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Foreword

PETER B. ROSENBERGER, M.D.




SHONDA AND CURT SCHILLING FIRST BROUGHT THEIR SON Grant to see me the summer of 2007. At that time, he was about to be in second grade and at seven-and-a-half-years old, he was having problems with behavior and classroom function. For a number of reasons, it seemed that attention deficit was playing a role in his behavior; however, on my first encounter with Grant it was clear that something else was involved—a basic problem with social interaction. It was then that I raised the likelihood that Grant’s struggles were the result of Asperger syndrome.

The Schillings are justifiably proud of their children, and initially this was a bitter pill for them to swallow. Their response was first to provide Grant with the best intervention available, and second to learn everything they could about the disorder. The result is that two-and-a-half years later, Grant and his family are managing as well as any family I have had with this diagnosis.

So, what is this disorder? In 1944 Hans Asperger, an Austrian pediatrician with a special interest in exceptional children, published a report in a German psychiatric journal under the title “The ‘Autistic Psychopathies’ of Childhood.” While Asperger himself achieved prominence in academic medicine after the war, the report languished in obscurity, and was not even translated into English until 1991.

The four cases described in considerable detail by Asperger in the original report formed the core of what is now known as Asperger syndrome. As soon as the report came to light, readers recognized the remarkable similarities between Asperger’s children and those described in 1943 by Leo Kanner, the Austrian psychiatrist who was the first to describe infantile autism. Although Kanner and Asperger never met, both had borrowed the term autistic, coined decades earlier by the Swiss psychiatrist Eugen Bleuler, to describe a peculiar type of thinking, driven primarily not by perceptions but by feelings. Both Kanner and Asperger observed in their children a fundamental incapacity for social interaction, along with restricted repertoires of behavior, fixations of interest on certain objects or subjects, abnormalities of language, and atypical responses to sensory input of all kinds.

While the similarities between the two groups are obvious, the differences are just as striking. The Asperger children tend to be of average intelligence and have better language skills than Kanner’s autists, many of whom are mute. Though both groups share an inability to conceive of what is going on in another person’s mind, in the Asperger cases, this deficit can be limited, requiring more sophisticated tests to identify it. In addition, an Asperger child may be relatively comfortable with physical expressions of affection, although most autistic children struggle with this. Strikingly preserved abilities (savant skills) exist in both groups, but they are more dramatically demonstrated by the Asperger children. Both syndromes are more likely in boys than girls, but this gender difference is more pronounced for the Asperger group. While the Asperger person may be socially clumsy, he is less likely than the Kanner autist to be totally oblivious of the humanity of other people in the room, treating them like pieces of the furniture.


These clinical differences between Asperger syndrome and autism have inevitably raised the issue of whether the two are different disorders, or whether the one is merely a milder form of the other. The controversy persists, although the conventional wisdom today is that the autistic disorders occur along a spectrum, of both type and severity. Autism spectrum disorder is in fact currently the favored term among many prominent clinicians, and will probably appear as such in the next edition of the Diagnostic and Statistical Manual of Mental Disorders published by the American Psychiatric Association.

On the whole, autistic thinking displays a lack of awareness of what another person is feeling. This is best tested in kids by posing situations in which the thoughts of another person are contrary to fact. The classic example goes likes this: Sally has a basket; Annie has a box. Sally has a ball in her basket. Sally leaves the room, and while she is away, naughty Annie takes the ball from Sally’s basket and hides it in her own box. Sally returns to the room. She wants to play with her ball. Where does she look for it? A normal child will respond, “In the basket.” Why? “Because that’s where she thinks it is.” A child with autistic spectrum disorder will answer, “In the box.” Why? “Because that’s where it is, silly.”

In people with Asperger syndrome, this type of thinking can stand out in stark contrast to their otherwise highly developed abilities. Popular understanding of Asperger syndrome has been greatly enhanced by the comic strip Dilbert, which deals with a highly intelligent engineer trying to cope with corporate idiocy. Dilbert’s superiors, from the CEO down to his pointy-haired department manager, are indeed numbskulls. However, Dilbert expresses his frustrations so maladroitly that he insults his bosses, alienates customers, and torpedoes all prospective romantic relationships on the first date. In so doing he makes clear to us that whether a particular stance is moderate or extreme depends upon your point of view. One person’s frankness is another person’s rudeness, and that person’s tact is yet another person’s hypocrisy.


Similarly, children on the autism spectrum can have prodigious reading mechanics and spelling skills, yet not the slightest clue of the message intended by the sentence or paragraph, particularly if it is a social one. On standard intelligence tests, they do relatively well on measures of rote information, immediate memory, and block design, but poorly on social comprehension (“What do you do if you find a stamped letter lying on the street?”) or arranging pictures in sequence to tell a story. Then there are the savant skills that some display. Though not all can do it, a common skill for Asperger children is to tell the day of the week on which a particular calendar date will occur, for as much as a hundred years in the past or future. I once had a teenage patient who could tell me the product of any pair of two- or three-digit numbers instantly upon hearing the numbers spoken. Another patient, nine years old, could tell me the make of any automobile, domestic or foreign, from a picture of the taillight. It is still not clear whether such skills occur because the child’s brain is different, or simply because he obsessively pours all of his cognitive effort into a limited number or skills.

A typical responses to the outside world are another feature of all autistic syndromes. The same child who responds to your voice as if he were stone deaf will hold his ears in fright when the fire truck goes down the street three blocks away. They can also show revulsion for other sensory stimuli, such as the texture of certain foods, wool socks, or the labels on shirt collars. This response is termed sensory defensiveness by occupational therapists, and is occasionally seen in the absence of any other autistic features. On the other hand, some more severely autistic children who recoil from affectionate personal contact will enjoy rough handling and horseplay.

Given the variety of ways in which the syndrome shows itself, parenting a child with Asperger syndrome poses a unique and trying set of challenges. For one thing, many common parenting instincts frequently have to be reined in—most notably the desire to hug and show physical affection with the child. Because of their sensitivity to touch, many Asperger children struggle with being hugged by their parents. Their verbal behavior can often appear rude or dismissive, but again this is largely rooted in the fact that they don’t process language in the same way that you or I do.

The most fortunate Asperger children are those with parents who are committed to helping the child cope with and overcome limitations in language pragmatics and social comprehension. As one parent of an autistic teenager once told me, “You can get over failing a course or two in high school, but you can’t get over never being invited to the prom.”

Regular pediatric visits with the child and family to help everyone cope can be invaluable. The doctor should also be able to cut through the noise and give you sound medical advice. Given the proliferation of websites, magazine articles, and books, it can be hard to distill the information into that which is most relevant, and the doctor should be able to help.

One of the most helpful insights for a family can be understanding how a child with Asperger syndrome is limited in his or her comprehension of language. While atypical responses from Asperger kids can be frustrating, they are easier for a parent to tolerate when he or she understands that Asperger kids really don’t interpret language in the same way. Though many parents insist that their child understands every word they say, with children on the autism spectrum this is frequently not the case, especially when the message is social in nature. This can be hard for some parents to accept, but once they do, the end result is less frustration all around.

Medications can be helpful, but they must be used with care. Medications to improve social awareness have been tried, with some limited success. Many, perhaps most, children across the autism spectrum have attention deficits, yet such deficits don’t always respond to stimulant medications. Still they are definitely worth a try if the attention deficit impacts on cognitive function. (Grant and his teachers find stimulant medication quite helpful for his classroom performance and adjustment.)


Because Asperger children tend to be higher functioning, they can usually benefit from classroom instruction alongside their peers. However, it’s important to talk to their school about options for helping the child cope. While Asperger kids can thrive in a normal classroom setting, it is especially important that they have teachers who can help them deal with the maladaptive behaviors that jeopardize their adjustment to the group.

It’s been two and a half years now, and I can safely say that Grant is doing very well. I’ve seen a marked improvement as both he and his parents have adjusted to the diagnosis. He is able to function better at school and participate in more successful ways; and to hear his parents tell it, a lot less yelling goes on now.

While things have improved, Asperger syndrome is something the family must deal with on a daily basis, and the campaign to help Grant adjust is a constant challenge for his family and teachers. It’s my hope that the chronicle that follows will inspire other families and caregivers to accept this challenge and help Asperger children adjust to what frequently appears to them a hostile world. The book you are about to read is special, but the story is one that plays out everyday, as parents everywhere must confront the same diagnosis with which Curt, Shonda, and Grant have been dealing. Only an understanding of the condition on the human level will enable what Curt and Shonda have accomplished—to turn the cold clinical word atypical into the best kind of different.










Introduction


 


“I NEED TO TALK TO YOU.”

For any husband, those six words are usually accompanied by the head tilt or eye roll, because they’re usually followed by a conversation pointing out that you’ve done or said something terribly wrong. In 2007, when I heard those words in a Chicago hotel room, I thought that was where I was headed. I quickly realized that was not the case. Shonda sat down on the bed, eyes watering, and uttered five words I’ll remember until the day I die:

“Grant has autism spectrum disorder.”

I’ve experienced some serious highs and lows in my lifetime—losing my father suddenly in front of my eyes to an aortic aneurism, winning three World Series championships, being told my wife has cancer. This new piece of information hit me with the same level of impact. Inwardly I am a very emotional, very passionate person, which can be both a good and a bad thing. However, in times of crisis, I know how to keep it together. This was such a time. I didn’t overreact, I didn’t cry or go nuts. I said, “Okay, now what?” Or words to that effect. I don’t know any other way to handle situations like that, other than to immediately accept where you are, figure out where to go, and get moving.

That said, and having attention­deficit/hyperactivity disorder (ADHD) myself, it wasn’t long before my mind started racing. On the first lap I nearly crashed and burned as countless visions from eight years of chastising, punishing, yelling, and some spanking popped into my head. I was overcome with an immediate and overwhelming sense of guilt, horrible painful guilt only the parent of a child he loves more than life itself could possibly know. At the same time, about ten different pieces of the undecipherable puzzle that was Grant fell into place. I didn’t know what ASD meant specifically, but I knew that answers were coming—answers we’d thought we were years to a lifetime from having were now right on the horizon.

All our children are unique in their own ways, but Grant is very unique. Grant did things that befuddled me, which in and of itself isn’t odd for an eight­year­old. But the degree to which Grant marched to his own drummer seemed very unusual. Most remarkably, the depth of emotion Grant felt and expressed went far beyond what I’d witnessed in many adults. Sometimes I was proud that a kid could love so deeply so young. Other times I was insanely upset that a kid could be standing in front of me, looking in my general direction, hear a specific set of orders, turn around, and not act on a single one of those orders. It was maddening, it was stupefying, and, at the very least, it was incredibly confusing.

For a long time, Grant was an issue between Shonda and me. My job playing baseball for the Boston Red Sox required me to travel a lot. I was on the road for literally nine months a year. Toward the end of my career I saw more of my wife and kids when they went on a road trip with me than when I was at home. While traveling with the team, my “parenting” was done courtesy of AT&T. Congratulations, good nights, happy birthdays, admonishments, punishments, and many other parental duties were carried out over fiber­optic telephone lines. As my career started to wind down, Shonda and I talked less and less over the phone. Too often she’d call totally exhausted from a day with our kids, upset as well, and tell me, “When you get home you need to punish Gehrig, scold Grant, tell Gabby she cannot do that, and tell Garrison he has to do X.” My response was often, “No, I can’t, I won’t. I am not going to be away for ten days, talking to my kids for a total of fifteen minutes, and then walk through the door and start spanking them. It’s not going to happen.”

This usually resulted in either a heated argument or a really short phone call. Both of us had been pushed to the ends of our ropes, and neither of us wanted to admit our shortcomings as parents. These unpleasant conversations had the detrimental effect of making us want to avoid talking. She called less often, we talked less, and we really “communicated” barely at all. With arguments creeping into every conversation we had, I think we both assumed that if we didn’t talk, we couldn’t argue. I was dealing with a ton of issues in my day job, and Red Sox Nation is not a patient bunch. It’s win or go home. But looking back, that isn’t and cannot be a valid excuse for any of my actions or reactions.

As much as it pains me to say this, the fact is that for much of my baseball career, our home felt essentially like a single­parent home. I knew no other way to do what I did for a living than to immerse myself in the game of baseball 24/7, 365 days a year. I was the provider for our family, and in my mind, working hard to be the best in the world at what I did was the same thing as being a devoted dad. While I was certainly never the best, I never stopped wanting or striving for that. I can remember one day in Arizona, sitting at a red light with Grant in the car. He was asking me about Pokémon cards. He kept asking, and I was in my own deep thought, until he finally yelled, “Dad! Why aren’t you listening to me?” I was thinking about how I wanted to change my approach to pitching to Paul Lo Duca next time I faced him. It was December 28, and spring training was still three months away.

The thing about Asperger’s is that it’s tough to phone in. To really understand it you have to be face­to­face with it every day. You have to wake up with it, eat breakfast with it, take it to school, and try as hard as you can to get it to go to soccer practice (Asperger’s apparently really, really hates wearing shin guards). Shonda knew—even before the diagnosis—that something was not right. Grant was different, and by different she meant different. She’s rarely been wrong, but when it comes to the kids she’s never been wrong. While I had my suspicions, what I suspected was nothing out of the ordinary, nothing that more parenting and more discipline wouldn’t fix. Now that I’m there every day, I can see just how wrong I was.

Over the past three years, my wife and I have experienced a lifetime of growth. We’ve brought our marriage to a place one dreams of being but few achieve. People have often asked me in the past two years since I stopped playing baseball, “Don’t you miss it?” My response has been a very quick and very adamant, “I miss absolutely nothing about the game of baseball, nothing.”

That response is a direct result of our kids and, I would argue, mainly Grant and the education he’s providing us with on a daily basis. Grant’s situation has forced Shonda and me to look at ourselves in plain daylight, no filters, to assess who we are and what we are as parents. I know I didn’t even remotely like what I saw upon first glance, and since then I’ve worked hard to make noticeable changes, changes I am still working on to this day.

Looking back, and having helped her through this book, I had no idea she’d gone through some of the things she has, just like she has no idea of some of the things I endured over the past five years. But I don’t think either one of us has or will allow that to affect where we are today, and where our family is. She’s managed to raise four children who love unconditionally (albeit four children who can still raise the hair on your neck at a moment’s notice). She’s managed to undergo a massive transformation as a mother, a wife, and woman that very few women her age would even consider, and she’s done it for our children, and our marriage.


I can’t imagine one day of the past twenty years of my life not having this wonderful world­changing woman in it, and I pray I never have to. The book you hold tells of a journey neither of us wanted to go on, yet the Lord knew we could do it, that we could survive it, and that she could help others by sharing it. For that I am eternally grateful and proud to call her my wife.

CURT SCHILLING
 December 22, 2009
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Our Less-Than-Perfect Family Moment



TO THOSE WHO KNOW MY SON GRANT AND ME, I FREQUENTLY referred to it as the summer that one or both of us would end up medicated.

It was 2007, and Grant was seven. I was rounding the bend toward forty, but there were moments when I was so worn out I felt more like seventy. Every day was filled with exhausting challenges, one after another.

On a visit to my hometown of Baltimore, Maryland, that summer, I somehow got it in my head that I should take Grant along with my other kids—Gehrig, then twelve, Gabby, ten, and Garrison, four—to an Orioles baseball game. I suppose it was wishful thinking on my part. There were so many reasons it could have been a special evening—so many reasons to be sentimental. Not only had I grown up going to Orioles games at the old Memorial Stadium, taking in game after game there with my dad, mom, and brother, mostly in the one­dollar bleachers, but the Orioles were also how I met my husband, Curt, who used to pitch for them.

To make that particular game in the summer of 2007 even more exciting, Curt was pitching again, only this time for the opposing team, the Boston Red Sox. I wanted the kids to be there for that—to see “our” team play my home team.

When we got to the stadium, I proudly led the kids up to the stands. Then…

“I wanna go!”

Grant was visibly upset, his face a bright red.

“I wanna go! I wanna go!” he started chanting over and over while holding his hands over his ears. He draped his upper body over my knees and started rolling back and forth aggressively as he screamed.

Luckily it was loud in the stadium. People were milling about, shouting at one another, and cheering. There were announcements and music over the PA. But it wasn’t so loud that Grant’s tantrum went unnoticed. All nearby heads turned in our direction. People had the most concerned looks on their faces, as if to say, “What did you do to your kid, lady?” A few more I­wanna­gos and the expression morphed into an indignant “Jeez, why can’t you get control of your kid?”

And then they opened their mouths. “Grant!” one of the men shouted. “You need to listen to your mom!”

“Calm down, Grant!” one of the women said.

Have you ever heard the expression “If you want to help, don’t”? It’s a good one. Those people meant well, but they were only making matters worse, not to mention making me feel even more humiliated.

Despite entertaining vivid thoughts of killing those people (or perhaps just seriously injuring them), I managed to smile through gritted teeth. I needed to put on a good face. People might recognize me, and they were clearly judging me, assuming I didn’t know how to control my kid. They weren’t too far off base, but I didn’t need them to point that out to everyone around us. Plus, it just made Grant more upset.

“Grant, we need to stay here,” I said as firmly and quietly as I could, still all smiles. Grant didn’t stop, though.


“I wanna go, nooooow!” he shouted again. He continued flailing, and I worried that he might hit himself on the aluminum chair in front of him. I tried to hold him, but he wouldn’t have it.

Then I tried bribing him. “We’ll go to the toy store tomorrow, Grant,” I offered.

Nothing.

“You can pick the movie tonight.”

“You can stay in my bed.”

“You can have cotton candy. We can have popcorn.”

Still nothing.

Frankly, at that point, I would have let him eat a hot dog with cotton candy for a bun and ice cream on top just to get him to stop. But none of my offers worked. (Of course, the next day he would still remember I’d promised a trip to the toy store, and he’d insist on it.)

“Let me take him for a walk,” my mom offered. I felt bad. I didn’t want her to miss this game, either. “Grant, come for a walk,” she said, reaching for his hand, but he kept rocking and screaming. He only wanted me. But there was nothing I could do to make him happy.

I felt completely defeated. I wanted nothing more than for Grant to want to be there. But not only did he not want to be there, he didn’t even understand what was going on. For a long time I had been trying, unsuccessfully, to get Grant excited about baseball. I wanted him to be able to bond with his dad the way his siblings had, but in his seven years, that hadn’t really happened. There was a disconnect that I couldn’t understand, and nothing I tried seemed to fix it.

At the game, I couldn’t even get Grant to grasp that it was his father down there on the field, that he was one of the greatest pitchers in baseball, playing right there in this game that had brought all these fans to this huge stadium. I just kept thinking, If Grant sees Curt out there, he will take an interest. He will understand it, and he will be proud. I thought about how many kids would give anything to be sitting in those stands, let alone watching their father pitch for the Red Sox. What would it take to get Grant to realize what this all meant?

However, Grant wanted nothing to do with being in the stands. Once the game started, I tried to calm him down by showing him how to mark the scorecard and keep track of every play. But he was agitated and couldn’t focus. I found myself caught between a rock and a hard place: It seemed as if I should get us all out of there before Grant made a bigger scene, but that wouldn’t be fair to Gehrig, Gabby, and Garrison. I didn’t want any of us to miss that game, because I knew that Curt’s career was coming to an end. Also, the kids had begun to have their own lives. A family vacation was going to become difficult to pull together with any regularity now that the kids had obligations to sports and camp and other things they wanted to do with their friends. I didn’t know how many more moments like this we were going to get, and I wanted us all to have a memory of this special night before it was gone.

My heart sank and I started to wonder if the seat I was sitting on would be big enough for me to fit underneath. I wanted to find a place to hide. How much more of Grant’s screaming could we all take? Fortunately, he started running out of steam. He climbed into my lap and began rocking back and forth, back and forth, covering his ears, without saying a word. This was hardly an ideal way for me to watch the game. But it was preferable to fighting with him and listening to him scream.

In a short time, Grant rocked himself to sleep.

 

THIS WAS NOT THE first time I’d had a problem with Grant in the stands at a ball game. It had been a long time—years—since I’d tried to take him. I figured he’d be mature enough at seven to behave differently, and maybe even enjoy himself. That’s what I thought it was then: a maturity issue.

Since the time Grant was little, I’d known it was better to leave him at the hotel with my mom during away games, or, if it was a home game, put him into our players’ kids’ room in the stadium. There was a great one in Phoenix that we used when Curt played for the Arizona Diamondbacks from 2000 to 2003. It was staffed with five or six adults who would lead the kids through arts and crafts, video games, and building things with blocks. Grant could get lost in there, playing all day with the other players’ kids. It was great for me, too. I needed to have a place where I could put Grant so I could get three hours to myself to enjoy a game.

My experience had been so different with Gehrig and Gabby, and later, with Garrison. Even when they were toddlers, I was able to keep them content at games. I could teach them how to do things like take peanuts out of their shells (that alone would keep them occupied for several innings). But those activities were never enough for Grant. He was never happy at games, and I didn’t know why.

If it were just Major League Baseball he had an issue with, maybe it wouldn’t have been so bad—even though it would have broken his father’s heart, not to mention my own. But the truth is, I couldn’t control Grant in most situations. He was noisy, willful, defiant, incapable of sitting still—and that was just the tip of the iceberg.

Later that fateful summer of 2007, it finally clicked for me: Grant was different. Really different. And I realized I needed to do something to help him—to get some kind of professional help, although what that would be, I wasn’t yet sure.

I wouldn’t come to that realization until I first hit a wall. With a cordless phone, to be very specific. One morning as I tried to get the kids ready and out the door to day camp, I couldn’t get Grant going. He wouldn’t get up, then he wouldn’t brush his teeth, and then he wouldn’t get dressed. Everything I asked him to do was met with a resounding “No!” Something in me snapped.

I went into his room and yelled at him. He was completely unfazed. I tried grabbing him to put the clothes on his body myself, but he pulled away and ignored me. Here I had just told his little brother, who wasn’t even five yet, to get dressed, and he hopped right to it. Why was this seven­year­old so unaffected by what I was asking, so uninterested in listening to an adult? Why couldn’t he look me in the eye? I didn’t get it, and I wanted to kill him. I knew that if I put my hands on him again, I’d hurt him.

I stormed downstairs loudly, all the while screaming up to Grant, “You’d better get dressed, young man!” My kids have rarely seen me flip out—maybe once or twice in their lives. That morning Gehrig, Gabby, and Garrison were shaking in their boots. Grant just stayed in his room, in his pajamas, playing with his Legos as if this conversation never happened. He was obsessed with Legos.

In the kitchen, I grabbed the phone to call Curt, who was on the road. “I want to hurt him!” I sobbed, when Curt answered.

“You’re just upset,” Curt said.

“No, I mean it. I really want to hurt him,” I said.

“You just have to show him who’s boss, Shonda,” Curt suggested. “He needs to respect you.”

Curt wasn’t getting it. He did not understand that there was something going on here that was not about discipline and respect. I felt so frustrated, I threw the phone against the wall. Then I sat down where the phone had fallen and curled up in the corner, bawling.

I have always believed that being a mother was what I was meant to do, but in that moment I wasn’t so sure.

As predicted, it wasn’t long before we were both on meds.
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