
  [image: Cover Page of Shot of Hope]


  [image: Half Title of Shot of Hope]


  [image: Title Page of Shot of Hope]


  Copyright © 2014 by Zack Peter

  All rights reserved. No part of this book may be reproduced in any manner without the express written consent of the publisher, except in the case of brief excerpts in critical reviews or articles. All inquiries should be addressed to Carrel Books, 307 West 36th Street, 11th Floor, New York, NY 10018.

  Carrel Books may be purchased in bulk at special discounts for sales promotion, corporate gifts, fund-raising, or educational purposes. Special editions can also be created to specifications. For details, contact the Special Sales Department, Carrel Books, 307 West 36th Street, 11th Floor, New York, NY 10018 or carrelbooks@skyhorsepublishing.com.

  Carrel Books® is a registered trademark of Skyhorse Publishing, Inc.®, a Delaware corporation.

  Visit our website at www.carrelbooks.com.

  10 9 8 7 6 5 4 3 2 1

  Library of Congress Cataloging-in-Publication Data is available on file.

  Print ISBN: 978-1-63144-004-5

  Ebook ISBN: 978-1-63144-020-5

  Printed in the United States of America


  INTRODUCTION

  “The siblings are our future,” the lovely and inspiring Miss Jenny McCarthy spoke to a crowd one day. This woman has made such a social impact that she inspired me to become an advocate myself. “They are such amazing sources of love,” she continued. “And one day, one of those siblings is going to write a book, and that book is going to change the world.”

  Well, my dear readers, that day has come. And this is that book (at least, I hope so).

  Autism shakes up your world. It has changed my life and I wasn’t even the one diagnosed with it, athough I did have an asinine science teacher in high school who asked me if I had been. Little did he know my actual story.

  I do not have autism, but I am the big brother to, among five others, an incredible (and often mischievous) little boy who was diagnosed in 2005. His full name is Ethan Wolfgang, but we call him “Deets” (I’ll explain why a bit later). He is one of the greatest gifts my family has ever received. And at times, one of the most challenging.

  Because of Deets, I live a life that I never could have imagined. Starting at the age of sixteen, I’ve written a book, created the Play Now for Autism fund-raising brand, and hosted my own awareness-based talk radio show. It was all because my brother inspired me to make an impact on society. Now, as a young adult in my twenties, my life is nothing short of a blessing. But it wasn’t always so easy. There were many early mornings, long days, and late nights. Some were frustrating, some lonely, some filled with triumph, and some filled with tears. This may sound shocking coming from me, a “self-loathing leech” (as I’ve been labeled online) who wrote a book titled When Life Hands You Lemons . . . Throw Them at People. But if there’s anything this journey has taught me, it’s that I do have a heart.

  Autism truly has taught me a lot. It’s taught me compassion; it’s taught me the meaning of hard work; it’s taught me the value of a sibling bond; it’s taught me patience (which I have learned is very difficult). It’s taught me how to make a really strong drink. It’s also taught me how to hold on to hope, even when everything seems to be going wrong, when life has decided you could use a nice rainstorm right after making it out from under the tidal wave by the skin of your teeth. Don’t act like you haven’t been there, because you know you have. Everyone has. No matter how far you’ve come or what your life tolerance level may be, we’ve all been pushed past the point we thought had no return—the point we never imagined we could survive.

  It has definitely been a journey. A long one that is far from over, that’s for sure. When it comes to Ethan, he is not yet fully recovered. I’ll be honest about that. He has his good moments and his bad ones. He never fails to amaze me, though. I am proud of him and so excited to see what the future holds for him, for myself, and for the rest of my family.

  It’s been a rough road with my family. Some of them support the treatment my mother has chosen for Ethan and others have been very against it, which has definitely caused some friction. But out of it all, life has gone on. We have gone on. I think that’s one thing people forget: Autism doesn’t stop your regular life from happening. It just adds to it.

  I still grew up in a dysfunctional household, and had my own issues as a teenager, in addition to all of the advocacy-based projects I began to take on. When you take a very political world that feeds off controversy, and mix in a very politically incorrect kid named Zack, you have the perfect recipe for one emotionally unstable and slightly neurotic adult with a list of insecurities a mile long. But I chose to not let my brother’s autism (or any other life challenges) break me. Instead, I allowed it to empower me. Now this is my journey of coming out of pity and using what I’ve learned to build a better life that includes a demanding career and a bright autism-free future for my brother.

  I owe a lot to Deets. Every day I get to see my brother grow and improve; it brings joy to my life and makes all the struggles worth it. It’s given me that spark of hope that miracles are real and they can happen to anyone, as long as you’re willing to accept them.

  The road is never easy and always brings strife. Sometimes you have to fight really hard to get to the middle, then try ten times harder than you thought you could to get where you want to be. Or at least somewhere near it. Sometimes, you really do need that drink at the end of a really long day, because Lord knows we deserve it (but less often than we think, I’ve learned).

  So get ready, because this journey is a wild one. At times it will probably make you cry, but I’ll do my best to keep you laughing. At times you’ll smile, and at others I’m sure you’ll probably gasp at some of the things I’ve had the gall to write. I’m nearly fearless because of autism. I’m not afraid to shake the ground. I’m not afraid to stand up for what I believe or against what I do not support. My hope is that by the end of this book, you too will walk away with an ounce more courage to keep going.


  Author’s note:

  I have changed the names of certain persons in this account in order to preserve their anonymity.


  CHAPTER ONE

  The Game Changer

  I was born with a mouth and an ounce of courage, and ever since I can remember, I’ve never been shy to use either. At the moment of my birth, my mother was ready to shoot me out, but I was just too comfortable in the water bed of her uterus and refused to be born. Which is why I put up a good fight as they vacuum-sucked me out of her. Basically, I’ve always put up a good fight when it came to a worthy cause.

  I didn’t have your typical “normal” childhood. Well, with the way things seem to be going nowadays, I guess it wasn’t too out of the ordinary. The split household, the alcoholic stepfather, the busy mom, the love/hate relationship with food and dieting, the lack of direction or discipline, the nearly failing out of school—you know, the normal first ten years of a child’s life.

  Without getting into too much boring detail, my parents had me while they were still in high school, split at an early age, and after a couple years, they both got married again and started having more kids. So, most of my time was spent bouncing around from Mom’s to Dad’s, to Mom’s mom’s and Dad’s dad’s, but I was never really anywhere full-time. I assume this is part of the reason I can be so neurotic. There was a real lack of stability and guidance, so I kind of had to find direction on my own. And after a while I became very good at using my mouth and my ounce of courage to provide that direction for others. My mom refers to it as being “bossy.” I just call it making shit happen.

  Eight years after I was born, along came Ethan. It was March 2002. We had just arrived at the Huntington Memorial Hospital in Pasadena. For the weirdest reason, I loved it there. It was so big and empty and smelled a bit old, but still oddly felt full of life (or at least old people). I was so excited as my grandma and I walked out of the gift shop with yet another baby blue “I’m a Big Brother” T-shirt. Apparently three weren’t enough. I jumped into the elevator as she flipped through the latest issue of In Touch Weekly featuring Anna Nicole Smith’s latest diet trend. (This was before the Kardashians were on her radar.) I was just a few floors away from seeing Mom and my new baby brother, Ethan.

  He was the cutest little baby. He was so chubby. My mom joked that he had eaten up all of her fat, since she had barely gained any weight during her pregnancy. I instantly felt a bond with Ethan. My other little brother, Elijah Joeb (“EJ”), who was just a year older than Ethan, was nothing but skin and bones. And very tan. You would’ve thought Mom had been sleeping with the gardener. Ethan and I were both lighter and much chunkier. Mom said he looked like me. Despite our having different fathers, he really did resemble me.

  Ethan was my fourth brother. I thought that I knew what I was in for. And to be completely honest, I was right at first. Ethan was just like the last three little bundles the stork had dropped off. He giggled just as much, he mumbled just as much, and his dumps surely smelled just as bad. He laughed when I tickled him, he cried when he was fussy, he turned when Mom called his name. Everything seemed fine.
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  Introducing little Ethan Wolfgang!

  Flash forward eight months.

  “Deetens,” EJ called out, trying his best to pronounce Ethan. Soon after, “Deets” became Ethan’s new family nickname. “Deetens!” he continued to yell as Ethan looked out the window of our hotel room. It was bright and snowing outside. We were in Oregon on our way to visit family in Washington, which was a big culture shock from our home base in Los Angeles. Ethan just stared out the window, paying no attention to EJ.
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  Baby Ethan (6 months).

  Whatever, I thought as I ate my Cheetos and continued watching Pokémon on-demand. I didn’t think much of it at the time, but something surely was a little different with Ethan.

  My mom noticed it more than I did, as naturally a mother should. As I’ve gotten older I’ve heard her talk openly about having the initial feeling that Ethan may have been deaf, but almost certain that he wasn’t, she searched for another possible answer. She says that something in her gut just knew it was autism.

  It was shortly after noticing Ethan’s withdrawn behavior that she called our family pediatrician demanding that Ethan be examined immediately. She knew that if she explained her “instinct” that it was autism, the doctor would likely put her off, especially since Ethan was still so young. So, naturally, my mother lied and said she believed Ethan was deaf and insisted that he be seen right away. The doctor dragged herself away from tending to her dying mother to take a look at Ethan. My mother felt bad for lying, but her baby’s future was on the line. There’s no stopping a mommy fighting for her child.

  The doctor agreed that Ethan did indeed appear to have autism. The thing was, he was still very young. They couldn’t really diagnose him until he was at least three.

  I do not remember much about the day Ethan was diagnosed in 2005. I also do not remember anybody explaining to me why my brother had all of a sudden turned into a zombie. But I do remember Ethan before the diagnosis and his silly noises, how he would respond when I called him, and how he would laugh when I tickled him. It’s funny how no matter how much time passes or other noises fill up our memory, there are always those special sounds that you never forget. That laugh was one of them.

  There was a particular game I liked to play with him to get him to laugh. From one end of the kitchen, I’d say, “Deets! Ready? One . . . two . . . THREE!” as I ran toward him in his high chair. This would make him burst into peals of laughter. I was a natural-born entertainer and making my brothers laugh was one of the best feelings in the world. When I had annoyed all of the adults, the kids were the only ones who still paid attention to me.

  Then, one day Ethan stopped.

  It was like a light switch had gone off. That is the best way I know how to describe it. All of a sudden he stopped laughing at my kitchen games and my goofy faces. I’d tickle his stomach and he’d just sit there. No response. It was as if I didn’t even exist. He was in his own world, and apparently, I wasn’t getting the friend request. Or maybe I had just been blocked?

  “Weirdo,” I’d mutter as I waddled my chubby self over to play with EJ instead. It made me feel like I had failed, like I was no longer a good big brother. I didn’t understand it. When I used the same bag of tricks with EJ or my other two brothers, they responded fine. But not Ethan. Sure I may have thought, Weirdo, but the real question in my head was, Why is Ethan uninterested in me? I mean, I’m pretty hilarious.

  Autism was the last thing my family needed. My mother was busy with her job and raising her two newest little boys. She was also newly married to a man who she didn’t realize had a strong dependency to alcohol that was only about to get worse. My father lived with his new little ones about thirty minutes away with his wife, managing a household of his own. Both parents were a little preoccupied and I hated to bother them. So having one more person who didn’t pay much attention to me wasn’t exactly helping my self-esteem. It just gave me another reason to eat that second gallon of ice cream.

  I was a fat kid, and that’s an understatement. A psychiatrist might say it was due to this household neglect, but it’s also true that I loved food. And I had some nice, big love handles to prove it and a perky set of man breasts the kids at school wouldn’t let me forget (as if I could really miss a pair that big).
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  This was me, before I gave birth.

  With everything else going on, receiving an autism diagnosis was not something my family was expecting. But hey, that’s life throwing you a nice, big curveball.

  By the time Ethan turned one, it was clear that something was different about him. He went from being a happy, typical-functioning, good little boy to a baby who basically just sat there. Something just wasn’t right. I think we all kind of felt it, but nobody said anything.

  Over the next few weeks, I remember overhearing mention of the word “autism.” I was about ten years old and had no idea what the hell it meant. I thought it was spelled with an “O.” As I regularly did, I continued to eavesdrop on my family’s conversations to get the latest dish to later spill to my grandma, who paid me in Hot Pockets. Nobody sat me down to explain why Ethan was behaving differently. They were very matter-of-fact. I didn’t like it when people kept me out of the loop. Still don’t.

  So, I took the one key word I had, sat my butt down at our computer, took a bite out of my Hot Pocket, and Googled it.

  An abundance of complicated, confusing vocabulary popped up. Great, I thought. More big words. So I took it one click at a time. After about two clicks, I was so overwhelmed that I gave up. All I knew was that this “autism” thing had kidnapped my brother. And it sucked. More than the Nicole Kidman remake of Bewitched.

  I saw autism as a bad thing. I didn’t understand it. I didn’t know what the hell it was. Nobody was talking to me about it, and the Google search was making pre-algebra look like a walk in the park. For weeks, I felt sorry for myself. I couldn’t grasp the meaning of autism, but I knew it was one more thing that took my mom’s attention away from me.

  Growing up, she was my whole world. I was her first baby and she spoiled me rotten. I loved spending time with her. But after she reentered the dating pool, everything became about her new boyfriend, Jeff. Then they got married, had two boys, and were now juggling this asshole called life. It didn’t seem fair. Then again, when is life ever fair? And then Ethan developed autism.

  Our days soon became all about taking Ethan to therapy, making sure somebody always kept an eye on him, meeting with therapists and teachers, going on awareness walks, and watching Mom head off to support group meetings. They were support groups, not Alcoholics Anonymous. Though I would totally understand if she did go to AA. Just as long as she wasn’t looking for her husband. Because he was hanging with his buddies down the street.

  Autism can be a bitch. To a sibling, it really takes a toll. A lot of the extra responsibility gets heaped on us. But honestly, I would be lying if I said I wasn’t happy to do anything that would make things easier for my mom and anything that would give me a little more time with her even though she was taking a lot of her frustrations out on me.

  “I’m sorry, Zack,” she’d tell me. “It’s just that things with the boys and with Jeff . . . It’s not fair to you, I know. And I don’t mean to take it out on you. Don’t worry, I’ll make it up to you.”

  I don’t know what it was that I wanted her to do. I just knew that there was an ugly wound inside me that I was hoping she could heal. I was consumed with a strong sense of sadness. I now recognize it as pity. I needed to snap out of it. And the only way to do that was to slap myself in the face and look at Ethan, a little boy who really needed a big brother. I didn’t want him to have to struggle with learning how to figure things out on his own. I also didn’t want EJ to grow up feeling neglected the way I had.

  After a few weeks of feeling sorry for myself at the ripe old age of ten, I decided it was time to stop all the “woe is me” crap. If autism had kidnapped my Deets, I was going to go down to autism’s house, knock open that door, and get my brother back. I was going to make sure I learned everything I could to find a way to save him. Nothing was going to stop me.

  I sat myself down at that computer again and Googled like crazy until my head hurt. If there was any time in my life I wondered if I had dyslexia, this was it. I had no sense of how to organize the long words that floated past my eyes. I mean, did “autoimmune disorder” go before “deficiency” or after “candida”? What about “gastrointestinal tract” or “leaky gut syndrome”?

  I remember looking up at my mom as she tore through book after book about autism. Sure she was busy, but her dedication empowered and inspired me. She was trying to learn as much about autism as she possibly could, and I was ready to be her wingman and do the same.

  It wasn’t easy and it took a lot out of me, but it was time for me to accept the cards life had dealt us and work with them. It honestly broke my heart to lose my brother, but I was determined to get him back. I had accepted my brother and accepted that this was the journey we were given, but there was no way in hell that I was going to settle for autism.

  When a family member is diagnosed with autism, it’s definitely a game changer. Autism hits you hard, like a train. And it can crush everything you have inside. I remember watching my mom sit on her bed at night and cry. I knew then in my heart that I was placed on this earth to fulfill a mission. Autism would become my key to unlocking that mission. It was time to pull out my sibling warrior cape and crush this train. And you can be damn certain that’s exactly what I was about to do.

  [image: images]

  Look at my halo. I’ve always been such an angel.

  A Shot of Hope

  The game is always guaranteed to change and likely at the most unexpected times. Just roll with it, and one day, you’ll be so strong, not even a Trojan condom can stop you.


  CHAPTER TWO

  “Diet”

  It didn’t take long before my mom jumped full force into mommy warrior mode, buying just about every book on autism she could find, researching every term, and attending as many local conferences as possible. She was determined (if only she was as equally determined to be on time . . . Sorry, Mom).

  Her tenacity started to rub off on the rest of the family. My aunt got involved, my stepfather stepped up, and suddenly everyone seemed to be on board. Before I knew it, we were shopping at Whole Foods and Trader Joe’s, buying nothing but gluten-free, casein-free foods, which are basically dairy-free foods, just a little more complex. Keep in mind, this was back when all gluten-free food still tasted like cardboard. Multiple sources my mom consulted indicated that putting Ethan on a GF/CF diet would help him—the theory being, many children on the autism spectrum have impaired digestive systems or allergies that make them highly sensitive to foods containing gluten and casein. I just heard the word “diet” and was hooked. My Slim-Fast shakes and nutritional classes weren’t cutting it, and I didn’t want to be the fattest kid in seventh grade. It might have helped if I didn’t think a whole bag of chips was a single serving size.

  My aunt thought my willingness to try the diet was stupid. She understood it more than I did. I just focused on the word “diet.” Which the rest of my family seemed to focus on too. To me, diet meant weight loss. It’s just how I associated the word. I often walked around saying I could eat only salads because I was on a diet. It seems crazy to look back at that now, being that at the time I was barely even a preteen. I shouldn’t have been drinking Slim-Fast or even have understood what it means to “diet.” That just gives you an idea of what kind of pressure I was under and the emotional turmoil I was trying to cope with at the time.

  Having struggled with my weight for years, I had developed an ugly relationship with food and dieting. I was practically obsessed. To this day, I still struggle with it. But I’ve learned that people who tend to have these issues are usually feeling a lack of control in their lives. I was so used to being independent and on my own that I became a control freak (still am). When there was something in my life that I couldn’t control, it affected my eating habits.

  I often convinced myself that the less attention I demanded from my parents, the more attention they could give to my siblings. As long as they were taken care of and never had to experience what I did on a daily basis, all would be fine. I would take that bullet. This explained my obsession with being on a “diet.” It gave me something to control in my life.
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