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To Julian, without you there would be no journey.





WHAT IS AUTISM?


Autism Spectrum Disorders (ASD) are a range of complex neurodevelopment disorders, characterized by social impairments, communication difficulties, and restricted, repetitive, and stereotyped patterns of behavior. Although ASD varies significantly in character and severity, it occurs in all ethnic and socioeconomic groups and affects every age group. Experts estimate that one out of eighty-eight children age eight will have an ASD.


—From the National Institutes of Health’s National Institute of
Neurological Disorders and Stroke





FOREWORD



BY BRANFORD MARSALIS



I remember the first time I met the Ballen family at a neighbor’s Christmas party. I didn’t notice Julian to be any different than the other kids at first. But, gradually, the lack of eye contact gave me a hint that he might have autism.


My brother, MBoya, was diagnosed with autism at the age of three. Since he was ten years younger, I didn’t have a lot of interaction with MBoya until I was well into my twenties. Severely affected by autism, my brother cannot speak, and walks on his toes.


Julian, by comparison, is highly functioning. Nonetheless, I am more than aware of the ups and downs caring for a child with special needs.


Dwayne does a marvelous job of peeling away the curtain, so the reader can understand the everyday realities in his and Martina’s lives. Julian is a special boy, blessed with special parents.


I hope you all enjoy the journey.
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Julian in 1995, age 2
Courtesy of Dwayne Ballen








JULIAN


The first thing one usually notices is his smile: genuine, inviting and warming. Then it’s his eyes—dancing with wonderment and innocence. As you gaze downward, awaiting your clasp, you are welcomed into his world by his outstretched arm and a handshake. “Hello. I’m Julian.”


He is five feet nine inches tall, slender, but not skinny, in build. Most that greet him comment on how handsome he is. He has prompted not a few young ladies to turn their heads in double-takes upon seeing him. He has an affinity for Disney animated movies and animals. Though he is nearing his twentieth birthday, socially, there are aspects of his persona more in line with that of a ten-year-old.


He is my son and he has autism. Our family—my wife, Martina; Julian and his younger (by two years) brother, Jared—have been on this journey, through the world of autism, for nearly sixteen years. It’s been unpredictable, enlightening and challenging. The highs have been soaring and the lows almost unbearable.


When we first received the diagnosis, we were not surprised. After prior conversations with friends who were doctors and several behavioral factors we had noticed, we knew, as Martina put it, “Something’s up with our son.” I would encourage all parents of young children who evince signs of unconventional development to be aggressive and dive in headfirst. If it is autism or another developmental disorder, it’s better you know early and begin to address it rather than pretend it’s simply a phase.


I will never forget the determination in Martina’s voice. She was the one who first began to think about this, and spoke with my Uncle Harold when Julian was about two-and-a-half. “Uncle Harold, I think something might be different with Julian.”


He replied, “Maybe it’s a stage, terrible twos?”


She remained firm in her position. “No, something is not right.”


And so began, though we didn’t know it at the time, our entry into the world of autism.


Through it all, what has fortified us are unwavering love and support for Julian, the inspiration we draw from his resilience and strength, a fierce belief in his gifts and abilities and recognition that, despite the obstacles, there are other families in the autism community who face far greater hurdles. Experts place the number of individuals with autism who are mentally retarded to be anywhere from 70 to 85 percent. Julian is on the high-functioning end of the Autism Spectrum Disorders continuum, and for that, we are eternally thankful.


Though I was encouraged to pursue this book by a close friend, Rohena Miller, to whom I can never say thank you enough, for understanding, long before I did, that our story was one that should be shared with the world, I never would have followed through with it if Julian were not okay with the idea. I don’t know that he will ever read this book, but I’ve had multiple conversations with him about the project. He will always know that it was born out of love and pride for him.


The book is a mixture of entries from the blog (“Journey With Julian”) that is the foundation for the book and stories with deeper insight into our world. I hope it helps everyone dealing with autism to realize that the issues they face are shared by others. None of us should feel that we take this journey, into the world of autism, without support and understanding.


When Julian was diagnosed at age four, in 1997, one in 10,000 children were diagnosed with autism spectrum disorder. In 2012, the Centers for Disease Control and Prevention released updated—and staggering—numbers. It’s now one in eighty-eight, with boys five times more likely than girls to have ASD. Given the numbers, it’s understandable why those of us in the autism community feel a strong need to raise awareness within greater society. We must, as a larger community, prepare to integrate this “tsunami” of persons with autism into our world.


I asked Julian what he wanted people to get out of this book. At first he didn’t really have a definite answer; this is not a topic he cares to spend much time discussing. However, I wouldn’t let the conversation go, and after gentle pushing and challenging, on my part, he finally offered this: “I want them to know I’m happy with my Disney movies and animals and that I will have a great life.”


There it was, all any parent could ever hope for—their child understanding who they were, finding comfort in that fact, and looking forward to a future of hope and optimism. It’s moments like that in which my love, respect and admiration for my son swells. His is not a complicated view; he enjoys the subjects and items that comprise his specific “interest community” (most persons with autism have laser-like focus on certain interests), doesn’t mind telling you about them, and derives unfiltered joy from being immersed in that particular world.


Julian has provided Martina and me with the full emotional experience as parents. For that we are forever indebted to our eldest son. He has made us feel “very” alive; no day with him is quite the same. As you read this book, I trust it will cause you to laugh, cry and to appreciate the world inhabited by the thousands of exceptional people like Julian.
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Julian in 1998, age 5
Courtesy of Dwayne Ballen








WHY DOES HE FLAP HIS HANDS?


    “What’s that about?” my close friend Barry, who is blunt but always comes from a place of genuine concern, was asking about Julian’s actions. He and I were sitting on the back deck of my house watching Julian, who was five at the time, run around in the yard. We were witnessing a definite routine. Julian, with his head down, would sprint for about five yards, stop, whirl around and retrace his path, all the while flapping his hands and emitting a sound that was a cross between a hum and a chant. He could do this nonstop for a half-hour before taking a short break, then resuming.


“It’s what he does. Self-stimulation, it’s part of his autism. This is a whole new world.” Along with that answer, I gave Barry a look that suggested I wasn’t quite sure, or maybe prepared for, what lay ahead. We were less than a year removed from his official diagnosis. Watching Julian occupy himself in this manner was something I’d become accustomed to. Though when I first saw this, I tried to curtail the activity.


I was standing on the balcony, upstairs in our house, which overlooked the den below. Our nanny, Gayle Stephens, was in the kitchen feeding Jared, and I was watching Julian pace back and forth, flap his hands and make that noise as though he had a motor running on low hum. This was only a few weeks prior to the meeting when doctors told us that Julian had autism. Watching him do this was slightly irritating to me; remember at this point, I was expecting traditional behavior. Plus, I was spending most of my time on the West Coast as an anchor for the Fox Sports Network. I wasn’t around much and, therefore, I wasn’t used to seeing this in Julian.


When he didn’t immediately cease, upon my command, I walked downstairs, took ahold of his shoulders, smiled and firmly intoned, “Daddy said stop. Okay?” I searched his face for compliance. At the time, he would rarely look you directly in the eyes; this was no different. Convinced I had gotten my point across, I released him and watched as he went right back to his pacing, flapping and humming. This was autism; I just didn’t know it yet.


What we came to learn, after the diagnosis, was that Julian was engaging in self-stimulation behavior, or stimming as it is colloquially known. Persons with autism engage in all forms of stimming for various reasons. Some utilize it to manage anxiety, fear, anger or negative emotions. It can be a release after a full day of conforming to the outside world. It can be a tool of self-regulation. It can be a coping mechanism. There are no definitive conclusions as to why people with autism self-stimulate. We just know they do it.


Fact is many of us stim. Do you know someone who constantly taps a pencil or pen? Bites their nails regularly? Martina has a habit of moving her legs in rapid motion while seated and watching television. I always ask her if she’s going somewhere. In people with autism, the self-stimulation can appear extreme to us, neurotypicals. Usually the quality and quantity, of stim, is very different and considerable.


A teenager in one of Julian’s summer camps walks rapidly, inside or outside. It helps him calm down. Some individuals rock back and forth; others use repetitive speech and phrasing. Whatever it is, it is almost always constant. When we better understood Julian’s need to pace and flap his hands, we got him to the point that if he restricted his movement in certain situations that required more attentive posturing, say in church, then as soon as we got home, he could pace and flap until his heart was content.


Over the years, Julian’s stimming has taken on different forms. First, there was the flapping and pacing. There was a period that produced a clicking noise from his throat, and then there was the need to go on daily walks alone in our neighborhood. He now has to touch objects as he walks by, or enters and exits a room. In addition to inanimate objects, he also has to touch Jared, Martina or me if we’re in the room.


We have learned to roll with the flow when it comes to Julian and stimming. Just when we think we know what he’ll do, it changes. However, there is one form of self-stimulation—at least I think it can be placed in that category—that has been a constant throughout his young life: drawing. He loves to draw and often, no matter the setting, will request a pen and paper. I’ve noticed when he appears uncomfortable in a situation, drawing helps him find a place of calm. For us, if it helps Julian get through the day and deal with the world, then it’s good.
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THIRTY-FIVE STEPS


FEBRUARY 17, 2010


I remember very well the day my son, Julian, came into the world. It was a late August morning filled with the brightness of sunshine, clear skies and the unlimited hopes and dreams my wife, Martina, and I harbored for our child. As I held this tiny wonder in my arms, I quickly began to envision his life as one heavily populated with achievements and awards the entire world would celebrate. For, you see, he was destined for greatness as we would give him every possible advantage. I imagined the conversation we would have when he had to decide between the Rhodes Scholarship and accepting lucrative offers to become a professional athlete. He would become a colossus, astride the worlds of business, civic life and philanthropy. This would be a man for the ages, one who would help make the world a better place. I actually imagined our trip to Oslo, Norway or Stockholm, Sweden for his Nobel Prize ceremony. Yes, I can get carried away. But such was the nature of our expectation for the life of our son.


Autism. The diagnosis was made when he was four years of age; Martina and I were at a loss, suddenly adrift in the uncertain waters of autism. Where would this new, unplanned journey take us? Were we prepared for the road ahead? Julian has turned out to be our chief navigator and instructor. From him we’ve learned so much about allowing someone to follow his or her own pathway. We also have, thanks to him, a much clearer sense of where the real values in life reside.


He first taught us patience and to be thankful for each singular moment of happiness. When he was three, he was not verbal. This (delayed speech) is very common in children with autism. His frustration at being unable to communicate through words led to constant and very loud tantrums. These outbursts sometimes led to his physical destruction of his room. He would knock over toys and rip artwork off the wall. It reached a point that we had to remove all items that were not firmly secured from his room. These fits were his only outlet of expression for the first few years of his life, and we, along with our incredibly patient nanny, Gayle, had to ride the storm out with Julian.


The image of Martina’s tear-filled look of hopelessness, when she wondered if she would ever be able to have a conversation with Julian, is seared in my memory. “Will he ever be able to say, ‘I love you, Mommy’?” was her plaintive query. Then one evening, after a particularly trying day with him, as she watched him play with toy animals in his room, he turned to her, looking directly at her, which was a rarity, and without any prompting said, “Mommy.” This single-word utterance unleashed a torrent of emotion in her as she engulfed him in a joyful embrace that seemed to go on for hours.


This seemingly simple moment brought quite a bit of joy into our world. Julian had spoken. His verbal development would continue to be quite a challenge, but it did progress. To our delight he hasn’t stopped talking and, today he is full of thoughts and opinions on his favorite topics: animals, Africa, Disney animated films and Egyptian mythology.


Thanks to Julian, I can share with you the meaning of courage. It’s the thirty-five steps he takes from the vehicle to the front door of his high school every morning when I drop him off. As most of you know, sixteen-year-olds can be about as compassionate as Simon Cowell during the early rounds of American Idol. Everyone wants to be cool and fit in with the crowd. Well, Julian doesn’t. His physical appearance reveals nothing of his autism; this can make it even more challenging for him sometimes. He’s quite handsome, has his mom’s looks, but he’s very different from most of his peers. Socially, he can’t connect with his fellow students. He doesn’t have any friends at school and often eats lunch with a favorite teacher. He likes girls but is unable to engage them. Academics are very difficult for him. Think about when you were sixteen, tough. Despite it all, he perseveres. Each morning I say good-bye, tell him how much I love him and watch as he takes those thirty-five steps. When he reaches the doorway, he turns, smiles, waves and bravely enters the school.


Our father-son conversations are not about the latest in sports or how to ask that cute girl to the dance. We talk about Disney films and exotic animals. The natural world is actually quite a wonder. Instead of bragging on my son’s high academic class ranking or his “lightning-quick” first step to the basket, I find myself beaming about his gifts as an artist, his near encyclopedic knowledge of animals and the pure unfiltered kindness he shows to others on a daily basis. During one of our chats, I asked him what he thought happiness was. His reply was sublimely simple: “Being nice to people and doing the best you can.” I was momentarily speechless. Julian had distilled thousands of years of scholarship and thought about our very existence into an uncomplicated yet brilliant ten-word answer. I think if we all listen a little more attentively, maybe Julian and the thousands of persons like him can help make the world a better place.


Who knows, my initial plans for that trip to Norway or Sweden may not be so far-fetched, after all.





SON, YOU HAVE AUTISM


APRIL 1, 2010


Most parents spend years preparing for the “big talk” (sex) with their kids. There are strategy sessions with each other, rehearsals in front of the mirror. Sometimes props are employed; this usually raises the awkward meter. In the end, parent and child both get through it and, hopefully, there’s no permanent mental scarring as they move to a new level of interaction in their relationship. But how do you tell your child he or she has autism?


Martina and I decided to tell Julian the summer between his fifth- and sixth-grade years. We realized that as he entered middle school, the social contrasts between him and his peers would become more obvious. While most kids were gravitating toward areas of interest that would be considered more traditional for adolescents—the opposite sex, popularity, the opposite sex, clothes, the opposite sex, sports, the opposite sex—Julian was happily immersed in his world of drawing, Disney, animals and mythological creatures.


The dynamics of his academic world would also begin a greater divergence from those of his peers. Though he had always been mainstreamed in school, he required special assistance in the form of extra tutors and sessions with a special needs teacher at school. A quick aside here, I want to express our family’s gratitude to Ms. Karen Rodenhizer who served in that latter capacity during Julian’s years in elementary school. Her combination of commitment, caring and demanding made those some of the best years of Julian’s early life. The world needs more teachers like her.


With all this in mind, we sat Julian down to tell him. We began by discussing all the things that we thought were so special about him and asked him to talk about what made him really happy. As we moved to the topic of how all people are different, we showed him a couple of books about children with autism. As we explained autism and how it related to him, he became very upset. He cried, screamed, covered his ears; this was not something he wanted to hear. He put his hands up to our mouths in an attempt to silence us. This was going to be hard.


We reassured him of our love and our pride in him. Martina brought out some of his drawings, which really are quite good, and pointed out that without autism, he might not be able to create such art. He demonstrated an ability to draw before he could speak fluidly. His specialties are animals and Disney characters. We talked about his amazing recall of details about animals from around the world. All this, we told him, was a part of his autism and that we thought he was rather cool.


But all Julian “heard” was that something was wrong with him, something that couldn’t be fixed. He was really concerned about who knew he had autism. This acute self-awareness is part of the nature of having high-functioning autism. He’s tuned into the world around him enough to know that he is different. The majority of persons along the autism spectrum are not as high functioning as Julian. Significant numbers of those are retarded, and thus, they are more insulated in their own worlds.
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