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Introduction


My first experience with autism spectrum disorder (ASD) was with a five-year-old nonverbal little girl. Her mother sat face-to-face with me and explained that all her hopes for her child were in my hands — her expectation was that I would teach this precious little girl to talk.


As a speech-language pathologist just out of school, at a time when very little about autism was known, I felt the weight of the world on my shoulders. I accepted the challenge that this mother set before me. I began to go through an all-systems check. Did the little one have enough understanding of objects, events, and relationships to communicate about them? Did her speech musculature work properly? Was she socially motivated to communicate? How did she think about the world, how much information could she process at once, and how could I find the answers to all these questions?


Slowly but surely, the strategies that I used during our intervention sessions began to show results. We started with playful routines that she enjoyed, with built-in motivating temptations for her to communicate. At first, I taught her a means to communicate nonverbally through gestures, signs, and simple pictures. All the while I provided simple speech models for her to imitate. She made tremendous gains, and yes, she did learn to talk, though not all children with ASD do.


As my relationship with this child and her family deepened, I knew that devoting my career to autism was inevitable. Fortunately for me, I came upon fantastic mentors who were international experts in autism, and I immersed myself in research and clinical work with children and adults with autism and their families.


One in eighty-eight children is diagnosed with an autism spectrum disorder (ASD). Every family that has been touched by ASD understands the challenges — and the joys — of raising a child on the autism spectrum. If you have a family member with ASD or have had an ASD diagnosis, you are not alone. There is a growing community of support for you, as is shown in the story “A Friendly Reminder” by Tina Dula, about her encounter with a generous woman at a restaurant, who happened to be another mother of a child with autism. If you have not knowingly interacted with someone with ASD, this book may compel you to reconsider encounters with strangers, or even with someone familiar, whose behavior is awkward or perhaps even off-putting.


This book’s potential for impacting the world’s understanding of, and compassion for, individuals with ASD and their family members motivated me to participate in bringing it to fruition. In my role as a clinician, researcher, and friend of many individuals with ASD and their families, I have walked alongside families experiencing the types of challenges and triumphs shared in this book. My life has been deeply enriched as a result. I love watching how children with ASD cultivate beautiful and caring hearts in their neighbors and schoolmates who learn to support them and cheer them on at special moments — moments like when they are upset because their usual spot at the lunch table isn’t available, and moments when they learn to coordinate their eyes and hands to hit a ping pong ball with a paddle. I am inspired by people with ASD and their families, who steadfastly endeavor to achieve what many people think is impossible.


As a researcher, I tackle complex questions about ASD with the aim of getting answers that will improve lives. My research has shown that the earliest signs of ASD can be subtle, appearing in the first year or two of life, a finding that opens the door to the benefits of early intervention. We have developed early intervention models (such as “Early Achievements”) and shown that very early intervention and education enables children with ASD to make big developmental strides, increasing their ability to connect with others in meaningful and rewarding ways. Another priority of my work is to translate research into effective and practical strategies that can be used by parents and teachers in the community. Some of these strategies are applicable to children with other developmental challenges or even children with typical development, helping them to achieve their greatest potential.


Through research, scientists also are learning more about the causes of ASD. Most of the improvements in healthcare, accurate diagnosis, and treatment for ASD have occurred because of the dedication of researchers and individuals with ASD and their family members. By participating in the research effort, families can help increase the pace at which researchers make life-changing discoveries for individuals with ASD. Participating in research may come in the form of answering confidential online questionnaires, donating small amounts of blood, completing tests of language or motor skills, or some other activity. Usually the time commitment for research is minimal, and you can rest assured that you have “paid it forward” to help someone else in ways you can’t even imagine. Sometimes research about ASD seems irrelevant to everyday life. Yet nothing could be farther from the truth. Much of what is learned in research about ASD leads to new discoveries that help to promote healthy development and life experiences for children and adults in general. So whether you have a family member with ASD or not, I hope that you will seek out opportunities to participate in autism research as a member of a comparison (non-ASD) group or a group with ASD.


On a more personal note, many stories in this book explain how life changes when parents learn that their child has an ASD. And the changes that result often are not understood or envied by others. Many parents of children with ASD step off the beaten path of life as they strive to understand their child’s idiosyncrasies, then create a new and uncharted world of possibilities for their dearly loved child. Things that most people take for granted, such as getting a full night’s sleep or going out for an occasional meal, become rare and cherished events for parents of children with ASD. The complexities of ASD can challenge even the most competent and caring parent, as explained by Hope Maven in her story “The Cardinal Rule” — her son wandered away in the blink of an eye, only to be found in a store parking lot. As the symptoms of ASD emerge in a child, parents have to learn how to explain their own and their child’s behaviors to others.


Stress and depression are common in parents of children with ASD, as many parents in this book openly share. Seeking support and tips from other parents of children with autism and from professionals trained to treat these problems can be a lifesaver and prevent lots of heartache. As Shari Cohen Forsythe advises in her story “The Boy Who Drew a Face,” seeking out “autism angels” for support and taking a little time for pampering can help parents find hope when the going gets tough.


If you do not have a child with ASD and are not well acquainted with this neurodevelopmental disorder, here is a brief explanation about it. Historically, ASD was a broad label for individuals diagnosed with autism, pervasive developmental disorder not otherwise specified (PDD-NOS), or Asperger syndrome. Autism and PDD-NOS differed primarily in the number of symptoms present. To be diagnosed with Asperger syndrome, an individual had to meet additional criteria: demonstrate no delay in language development and have intellectual abilities of at least average levels. With recent changes in professional diagnostic guidelines, these labels will no longer be used. Rather, the diagnosis that will be given to all who qualify will be “autism spectrum disorder.” To receive a diagnosis of ASD, an individual must show impairment in social and communication learning and behavior. Most individuals with ASD refer to themselves as “being on the spectrum.”


ASD is a medical diagnosis, but there is not yet a medical test or cure. The diagnosis is based on developmental history, current behavioral features, and responses to specialized tests of thinking and behavior. In individuals with ASD, brain development is altered. This is not because of an injury to the head or a disease or “bad parenting,” but because of genetic differences, and possible environmental exposures early in life to substances or viruses that alter brain development. Differences in brain development begin in prenatal life or shortly thereafter even though the signs of delayed or atypical development may not be noticed until the preschool years.


As you will see when you read the stories in this book, the diagnosis of ASD may be given to individuals representing a wide spectrum, or range, of characteristics. Individuals with ASD may have severe intellectual disability, or may fall within the gifted range. Some never learn to speak, while others are loquacious. Some have extreme sensitivity to sounds, sights, smells, tastes, or touch, while others have no unusual experiences of this type. The one thing that all people with ASD share is difficulty navigating interactions with others. That is, they have difficulty understanding others’ intentions, facial expressions, body language, and perspectives. In addition, they have difficulty learning social conventions, or the unwritten social rules that most people learn simply by being exposed to everyday events within their culture. For this reason, they often say or do unusual things and become the target of others’ teasing, ridicule, or bullying. Yet they often lack insight into the source of others’ rejection and are at a loss as to how to remedy the situation. Their social missteps are innocent, not calculated. They are well-intentioned and loving individuals.


One characteristic that may cause a person with ASD to stand out like a sore thumb is the presence of strong preferences and restricted interests in topics or objects that seem inconsequential to others. Sometimes their need for sameness and predictability is overwhelming, and they need special help preparing for new experiences. Without such preparation, they may become quite upset. Many parents in this book tell about the meltdowns, or tantrums, that their child with ASD had during the early years of life, and for some, these continue into adulthood. These meltdowns are not happening because a child is misbehaving or is a discipline challenge. Rather, they happen because children with ASD have tunnel vision and inflexible ways of thinking, and they have difficulty with the neurobiological regulation of their emotions. Individuals with ASD are most comfortable when they know what will happen next, so when their routines are changed, the world becomes unpredictable and scary for them. Caregivers and teachers can learn effective strategies for helping individuals with ASD learn to cope with unexpected events, and how to prepare for changes in routine.


Individuals with ASD often have better visuo-spatial than verbal reasoning abilities, and often develop a memory for information that is impressive given their other abilities. For example, a child with ASD may learn to recite the alphabet before being able to call “mommy” or “daddy” when in need. Another example involves hyperlexia, the ability to read the text in a book but not understand what is read. It is not uncommon to hear about children with ASD who teach themselves to read before they start school, but who have great difficulty getting the gist of stories when they get to school. You will see many other examples of special skills and insights that some individuals with ASD demonstrate as you read this book.


My hope is that this book provides you a deeper understanding of ASD while it dispels some myths. I hope that the stories give people on the spectrum an increased sense of value and of belonging. If you are a family member, may you find comfort in knowing that you are not alone in the unique blessings and experiences that result from adjusting your life to the parameters of ASD. If you are not directly affected by ASD, I hope that you have the opportunity to extend your hand to someone who is. And for all of us, I hope that the stories in Chicken Soup for the Soul: Raising Kids on the Spectrum lead us to help more and judge less, and to have a greater measure of patience next time we encounter someone who challenges our expectations. May this collection of stories inspire all of us to look upon others in a new light, appreciating that a soul is more than what meets the eye. After reading this book, perhaps we will be more inclined to align ourselves, rather than distance ourselves, from those whom we do not readily understand. Doing so might just be the “chicken soup for the soul” that sparks a new sense of confidence, hope, or courage for someone to keep trying against big odds.


~Rebecca Landa, PhD
Director of Kennedy Krieger Institute’s Center for Autism


For more information and resources about ASD,
visit www.autism.kennedykrieger.org.


[image: logo]




[image: Children]




[image: logo]



The “A” Word
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This Is What It’s Like


We must be willing to get rid of the life we’ve planned so as to have the life that’s waiting for us.


~Joseph Campbell


Earlier this summer at a birthday party, a well-meaning acquaintance asked me an honest question: “What’s it like to be the mom of an autistic child?” She wasn’t being nosy. I happen to like her and know that she was genuinely interested in my experience. But what I saw in her eyes was pity. She even teared up while we were talking.


Those of us with special needs children know that look. I call it “The Look of Tragedy.” Again, she meant no harm. So, I got to thinking: What is it like to have an autistic child? After all, they come in all shapes and varieties. Some of our children will be self-sufficient. Some will live with us or in a group facility for the rest of their lives. I cannot answer that question for everyone. But I can answer for me. And, in that answer, I will likely be speaking for other parents of other very special children.


So, this is what it’s like:


1. To begin with, it’s a kind of death. No matter how much you plan to give your children the freedom to achieve their dreams, quite naturally you have a few dreams for them as well. You dream of birthdays and holidays. Santa and presents. Playing dress-up, doing arts and crafts, playing Candy Land, dance classes, Boy Scouts, sleepovers, team sports, high school graduation, getting married, and watching them have their own children to love. And, though many of our kids with autism will grow up and do just those things, more than half of them won’t. So, you mourn for what might not be. You mourn for what you and they are missing now. And, later, you may mourn for what will never be.


2. Despite the death of the dream child you envisioned, you are deeply in love with the child you have. He still does adorable things you want to share with others. He loves you too, but the rest of world won’t always get to see it. Because when he is away from home, he is not himself. He is not the happy, affectionate child who holds your hand, snuggles, and gazes at you adoringly while pulling your hand to scratch and rub his back. The world won’t get to see him at his most charming and you will see pity in people’s faces. They won’t ever understand the very real, profound joy this child brings into your life every day. Part of being a parent is pride in your children. People won’t see what you are so proud of. And that can be a lonely feeling.


3. Guilt assails you from all directions. You want to throw a beautiful birthday party for your child. But he may not notice. He may not be the least bit interested in the presents, and you fear disappointing the guests. He may struggle to get out of your arms during the party, and you may have to see the sadness just beneath friends’ and family’s smiles. So you consider not having a party. You consider not taking him to others’ parties. You want more than anything to give your child the experiences typical children have and feel guilty when you don’t. But sometimes it is simply too overwhelming for you to try. Therapists want you to spend hours doing activities to help him, but you also have a job, perhaps other children who need you, and you need some downtime on occasion or you’ll go insane. So it seems you can’t ever do enough for him. The guilt is a killer.


4. You live in a constant state of uncertainty about the future. Yes, of course none of us knows our future. But, if you have a typical child, you can be reasonably confident he will have friends, self-sufficiency, and love. You know who to leave things to when you die. But if you have a child with autism, you don’t know how to plan your estate. Do you set up a special needs trust? Do you leave it all now to the one typical child who can use it? Because lifetime care for your autistic child will just drain it. And what if he grows to do well and is able to care for himself? Because you can’t yet guess what will be, every option seems wrong. Uncertainty can affect every part of your life. Should you settle down where you are or should you relocate to a city with more intensive care for his needs? Will he ever talk? Will he ever be toilet trained? You just won’t know until it happens or it doesn’t. And you live with the fear that one day your then-elderly, vulnerable child will lie sick or dying without the comfort of someone who truly loves him. Anxiety runneth over.


5. Spontaneity is a thing of the past. You can’t just get up and go. You have to determine whether there is an escape route from any new activity or location. You have to pack things to distract him if he becomes upset. You have to determine if foods he will eat will be present or if you will need to pack his meal. If he isn’t potty trained, you will worry about where you can take him to change that will afford you both some dignity. Everything must be planned and considered.


6. You begin to grow thicker skin. Because people stare. They stare in disgust, thinking he is simply badly behaved. They stare because they are curious. They stare in horror or pity, because “there but for the grace of God go I.” People stare. And the thing that will come back to haunt you are memories of when you, also, made a judgment about another person in public. Righteous indignation mixes with humility and all you want to do is get out of wherever you are as soon as possible. But you can’t escape everyday life.


7. You grow weary of everyone else’s opinion. Because there are so many of them. There are those who are certain they know how “this” happened. There are those who are certain they know how to “fix” him. There are those who don’t think you do enough. There are those who believe you to be a saint. There are those who believe your child’s very visible difficulties allow them to have an opinion over your finances, his education, your marriage, and even your decision to bear another child or not. Opinions abound, but your patience may not.


8. But mostly it’s like love. A love that you, if you are a parent, can probably imagine. And a love that you can’t imagine if you don’t have a child born with a bulls-eye in a big, bad world. Unconditional doesn’t begin to cover it. Limitless. Earth-moving. Making you question everything you know to be true about God and man. And that kind of love will haunt you every moment of every day. You can see it just behind the eyes of every special needs parent on the planet. We are filled with a love we never could have predicted. We are filled with fears we never could have imagined. We are, quite simply, at capacity most every day. And, yet, when inevitably called for, we find that capacity expands. We aren’t better parents than you. We aren’t saints. And our children aren’t lucky to have us. We are lucky to have them. Because, despite all of the very challenging aspects of having a child with autism, none of us will walk away from this life without having grown — merely from having loved them. Having become more than we thought we could be.


No, this — like many challenges one never asks for — isn’t easy. But, I assure you, these children are worth it.


~Leigh Merryday
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I’ll Take the Special


Normal is nothing more than a cycle on a washing machine.


~Whoopi Goldberg


Picture a lunch counter at the midday rush. The stools are all filled with patrons and newspapers are strewn over lunch plates and soup bowls. Down on the end, a hand is raised. “Excuse me miss, I’ll have the special.”


The image makes me smile as I think to myself, “Yes, I most certainly will! Line them up! I’ll take them all!” And I am not talking food.


I am the mom of a special needs child. Maybe you are like me, maybe you’re not, but when you get right down to it, don’t all children have “special” needs?


Some children need extra help with homework. Some children need a night light. Some children need speech therapy. Some children need encouragement to speak in front of a group. Some children need that backpack of food over the weekend. Some children need to be picked back up when they get walked on. Some children need a voice. Some children need wheelchairs. Some children need a pat on the back.


The common denominator is the word “need.” It’s the word that ties us together and puts us in the same boat.


Life on the spectrum can be a lonely road at times. We don’t wear our special needs like a coat. Just looking at us, you can’t see the spectrum flashing around us in neon lights.


However, when you take the spectrum down to bare bones, you get the words “language delay, sensory issues, eating difficulties, and social issues.” Those are the things people notice.


Some people are nice about it, others not so much. I remember going to a department store one time with my son when he was three years old. While a department store in general is a sensory overload for him, he was doing well. I had him on my hip and we were having fun looking at a jewelry rack. A woman walked right up to us, looked right at him and said, “You are too big to be held. You need to get down!” To say I was furious is an understatement, but I bit my lip and moved to a different rack.


Her comment made me realize our symptoms are somewhat invisible. Yet, at other times, we stand out in a crowd. I will never forget going to the art show at my son’s elementary school. He has auditory issues, so I put his headphones on him so he could enjoy the show. He was tickled pink to be there, and was so happy as we roamed the halls looking at all the artwork.


Well, I had my first taste of what is must be like to physically wear your differences. Ironically, the kids looked right at him. The parents were another story. They would look at him and then quickly look away. No parent would even look my way. Even people I knew from businesses around town wouldn’t look at me. It was surprising to me how differently we were treated just because of a pair of headphones.


But I am here to tell you it doesn’t matter. That boy is the best gift I have ever received. It doesn’t matter to me what the road and journey is like as long as I have that boy in my life exactly the way he is. I would never, ever change anything about him, headphones and all.


His whole being radiates light. It’s as if he is walking around with God’s hand on his shoulder. He has no worries. He is the happiest person I have ever known. For five years and four months he woke up singing every day! Who does that? He seems to be protected by a grace no human can touch. He doesn’t notice the looks or hear the comments. He just IS.


That kid is the joy of my life. My cousin and I have a saying: “Jump with both feet.” It means stop standing on the edge of life, take a chance, take a deep breath and jump, for crying out loud!


He is not afraid to take a chance or to be brave. In his presence I have stopped living on the sidelines. Would I have ever thought I’d go down the waterslide at the pool in my hometown? Heck, no. I did it twice! Would I have ever stepped off the trail? No way, yet there we were, walking on the rock cliff around the river.


Do I get down sometimes? You bet I do. Do I worry about him and if people will be kind to him even though he is different? Lord knows I do. Sometimes I worry way too much! I worried about him starting kindergarten for seven months before it even started! And guess what: He loves kindergarten! We must have gotten the best teachers and classmates ever, because he gets his backpack on in the morning before he puts on his pants!


The lesson I have learned is to be brave and live out loud. I don’t take one second with that boy for granted. The next time you imagine a lunch counter at midday, I will be the person on the end with my arm up saying, “Excuse me, Miss, I’ll take the special,” and you’ll know what the “special” really means.


~Jessica Adam
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The Diagnosis


Turn your face to the sun and the shadows fall behind you.


~Maori Proverb


In the child psychiatrist’s office, I introduced my eleven-year-old son. “This is a wonderful boy,” I said to the doctor, who looked no more than twenty, but had diplomas from Stanford and the University of California on the wall behind him. I wondered whether he knew what he was doing. I was aware we were about to spend the good part of an hour talking about Ben’s behavior problems in front of Ben and that there wouldn’t be time for listing all of his joyful qualities. “He’s smart; he’s a whiz at math; he’s good at sharing.” I smiled at Ben. “Well, most of the time.”


Ben was picking at his nails and looked stricken, as if he was about to be carted off to jail.


“And he’s honest,” I said, laughing.


Dr. A’s smile looked forced. “I’m sure he is a wonderful boy,” he said. He was building rapport with us; I’d learned how to do that in my psychology-training program, too. “So why have you come to see me?”


My partner and I described the most recent meltdown, which ended with a broken toe for me, and then Dr. A guided us in a lengthy history taking. I recognized many of the questions designed to ferret out a diagnosis.


Were there any repetitive motions, any hand-flapping? No. He didn’t have those signs of autism.


Did he line up objects, count things excessively? No. It’s not OCD.


Inability to focus? Lots of excess energy? No. It’s not ADHD.


Limited interests? Lack of friends? No, he has a handful of friends, the brainy boys from elementary school. He’s a little obsessed with the Giants, but aren’t lots of boys? I’m not sure what we’re ruling out here.


Lack of empathy? No, he hugs me when I cry.


Difficulties learning? No, he’s a whiz at math, we say again. And he likes to read. He doesn’t have a learning disability.


Dr. A listened to our descriptions of Ben’s development, his getting “stuck” on ideas and questions, his need for black-and-white answers to questions, his extreme frustration when he hears “maybe” and “I don’t know,” his raging when his routine changes. The melt-downs. How his best friend had stopped calling this year.


Finally, the doctor had heard enough, and he sent Ben to the waiting room. “Let me get right to it,” he said. “First of all,” he directed to me, “you are a psychologist, right?”


“Yes.”


“Ph.D.?”


“Yes.” I shot a look at Pam. “Pam is his other mother,” I said.


“I taught special education for thirty-three years,” she said.


He glanced at Pam and then spoke to me again. “What do you think it is?”


I shrugged. “I think it’s sensory integration dysfunction with a lot of emotional overlay.” But for the first time I was no longer sure.


“Let me tell you what I think it is,” he said. “I think your son has Asperger syndrome.”


It had never occurred to me that my son might be showing signs of Asperger’s, and I immediately felt ashamed. I should have known. What kind of psychologist was I, if I didn’t keep up with all the syndromes, if I couldn’t even figure out what was going on with my own son? What kind of mother?


I rubbed the hard plastic arm of the chair. “I never thought of that.”


“I see at least one autistic child or adolescent every day. Sometimes two or three.” He was smiling again, as if proud of his experience, his diagnostic acumen.


But I didn’t understand why he was telling us about autistic patients. What did autism have to do with Ben?


Autistic meant the kids I’d worked with back in the eighties, the kids who flapped their hands and echoed what I said to them. Even while I was thinking this, I knew I was wrong. I’d read about the autism spectrum; I knew there were milder forms. I knew that the number of people diagnosed with Asperger’s had been rising. The rest of the appointment began to blur. My son was on the autism spectrum. He was barely on the autism spectrum, I needed to believe. AUTISTIC sounded too serious, like CANCER. Way too scary.


•••


On the drive home from Dr. A’s office, the three of us were quiet. I’d known only a couple of children diagnosed with Asperger’s, like the third grader the previous year who at recess walked on tiptoes around the perimeter of the school yard, running his fingers over the chain link fence. The children I remembered from the playground were much more impaired than Ben. I wondered if Dr. A was wrong.


After we dropped Ben back at school, I e-mailed two friends about the diagnosis, using the words “weird, in shock, disturbing, freaking out.” It was easier to write it than say it. I wanted both the instant connection of e-mail and the safety of hiding behind it. If I’d picked up the phone or told someone in person, I wouldn’t have been able to get the words out past my sobs.


I didn’t tell my mother, to whom I had just given a book on sensory integration disorder. I could have said, yes I’ll pick you up from the airport, and let’s go to the symphony this month, and, by the way, your grandson has Asperger’s.


I couldn’t tell people yet. I was ashamed, scared. I didn’t know what to say.


Before the kids got home from school, I raced to the bookstore and pulled books about Asperger’s off the shelves. I read half of one sitting on the cement floor, and within two minutes I knew that Dr. A was right.


Extreme reactions (e.g., tantrums) to minor upsets.


Difficulty being flexible, changing plans. Gets stuck on topics.


Upset by ambiguous language. Interprets language literally.


Concrete and literal thinker. Prefers things to be black and white.


Difficulty making and keeping friends.


Poor coordination.


I stuck Post-its on the pages I wanted to copy for his sixth grade teachers. Staying busy kept me from weeping.


The next morning, before work, I found the website of a woman whose father, brother, and two sons had Asperger’s. She had made a long list of the positive qualities of “Aspies.” I was blown away by her enthusiasm, her cheerleading for Asperger’s, but I was not in the cheerleading frame of mind. Mostly, I still wanted to play on the team that would trounce the Asperger’s. At that point, I thought of it as a disease, one that could be cured.


As I read more about Asperger’s, I understood it was not going to go away. From the books I’d skimmed in the store, I knew we’d have to learn new ways to deal with him, and he’d have to be taught directly the skills he’d need to make and keep friends, to understand body language and idioms and sarcasm. But he would always have Asperger’s, and we would always be teaching him. Little did I know how much he would teach us too.


~Katherine Briccetti
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Autism Does Not Define Me


To be nobody but yourself in a world which is doing its best night and day to make you like everybody else means to fight the hardest battle any human being can fight.


~e.e. cummings


Accept me for who I am.


    Understand that I may not always get what you’re saying.


    Trust that God has me here for a reason.


    I am an amazing human being.


    Socially, I might not fit in with society’s expectations.


    Mentoring can help me along the way.


    Don’t forget that I have feelings even if I don’t express them.


    Opportunities for my happiness are indeed possible.


    Educate and encourage me without prejudice.


    Show patience and kindness along the way.


    Never give up trying to “get” me.


    Ostracizing me will just shut me down.


    Take time to try and come into my world.


    Defining me as my diagnosis ignores my essence and best qualities.


    Emerging talents may arise when you least expect them.


    Friendship and honesty is valued to me more than you can imagine.


    I am in need of love and tenderness too.


    Never let me give up, especially when you see my mood shift.


    Expect the unexpected and watch me enrich your life.


    Many people will read this and I pray millions will act.


    Embrace and empower someone with autism today.


I originally wrote this poem on April 8th, 2010. My sons Justin and Ryan were ten and three at the time, both having been diagnosed on the autism spectrum in 2008.


Ryan was diagnosed first with autism when he stopped speaking around eighteen months old and a variety of behaviors changed. We did a tremendous amount of research about autism and Asperger syndrome and realized that our older son, although he didn’t have the speech challenges of our younger son, had his own set of issues. Both children also had many sensory processing challenges. Justin was diagnosed a couple of months later with Asperger syndrome. Later, at an autism conference, I met some adults on the spectrum, including a couple of women (who present differently) and a light bulb went off in my head. I had been living for over forty years as an undiagnosed Aspie.


At the time I wrote “Autism Does Not Define Me” I was fulfilling a pledge to blog once each day during Autism Awareness Month in April. That particular day I felt an overwhelming connection with both Justin and Ryan. I wanted them to know that they have my full support in being who they are and I wanted to remind them that who they are is not defined by a word.


It wasn’t long after I wrote the poem that I founded a non-profit public charity called Autism Empowerment, which launched in June 2011. Our four foundational pillars are Accept, Enrich, Inspire and Empower and we share a message of positivity and support locally, regionally and around the world through Autism Empowerment Radio and the development of inspirational programs and services.


~Karen Krejcha
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First Talk


Autism is part of my child, it’s not everything he is. My child is so much more than a diagnosis.


~S. L. Coelho


The crowd pressed against us in the line for the Lilo & Stitch attraction. The heat of Orlando in July made the closeness of human flesh even more uncomfortable. I felt a shift in the small hand I held and realized my son, Aaron, was trying to break free.


Oh, no, not in this crowd. “Hey! What are you doing?” I said.


“I can’t do this.” Still trying to free his hand, Aaron looked up at me, his brown eyes wild, mouth clenched into a thin line. “Let me out!”


My husband, William, and daughter, Ann, turned to see what was going on. They tried to reason with Aaron by showing him the little kids in line and reminding him the ride was based on a favorite cartoon.


“I don’t care!” Aaron shouted.


I was afraid he would bolt. “We’ll wait outside.”


Aaron led me against the flow of people pushing to get to the ride entrance. We emerged into the bright sunlight. After my eyes adjusted, I looked for a place to sit and wait. I found a bench, and we walked over and sat down. I dug in my backpack for water bottles, handed one to Aaron, and for a minute we just sat, drinking.


He let out a big sigh. “What’s wrong with me, Mom? I mean, I wanted to do that so much, but I couldn’t.”


Please, God, give me the right words.


We were surrounded by people rushing to get to the next ride, enjoying the things I wanted so desperately for Aaron to experience. The shouts and murmurs of the crowd faded away as I focused on my boy. His red hair was damp, skin flushed with heat. He wanted answers, and even though he was only seven, he deserved them.


“Nothing is wrong with you.”


I paused. He needed more than platitudes. “Everyone has strengths and weaknesses. We must use our strengths to overcome our weaknesses.”


“I don’t know what you mean. What’s my weakness?”


Should I name it or just explain? “Remember two years ago when we went to a doctor’s office and different people asked you questions?”


“Maybe.” He crinkled his nose as he tried to remember.


“They were trying to understand why you seem sensitive to certain noises and clothes, can’t stand to be thirsty, hungry or hot and don’t always understand why people act a certain way toward you.”


He frowned. “What does that have to do with Lilo & Stitch?”


I couldn’t turn back after this. “When all those people at the doctor’s office talked to you, they decided you have something called . . .” My throat closed, and I choked out the rest. “Asperger syndrome.”


“What?”


“Asperger syndrome. It means you think differently than other people. You are really smart, but you have trouble processing your senses when you feel them too much. You know how when you are too hot you have trouble thinking and making good decisions? You feel panicked like you are in danger. When you feel like that, you react like you are being attacked and either get really mad, run away, or shut down.”


“I felt like that just now. I felt like if I stayed in there, something bad would happen.”


I glanced up at the giant comical faces of the Disney characters on the outside of the building, inviting everyone to step into their world for a few minutes. How could I explain why he was frightened?


“Maybe because you don’t like surprises. You prefer things to be lined up and scheduled. When you walked into that tunnel and didn’t know what to expect, your brain warned you of danger when there really wasn’t any. Not all kids with Asperger’s have that problem, but you do.”


“But why am I like this?”


I looked down and fiddled with the straps on my backpack. I wanted him to know I didn’t consider his Asperger syndrome to be something wrong with him. It was part of who he was. “This isn’t all a bad thing, Aaron. You know how I call you my finder?”


Aaron nodded, and the corners of his mouth turned up just slightly. Progress.


“That’s because you’re so aware of the things you see.”


He opened his eyes wider. “I am good at finding things.”


“Or math and computer stuff. You’re good at those because your brain likes to think of things in a way that makes those subjects easier. See? It’s not something wrong with you — just different.”


This was serious business, the discussion of a lifetime. I had to get it right. I wanted him to understand why he struggled sometimes, but not consider Asperger’s a crutch or excuse.


I tried to relate his situation to someone with a different disability like the visually impaired, but the comparison was lost on him.


“I can see just fine,” he said. Literal thinking at its best.


I decided to be more direct. “Sometimes you have to have a talk with yourself so you don’t panic when there isn’t a reason. Use brain power to see through the anxiety.” I looked up and saw our family heading to meet us. “We’ll keep working on it. Meanwhile, try new things, and remember life can’t always be planned out.” I smoothed a tendril of hair away from his forehead.


He drew back, but only a little. “Mom, will I always be this way? Will I get better?”


Since his diagnosis, well-meaning friends and family had told me so often he would grow out of it that this was a sore spot with me. How could I explain without making him feel hopeless? “Asperger syndrome is not something you can cure, but you can learn things that will make life easier. Your dad and I will do whatever we can to help you.”


Aaron put his head down, and drew a circle on the ground with his foot. “Now I understand why I have trouble with things other kids don’t. I wish I didn’t have this,” he said.


“I know, but here’s a secret. God made you this way for a reason. He has a plan for you like everyone else. I want to help you learn what you need to know to accomplish it, not change who you are. Asperger’s is part of you, and it makes you pretty special. I love you.”


I spread my arms, inviting him into a hug, and he snuggled in. I was glad he liked hugs. That was not always the case with Asperger syndrome.


William and Ann approached us. I looked at them through bleary eyes and smiled, thankful for so much in that moment: the chance to have this talk, Aaron’s ability to understand, and the knowledge that we could all work together to help him. We were going to be okay.


Ann ran over. “You should have gone! It was so cool!”


“Maybe I’ll try it later,” he said. He looked at me and smiled. “I’ll just have to talk to myself about it first.”


~Lana Clifton
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What’s in a Label?


I see autism as having many different strands. All of these strands are beautiful . . . if you try and take away the autism by removing the strands you also take away parts of the child . . . they are what makes them who they are.


~J.M. Worgan


On the way to school this morning I was finally asked the question for which I’ve been preparing for years: “Mom, what’s autism?”


I answered with a question of my own: “How do you know that term, honey?”


“I saw it on that paper. It said I had it.”


Damn! I’m usually painstakingly careful about keeping any ASD-related information out of my nine-year-old son’s sight. But then I thought back to last week and remembered the report with his assessment strewn across the kitchen table, carelessly left out for not even ten minutes and forgotten in the daily distraction of sorting through school-related paperwork.


I should have known he would spot it. No detail, no matter how tiny or seemingly insignificant, ever escapes his notice. This is a boy who, by age five, could tell you the make, model and year of any oncoming car, just by glancing at its headlights.


Now, he waited patiently for my answer, seemingly unconcerned as he studied the toy car in his hands. And I believe he wasn’t concerned at all . . . just mildly curious. This word, this label, being yet another small detail to file away in his constantly humming brain.


But to me, it wasn’t just a small detail. It was a life-altering diagnosis, a sentence to a lifetime of extraordinary challenges . . . and to me, as his mother, it embodied all manner of fears for his wellbeing, and threats against his happiness.


My son is on the autism spectrum, at a high enough level of functioning that he could potentially integrate completely into society but for a few communicative and behavioral quirks. These quirks, many of which I find incredibly endearing (his mature vocabulary, which makes him sound like a baby-faced professor, how he interjects completely unrelated snippets of obscure trivia into conversation, how he pumps his arms when he’s excited) and others, not so much (the explosive tantrums and panic-fueled meltdowns) are all part of the Simon that I know and love, but may not be viewed as tolerantly by those who don’t know him. Even worse, they might not see him at all, but only that word — autism — and use that label in ways that will define and limit and isolate him. My son is so much more than a label. And I wanted desperately for the whole world, and especially for him, to know that.


I knew the day would come when he would either realize he was somehow different from other kids, or he would overhear something to make him realize he has this thing, this condition that contributes to his uniqueness. And I both looked forward to — and dreaded — the day we would have that first conversation about it. I looked forward to it because I hated hiding his autism in the first place. Hiding implies shame or embarrassment . . . and that couldn’t be further from the truth about how I feel. I am inexpressibly proud of how he handles his daily challenges with such perseverance and honesty. But I wanted to delay the burden of this knowledge until I felt he was ready to handle it. Not that autism itself is necessarily a burden; the burden is the weight of people’s ignorance and intolerance towards anything or anyone outside of what’s “normal.”


And I dreaded this talk because of the sheer weight of its significance. In a few crucial moments, I would have the power to either reinforce everything I’d tried so hard to instill in him (tolerance of others’ differences, empathy, and the three “selfs”: self-confidence, self-respect, self-esteem), or, if I didn’t handle it in just the right way, leave him with the alienating feeling that being different means being inadequate or defective.


So I rehearsed potential conversations in my head endlessly, and talked to other moms of autistic children about how they handled that particular turning point. And still I felt ill prepared to guide him into that moment of self-awareness, utterly afraid of messing it up . . . of messing him up.


So, how did I end up answering his question?


“Well, honey . . . it just means that your brain is wired a little differently from some other people. So you might not always think or see or feel the same way as others. It means you’re unique . . . and very special. Do you understand?”


A pause . . . and a rapid hammering in my chest . . .


And then, “Yes.” He spun the wheels on his toy car. He seemed content.


I asked him if he had any questions or concerns about what I just told him. “No.” I encouraged him to come to me at any time in the future if he wants to talk about it further. “Okay, Mom.” And then, “Did you know that the Bugatti Veyron has 1200 HP and can reach 267 mph?”


And just like that, the conversation was over . . . at least for that day.


And as I continued to watch in the rearview mirror, he resumed playing with his car, humming softly to himself. I was filled with a certainty that reached deep down into my bones . . . he would be just fine.


~Jennifer Doelle Young
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The Boy Who Drew a Face


I see people with Asperger syndrome as a bright thread in the rich tapestry of life.


~Tony Attwood


My husband and I have two wonderful sons. Our older son, Alex, is a handsome twenty-year-old who plays the piano and tennis, loves movies and music, traveling and the beach, and has a smile that can light up the world. He also has Asperger syndrome.


I remember vividly the moment when a capital “A” would forever describe his condition, not merely the first letter of his name. It was a day Alex and I visited the Head of Child Psychiatry at a large Chicago hospital. An OT and psychologist had been working with him. But, given his tender age, they hesitated to label him. She did not. She ushered me back into her office, just minutes after meeting with my son alone, and said, “I know that you already have concerns, so this diagnosis will not come as a shock.”


It was most definitely a shock, as I struggled with the enormity and finality of the diagnosis. Even though he didn’t relate to his peers in an age-appropriate way, even though he perseverated on words, actions, thoughts, and feelings, I wanted to believe, had to believe, that we all got it wrong. This had to be just a phase.


It wasn’t just a phase and we began our Autism Journey that day. It has had many pitfalls, but some triumphs as well. The road is bumpy and less traveled than most paths. But, if you keep your eyes on the vista ahead, you will learn things about your child, yourself, and the world that others, in the clamor and speed of daily life, cannot possibly comprehend.


The early years were about learning to navigate the world and we are grateful for the many dedicated teachers and professionals along the way. Alex had sensory integration issues galore, crying jags and tantrums, and many fears. He was like “Swiss cheese,” one teacher told me. He had strengths, but large, gaping holes as well.


We learned, over time, that he didn’t like a large painting we had hanging in our family room. It was a Modernist painting of a woman gazing downward. Eyes, as they say, are windows to the soul, and hers were closed.


I was perplexed when his kindergarten teacher called me in to tell me that Alex had defaced school property. That wasn’t like him. I scanned the classroom and saw a busily decorated space all done up in red, white and blue. Nothing seemed amiss. When I inquired about the problem, the teacher held up a tiny peg of wood dressed up as Uncle Sam. On it, my sweet, young son had delicately added two dots for eyes and a thin straight line for a smile. He couldn’t stand to look at the figurine without a face. It was his best artwork to date! I thanked her for making me aware of the infraction and left the room promptly before I said something I would regret. I had already learned to pick my battles.


At the end of the year, we changed schools and school districts. Our new school district welcomed us with open arms — even after we told them his diagnosis. It was a struggle at first, but by middle school, he was getting A’s and B’s — and we actually looked forward to meeting his teachers at Parent Night.


I would like to tell you that the last two decades have been easy and that we have solved the autism puzzle, but we have not. Yet, Alex has gone from a fearful, timid boy to a bright and sensitive young man who became a National Honor Society recipient in high school. When he received the JFK Award for Courage last year, given to one high school senior who has overcome great obstacles, he received a rousing, standing ovation from the packed auditorium. There was not a dry eye in sight.
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