoon to help me chill.

			

			Another common question is about autistic burnout in young adults. Many advocates maintain that this is caused by constantly having to “mask” autistic behavior to appear more normal. In many of my publications, I have written about serious problems with panic attacks and anxiety. During my twenties, they got worse. By the time I was in my early thirties, my health was deteriorating due to constant colitis. The stress caused by panic attacks was damaging my body. A complete description of my symptoms is in Thinking in Pictures. My symptoms may be similar to the autistic burnout that is described by some adult advocates. Starting a low dose of an antidepressant in my early thirties greatly reduced my anxiety. My colitis issues were almost eliminated. This may have helped me avoid autistic burnout. There are extensive discussions of medications in this edition of The Way I See It and in Thinking in Pictures. I have been on the same low dose of an antidepressant for forty years. It is likely that my health would have really deteriorated if I had not discovered the use of antidepressants.

			I want to emphasize that way too many medications are given to young children. Parents have told me about elementary school age kids who were on four to seven medications. Discussions with them often indicated that every time the child had a behavior problem, another prescription was added. This is bad because some medications have severe side effects, such as obesity.

			Recently, I attended a meeting where autistic adults discussed masking. Another cause of burnout may be social situations where there is rapid back-and-forth chitchat. I do not have sufficient brain processing speed to follow these conversations. I usually avoid the evening happy hours that contain them. Some people at the meeting also had problems with hearing in noisy environments. Others and I at this meeting agreed that learning some basic social skills, such as being polite, is not difficult and that some masking is necessary to survive. One woman said there is a fine line between doing some minor masking and suppressing her identity. I express my identity by wearing western clothes, but I had to learn to be clean and polite.

			

			The happiest autistic adults I have known have careers they love, where they have lots of friends through shared interests. For me, the best conversations are about interesting subjects such as animal behavior, construction, autism, and brain research. Autism and Education: The Way I See It will help autistic children and adults to achieve their full potential.
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			chapter 1

			The Importance of Early Educational Intervention

		

		
			
			

		

		
			The best thing a parent of a newly diagnosed child can do is to watch their child, without preconceived notions and judgments, and learn how the child functions, acts, and reacts to his or her world.

			Both research and practical experience show that an intensive early education program in which a young child receives a minimum of ten to twenty hours a week of instruction from a skilled teacher greatly improves prognosis. The brain of the young child is still growing and evolving. At this age, the neural pathways are highly malleable, and intensive instruction can reprogram “faulty wiring” that prevents the child from learning. Plus, behaviors in a young child have not yet become ingrained. It will take less practice to change an inappropriate behavior at age two to three than it will to change the same behavior at age seven to eight. By then, the child has had many years of doing things his way and change comes about more slowly.

			For early childhood programs, ABA (applied behavioral analysis) programs using discrete trial training have the best scientific documentation backing up their use. But other programs, such as the Early Start Denver Model (ESDM), have been validated in a randomized trial. Additional evidence-based programs are pivotal response, speech therapy, and occupational therapy. The autism spectrum is vast and diversified. Children have different ways of thinking and processing information, and it is important that an intervention method be aligned with the child’s learning profile and personality. Detailed descriptions of different types of early intervention programs can be found online.

			A book I recommend is Early Intervention and Autism: Real Life Questions, Real Life Answers by Dr. James Ball (2012) from Future Horizons, Inc. While this book is written for parents of newly diagnosed children, more than 75 percent of the information on interventions, effective teaching strategies, program planning, and behavior management is valuable for parents of children of all ages.

			My Early Intervention Program

			I had a wonderful and effective early education program that started at age two and a half. By then, I had all the classic symptoms of autism, including no speech, no eye contact, tantrums, and constant repetitive behavior. This was in 1949, and doctors knew nothing about autism, but my mother would not accept that nothing could be done to help me. She was determined and knew that letting me continue without treatment would be the worst thing she could do. She obtained advice from a wise neurologist who referred her to a speech therapist to work with me. She was just as good as the autism specialists today.

			My talented speech therapist worked with me for three hours a week doing ABA-type training (breaking skills down into small components, teaching each component separately using repetitive drills that gave me lots of practice) and she carefully enunciated hard consonant sounds so I could hear them. At the speech therapy school, I also attended a highly structured nursery school class with five or six other children who were not autistic. Several of the children had Down syndrome. These classes lasted about eight hours a week.

			My nanny was another critical part of my early therapy. She spent 20 hours a week keeping me engaged. For instance, playing repeated turn taking games with my sister and me. She was instrumental in introducing early social skills lessons, even though at that time, they weren’t referred to as such in a formal manner. Within the realm of play, she kept me engaged and set up activities so that most involved turn-taking and lessons about being with others. In the winter, we went outdoors to play in the snow. She brought one sled and my sister and I had to take turns sledding down the hill. In the summer, we took turns on the swing. We were also taught to sit at the table and have good table manners. Teaching and learning opportunities were woven into everyday life.

			When I turned five, we played lots of board games such as Parcheesi and Chinese checkers. My interest in art and making things was actively encouraged and I did many art projects. For most of the day, I was forced to keep my brain tuned into the world. However, my mother realized that my behaviors served a purpose and that changing those behaviors didn’t happen overnight. I was given one hour after lunch where I could revert back to repetitive autistic behaviors without consequence. During this hour, I had to stay in my room. I sometimes spent the entire time spinning a decorative brass plate that covered a bolt that held my bed frame together. I would spin it at different speeds and was fascinated at how different speeds affected the number of times the brass plate spun.

			The best thing a parent of a newly diagnosed child can do is to watch their child without preconceived notions and judgments and learn how the child functions, acts, and reacts to his or her world. My book, Navigating Autism, will help prevent parents from becoming label-locked and underestimating the abilities of their child. That information is invaluable in finding an intervention method that will be a good match to the child’s learning style and needs. The worst thing parents can do with a child between the ages of two to five is nothing. It doesn’t matter if the child is formally diagnosed with autism  or has been labeled something less defined, such as global developmental delay. It doesn’t matter if the child is not yet diagnosed if there are signs that the child may be on the spectrum: speech is severely delayed, the child’s behaviors are odd and repetitive, the child doesn’t engage with people or his/her environment, etc. The child must not be allowed to sit around stimming all day or, conversely, tuning out the world around him/ her. Parents, hear this: doing nothing is the worst thing you can do. If you have a three-year-old with no speech who is showing signs of autistic behavior, you need to start working with your child now. If signs are appearing in a child younger than three, even better. Do not wait six more months or a year even if your pediatrician is suggesting you take the “wait and see” approach or is plying you with advice such as “boys develop later than girls” or “not all children start to speak at the same time.” My advice to act now is doubly emphasized if your child’s language started developing late or his/ her language and/or behavior is regressing.

			Parents can find themselves on long waiting lists for both diagnosis and early intervention services. In some cases, the child will age out of the state’s early intervention system (birth to three) before his name gets to the top of the list! There is much parents can do to begin working with the child before formal professional intervention begins. Play turn-taking games and encourage eye contact. Grandparents who have lots of experience with children can be very effective. If you are unable to obtain professional services for your young child, you need to start working with your child immediately.

			This book and Raun Kaufman’s book, Autism Breakthrough, will be useful guides on how to work with young kids. The best part of Kaufman’s book are the teaching guidelines that grandparents and other untrained people can easily use. Ignore his opinions about other treatments. Do not allow young children under five to zone out with tablets, phones, or other electronic devices. In young children, solitary screen time must be limited to one hour a day. For children under five, all other activities with electronic devices should be interactive activities done with a parent or teacher.

			The intense interest in the electronic device can be used to motivate interest in doing a game where turns are taken with another person. During this game, the phone should be physically passed back and forth during turn taking. Too many kids are tuning out the world with electronics. In older children, video game playing should be limited to one hour a day. Excessive video gaming and screen use is a major problem in individuals with autism.

			Engagement with the child at this point in time is just as effective as instruction. While you may not yet be knowledgeable about various autism intervention models, you are smart enough and motivated enough to engage your child for 20 plus hours a week. Don’t wait! Act now!
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			Do Not Get Trapped by Labels

			An autism diagnosis is not precise, like a diagnosis for a disease. I can get a lab test for cancer or tuberculosis that is very definitive; this is not true for autism. In the U.S., a diagnosis for autism is a behavioral profile based on a manual published by the American Psychiatric Association called the DSM (Diagnostic and Statistical Manual of Mental Disorders). The behavioral profiles in this manual are based on a combination of scientific studies and the opinion of a panel of expert doctors who debated in a conference room. A draft of the new ICD-11 (International Classification of Diseases) guidelines was published in 2019. It will be outlined in this chapter. Since the ICD is used in many countries around the world for all types of diseases, it is designed to be easily used by primary care doctors.

			When Richard Panek and I worked on our book titled The Autistic Brain (2013), we reviewed the entire history of the DSM. Since the 1950s and 1960s, the diagnostic criteria for autism has changed dramatically. When all the changes made during the last 60 years are looked at side-by-side, it is rather shocking.

			In 1980, a child had to have both speech delay and autistic behaviors to be diagnosed with autism. In 1994, Asperger’s syndrome was added, in which the child is socially awkward with no speech delay. In the 2013 DSM-5, Asperger’s syndrome (AS) and PDD-NOS (pervasive developmental disorder—not otherwise specified) were removed. These labels are now all merged into a broad autism spectrum disorder. There is no longer any requirement for speech delay. Taking out speech delay makes the DSM-5 more vague than the old DSM-IV. Some scientists do not consider language delay as a core symptom of autism because language delays and speech abnormalities are so variable.

			For a person to be labeled with autism, the DSM-5 requires that symptoms must be present in early childhood, but the age of onset is no longer defined. The DSM-5 whittles symptoms down to social and behavioral. The main emphasis is on social abnormalities inherent in the disorder: deficits in social interaction, reciprocal communication, and developing and keeping relationships with friends. In addition, the child must have two out of four of the following: repetitive behavior, adherence to routines, fixated interests, or sensory problems. Studies have shown that 91 percent of individuals with an Asperger’s or PDD-NOS diagnosis will still qualify for an autism diagnosis in the DSM-5. The DSM-5 also created a new social communication diagnosis, which consists of the social problems of autism without the repetitive behavior, fixated interests, or sensory problems. To state that this is not autism does not make sense, because social deficits are a core autism symptom. Since there is no funding for social communication disorders, very few children have received this diagnosis.

			Autism is a Huge Spectrum

			One of the big problems with an autism diagnosis is that it has now changed to a broad spectrum with a wide-ranging degree of abilities.

			The latest brain scan research by Aidas Aglinskas and colleagues (2022) at Boston College shows that the autism spectrum is a true continuous trait. As a child grows up, there is no black and white dividing line between slight nerdiness and mild autism. When children are really little (age two to five), most experts agree that many early educational treatments greatly improve prognosis. When I was three, I had no speech and all the typical autistic symptoms.

			ABA-type (applied behavior analysis) speech therapy and turn-taking games made it possible for me to be enrolled in a regular kindergarten at age five.

			Rebecca Grzadzinski, Marisela Huerta, and Catherine Lord (2013) stated, “In terms of cognitive functioning, individuals with autism display a wide range of abilities from severe intellectual disability (ID) to superior intelligence.” Individuals with autism range from computer scientists at Silicon Valley to individuals who will never live independently. They may not be able to participate in activities such as shopping trips or a sports event. When such a broad range of abilities is lumped together, it is difficult for special education teachers to shift gears between the different levels of abilities. Too often a child with superior abilities is placed in a classroom with more severely impaired students. This may hold this student back and not enable him/her to achieve. Some people have switched to using the international ICD-10 diagnostic system, which still has the Asperger’s label. An abbreviated definition of autism in the new ICD-11 is:

			
					Persistent deficits in initiating and sustaining social interactions.

					Restricted, repetitive, and inflexible patterns of behavior and interests.

			

			When this book first went to press, a final draft of the ICD-11 had been published. The Asperger’s label has been removed, and autism is described with six levels of severity. I like the new ICD-11 draft because it provides clearer guidance. There is a heavy emphasis on whether or not the person has a disorder of intellectual development. When therapies are effective, a child or adult can progress to a higher level. Below is my simplified summary. You can access the complete ICD-11 online.

			
					Autism – Both without intellectual disability and normal language
	(formerly Asperger’s diagnosis)

					Autism – Intellectual disability with normal or near-normal language.

					Autism – Without intellectual disability and with impaired functional
	language.

					Autism – Both impaired intellectual development and language.

					Autism – Without intellectual disability and no language.

					Autism – Intellectual disability and no language.

			

			Bust out of the Label Silos; ADHD and Autism Overlap

			Each diagnostic label has its own support group meetings and books. Unfortunately, each group may stay in its own silo and there may be little communication between them. I have observed that the books for each diagnosis are almost all particular to that diagnosis. In many cases, there are kids who fit in more than one diagnosis. There are four diagnostic labels that get mixed up all the time. They are autism, sensory processing disorder (SPD), ADHD (attention-deficit/hyperactivity disorder), and gifted. Both the DSM-5 and ICD-11 allow a dual diagnosis of autism and ADHD.

			In fact, three studies show that there is a genetic overlap with autism and ADHD. The biggest crossover in genetic factors is between fully verbal autism (Asperger’s) and ADHD. This is why autism and ADHD are often mixed up. One doctor will give a child an autism diagnosis and another will diagnose that same child as ADHD. A neuro-imaging study shows that both autism and ADHD have similar structural abnormalities in the social parts of the brain. Some of these kids may be gifted in one academic subject and have a severe disability in another. Sometimes a child is labeled twice exceptional (or 2E) and he/she may be both gifted and have either an autism, ADHD, or SPD diagnosis. When the same type of students gets put in different silos, they often go down different paths.
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