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… and a little child shall lead them.

— ISAIAH II:6
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Why Did We Write This Book, 
and Why Do You Need to Read It?

Let’s start with the “who” part, which will tell you “why” as well: I (Bobbi) am a parent who teamed up with an autism professional to spare other parents the pain, confusion, and discouragement that I went through in the initial stages of discovering that my daughter had an autism spectrum disorder. Cutting through the confusion and getting a diagnosis was much harder than actually dealing with the difficulties themselves. We’d like to spare you some of that if we can.

Although I am a natural know-it-all, I’m not here to give you a diagnosis or to tell you how to parent; instead, think of this book as a scouting report. What I Wish I’d Known about Raising a Child with Autism was written during the first seven years of parenting my daughter Grace, with a focus on the first four years. Grace lives with an autism spectrum disorder (we’ll sometimes refer to it as an ASD). As you have probably already figured out, every child is different, and that is especially true of kids on the autism spectrum. For example, Grace’s sensory issues were, and continue to be, extreme. As for the verbal challenges and eye contact, while Grace’s challenges were daunting at first, we have seen amazing improvement. Then there are other areas, like social functioning, the differences in the way she thinks, and developmental delays, in which every day is a new and different experience. Both before and after finding Dr. DeOrnellas and getting a diagnosis for Grace, my husband and I looked under every rock and considered a wide range of possible diagnoses and prognoses.

The first signs of autism can be confusing—not to mention scary. Maybe our book will help you learn where to start to look for answers. Or perhaps someone has given this book to you so that you can better understand your student, grandchild, or patient. However you came to us, you are welcome here. We are here to talk about some really hard truths, and we aren’t here to judge you or your kid.

Like our children, this book is unique. There are many informative books to help you with specific problems that you may encounter; we tell you about some of the best of these books. We are here to hold your hand as you walk through a door that you and your child didn’t choose; come on in, there are lots of us here waiting for you. Maybe we can help you to figure out whether what you are seeing is (or could be) an autism spectrum disorder; maybe we can point you in the right direction for more help.

What I Wish I’d Known about Raising a Child with Autism is our love letter to Grace and our gift to the wave of parents who come behind us; it is our way to help you get on with the formidable tasks and great joys that you face. You may feel alone, but you aren’t. Current estimates place around 1 in 100 kids on the autism spectrum, and the numbers are even higher among boys. When we were growing up, the numbers were more like 1 in several thousand.

You (probably) aren’t losing your mind, although you may feel like it. Such feelings are a reasonable response to an explosion like this, especially when that explosion is taking place inside your child’s brain. Let’s start to make some sense of this. I’ll dive right in by telling you about my Grace.

Authors’ Note

We have changed or obscured some identifying details of people who did not volunteer to be in this book, and even some who did, like Bobbi’s kids. We are eternally grateful to the generous people who provided insights and quotes for the book, and we have protected their privacy while accurately quoting them and/or telling their truth, as best as we could.
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 CHAPTER ONE

Our Journey from Cluelessness to Partial Enlightenment
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I didn’t set out to write a book. I only wanted to help my child.

Our story starts in early 2005. We were beginning the paperwork for an adoption. What kind of baby would we bring home? It seemed strange to us that we could specify our child’s gender, health, or anything else, since our first two children had emerged from my body with no questionnaires or checklists.

Our first child, Lucy, was the classic high-maintenance toddler. She had embraced the Terrible Twos and the Disney princesses at the same time, with often-hilarious results. She was very demanding, very verbal, she ate everything that we gave her, and she was a happy, funny kid. She took her naps on a schedule and went through an unfortunate biting binge just before her second birthday. She was, in other words, a totally terrific, totally beautiful little girl.

Her sister Grace, born fifteen months later, was, in our opinion, the sweetest baby ever born. This pregnancy had been medically complicated, and even more harrowing and miserable than my first pregnancy, which was no picnic. Grace’s birth and infancy were as easy as the pregnancy had been difficult. Grace looked like a porcelain doll. She rarely cried, and her vocalizations sounded like the meows of a little cat. She loved to be cuddled and squeezed. We thought it was a little odd that she never wanted to take a nap and that she didn’t cry when she got her shots, but we didn’t think it was a big deal. She didn’t embrace solid food unless it was sweet, smooth, and room temperature, but we weaned her shortly after her first birthday and doggedly kept introducing new foods, most of which she rejected. Other than jaundice at birth and a bout with croup when she was a year old, she was robustly healthy. She skipped crawling, went straight to walking, and was running, climbing, tipping over other toddlers, and generally wreaking havoc by her first birthday. We were very much enjoying our two children and looking forward to a third.

It’s funny how you look back at conversations that seemed so insignificant at the time. “Honey, I met this woman who has a ten-year-old son, and she told me the most bizarre, awful story,” I related breathlessly. “She had the exact same pregnancy complications that I had with Grace, only her son was born with something called Asperger’s syndrome.” He hadn’t heard of it either. I went on to regale him with the story of the woman’s son grabbing her ponytail and bashing her head against the bathtub faucet because the temperature of his bath wasn’t to his liking. “Their other kids aren’t like this. This thing that he has, it makes it so he doesn’t understand that he’s hurting his mom. Can you imagine?” Years would pass before I gave that conversation another serious thought.

Meanwhile, Grace’s second birthday came and went and she hadn’t said a single word. She still meowed, with no babbling or consonant sounds. We joked that her sister, whose first word had been “happy” sometime around nine months, was her spokesperson and she simply saw no need to chat. It certainly was understandable that a person could have trouble getting a word in edgewise in our very verbal household! We mentioned this, along with her high pain tolerance, to her pediatrician at her well-child visits. She didn’t seem worried. One friend had already gingerly suggested that Grace might have “sensory sensitivities” like one of her children. Moms at the park were starting to comment on her lack of eye contact and on the way that she walked the perimeter of the playground instead of interacting with the other children. A stranger, who had been in her presence for half an hour, told me with confidence that Grace was Just Like Her Son, who had been diagnosed with PDD-NOS. PD-what? I had no idea what that was; I’d never heard of it. I took umbrage at the suggestion that there was something “wrong” with my child and chalked it up to another hyper-vigilant parent running every trap to ensure that her child was Of High Quality, jumping on a fad, and seeking validation from a stranger at the park. Then it happened again. And again.

Around this time, my book club read a novel titled The Curious Incident of the Dog in the Night-Time, and I thought that it was absolutely fascinating. I’d never considered what it was like to be autistic, and I thought, “How odd. How interesting. How weird.” Of course, it had nothing to do with me. Again, it’s one of those things that make me, in retrospect, say “Duh,” but I was without a clue at the time.

Meanwhile, the wheels of our adoption process ground on inexorably. We filled out checklists about what kinds of special needs we’d consider. Mostly we said No, we’re not medical professionals. No, we have two small kids already and we don’t want a medical odyssey, just a child to embrace and love. No, we wouldn’t know how to help a child with special needs. What kind of saints would ask for a child with special needs? Well, maybe some really little special needs … I mean, nothing too special. How naïve we were! How crass it felt to presume to say what we were willing to take on! I often agonized and thought, “This is a human being we’re talking about!” It felt like shopping: Yes, I’ll have the blue sweater, but not the one with the yellow buttons ... sigh. Certainly, we wouldn’t volunteer for a child with neurological issues. What in the world did we know about those? How would we be competent to deal with THAT?

Meanwhile, Grace moved through her third year without showing the slightest inclination towards potty training. This baffled me, since her older sister had been fastidious and eager to please and I had wondered why parents made such a big deal of it. In fact, around this time, I ignorantly observed to my husband’s best friend The Shocking Fact That Some Boys in Kindergarten Still Wear Pull Ups! And what a scandal was THAT? He refrained from slapping me and patiently explained that yes, his son was among the one-third or so of boys whose bladders just weren’t ready for full-time man-pants just yet. I was mortified. It was a lesson— unfortunately not my last—in not judging other people’s kids. Or their parenting.

As 2006 turned into 2007, things just got curiouser and curiouser with Grace. She would freak out if her sister changed the words when singing a favorite song, and she showed little interest in making friends. One bright spot was her lovely relationship with Miguel, a child who had been diagnosed with autism. Grace not only sought him out, but joined him in his world. My patient husband spent endless hours pushing the two of them on the swings. Grace even held Miguel’s hand. In fact, she was one of the few people whose touch he tolerated. When he barked, she barked back. Fools that we were, we said things like, “What a precious child we have! She is reaching out to him! Maybe one day she’ll work with kids with special needs.” It seriously never crossed our mind that she recognized one of her own tribe and was simply comfortable with him. I mean, we were starting to learn about autism, but didn’t that happen only to boys?

Between the ages of two and three, Grace began speaking. Her words came out in bursts that made us think that she was a precocious talker. While other children sounded out words and memorized nursery rhymes, she memorized poems, chapters, pages of dialogue, all seven dwarves and all twelve days of Christmas. She would parrot them in the most incongruous way, but we didn’t immediately appreciate that she had no idea what she was actually saying. She would imitate accents, inflections, and sounds perfectly. Brilliant parents that we were, we thought it was kind of cool. It was past her third birthday before we began to realize that it was our baby speaking, but that we weren’t really hearing her voice.

She was mechanically precocious, too. We have blazed new trails in childproofing. Lack of fear and the ability to defeat locks are a potent combination. She would do things like climb on top of our shelving, our minivan, or our refrigerator if I turned my back for a second. I began taking her everywhere with me (use your imagination—on second thought, no, don’t) just for her own safety. Well, that and my sanity. She was also trashing our house. Our handyman was amazed—and enriched—by the things that she was able to break and the way that she was able to break them. While some degree of this kind of behavior is normal for small children, it persisted with increasing sophistication and no signs of stopping.

She took risks we couldn’t understand. I have to tell you about the light bulbs. There was the time she grabbed a hot light bulb and burned the skin off of her hand. I screamed and yanked her hand off the lamp. Instead of responding to her burned palm, she put her hands over her ears with an anguished look. After one memorable incident, I learned not to put her into her room alone for a nap. (Not that she ever slept during the day, but I did need a break, and so did she.) Grace had long since laid waste to all of our floor lamps. There was nothing in Grace’s room except her bed, a bookshelf that was bolted to the wall, and a light fixture protruding from the wall more than five feet off of the floor, far out of her reach. (So we thought.) I heard a crash and thought, “Dang it, she’s climbed on that bookshelf again, I guess I’ll have to take that out too,” but I opened the door to find Grace lying on top of a pile of books (which was not an unusual sight) with a big grin on her face. She was crunching on something and there was blood spattered on the books and on her pillow. In a fraction of a second, my mind raced: there’s nothing crunchy in here and where did that blood come from? Oh-no-the-light-fixture’s-down-and-holy-moley-it’sthe-light-bulb! She cheerfully spat out the glass on command.

The veteran doctor who examined her told me that he assumed that the blood came only from her hands and that I should watch her stools for blood.

That’s it? No tests?

“Well, I can do whatever kind of scan you want, but glass isn’t going to show up,” he said. “She’s not in distress, there are no cuts in her mouth, her heart isn’t racing, she’s able to speak, she’s breathing fine, so the likelihood is that she didn’t swallow any glass. If you see blood in her diaper, call me on the way to the emergency room. Better yet, call an ambulance first, then call me.” I was baffled and panicky. I asked something stupid like, “Is there anything in particular I should feed her, or avoid feeding her? “Yeah,” he replied. “Avoid red food.”

Speaking of red, there was the time that any other child would have noticed that she was standing on an anthill and dozens of fire ants were biting her legs. She looked like her legs were covered in sprinkles. Sprinkles that moved. Sprinkles that bit. By the time I stopped screaming and hosed them all off, she had over forty bites. Not only did she never complain about the pain, but I had to drag her away from multiple anthills in the months that followed.

Grace would also throw herself down on the ground for no apparent reason. Twice before she turned four, she needed stitches to her face, and she never cried—at least not from the pain. The ER sure did freak her out, though.

As Grace’s vocabulary increased, so did her speech, but she seemed not to understand the meaning of what she was saying or, for that matter, what others were saying. She sometimes took an inordinate amount of time processing someone else’s speech or formulating her own. She was not able to participate in adult-directed activities, no matter how direct or brief. Whether it was the organized games at a three-year-old’s birthday party or swim lessons, she was totally tuned out.

Meanwhile, it seemed to me that the professionals were trying hard to convince everyone around me that their kids had an “autism spectrum disorder,” something I’d heard of in passing back in a psych class in college. Actually, nobody mentioned a spectrum back in the 1980s; I recall a single passing reference to autism as “childhood schizophrenia,” characterizing the autistic as “locked fortresses,” whose condition was caused by “refrigerator mothers.” Obviously, that had nothing to do with the wonderful kids and parents I knew. Why make a big deal if Junior doesn’t want to participate in freakin’ circle time? He’s only three, for goodness’ sake! Why didn’t parents trust themselves and let nature take its course, I wondered. In the ‘90s, it was ADHD. Now, everyone was talking about sensory differences, the autism spectrum, and speech therapy. “What does that preschool teacher know?” I demanded of my friend. “There’s not a thing wrong with your son; he’s perfect. If my sweet little petunia were in that pre-school, they’d be trying to shrink her head too! What’s wrong with being a little shy, a little accident-prone?” I shrieked to more than one friend. “While we’re at it, why is every three-year-old boy I know in speech therapy?”

Again, duh. Sometimes being reasonably bright and independent works against you. We don’t like to think of ourselves as slow on the uptake, but it took another problem to make us realize that we were looking at something we simply didn’t understand. In the summer and fall of 2007, our mellow little girl began making unprovoked attacks on other children. She would bite them, slam them to the ground, or pull out handfuls of their hair, then be mystified that they didn’t want to play with her. She would also break things—lots of things. She never seemed upset when she was being aggressive. Her lack of emotional response to these incidents—and her lack of understanding of other people’s responses—made no sense to us at all. It took us a long time to realize that she was reciting dialogue and playing out scenes from books and videos, and that she didn’t actually intend to hurt anyone or even really understand what she was doing. I just didn’t get it. How could she fail to see that body-slamming isn’t fun, especially when the slam-ee is clearly upset, terrified, and angry?

We were losing friends. Then we lost a babysitter. Nobody understood why Grace did the things she did. We’d be holding her hand in a parking lot and she’d wrench away and run towards danger. You might expect this from a two-year-old, but Grace wasn’t two anymore. We were confused. How could someone so agile be so accident-prone? Why did she seem oblivious to the sound of our voices, yet scream in terror and pain when I turned on the blender? And speaking of pain, why didn’t she feel pain when she was obviously hurt? We ruled out hearing problems. We wondered where to turn.

I went back to my pediatrician in desperation. She gave me a list of psychologists and encouraged me to get as many opinions as I needed. As I began to call down the list—and to expand on it—I was stunned. While many, many folks were generous with their time and helped me to narrow down the possible diagnoses (mercifully eliminating a lot of other, scarier, possible explanations for her behavior), I had a terrible time finding someone willing to even evaluate a three-year-old. (In the small number of years since the events I’ve described here, the psychological and educational communities have made impressive strides towards understanding the importance of early detection and early intervention for kids with autism. I applaud this; I only wish that had been the case when Grace was three.) When I called the insurance company, the woman on the phone was initially surprised that I’d be looking for a psychologist for a three-year-old. By the time I got done telling the story I’ve related here, she not only pre-approved sessions with three different professionals (I had found exactly three psychologists in a hundred-mile radius who were willing to evaluate a three-year-old), but she also volunteered that she had pre-approved counseling for the other members of our family if we needed it, stating that she expected that it would be very stressful to cope with these kinds of challenges, and we might need someone to talk to.

When an insurance company volunteers to give you money, it gets your attention.

Luckily for us—and I don’t really believe in luck—the second psychologist to whom we spoke was the lovely, the talented, the amazing Dr. Kathy DeOrnellas. She didn’t judge us, she didn’t insult us, and she amazed us up front by telling us that kids with Asperger’s were some of her favorite people. By this point in our journey, this level of kindness and empathy came as a bit of a shock. Before Dr. DeOrnellas became my co-author, she rescued my child from her silence and helped us learn how to reach her.

Believe me, we appreciated the help. There were things we did that were stupid, like thinking that the doll that pee-pees was going to teach her on the ninth time around. There were also things that we did right without realizing it, like not putting Grace in a group daycare and eliminating television (I was tired of hearing her parrot entire episodes of cartoons, and now we skip TV and monitor the content of occasional videos instead). We also had a steep learning curve regarding the violent content in media, even in such innocuous things as Bible stories. When Grace acted things out, she was literal, whether that meant creating art in ways that you wouldn’t anticipate (she destroyed four beds before her fourth birthday), or whacking a friend with a brick (“But he SAID he was a rock giant!” was her wide-eyed defense as he bled and cried).

There have been unexpected blessings along the way. When Grace’s sister joined the family, we were suddenly thankful for the fact that Grace was a bit oblivious to social cues and pain. For the first few weeks that Mary was home, she was outraged by the existence of a sister close in age who expected to sit on Mommy’s lap. Ever. While we had been concerned that Grace might be aggressive towards Mary, we needn’t have worried. It was the other way around. Twenty-month-old Mary’s first word to Grace was “Dop!” accompanied by a slap to the face as Grace tried to hug me. Mary bit her, hit her, and generally rejected her. Grace, being Grace, was confused by this behavior, rather than upset. Since we were already teaching Grace things by endless, patient repetition  at this point, I spent a lot of time showing her how to win Mary over with toys and snacks. (I also had some guidance for Mary, but that’s a whole ’nother book.) Over the next months, I witnessed Grace’s kindness and patience in a totally new light. Before long, the two had developed a sibling relationship, in every sense of the word. (But if you’re conjuring up a picture of them skipping through the meadow hand in hand and sharing the cookies without complaint, that’s only an accurate picture every third Tuesday, for a few minutes.)

As one problem recedes, another one—sometimes a totally new one—takes center stage. Take the sudden proclivity to eat non-food items. We learned that this disorder, known as pica, is common among kids with autism spectrum disorders. Small disruptions to her routine can rock her world as though she’s being evacuated for a hurricane. When Grace began speaking more normally and making eye contact, her uncanny ability to memorize chunks of text seemed to fade. Yet her memory still surprises me. On the way to a parade, for example, she became upset and repeatedly insisted, “I need to wear my Pocahontas costume!” Although we hadn’t discussed it in 364 days, she remembered vividly what she had worn the previous year when we had been on a float in the parade. She will sometimes fail to acknowledge a question, but then literally pick up the conversation months later. “I remember the first time I met Mr. Meyer. I told him I was sorry for whacking Joe with a brick,” she said, apropos of nothing, several months after the fact.

We understand new things every day. For some months when she was three, I could avoid the Sunday Walk of Shame if I wore a certain dress to church. The textured pattern of the fabric was very soothing and fascinating to Grace. I was really glad when that phase passed. The dress was the color of a sports drink.

I now know that when Grace is around other kids for any length of time, especially if this takes place away from home, she is going to need serious downtime—sometimes days of it. When she is anxious, she wants to be squeezed much more tightly than I would find comfortable. If we make the slightest change to her room, she will  grieve wildly. We’ve learned not to let her delays in communication or maturity fool us about the fact that she is very, very intelligent.

Now, it seems presumptuous to write a book when we’re so early into our journey, but I want to share the lessons we’ve learned—some at a painful cost—to comfort and encourage those who come behind us. I needed to do it while it was fresh in my heart and mind. I wish that such a book had existed for me. The first years of a parent’s journey with a child like ours can be lonely and confusing. For every leap of progress, there seems to be a price in another area, and sometimes a trip to the grocery store feels like an exercise in ritual humiliation. There are the days when I just want to give up, but then someone who hasn’t seen Grace for a while says, “Wow! She’s come so far, it’s hard to believe I’m looking at the same kid!”

As of this writing, Grace’s diagnosis is PDD-NOS (Pervasive Developmental Disorder, Not Otherwise Specified). Allow me to digress into a little explanation of what I barely understand. PDDNOS means autism. In lay terms, Grace’s diagnosis places us smack in the middle of the fluctuating autism spectrum, between Asperger’s syndrome and frank autism (also known as Kanner autism, classic autism, or profound autism—these are the kids who are the least verbal and have the highest degree of the behaviors and challenges described in this book). Actually, in our case, Grace can literally cover the whole spectrum in the course of a day. You may notice that Asperger’s syndrome is sometimes referred to as Asperger syndrome or Asperger’s disorder. Somewhere, professionals are arguing about this even as we speak. You may also notice that I sound more like a mom than a professional when I try to describe the technical terms; I’ll leave that to Dr. DeOrnellas. Frankly, the name that they give to my baby’s diagnosis doesn’t really matter to anyone except the insurance company. All I can do is to tell you our story and what I’ve learned, and hope that it will light your path in some small way. Since I can’t come to your house and bring you to Dr. DeOrnellas’ office—and believe me, I would if I could—I’m bringing her to you.

Like everything else, now that I’m aware, I see it everywhere. From the socially inept teenager who wants to talk endlessly about the tax code to the three-year-old who won’t take direction, chafes at her “scratchy” diapers, and walks on tiptoe, I can’t help seeing the hallmarks of autism everywhere I look, now that my eyes have been opened.

If you’re reading this book, it’s likely that the worst is already behind you. You’ve already dreamed up nightmare scenarios about your child’s condition and prognosis and begun grieving the imaginary family you thought you’d have. If you are a parent of a child who is quirky, you may feel you’re a member of a club that you never volunteered to join. Maybe some of you will see your own children in these pages and be spared the feeling that you’re trying to connect the dots with a blindfold on. Maybe we can reduce the isolation and break the silence just a little bit. The fact that you’re reading this book means that you’ve started to mobilize, even if you aren’t done grieving. It does get easier. I wish I could tell you that it gets better from here. Well, sometimes it does. Except when it gets worse. Okay, maybe even a lot worse. And then better again. At least Dr. DeOrnellas and I can help you figure out what the hell is going on.


[image: image]

CHAPTER TWO

Autism 101

By Kathy DeOrnellas, Ph.D.

[image: image]

As Bobbi mentioned earlier, autism spectrum disorders (ASDs), or Pervasive Developmental Disorders, are the fastest growing class of developmental disabilities in the United States and currently affect over 1.5 million Americans (Autism Society of America [ASA]). In December, 2009, the Centers for Disease Control and Prevention issued a report concluding that the prevalence of autism had risen to one in every 110 births (up from previous estimates of one in 150) in the United States and to almost one in seventy boys (up from one in every ninety-four in 2007). Also in 2007, representatives for the National Survey of Children’s Health (NSCH) spoke with the parents or guardians of over 100,000 children in the U.S. and determined that one in ninety-one children aged three to seventeen had a current diagnosis. Many of the parents who were surveyed reported that their child had initially been diagnosed with autism, but no longer carried that diagnosis. One possible explanation for this is that their child participated in an early childhood screening and was suspected of having autism; however, the diagnosis of autism was eventually ruled out and the child was either given a different diagnosis, or no diagnosis was warranted as the child matured.

The phenomenal rise in autism diagnoses has been widely discussed on television and in the press (Cowley, 2003). Despite the vast amount of research being conducted each year, we still do not know for sure what causes autism or why it is increasing at such an alarming rate. We are beginning to understand the toll that it can take on families, school systems, and communities. The ASA (2009) estimates that it costs $3.5 to $5 million to care for a child with autism over his lifetime; the United States spends almost $90 billion each year for autism. This figure includes research, health care, education, housing, transportation, etc. It has been seventy years since Kanner first wrote about children with autism, and Asperger wrote about children with a higher functioning form of autism (now called Asperger’s syndrome). Since that time, we have learned a great deal; however, we still have far to go.

Although I will frequently refer to “children with ASDs” it is important to remember that autism is a life-long disorder. Children do not outgrow it although their behaviors may change over time or improve in some ways. Adolescents and adults have ASD and it can affect their lives just as severely as it can for children.
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