















Praise for
MAKE A WISH FOR ME



“Make a wish for me is a beautifully written love story of a family as it struggles to balance the frustrations of an overrun and ill-equipped system and their unwavering belief in and love for their son. A great story for all who have been touched by the epidemic numbers of children being diagnosed and treated with Autism Spectrum Disorder.”


—HEATHER SKELLY, Early Childhood Special Educator, mother, and aunt to a child with autism


“Many may not realize that with the label of autism comes grief, often associated with the loss of hopes and dreams of a life with a ‘normal’ child. Through complete and genuine self-disclosure, Chergey shows how holding on to grief can lead to isolation, stagnation, and disappointment. More importantly, Chergey’s story depicts how hard work put forth toward truly mourning and expressing feelings associated with loss can lead to unexpected growth. She shows the reader that by creating a new vision of what an ‘autistic’ child can be, we build new hopes and dreams. I encourage anyone associated with autism to take a step toward ‘new hope’ and embrace this true-to-life, deeply heartfelt story and see for yourself that when there is ‘new hope,’ anything is possible.”


—DAVID S. TUSO, Licensed Marriage and Family Therapist


“As a therapist, I realize all the work, stress, worry, patience, and love that comes with a child with autism. This book beautifully depicts all of those attributes and more. The human aspect surrounding this book is refreshing. Books regarding autism tend to get extremely clinical and miss the point that entire families are affected when a family member is diagnosed. LeeAndra Chergey’s honesty throughout this journey only helps to reiterate this. Raising a child with autism requires a lot of support, and I enjoyed reading about how much Chergey and her husband relied on each other. The reader is allowed to see all facets of Ryan’s personality, and helped to understand that there is a little boy at the heart of the matter—not the cold, unemotional, robotic child that is so often portrayed in the media.


—JASON MCDUFFEE, MS


The descriptive transparency of LeeAndra’s personal feelings and reactions to Ryan’s diagnosis is impressive. This book will validate the feelings of any parent has who deals with a child with chronic illness or disability. LeeAndra conveys the mourning process with typical responses of fear, anger, guilt, and sadness admirably.


—DR. STEPHEN KUNDELL, MD
Pediatric behavioral specialist


“Make a Wish for Me is a beautiful story about a woman’s immeasurable love for her son and what she went through to make sure he would succeed in life and, most importantly, be happy. Chergey’s transparency gives the reader an intimate look at the reality of having a child with a disability. Incredibly inspiring for anyone who has a loved one with any disability, but especially autism. Chergey’s descriptions of sadness when her son was lonely and frustrated and her joy when he expressed happiness brought me to tears. Chergey also shares her wit and keen sense of humor with the reader, which provides a lovely balance. This book gave me insight into how I might improve the way I work with families in the future.”


—STEPHANIE HOFFMAN
Occupational Therapist


“This book gives hope to the reader and makes it clear that though overwhelming, autism isn’t entirely negative. Chergey showed such strength to go against ‘the system’ and be an advocate for her son. As a former behavioral therapist, it was enlightening to hear about the parental side of letting ‘strangers’ into the home. I couldn’t put it down.”


—RACHEL MCDUFFEE, PSYD
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This book is dedicated to
Dan, Jenna and Ryan


This is our story.
My wish is that it gets used only for good.





FOREWORD
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From the very first sentence of Make a Wish for Me, I’m hooked—eager to read on. The powerful narrative instantly grabs my attention. Personal and passionate, LeeAndra paints with words a picture of autism’s ever-present journey in vivid color. I see this as not just her family’s story but rather one that resembles (minus a husband) a lot of my experiences as a mother and advocate in autism.


As I continue to turn the pages, a flurry of emotions washes over me. I am transported back to a time over two decades ago when my son, Taylor, was diagnosed with autism. “There’s good news and bad news,” the doctor said. “The good news is we know what is ‘wrong’ with Taylor. The bad news is it’s called autism, and he will have it for the rest of his life.”


I have been an autism mom for nearly twenty-seven years. I’ve been an advocate, filmmaker, writer, and speaker for nearly as long. Though I sometimes get teary-eyed when working with a child or adult in my skills and transitions work, it’s been a long time since I cried for just myself, for autism, or for Taylor. I learned to accept Taylor and autism’s journey when he was just over a year old. Yet as I read LeeAndra’s story of her young son, Ryan, her husband, Dan, and daughter, Jenna, I find myself being pulled further and further into a long ago, bittersweet past. Intermittently in one moment I fight back tears, and the next I allow happy and sad tears to flow freely. It’s hard to put this book down. It’s cathartic—in a good way. Make a Wish for Me unearths feelings I thought I had forgotten, yet am grateful to remember.


Though advances, knowledge, understanding, and resources in autism have changed dramatically since the dark ages of my early experiences with Taylor, this book reminds me of two current truths. The first is that while values and knowledge in autism continually change, grow, and evolve, the feelings of fear, guilt, sadness, and anger—especially in the early years—do not easily change without a lot of work and processing. Feelings of shock, dismay, and confusion are common and to be expected. The second truth is that the triumphs, hard-won milestones, and the ultimate road to acceptance are available to each of us when we open ourselves up to them. When we do the hard work of educating ourselves, create a tribe of positive support people around us, and seek the courage to believe in possibilities, acceptance is there for us when we are ready to receive it.


A heartfelt memoir, Make a Wish for Me is also a wish for you. It is a wish that you know immeasurable possibilities in autism. As you read this aut-some book, I expect that you too will be mesmerized by LeeAndra’s candid and authentically personal style of writing. All at once, she is warm and thoughtful, while skillfully interlacing dry wit and ironic humor. It’s the laugh-out-loud, feel-good kind of humor that will make you smile as you relate to the kindred voice in your head. Autism is not an easy road, so when we can laugh and cry about it, it’s just plain good therapy.


Along with sharing the laughable and “aha” moments, LeeAndra is sensitive yet bold in the way she shares the very real and compelling stages of grief, denial, fear, anger, and bargaining that parents of children with autism experience. Note: You will likely see that as your child gets older, they too will have similar stages and feelings about their experiences in having autism. Whether they can communicate and share those stages/feelings or not, do not assume they do not know that they are different from others around them. As both a parent and professional, I have seen this phenomenon in hundreds of children/adults I’ve met and worked with. One should never assume that an apparent lack of awareness or cognition, or difficulties with communication, bar a person with autism from experiencing such feelings. Our children hear us—even when we think they do not. Our children feel things deeply—even when it appears they cannot.


While I’ve begun this foreword addressing you, the parents who are holding this book in your hands, I also include you, the professionals, teachers, administrators, extended family members, and friends holding this book. A must-read for everyone, this book offers the opportunity to know the heart of an articulate, passionate parent. LeeAndra’s feelings and experiences will surely evolve your own relationship to autism. In focusing on some of the therapists, therapies, teachers, aides, family, and friends who have surrounded Ryan for many years, LeeAndra gifts you with insights and perspectives that are invaluable for non-parents. I have no doubt this book will positively impact your future relationships with autistic people.


Prior to publication, when LeeAndra asked me to review this book, she shared a tidbit with me about our first meeting. Years ago, when Ryan was very young and in the beginning stages of his autism journey, LeeAndra came to my home. She was participating in a transitions workshop I often facilitated in my community. While I only vaguely remember her personal story, I do remember the core ideas and values shared at that meeting. Those values were this: Transitions do not begin at some random point in a child’s life, or when they “age out.” Transitions begin from the moment of discovery; the moment autism knocks on our door; the very moment we learn ours will be a different story than we had imagined. As parents, we are always transitioning too. Make a Wish for Me reminds us that we are ever-evolving and transitioning. It reminds us that there is a purpose in autism.


I am so grateful to have been asked to read this book. It is my privilege to recommend it to you now. I am blessed that autism came to live with me in the form of a wonderful being named Taylor. I hope you know—or will know—gratitude and blessings in your life, and your child’s, as well.


Peace and gratitude in autism.


—Keri Bowers


Owner of Normal Films, founder of PAUSE4kids, and co-founder of The Art of Autism, Keri is an advocate, filmmaker, writer, and educator. She is a regular contributor to Autism Asperger’s Digest magazine. Her son Taylor, now twenty-six, lives in his own apartment with limited supports. He has collaborated with his mom to make three documentary films including Normal People Scare Me, The Sandwich Kid, and ARTS. Currently, they are in production on their fourth film, Normal People Scare Me Too, a retrospective ten years later. Keri uses the arts, music, drama, and movement as a foundation in her work with children and adults with special needs.
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THE GIFT of PITY
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It feels like he’s died.” I snuffle into a tissue as I blow my nose. It feels so wrong to say that word about my very alive, beautiful boy, but I have no other reference to explain my pain, other than the sinking feeling of a death—a horrible, open abyss that tries to pull you into darkness. Roberta’s dimly lit, peaceful office feels like a boat in the middle of a still lake. I want to lay my head down and sleep on the green chenille sofa. The smoothness feels so comforting against the back of my bare calf. I rub my hand along the cushion absently; Roberta nods and waits for me to speak.


“This wasn’t part of my plan,” I say, my voice sounding too monotone. I stare at her collection of crystal figurines in a case. A placard above the crystal case reads: ROBERTA FLEMMING, AAMFT. I searched online for the acronym before this appointment. The letters stand for “American Association for Marriage and Family Therapy.” It wouldn’t have mattered if the letters had been “CPA”—I needed to speak to someone outside my family and friends to try to get a grip on my failing emotions.


The morning after the diagnosis, I went to work robotically. How pathetic I must have looked sitting at my desk, staring at my computer for hours, not knowing what to do, stifling heaviness deep in my chest that I wasn’t ready to let out.


“I need to speak to someone. Because I’m … so … so sad.” I can describe the look on Dan’s face when I said this only as surprise bordering on terror. “I know you don’t know it, because I’ve been hiding it, but the reality is, well, if I go down, well …” I let the pseudo-threat hang out there without finishing my thought but knowing he got the gist.


My poor husband, he’d never had anything like this happen to his family. Yet he marched on as if it were normal. Then there was me. I was supposed to be the strong one, the fighter, the one who had endured countless family dramas and unusual circumstances, yet I was retreating into myself—kind of like our son was doing.


“What was your plan?” Roberta’s voice shocks me back to the present.


“My plan? Well, I had it all worked out before I got married: get a house, have two and a half kids, a dog, haul them all around in a Volvo station wagon.” I laugh out loud at my own joke, because I don’t drive a Volvo, but it sounds good to complete the so-called all-American yuppie “plan” I had decided would be my life. I was going to be different from the rest of my dysfunctional family. My household was going to be perfect.


“I thought I was safe. He had the right amount of everything—toes, fingers, organs; he could …” I breathe out heavily before I go on. “He could see, and hear. … I thought I was safe. After they’re born with all the right parts, you think, All is well; I dodged that bullet, so how does two years go by and then this hits you between the eyes?” I feel a cry welling up from my core like a tidal wave, and I stop it in my throat with a deep swallow. I sit staring at a shiny crystal bear. The prismatic rainbow glare is almost mesmerizing.


“How does it feel to think of how your plans have changed?” Roberta asks.


I think about this for a long minute.


“Like I’m naked at my wedding,” I say, looking her in the eye. She raises her eyebrows. “Well, not really. But, you see, I am a planner. I have contingencies for everything—I have backup plans for backup plans—but I didn’t plan on this.”


As I sit there, a memory comes back to me. I am lying in bed; I am seven months pregnant, reading an article in a parenting magazine. My twenty-month-old daughter has gone down for the night, and the house is quiet. Dan is reading next to me, the faithful dog lying at the foot of the bed. It’s practically bliss. My perfect plan is almost complete. The article is frightening and appalling: immunizing your child could cause him or her a lifelong disability I know very little about. I read it to Dan, and I feel the fear seeping into my very bones. Please, Lord, do not let this happen to my child, I silently pray, nearly begging. I lay my hands on my belly defensively, as if to protect my unborn baby.


And yet what happened?


“What have I done to deserve this?” I say aloud, more to myself than for Roberta to answer. It sounds more pathetic than I feel, and I am mad at myself for being so weak. I feel my anger begin to rise. It’s like I can actually see red, but it’s probably the reflection of the sparkling crystal circus. Still, I sense the anger trying to come out, and I know it needs to get out, for me to get better.


“I want to get mad; I want to get mad at this and stop feeling so sad for myself,” I say, with as much enthusiasm as I can muster, but it still sounds meek.


“How do you think we could get this sorted out? Where should you start?” Roberta asks softly.


That’s why I’m here, lady. I blow air out slowly through my lips and stare out the window. “I don’t know.” I watch the passing cars absently, not really seeing them.


“I don’t want to face this. I don’t want to ‘be strong’ or ‘do what’s best,’” I say, making air quotes with my hands. “I want to get mad and tell the universe and everyone in it how much this sucks and I didn’t ask for it,” I say too sharply. I take another deep inhale and shove down the sensation to cry.


“What if you could do that?” Roberta pauses dramatically, tilts her head, and then leans toward me with her elbows on her thighs. “Put up a billboard and tell the world it sucks. Would that make you feel better?” Her mouth turns up on one side and she cocks her head the other way, waiting for my answer.


I know she’s enacting a role-play scenario; it’s transparent enough. But for a second I let myself imagine a way I could tell the world how I feel. Then I get a flash of a billboard on the 405 freeway with a gigantic me scowling, holding up my middle finger, over huge letters: SCREW YOU, SHINY, HAPPY PEOPLE.


Imagining thousands of people looking at me flipping them the bird makes me chuckle in spite of my sorrow. This sadness is like an anchor. My mother once told me depression is turned-in anger. But the anger is ever-present, so how can I be angry and depressed at the same time?


“I feel so heavy, and the weight is pulling me down into a hole, and I want to let it. I want to fall into darkness and not come out,” I say pathetically.


Roberta sits back in her chair. “Sounds like you’re grieving.”


Welcome to the party, Sherlock. Talk about stating the obvious.


“That’s what you keep saying, so maybe you need to treat this as a death,” she says again in that stoic voice.


It is a death. In one quick second, his future … died. My hopes and dreams for him were taken away in an instant. With one word, one horrible, deadening word, all of our lives changed.


“What do you think will make you feel better?” she asks intensely, looking into my eyes.


Better? I have no idea. …


I’m no stranger to grief, but this is different. Everything changes when something happens to your baby. I feel grief, yet there is no death. I feel pain, yet there is no physical injury. I feel sadness to the core of my bones, and it takes all I have to paste on a half-smile and go about my day as “normal,” all the while trying to figure out how I’m going to help my son. His changes in behavior are so … odd. He used to smile and look at me. He used to be such a happy baby. But for the last few months, he has been changing rapidly. It’s like a dark cloud has invaded his life and taken over his joy. He just seems so angry and distant.


“I don’t know what will make me feel better right now. I know I’m stronger than this, I’ve been through worse, and I’m not one to wallow in self-pity … but it’s just too big. It’s too big for me right now. …” I let my words trail off as I look down at my hands clasped in my lap.


“Perhaps you need to allow yourself some pity. Give yourself that gift … for a time.” She reaches for a tissue and hands it to me. I take it, confused, and then realize tears are falling down my face. I lost myself again for another moment; it’s easier to be absent. My senses are all backward now. I smile when I’m sad, and I cry when I’m trying not to think.


“I think that should be your homework for this week,” she says with finality. I realize our session is over. So soon? Feels like I just got here.


“Give in to the sadness, accept it, write about it, yell about it, and talk to anyone who will listen. Then come back, and we will start healing the pain.” Roberta tips her head again, waiting for me to respond.


It sounds nice to have a plan, but I don’t believe it will be that easy. I feel so isolated from everyone now. I don’t know how to relate to the people I used to. And I don’t know if they look at me differently and can’t relate to me either. Reaching out is really hard for me now. I hope that goes away soon.


I do not have the strength to stand up to leave; being here makes me feel far away and safe—like my life isn’t ending, like my heart isn’t breaking, like all my dreams haven’t been shattered.


“Okay,” I say weakly. “I’ll try.” But I don’t believe it, and neither does she.





YOU’RE LOSING HIM
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Jenna is outside, digging in the sandbox. Ryan is inside by the toy box, playing with a car. I am literally straddling the screen door in order to watch them at the same time. Standing that way, I’m sure I must look ridiculous. But how is a responsible parent supposed to properly supervise both her children? I am bobbing my head back and forth like I’m watching a tennis match, sure not to miss a thing from either of them. Jenna: dumping sand onto the pavement by the bucketful; Ryan: turning a car over and staring at the wheels; Jenna: dumping another bucket onto the pavement; Ryan: spinning the wheels and staring at them; Jenna: singing “Peanut Butter and Jelly”; Ryan: spinning the wheels …


Divine intervention is described as “a miracle caused by God’s active involvement in the human world.” It’s been portrayed in the movies with special effects like a flash of lightning, or a change in the weather, or perhaps God himself appearing.


I describe it as a fluid voice.


In the midst of my neck volleying, a voice says, You’re losing him.


I jump and look around to make sure no one is with me in the room. The words are so lucid, they almost seem to have been said aloud and not in my head. As I finally exhale, my heart begins to beat fast. I don’t know for sure whose voice it is, but I know it; it’s familiar—it could be my own. But I am so shaken by the power in the words, it might as well have been God himself. Hearing a voice is one thing, but the truth behind those words has to be from a divine source. The strength of the message literally shakes me to my core.


Losing him … how? Where is he going?


Fear grips me like a character in a horror movie when she realizes the killer is right behind her. I remember when I was twelve and I came home late one evening. I was a typical latchkey kid of the times. I rushed in to do my chores before my parents came home and didn’t notice for several hours that the window in the kitchen was broken. All the while, the intruder waited upstairs for it to get dark. I began to search for the intruder after I discovered the broken window. But, by God’s grace, I didn’t look in his secure hiding place in the shower. I’m lucky he just wanted to get out unseen. When his partner turned the power off outside and I saw his shadow move rapidly past my room, I let out a scream I didn’t know I could make. I felt completely paralyzed with fear. I was truly frozen for a full minute.


Standing in my doorway today, I want to let out that same scream, and I don’t feel so lucky.


What just happened? I have that same sense that someone is there as I did all those years ago. Again, I’m too paralyzed to move for a second. I stare at Ryan and wonder; my hands begin to shake as I cover my mouth to hold in my cry.


Have I been losing him this whole time?


I stand there for a long time lost in a time warp, my mind whirling. Losing him? I can’t lose him. These children are the best thing I have ever done, my best accomplishment. I will not allow him to go anywhere.


You’re losing him feels like a proclamation, though, and it makes one thing clear to me: no more pussy-footing around what’s going on with my once-docile toddler. It’s rare I can even calm him down after some mysterious event pushes him out of control. His screaming, crying, and flailing come upon him with such force, it’s as if an invisible hand has reached out and swatted him, stirring up his beehive of reactions. He no longer eats the foods I put down for him. He wants only Cheerios, Goldfish, chicken nuggets, and milk. Gallons of milk. He refuses anything else to drink. Even his sleep has changed; he has reverted to infant hours. I am up most of the night with him. I finally asked Dan to help me get up with him on the weekends. And he’s just that: “up.” No reason. Just wakes up at midnight and isn’t ready to go down again until 4:00 a.m. That’s the worst part for me. The entirety of our existence feels unstable because Ryan’s whole being has changed from a sweet baby to an angry, unreceptive child I can no longer recognize, predict, or help.


It’s not often a “voice” can speak so clearly to you and also evoke such fear. I have no intention of ignoring it. The matter is not whose voice it is; it could have been my mother warning me. It could have been my own voice reaching into my unconscious to pull out what I already knew. But it doesn’t really matter—the message has been delivered. I also get the point that it’s my job to figure out why my son has changed so drastically.


The determination that overcomes me is like none I’ve felt—I stand taller, and grab paper for notes to start making calls and getting to the bottom of this. The voice has given me an ominous feeling that I have to hurry to find out what is making my son so unhappy. I do not want to lose my baby boy any more than I have.





THE ARTICLE
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Walking in the front door after my usual weekday morning gym visit, I can hear the TV blaring cartoon sounds. Dan is around the corner in the bathroom, hidden behind the newspaper. By quick estimation, he has just sat down, since the floor is clean. When the floor is cluttered with completed sections, I know he is almost finished. His usual bathroom time is twenty minutes, so I’m guessing he’s only a few minutes in. I don’t understand how or why he can sit that long for something that should take only a few minutes.


“Good morning. Everything coming out okay?” I ask sardonically. That’s usually his line when he interrupts my bathroom time. He mumbles something I’m sure is a witty comeback, but I continue on without stopping. Deafening noise is letting me know one of my house munchkins is up, and I’m curious which one it is.


When I round the corner, the first thing I see is my cherub girl sitting in her kid-size “big girl” chair, glued to the cartoon Danny Phantom. Her thin, almost white hair is knotted and standing up in the back. Jenna is an active sleep talker, so her hair often gives away how many stories she told in the night.


“Good morning, punkin’ head,” I say to her back. No response, so I step closer and say loudly, “Good morning, Jenna.”


She turns around and grins—“Hi, Mommy”—then turns back to the TV. I kiss the top of her hair and pause to take in her smell and grab the remote to punch down the volume.


“Did Daddy get you something to drink?” She holds up her sippy cup to show me, not breaking her gaze from the screen. “Where’s Ryan?” I ask her.


“He seeping,” she says, still not looking up.


“Oh.” What’s a mom to do when there’s nothing to take care of?


“Okay … well, I guess I can have my breakfast,” I say to myself, and walk into the kitchen. Coffee. Ah, thank goodness Dan made coffee for me. After pouring the stuff that makes my morning complete, I rummage through the cabinet and decide on Cheerios, a long-standing childhood staple in our house and one of Ryan’s new obsessions. I fix myself a bowl and sit down. I glance at the TV to see which episode Jenna is so engrossed in. I can’t figure it out, then realize I actually don’t care and lose interest entirely. I turn back to my cereal and notice the other newspaper sitting on the table. Dan gets the Los Angeles Times and the local paper. When was the last time I actually read a newspaper? Dan finds time to read both of them every day. I guess if you invest the time he does in the bathroom, you can accomplish that. My bathroom visits are under two minutes, for fear of being interrupted, and for the kids’ safety. You can’t leave a three-year-old and a toddler alone that long. Just one more thing mothers are robbed of: leisure time on the toilet.


I glance down at the paper again. By some luck I have been granted a spare few minutes to actually sit down to eat, and the paper is open, almost waiting for me, so I pick it up and see:


For the autistic child, time matters. A diagnosis at age two—or even earlier—could make a difference.


“I don’t think he’s autistic,” his first pediatrician had said loudly to me over Ryan’s screams a few weeks before. I asked for an exam because Ryan had stopped talking again. He had a second set of ear tubes, but his words hadn’t come back. Autistic—what the hell was he talking about? The only reference I had to autism was the stereotypical film version: Dustin Hoffman in the movie Rain Man.


I scan the words in a side column:


Behaviors to watch: not cooing or babbling … indifferent to others … fixation on a single object … strong resistance to change in routine … any loss of language.


The last words practically jump off the page—any loss of language. My heart stops, and I drop my spoon loudly. Ryan has lost his words—twice. Both times seemed coincidental to his having ear tubes, according to the doctors. And though I have asked and asked why he isn’t talking again, every doctor I have spoken to continues to push my questions aside. I have enrolled him in speech and occupational therapy on my own, to feel as if I am moving forward to help him, but even the staff there haven’t told me anything.


“He doesn’t need a diagnosis. His treatment would be the same,” the lead speech pathologist at our Tri-Counties office told me. Diagnosis? For what? How could he receive the same treatment if he had a diagnosis? This made no sense to me, yet I felt I had to do something to help him. So I continued his sessions, not convinced anything was improving. His silence was becoming frightening, especially coupled with his tantrums. Deep down, my mother instinct was saying they were related.


“He’s fine—he’s a boy. He’s fine—he’s a second child; his sister talks for him. He’s fine—he’s had ear tubes twice,” the pediatrician and the ear, nose, and throat doctor both told me, sending me away with a nod and a pat on the arm that was supposed to calm my fears. “He’s fine, Mrs. Chergey; stop worrying. Just wait—it will come back.”


Wait? For what? I feel an urgency but don’t know why, and no one wants to deliver any news to me, even though I have been chasing my tail trying to figure out why my son has changed. As I sit there, holding that paper, I feel as if all of my questions are finally in black and white in front of me. Yet I don’t want this to be the answer.


I hear the voice again—you’re losing him—and I brace my hands on the table for balance. I begin to see his short life in a flash of images in my mind: the unhappy infant, continually waking at night; then, at four months, lying on the floor, a happy pre-tooth face; walking unsteadily toward me with a four-toothed grin at a year old; and then having a tantrum like I’ve never seen. He screeched at Jenna for touching his Thomas train and lunged at her full-force, hitting and grabbing her hair and kicking. She was just as surprised as I was and curled up to protect herself. After I pulled him off, properly reprimanded him, and strapped him into his high chair, I snatched a sobbing Jenna into my lap for hugs and comfort. At the time, I tried to laugh it off as his finally getting back at her for all the times she pinched or hit him when he was a baby.


Early intervention is the key to providing any success in an autistic child’s future.


I cannot read the letters anymore, between my hands’ shaking and the tears that have filled my eyes. These behaviors are all too close to his.


Autism spectrum disorder.


That’s what they’re calling it? A spectrum? That sounds like a rainbow sticker for gay pride, not a name for what isn’t right with my son’s behaviors.


I begin to read the body of the article with such intensity, I don’t hear Jenna asking for milk. I don’t see my husband go upstairs. I read every word, twice, and begin to feel a sensation of being the subject of a camera zooming in. My life has been laid out in these words, and I didn’t know it. There is a “spectrum” of behaviors that a child can be placed on. How do you place a child on a spectrum? It sounds so gentle, so kind, yet I feel like I am beginning to slide down a slope I can’t see an end to.


I know I have to talk to Dan. I have to show it to him. Let him read it. Let him say how silly I am and that I overreact to everything. He’s fine. Little Ryan is fine. He doesn’t play with his sister because he’s still in “parallel play” mode. He carries Jay Jay and his trains around because he loves the characters so much. He’s protective of his toys; that’s why he hits. The wheels fascinate him because he’s going to be a mechanic. His ear infections caused him to not hear so well—that’s why he stopped talking—and he’s just … frustrated …


I am standing in the bathroom with Dan, and I didn’t even realize I had walked up the stairs.


Dan looks at me from the mirror, and I glimpse my reflection. I look terrified.


“What is it? What’s the matter?” he asks.


“You have to read this—just read it and tell me what you think.” Tell me I’m crazy, tell me I’m wrong. I am shaking so hard, I have to sit on the edge of the bathtub. I wait. … Thump, thump, thump goes my heart. And wait. Dan is a slow reader. I wait and feel my heart pounding harder in my throat. He isn’t saying anything. His face is tight. He puts down the paper and looks at me.


“Let’s get him tested.”


I sink to the floor and begin to cry.





AHEAD of the SYSTEM


[image: image]


You must make an appointment for an evaluation. Then you can get the services,” the monotone voice on the other end of the phone says to me. I am sitting at my kitchen table with a giant binder open in front of me. It is filled with notes that Dan and I have taken, evaluations, hearing tests, eye tests, government documents, and basically more pamphlets than any AAA kiosk has.


In line with my occasional anal retentiveness, I have neatly organized all the information and printed tabs from the computer to separate the colorful, plastic-coated folders. I even spent an hour making a photo collage of all of Ryan’s sweet faces (in his rare happy moments) on the front of the binder to remind me of why I’m doing all this. But talking to this woman epitomizes the battles I’ve been waging lately. Right now I need to get an evaluation so I can … so I can give a name to what has changed with him so drastically. The word is lurking in my subconscious. But I need to know for sure. I can’t rely on a newspaper article to diagnose my son.


“Well, I’m already getting services. We started a few weeks ago. We come twice a week for speech and occupational therapy. But I would like to have an evaluation,” I say, feeling confused. And why shouldn’t I be? This isn’t the first time someone talking to a government agency has felt this way.


“Oh, well, I’m not sure how you got ahead of the system, but let’s get you scheduled for an evaluation with Dr. Lark, the head psychologist for this Tri-Counties office. Let’s see … how old is your son?” she asks.


“Two,” I say.


“Oh, we can’t do the evaluation until he’s three,” she says hurriedly.


“Three! He just turned two! You want me to wait another year to get an evaluation?” I am trying not to scream at her, but my voice is too loud and I know it. Holy crap, doesn’t anyone want to help me find a solution?


“Sorry, ma’am, that’s protocol. The tests we utilize are not designed for a child of that age,” she explains, with a superior nasal sound in her voice. “It wouldn’t really matter with a diagnosis anyway; he would get the same services either way.” Again with that gem of a statement.


“What do you mean? How would he get the same services if we don’t even know what’s going on with him?” I say, in my best trying-not-to-be-rude-but-pissed-off-anyway voice.


“Whenever there is a delay with a child under three, they are offered the same type of services, no matter the child’s … issues.”


That makes zero sense. “Not sure I’m following you,” I say, pinching the bridge of my nose in an attempt to stay calm. “What do I do? Where do I go?” I exhale and try to breathe slowly; I know I’m talking fast. “We need to know what his issues are so we can treat him properly. Someone has to diagnose at this age.” I’m speaking more to myself than to her as panic sets in.


“You can go to a neurologist or a specialist, I guess,” she says, her voice trailing off. I can tell she’s losing interest in the conversation, and it makes me feel desperate.


“Do you have any names of doctors?” I ask, my voice beginning to crack.


“We can’t recommend any for legal purposes, but the Rainbow Connection has a list. Do you want their phone number?” she asks, almost cheerily.


“I have it, thanks.” I know I’m not going to call them anyway. I have their brightly colored brochure in my binder. I don’t want to talk to another “agency” that will only send me on another goose chase. I need answers.


“Okay, thanks for your time. Bye,” I say, and take the phone away from my ear. I hear the line click off and realize she hung up without saying goodbye. Why this annoys me, I don’t know, but it does. It doesn’t take much lately—I am so on edge and raw trying to solve this mystery that has changed my son. Frustration and I are constant companions.





LULU


[image: image]


Do you remember my telling you about a nurse I insure at the doctor’s office across from my office?” Dan asks me after the kids are in bed that night, as I’m snuggling up to him in his chair.
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