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Praise for Autism in Heels



“I am blown away. Never has a book on autism captured the female perspective with so much accuracy, grit, and flair. The perspective of the girl who models herself after typical girls but never quite fits in, and feels fraudulent, is a common but never before clearly articulated phenomenon for women with autism. Jennifer’s stories will resonate with women on the spectrum and women everywhere trying to find their identities and find their way navigating their life journeys. I literally could not put this book down and would recommend it to all women, those on and off the spectrum, and the men who want to better understand them.


—Wendy Ross, MD, CNN Hero, Autism Society of America Person of the Year, founder of Autism Inclusion Resources


“Witty, frank, and full of insight, Jennifer O’Toole’s Autism in Heels is a major addition to a growing body of literature on the distinctive experience of women on the autism spectrum, long overlooked by researchers and clinicians. After helping to pioneer the genre with her groundbreaking Sisterhood of the Spectrum, O’Toole takes us deep into her often harrowing process of becoming self-aware in a world built for nonautistics, guiding us through her search for meaning and identity in a voice that is disarmingly candid, appealingly warm, and often hilariously funny. O’Toole is a natural storyteller. Autism in Heels is a great book.”


—Steve Silberman, author of NeuroTribes: The Legacy of Autism and the Future of Neurodiversity, winner of the Samuel Johnson Prize for Nonfiction


“I have always considered Jennifer an Aspie mentor in terms of her insights and wisdom on life as experienced by a woman who has autism. She is a natural talent who, in Autism in Heels, has indeed written a love letter to all women. Her memoir will change our perception of autism and how those with autism will perceive themselves.”


—Tony Attwood, PhD, bestselling author, international speaker


“Funny, moving, compelling, deep . . . Autism in Heels is an absolute must-read not only for women on the spectrum, or people who love them, but anyone who likes a good conversation with an utterly brilliant mind.”


—Maia Szalavitz, bestselling author and award-winning journalist covering neuroscience and addiction for Time, Scientific American, and more


“Jennifer O’Toole allows us to witness the workings of her beautiful, brilliant mind, to share in her vulnerability, and to be thoroughly entertained by her storytelling. Through both her content and style, we get a glimpse of the intense empathy and passion that is so often misunderstood about autism, and in particular, about the unique experience of women on the spectrum. Ultimately this is a book for everyone.”


—Jed Baker, PhD, bestselling author, international speaker


“Autism in Heels is a compelling must-read that proves autism doesn’t have a set appearance. Witty and full of real-life experience, O’Toole’s writing will appeal to all readers. She inspires hope, individuality, and certainty for those of us on the spectrum that we are not limited by our uniqueness. We really can do anything we set our minds to.”


—Rachel Barcellona, autism self-advocate, Miss Southeast International, Unicorn Children’s Foundation ambassador


“Autism in Heels hit me to the core. Exposing the pain of perfectionism, anorexia, bullying, abuse, and loneliness, Jennifer outlines the sheer need for this memoir in exposing the vulnerability that many girls face from being gifted, talented, and on the autism spectrum. This is an incredible, necessary book that will change lives for the better.”


—Barb Cook, editor and author of Spectrum Women, founder and editor in chief at Spectrum Women Magazine


“Told like no other, this book leaves all of us, autistic or not, better human beings for having known Jennifer O’Toole.”


—Sharon Lee Cummings, copublisher/editor at large of Zoom Autism Magazine, Autism Society of Virginia board member


“I was immediately captivated by Jennifer’s intimate storytelling. Autism in Heels is a story of honesty and empowerment and is a must read for women with and without autism.”


—Michelle Dean, assistant professor of special education at California State University, Channel Islands; technical consultant for the Netflix/Sony show Atypical


“Autism in Heels is a fascinating glimpse into the mind of an autistic woman. It’s a must-read for anyone without autism to learn a new side of tolerance and inclusion. And for my fellow autistic women, you’ll hopefully find parts of her life that parallel your own, as I did, and know you are not alone.”


—Carly Fulgham, Autism Society of California board member, Art of Autism board member


“Honest, raw, intimate. Jennifer O’Toole’s description of the female autistic life experience will resonate with many generatons of autistic women to come.”


—Christa Holmans, autistic author and advocate, Neurodivergent Rebel blog


“Jennifer O’Toole spares nothing of her experiences and methodically dissects the internal and external realities of what it’s really like to be an Aspie female. I urgently recommend this book to clinicians, parents, and self-identified, self-curious humans. Reading it will increase your knowledge, your sensitivity, your worldview, and your love.”


—Carol Moog, PhD, clinical psychologist, and coauthor of The Autism Playbook for Teens


“An essential read that I cannot wait to share. Writing with a radiating kind of aliveness and breathless honesty, O’Toole tackles all the tough issues—trauma, eating disorders, self-harm, depression, self-doubt— alongside the grace, hope, and joy of a life lived full of meaning and self-discovery.”


—Shana Nichols, PhD, clinical psychologist specializing in female ASD, lead author of Girls Growing Up on the Autism Spectrum


“Thanks to Jennifer O’Toole, we have established a sturdy, hard-won narrative tradition that has the power to change hearts and minds.”


—Valerie Paradiz, PhD, Autism Speaks board member; director, National Autism Leadership Institute


“Jennifer O’Toole systematically examines issues faced by this group and illustrates with examples from her own journey. . . . Although Jennifer accentuates the positives, she does not sugarcoat vulnerabilities, dangers, and despair that women on the spectrum are likely to face. Her powerfully punching wit and insight are of a beauty and efficacy that only a spectrum mind could imagine.”


—Lars Perner, PhD, Autism Society of America executive board member


“This slice of life on the spectrum illustrates just how diverse our lives can be, and how different our inner realities may be from what observers assume.”


—John Elder Robison, bestselling author, advisor to the US Department of Health and Human Services, World Health Organization autism advisor, Institute for Autism Research cochair


“Brave, warm, and fiercely honest, Jennifer has broken the autism mold open with her riveting story. From anxiety and eating disorders to relationships and self-doubt, Autism in Heels will provide invaluable relief for girls and women around the world who have too long struggled to fit in. A jewel of a book!”


—Susan Stifleman, PhD, bestselling author, Huffington Post columnist, The Today Show contributor


“In this chipper memoir–cum–inspirational guide . . . O’Toole’s compassion and enthusiasm are infectious.”


—Publishers Weekly
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For my mother




And
from the
chaos
of her soul
there flowed
Beauty.


— Louise Alexandra Erskine


It doesn’t interest me what you do for a living. I want to know what you ache for—and if you dare to dream of meeting your heart’s longing. It doesn’t interest me how old you are. I want to know if you will risk looking like a fool—for love—for your dreams—for the adventure of being alive.


— Oriah Mountain Dreamer





FOREWORD


I am incredibly honored to write this foreword to Autism in Heels.


I am a mom of a blended family of six kids, including three autistic boys, each with such staggering variations of that wonderful wild spectrum. When we met at the Autism Society of America’s National Conference in 2017, it was clear that, as mothers, Jennifer Cook O’Toole and I were a lot alike, both inspired and motivated through struggles, separations, and reinventions.


What I didn’t realize, until reading Autism in Heels, was how very much or how very deeply Jennifer’s own story of self-discovery would resonate with me as a woman in my own right.


I, too, took a while to truly understand who I was and how I fit into the world. I didn’t meet adult expectations and had been told since as far back as I can remember by my Stanford-educated physician father that I was slow or stupid. I struggled to process verbal interactions. I had crippling social anxiety. I couldn’t look anyone in the eye or speak to anyone but my immediate family until I was a teenager. Because of my unusual upbringing, I was forced to adapt. I would have become a casualty if I hadn’t.


I went through incredible childhood trauma (as shown in the documentary Surfwise) struggling with my sense of self. Paralyzed by self-hatred from being told on a daily basis by my family of eight brothers that “I was just a girl” and that “guys hate fat chicks.” We lived the surfing lifestyle, and for me, the lone girl, my value as a human was all about how I looked in a two-piece bikini. I became a model, and this shallow qualification became even more important manifesting in a lifelong cycle of anorexia and bulimia. I didn’t start my path of healing until my children were born.


Now we know that autistic girls and women are more vulnerable to abuse as well as eating disorders. They are often misunderstood and misdiagnosed by adults. I am currently going through the formal diagnosis process myself. I can only hope that with new research and heightened visibility of autism in girls, others will not experience the same struggles I have endured throughout my life.


My passion to start The Ed Asner Family Center with my husband, Matt, and my father-in-law, Ed Asner, was fueled by the complete lack of mental health support for the families that desperately need it. My goal was simple: create a space where, within the same facility, a single mom could join a support group or have a one-on-one session with a marriage and family therapist while her special needs child took an art, dance, media, or vocational training course. Ours is a mission of inclusive strength and authentic community built one heart at a time. It’s what we do. It’s also what Jennifer has done in Autism in Heels.


Jennifer, thank you for writing this book, thank you for befriending me, and thank you for giving a voice to so many girls—of all ages, sizes, and shoe preferences—who are struggling with feeling lost, different, or misunderstood. Thanks to Autism in Heels, we need never be alone again.


—Navah Paskowitz-Asner
Cofounder, The Ed Asner Family Center
May 2018





PREFACE


On Language


I am a woman on the human spectrum who also happens to be autistic. I have autism. I am a person living with autism. I’m an autistic person. And an autistic woman.


All of these things are true.


Some people care very much about what specific language choices are used to describe themselves in relation to their autism. There is a lot of good discussion and thinking out there in all sorts of directions, and my goodness. If remembering to arrange words in a particular order really matters to someone else, then I most certainly am going to do my utmost to respect that preference! Really, how petty would it be to do anything less?


Personally, though, I don’t really mind one way or the other. Call me whatever you want, as long as it’s nice.


Since this is the story of my experiences, Autism in Heels reflects my preference . . . for a lack of preference. Whatever flowed best when I typed is what stayed. I will always do my best to honor others, and I hope that my choice will be treated with equal regard.


Asperger Syndrome or Autism Spectrum Disorder? Which Is Which?


The short answer is “yes.” Or “either.” (Although I do not at all favor the “disorder” in ASD and would much prefer it stand for “dynamic.”) All of which leads me to the longer answer and why you’ll notice both terms throughout this book.


I was diagnosed with Asperger Syndrome (AS) in 2011. Yes, AS was always considered part of the autism spectrum. In reality, though, AS was an entirely distinct medical diagnosis indicating that an individual had an average to above-average IQ and had experienced no significant early speech delay. Indeed, many who might not have thought of themselves (or of their children) in terms of autism did find their way to Asperger diagnoses and, in doing so, tapped into a vast, kind of “geektastic” support network where the very word Aspie (an affectionate term coined by author, self-advocate, and now personal friend Dr. Liane Holliday Willey) served to build a sense of positivity, familiarity, and community.


For sure, that group included me and my children. As a layperson, I never would have reckoned my bright, chatterbox daughter or her equally quick brothers with my idea of “autistic.” I wouldn’t have sought psychiatric and/or psychological insight to support their “autism.” Or mine. There is, after all, a reason that I named my book series “Asperkids,” not “autism kids.” Asperger Syndrome was the term I was given, and therefore it was the term I had. And tweaked.


As with anything, though, the meaning of a word isn’t just its definition, but also includes its connotations. I remember the first time I read the back cover description my UK-based publisher used for a book I’d written about purposeful play. The activities, it said, “exploited the interests and talents of children with Asperger Syndrome.” Technically, to exploit means to make full use of and derive benefit from (a resource). That’s the definition. And it’s positive sounding. Or, at worst, neutral. In the United States, to exploit something or someone implies that there are unethical or even abusive motives in play. Connotation alone changes the entire takeaway.


Used as we did—and as some people and parts of the world still do— the words Asperger Syndrome were innocuous. Absolutely good and absolutely moral. They were tools of social subversion, winding around ignorance and stigma, creating pathways toward self-empowerment all around the world. However, because AS was made distinct by its relative strengths (cognitive capabilities, normal speech arrival), while autism was defined by its relative challenges, many clinicians, diagnosticians, and researchers came to use AS as a somewhat hierarchical term. Furthermore, by emphasizing the more “normal” appearance of someone with AS, the very real if more-masked struggles frequently remained unsupported or blamed on bad behavior. Soon, those connotations filtered into vernacular use among appearance-conscious parents and insecure individuals who used it to mean “not autistic like them.” You might even say that the words Asperger Syndrome were exploited in ways that disempowered us all. If we were a house divided against ourselves, none of us would be left standing.


In 2013, the American Psychiatric Association eliminated AS as an independent diagnosis and amended the criteria for autism spectrum disorder (ASD) to absorb the “Aspie” profile, removing IQ and early speech from the equation entirely. Instead, the new standards, as laid out in the fifth edition of the Diagnostic and Statistical Manual of Mental Disorders (DSM-V), highlight specific patterns of sensory processing and social interaction, common areas of uniquely autistic experiences.


The transition has not been entirely smooth or without unresolved issues, but—five years on, I believe it has been for the greater good. Defined, now, by commonality instead of difference, we more accurately embody autism. It is now our charge to explain that regardless of how obvious our autism is to others, it is equally present to the person living it. It is our job to correct those who reject some for being too “high-functioning” or forget those who are more visibly challenged. It is our privilege to speak aloud for those who can’t and to have compassion for those who can. To the research community, educators, scientists, psychologists, and—most important—to regular folks like you and me . . . the best answer isn’t that we’re Aspie or that we’re autistic.


The best answer is . . . we aren’t any one word.


We are the spectrum.
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INTRODUCTION: THIRTY-FOUR YEARS


For thirty-four years, I didn’t know I was autistic. I just knew Me.


Me. The little redheaded girl who had learned to substitute attention for affection. Who had written to Santa asking for a friend for Christmas, without much of a result.


Who became a college cheerleader and sorority social chair because they were markers of social confidence. Who, even with a 4.0 at Brown University, still believed she was nothing but a beautiful facade.


I starved myself into the hospital. I accepted intense, damaging love that left bruises on my body and scars in my heart.


For thirty-four years, I didn’t know I was autistic. But I’d always sensed that I was different. I’d always felt the frantic need to find my footing. And in hindsight, that may be exactly why I’ve always known that I had a thing for shoes.


Shiny, light-catching, patent leather tap shoes, tied with bows of soft-glow satin. My grandmother’s 1940s peep-toe pumps, carefully wrapped in tissue paper, tucked in her closet. Clear-vinyl-and-goldlamé heels, Mom’s homage to the 1980s, that, at least to a child’s eye, looked a lot like Cinderella’s glass slippers. Daddy’s clunky Oxfords, solid, freshly shined, and always smelling just a little bit of shoe polish. These were my playthings and my objects of study. Bits of material culture that carried the clues I needed to understand other people. A reference point for associations. An exercise in categorization. A treasure trove for a devoted sociologist in a pixie cut and Strawberry Shortcake nightgown. Each shoe had its own identity to lend. And I wanted to try on every one.


Hour upon hour sailed by while I delighted in the sounds and scents, structure and shine of buckles and boxes. I stood before the bathroom mirror, watching myself teeter, slide, and tap around, taking in the sculptures beneath my feet. Each new pair gave a new way of relating to myself. A new kind of character study. I could change shoes and change the way I stood. The way gravity pulled. The way my hips moved or my knees bent. With one switch, the brush-brush swish of slippery soles on carpet became a mesmerizing click-click rhythm of stilettos on tile. With one switch, I could inhabit another body. Could uncover other people’s disguises . . . and find bits of myself.





For thirty-four years, I played dress-up, and I guess I’ve never stopped ever-more-confidently playing with aspects of my own identity. Evolving characters and suiting moods in whimsical, malleable ways that respect the girl I have been . . . broadcast the woman I am . . . or highlight bits of both. In a world that prefers to constrict women rather than encourage us to expand, I’ve discovered that dress-up is the perfect quick-change way to have it all. To say, “Actually yes. I am this AND that. Although I may change my mind tomorrow.” And while I’m very much still a private work in progress, my progress happens on international stages. Like the UK and Denmark, where I’ve given keynote addresses to royalty. About autism . . . and shoes.


I’ve been called names my whole life long. They’ve been among the identities I saw in the mirror and wondered at the fit. Then came a new name: autistic. And that one has changed everything about everything.


In the few years since, I’ve been lauded publicly until I blush: “Humanitarian. Role model of hope. Heroine for girls everywhere.” Just as publicly, I’ve been cut to the bone as a “high-achieving, popular, pretty, spoiled, tactless, rich girl blessed with every opportunity.” There’s a stiletto’s-width fine line between “who, me?” and “why not me?” That much I’ve learned through trial and error.


When I’m asked, “How does all of this feel?” I know I have to have an answer that is at once both sincere and prepared. No gratitude clumsily balanced by some shy list of accomplishments. I’m a person for whom social nuance is absent. That’s key. That’s autism. Yet publicly and privately, I’m still expected to navigate the minefields deftly— called out when I don’t. It’s ironic, really. A bit like chiding a blind person who trips over your foot . . . while she’s competing in the Special Olympics . . . where you are part of the cheering crowd. Not quite fair.


Because, just like everyone else, I’m just doing my best. And no label is one size fits all. Not woman. Not female. Not autism.


Regardless of how articulate or poised any one of us is, how introverted or bombastic, how sharp or soft, we are all made up of intimate, vulnerable, never-spoken-aloud slippery bits. We are all works in progress. All living lives in progress. All finding our footing.


This is the story of just one woman. A woman who has had extraordinary global adventures and enough from-the-inside truth to fill a library. It is my story of a not-your-average, sometimes-beautiful, always real, glitterously female life. Of my own autism diagnosis and the transformation it ignited. Of girls, women, autism, and the new-old tale of all three. It’s a love song to thousands of yet-unidentified spectrum girls and women, championed by some, yet still overlooked by many “experts,” still misunderstood by much of society, still, too often, alone and disconnected. It’s a nonfiction parable in the making, inviting you to know me . . . and, through me, to know the Someone Else you came here to understand in the first place.


For thirty-four years, I didn’t know I was autistic. And for the rest of my life, I’ll know I’m not alone. None of us are. We are simply different. Together.





CHAPTER 1


Backwards in Heels: My Story in Reverse


“I barely made it here today,” I admitted to my therapist, voice low and wavering. “You see, I’d thought it was me. But I’m not it. The link, I mean.”


Her forehead crinkled. “To their Asperger’s, Jennifer? Is that what you mean? You thought you might be the connection to your children’s diagnoses?” I nodded, wiping away a rogue tear. “Okay, then. Tell me,” she pressed.


I opened my secret blue notebook and, words pouring out of me, began explaining all that it held: months of research, unspoken personal details, disconnected stories.


Tears spilt until my eyes fell away from the psychologist. I didn’t really need to reference the pages anyway. This was my life story I was telling. I knew it by heartache.


And then there was silence. Somewhere in the office, a murmur. “Jennifer? Jennifer, why does it matter to you? The diagnosis?”


Suddenly, the room was back—or maybe I was back in the room. My body shook. My eyes burned. Someone closed a door in the hall.


“Because,” I replied, “it would mean that I’m not a total failure at being human.”


She smiled gently. “You’re not a failure, Jennifer. And yes, I’m quite certain you do have Asperger’s.”


Background Check


In so many ways, the last year had been rough. My best friend—my sister, really—had been diagnosed with aggressive, stage IV breast cancer. She was thirty-one at the time and fighting for her life. My daughter had been a Make-A-Wish kid after seven years in and out of hospitals. I’d given birth to my third child, and shortly thereafter, my two eldest children—Maura, seven, and Sean, four—had been diagnosed with Asperger Syndrome. To top it all off, just that day, their dad had unceremoniously told me that he had been diagnosed with Asperger’s, too. He’d come home from his psychologist appointment and said that, actually, he and the therapist hadn’t been talking about the kids for a while.


“I had to fill out a whole bunch of questionnaires,” he’d said, popping open a can of Diet Coke. I’d sat in silence for a moment, then stepped closer. Nonchalantly, he’d pried a piece of Nicorette from its bubble pack. There it was. Teeth clenched, vein thrumming at his jaw. The giveaway. The message: keep your distance. You are too much for me. Or at least, that’s what I read.


It was a sensation I knew well. From friends. Boyfriends. When my dad would light up or my mom would roll her eyes impatiently, telling me to get to the point. Something about me, though I couldn’t name it or change it, was always too much.


Maybe it was understandable. This discombobulation. After all, no matter what follows, the very word diagnosis is scary. No one diagnoses happiness. You don’t go to a doctor to joyously find out whether you will be diagnosed with pregnancy. On the contrary, diagnosis goes hand in hand with life’s deepest hurts. Diagnosis is what I heard before the words terminal lung cancer and my dad’s name were mentioned in the same sentence.


Which was why, I imagine, that despite the endless debating about autism, one constant loomed. A unanimously agreed-upon expectation. Every website, clinical article, celebrity parent tell-all made room to say: people are expected to grieve an autism or Asperger’s diagnosis. It’s the norm. It was morally obligatory. Diagnosis. Autism. Put each of those two loaded words together, and combustion follows. And good people—healthy, loving, normal people—are devastated.


Who in her right mind would feel any differently? Who in her right mind, indeed?



The Missing Link: Family Connections


Information has always been my life preserver when feelings get too deep. My dad was the same way. Facts. Theories. Give my brain something to grasp hold of, and I will not drown. No matter what. Which is why I reacted to my children’s diagnoses like a scholar. If I was going to be able to empower and embolden them, I’d simply learn everything I could about Asperger’s. Autism. ADD and ADHD and a plethora of other acronyms that ran together like a perverse alphabet soup.


I pored through the most respected books—close readings, the likes of which I hadn’t done since graduate school. Family anecdotes, professional journals, to-do lists, and teacher strategies. I attacked them all with fierce analysis, neon highlighter between my teeth and pencil in hand, scribbling in margins and filling every square inch of that blue journal.


All for the kids.


It wasn’t long before, neck deep in all of this spectrum self-education, I’d begun to recognize someone else in the stories and bullet points.


If my daughter and son were what Asperger’s looked like, then surely, my father, who’d passed away only a few years before, had been their genetic twin.


Joe Cook was a brilliant, beloved man. An international commercial litigator who’d represented an entire country but often couldn’t remember the names of the couples who’d been in his bridge group for fifteen years. He was awkward and anxious in social settings; I still remember how he’d managed, during a dinner event, to walk into the ladies’ room of a favorite restaurant. Twice. And, harder to swallow, on the weekends I’d come home to visit from college or graduate school, he’d likely light a cigarette, pour a glass of J&B Scotch, say some hellos, make a few (famously bad) jokes, and head out to spend a night or two on his boat. The thing is—I never doubted that he loved my mother or me. Never. What I did question was . . . why wasn’t I enough to keep his interest? Or, confusingly, why was I too much? But if I reframed him—reconsidered him in terms of autism— suddenly my absent-minded-professor daddy seemed a whole lot more . . . human. Not distant or selfish, but vulnerable. Forgivable. Knowable. And every bit as lovable.


Even relatable. I remembered when, a night ten years before, my father had looked up at the inky sky and whispered, “Jenny, I think you understand me better than anyone in the world.” Now, an awakening tickled the back of my mind. Slowly, gingerly, a kernel of hope began to germinate. Maybe there was a reason I’d “seen” him differently. Maybe, I dared to wonder, there was grace enough for two of us. Maybe autism hadn’t skipped a generation. In fact, maybe it would explain every disconnect I’d felt for the last thirty years.


Cracking the Diagnostic Code


It was time for research, and I dove right in. Or at least I tried to. Almost immediately, I ran headfirst into a dead end. Asperger Syndrome and general autism checklists were easy to come by, though most were very clinical, not any kind of “here’s what that looks like in real life” scenario. But I’d already worked through the techno-jargon-meets-actualpeople conundrum for my children. By this point, I was pretty much bilingual. Besides. I lived with three “Asperkids,” was married to a man with Asperger’s, and had most probably had been raised by a dad on the spectrum, too. I didn’t need a portrait of an Aspie for my own benefit. I could go into a room and pick out who was who by instinct as much as anything else.


But instinct does not a diagnosis secure.


This lawyer’s daughter knew that, in order to go into a psychologist’s or psychiatrist’s office and articulately lay out a theory, she needed a precedent. So—where were the girls? Where were the women? Where could I find an equally-bright-but-happens-to-love-lipstick-and-heels version of Asperger’s? Someone to check myself against, and then, perhaps, point to and say, “Recognize anyone?” The trouble was that no matter how hard I looked, I couldn’t find her—I couldn’t find a me. I was looking to hold a candle to myself, only to be met with long darkness—no one who embodied my way of moving through the world with my precise, aslant rhythm.


In the early days of autism research—the foundational days, really— teams of all-male scientists, like Dr. Hans Asperger, observed all-male patients, mostly children. Eventually, those clinicians’ notes became the basis of the autism profile. Logically, more boys fit criteria that came from studying and describing boys. No wonder I couldn’t find my reflection. How was a catalog of autism spectrum characteristics based on little boys in prewar Vienna going to help me? In twenty-first-century suburban America. In a minivan. And bra. With a predisposition toward glitter.


And hardly anyone to talk to. My world, at that point, was light-years away from European scholarly inquisition. Like many mothers of small children, I had only one chance to socialize with other adults (read: have any conversation at all with someone taller than three feet), and that was with whomever I managed to meet at children’s activities. Kindermusik. Library story time. Gymboree. These were the matchmaking centers for highly educated, slightly stir-crazy women who had left the world of paid employment and were now hungry for friends— people who could conjure up memories of life before nursing bras and were only too happy to cohost family cookouts where partners could bond over burgers and dogs.


After-Noah’s-Art-class lunch at Dean & Deluca could make or break a gal’s social prospects in a way rivaled only by middle school cafeterias. And though I was usually the one to suggest lunch (the best way to be included, I’d learned), I never actually got to join in. Week after week found me driving past the outdoor eateries, teary-eyed, watching the other mommies laugh and gossip while their little ones napped in strollers or happily chomped on Cheerios. My kids didn’t rest. They didn’t sleep or sit contentedly with a toy. They were . . . intense. And constant. So I was constantly wound up on hypervigilant meltdown-prevention duty. I’d try, on occasion, to connect—to explain why I was uptight . . . but people get turned off by things they fear will contaminate their world.


They stop listening when you let the smile out of your voice for too long.


These little ones were mine, and I loved them big—I would (and will) do anything they need of me. At the same time, though I hated myself for feeling it, I was tired of living beyond the realm of easy. Decade after decade, relegated to watching the life I wanted play out. Too close to look away. Too far to be remembered. This was the perpetual “almost” that I wanted to understand . . . if I could understand autism. And me. And if I could keep it together long enough to get to “someday.”


Life, as I knew it, took place in a full-twenty-four-hour pressure cooker with hardly any sleep and barely any division between day or night. (And no. There was no such thing as sex.) Consciousness was driven almost entirely by caffeine, bookended by drop-off and pick-up lines, empty of the seemingly mythical “baby nap” other parents enjoyed, riddled with sixteen anxiety-filled “but what if” questions an hour, peppered by cross-town trips to and from play therapy and occupational therapy appointments (with enough waiting room activities packed along to entertain whichever unlucky siblings came in tow), soundtracked by endlessly looping DVDs and parroted full-length scripts, and every ninety minutes, all of this was supposed to stop so that I could deliver an emotionally regulating “sensory diet” to each of my three children.


The protocol was exacting and precise: first, I would perform a specific choreography of surgical brushstrokes on little legs and backs and arms and hands. Then I moved to joint compressions on all their knees and shoulders, hips and elbows, wrists and fingers. Step three required age-appropriate vestibular (movement) activities—say, laying the toddler down onto a beach towel and dragging him behind me all around the kitchen (while singing) and spinning the preschooler in a desk chair and pushing the kindergartener back and forth on an Ikea swing that had been drilled into our ceiling. Last, I had to convince them to do “heavy work”—pulling giant beanbags up and down the staircase, jumping on the trampoline in the living room, doing donkey kicks or plank poses or crab walks or pulling on exercise bands. All of this. With three not-always-interested, not-always-cooperative, not-always-happy-with-one-another children. Every ninety minutes. Changed up for variety. Recorded and reviewed at weekly therapy appointments.


And if anxiety levels didn’t come down or they continued to completely refuse some basic sensory experiences (like noisy movie theaters, finger painting, or joining other children on the playground equipment) while still talking too loudly or spinning or jumping off the furniture . . . the inevitable question from the therapist would be “Mom”— because that’s your identity to everyone . . . just “Mom”—“have you been keeping up with the sensory diets?”


No. I was never able to. I wonder if anyone truly could. In hindsight, the whole thing sounds ludicrous and impractical. But when it’s you there, when a disappointed “expert” looks your way and shakes her head, no excuse is good enough to explain why you haven’t come through for your own children. Sometimes, in a small, cracked voice, I’d begin to say, “I’m trying but they run different directions and I’m so tired and lonely.” But I’d catch myself. I’d try harder. Always harder. Sleep even less. Drink more coffee. Love more fiercely. And privately pray that there was some sense to make of it all.


Praise the Lord and pass the ammunition.


Mine was going to have to be a one-woman proving ground. If I was going to be able to add to the autism conversation, to translate male to female, to say about any one common spectrum trait, “yes, that’s true—and also,” then I’d first need to know why the boys did what they did. What behaviors might we, gals, employ that looked different enough to avoid professional notice but might actually be serving the same purpose?


Big question. And I was going to find the answer. Of that, I was certain. For all of my other insecurities, when faced with intellectual puzzles, my confidence never wavered. Since early childhood, I’ve, inexplicably, been able to see information differently from other people. Be they words on a page or two musical phrases in an entire score, patterns have simply emerged to me that somehow seem invisible to everyone else. So, as long as facts, not folks, were what had to be solved, the system was simple: I’d begin with what I knew, gather as much information as possible, then sit back and watch. Like pictures hidden within Magic Eye paintings, the answers show themselves. They always did. They always do.


True to plan, I began with what I knew: all human beings share the same fundamental needs. Of course, there are the basics like food and shelter and safety. But there’s so, so much more. Communication. Spirituality. A sense of belonging. Of purposeful work. Every culture in every age in every land has had different ways of addressing the specifics.


So what universal needs were those Viennese boys meeting? That’s what I was going to have to figure out in order to explain, coherently, why the Aspie profile glowed in the dark for me.


Dr. Asperger’s patients, apparently, loved train timetables. Maps of their routes, too. The modern parent questionnaires I’d had to fill out for my own children’s diagnoses asked whether they played with wheels on toy cars—which many girls don’t even have! Those dang train timetables weren’t the key. This was going about it backwards. Clearly, they had been one way of satisfying an obviously acute, probably common need. Like saying that only going to weekly Mass or attending Shabbat services or morning prayers at mosque was evidence of a spiritual life, instead of the other way around: that every human has spiritual needs, and all of these (and more) are valid ways of satisfying those needs. My task, then, was to forget the details and extrapolate. Close my eyes and imagine. Get rid of positive or negative connotations. Put aside the intellectual, go for the emotional—what would feel good about watching wheels or knowing which engine would be where, when?


I had it instantly. Intuitively. The beauty of order. The reliability of fact. People are changeable. Unpredictable. Facts, though, are sturdy. A display of pleasure without anxiety. That was the reason for the beloved train schedules and mapmaking. It was also the reason why, as a child, I’d memorized every genealogical and historical fact associated with Little House on the Prairie author Laura Ingalls Wilder. Why I’d pored over nonfiction books like The Extraordinary Origins of Everything to know the history and understand the purpose of everything I saw—from tampons to nursery rhymes. Why I’d collected scores of “British Royals” postcards into a big, black photo album and arranged them into a millennium’s worth of family trees. It was the same reason why I’d chosen to write my honors thesis on Barbie and the particulars of twentieth-century women’s fashion. In the highest-brow of academic ways, I’d naturally fulfilled the same need for security and predictability as the boys. Restyled, with a modern-girl makeover.


All right, but what about the famous tendency to line things up? “Does child line up toys like trucks or trains?” had been a question on my kids’ evaluation forms. One had. The other two . . . well, they’d sort of displayed things. I certainly hadn’t lined up trucks or trains. I didn’t even have any trucks or trains—which, as I thought about it, were examples of toys that do sort of line up even in typical play. Train cars attach and make long chains in Thomas the Tank Engine and in real life. Cars and vehicles in a row? Look on the street. Traffic does assemble in lanes. All kinds of kids organized trading cards in binders full of see-through plastic sleeves. LEGO sets were designed to be built and displayed. At eighteen months, my youngest squealed with delight at his carefully arranged row of football helmets, not so different from adult collections of sports memorabilia sitting on shelves for all to admire. Did these kids get upset if someone knocked over their arrays? Yes. But who wouldn’t be bothered if someone else didn’t recognize how much effort had been put into something and simply disassembled it or treated it carelessly?


Which left me with three takeaways.


First. Checklists are supposed to be succinct descriptions of what is. But in the case of autism, most sounded more like one-dimensional prescriptions for how autistic people were supposed to behave. If it swims like a duck, walks like a duck, follows Mama Duck, it’s probably a duck. Unless it’s the Ugly Duckling—a.k.a. the swan who’s failing at being who/how others say he ought, instead of being a natural at being himself. And let’s face it, he’s probably going to have much better explanations for what he was doing all along than would a duck who had watched him struggle with his lack of duckiness.


Professionals stand behind the “authority” of autism spectrum checklists, ticking off items by rote with cool, evaluative distance. Personally, though, I think that most textbooks, bullet points, and assessment tools are flat, unimaginative, and completely devoid of perspective. Where were the fleshed-out versions that had benefited from first-person analysis and perspective? Only living people who have, well, quacked the quack or honked the honk can truly add texture or depth, scope or dimension, insight or accuracy to lists of regurgitated clichés.


When I looked at lists of “autistic” behaviors and characteristics, it seemed strikingly obvious (and oddly unmentioned) that in many, many ways the actions in question were not, actually, that unusual—neither were the associated interests or emotions. However, the intensity of the experiences and responses was distinct—which was worth noting and unpacking. Human spectrum first. Same end. Different means. In the intensity of the drive toward “display-focused” play, of the stress over other kinds of interaction, and of the distress in any change in the order created, I could see some of the uniquenesses of an autistic mind, like literal thinking, cognitive rigidity, and difficulty, with spontaneous social interaction.


Meaning that if I was going to be able to discern whether any of the Asperger/autism “criteria” fit me, I would have to be deliberate, intentional, and analytical along every step of the way.


What was more, I’d have to confront the second takeaway: autism assessment screening tools were (and sadly still are) rife with some of the most egregious, systematic gender bias employed by twenty-first-century science (not to mention some hangers-on from the twentieth, as well). Male-focused examples of autistic behavior belie tests compiled by professionals with little to no understanding of how similar experiences of autism actually present themselves in girls and women. Since those tests themselves are skewed, so, too, are the score keys used in evaluating them, and the results they provide—meaning bad data for researchers, the perpetuation of invisible-but-intrinsic prejudices among the general public, educators, mental health providers, and, worst, the trusting parents asked to evaluate their sons and daughters in ways that almost certainly end up shortchanging the girls and their families.


So, I was going to have to peer behind every diagnostic criterion and gender-biased bullet point, identify the “human-spectrum” psychological “itch” it scratched, and then consider how, as a girl or an adult woman, I may have sought to accomplish the same thing. This was not going to be a quick process.


Or was it? This was common sense. No, no train sets or toy trucks in my past. But . . . I had sat for hours and hours every Christmastime, arranging and rearranging my mother’s nativity set. What’s more, she had eventually begun taking the three-foot-tall light-up version down from the attic a full day before she’d intended to put it on display out front. There were probably fifteen pieces in total, and my mom knew how much I adored those little plastic lambs, the shepherd with a real metal staff, the collapsible manger, the purple-robed wise man, and Mary with her blue veil and the camel. All Saturday and Sunday, I would populate our living room with giant, plastic Bible people, creating and recreating (rather tacky) Bethlehem tableaux . . . sometimes secretly inserting myself as Jesus’s little-known sister. It was calming. Satisfying. Very Zen. And almost intimate. As I got a little older, I had been very particular about the way my Smurf houses sat. And I did line my Barbies up for wedding album photo shoots rather than make up stories with them. Logically, my parents had chalked my “quirkiness” up to my being very bright and an only child. I was used to playing on my own (whether by others’ choice, by my uncertainty with other kids, or the circumstance of not having any siblings in the house), I was used to my things staying where and how I put them.


Now, I began to wonder whether that explanation had been totally off the mark.


Day in. Day out. In stolen moments, I built a composite portrait—a Chick-List Checklist—both from what I read and from what I watched in my children. Reinhabiting them in my imagination. Experiencing the same visceral reactions. Scanning my memories for unique-but-alike matches.


Then it was over. All of my research, for nothing. In one moment— that morning—my husband had cornered the intergenerational genetic link. I’d had a lifetime of not quite fitting in—and had almost solved it all. Now, the possibility of forgiveness and relief and understanding had been snatched away just before I could grab hold. All I was left with was serious shame. And blame. And invisibility. Again.


I wasn’t crying in my driveway, hopeless because I was sad for my children. I wasn’t afraid for their dad. I was crying for myself. I was jealous of them all.


I didn’t even fit in with the people who didn’t quite fit in. I’d get over it, I knew. I’d champion my kids and just keep moving . . . after this. This one, private breakdown. After allowing myself this mourning session in a minivan, grieving answers that were almost mine, but now belonged to the people I was dedicated to loving.


Just as I’d felt hope slip from my grasp—I was given the greatest gift no one expects to want: the words “You do have Asperger’s.”


Everything else stopped. And for me, real life began.


In so many ways, I was . . . am . . . unexpected. And I’ve learned that things get really messy when something—or someone—who is familiar turns out to be more or less or just different than we’d expected.


Even average, common, dead-center-of-the-bell-curve familiar doesn’t mean entirely known. Think about it. How many times have people been sure about something only to discover how wildly wrong they’ve been? Like knowing that the Earth was flat? Or that educating girls would send all the blood to their brains and away from their reproductive organs? Or that the Y2K apocalypse was going to send us back to the Stone Age?


My final takeaway: being on the autism spectrum is just another a variation on the theme of being human. Autism appears in every culture, on every continent, in every class, race, sexual orientation, and gender profile, and, like any other human condition, varies in complexity and intensity from person to person and day to day. Identification, of course, doesn’t make one autistic, any more than calling out “It’s a girl!” at a birth turns the child female. Nor is the word itself a marker of inferiority. “Autistic” is a neurological, not pathological, profile—a constellation of highly attuned cognitive and sensory skills that happens to come packaged along with some equally exquisitely particular challenges.


In 2015, for the first time ever, “neurodiversity” was added to the dictionary, beginning an unzipping of what and who we are as people—self-actualization in reverse. Discovery and awareness made clear, only after years and years of wasted time. Of misunderstandings, hurt, isolation, victimization, shame, and trauma.


Until quite recently, women around the world were dying in terrific numbers from heart disease because they were looking for “traditional, expected” symptoms of heart attack, like shooting pains or sudden weakness. These are, most definitely, symptoms of heart attack—in men. Women (and their doctors), by and large, were dismissing sudden-onset lethargy, indigestion, even nonspecific, general malaise because they didn’t experience numbness down their arms or shortness of breath. In other words, they fatally ignored normal female histology simply because everyone expected female bodies with the same medical condition to present exactly as male patients did.


Let me be clear. I don’t believe that doctors were intentionally being irresponsible or unprofessional. They did the best with what they knew—but what they knew was decidedly (and disturbingly) incomplete.


As the American Heart Association’s “Red Dress” campaign set about educating society about women’s symptoms, it gained celebrity attention and increased public awareness. Soon, medical professionals were integrating the female expression of heart disease into their understanding of overall presentation. In other words, symptoms that “look like a female heart attack” finally caught eyes and minds and attention as additional manifestations of “a heart attack,” regardless of the patient’s gender.


Autism is pretty much the same. Or it should be. Like heart disease or any other human condition, no clinical or “vernacular” idea of “what autism/Asperger’s ‘looks like’” can be complete if it is “skewed” to include one gender more readily and frequently overlook or mislabel the other. To be accurate, representations of the spectrum must include all phenotypic expressions of our neurological hardwiring. Except . . . often, they don’t.


Frankly, autism needs more pink. Maybe some lipstick. Throw in some piercings or sensible pantsuits. I don’t really care how any particular woman does her own version of female, so long as we get to be part of the club. After all, we’ve earned our membership. Years ago, a reporter asked Ginger Rogers if she found it hard keeping up with Fred Astaire. With a coy smile, she answered him simply. “Not really. After all, I did everything he did. Only backwards and in high heels.”


Amen, Ginger. Welcome to autism in heels.


What Ifs


Normal, I think, is something so usual that we no longer notice it. Regular. Common. Average. It’s life’s expected stuff—test grades, height, intelligence, behavior. Math and science folks illustrate all of those on line graphs called bell curves. You’ve seen them before. They’re common, too. Which makes sense, because basically, the whole point of a bell curve is to make very clear what is normal . . . and what’s not. Average shows up as the peak, or crest, right in the middle of what becomes a bell-shaped arch. About two-thirds of everything (or everyone) being counted are darn near that center mark. Under the dome. One deviation out, you’ll still include 95 percent of whatever or whomever you’re measuring. Just beyond the “bell” are about 3ish percent of folks, who are, indeed, noticeably “not” center. And then there are the outliers—those remaining few furthest from the norm, who barely squeeze under the rim. From my red hair to school smarts—and later, to my intensity, drive, and lifetime full of almost-never-ending crises—this has always been my domain. I just never truly understood why.


Sometime during second grade, I came upon an official-looking paper from school: “IQ Test Score: Jennifer Cook.” Of course, I hadn’t the slightest idea what it meant. On the other hand, I knew that tests and scores were important. Even out of context, I remembered that number for five years—until I was twelve and taking some college courses on Saturdays. One of them happened to be psychology, and there, in the textbook section called “IQ: Atypicalities,” I saw my first bell curve. What’s more, I saw that, according to this chart, I was out in the hinterlands. One-tenth of one percentile. Literally, as far as I could get from the average range without falling off the page.


There it was. Hard-core, down-on-paper confirmation. I was not typical. That much I knew. But something in the following paragraphs didn’t sit right with me. Something about the words was wrong.


Which is why my little forehead crinkled in concentration over the next sentences of the psychology textbook. Atypical was a description of fact. Got it. Less of me, more of Them. But then something went wrong. The author began to use “typical” and “normal” interchangeably. I sat back and pursed my lips, thinking hard. No. That was inaccurate. Typical was about statistics. How many of something. Normal was a lot more relative. And a lot more . . . judgmental. Compare me to people in general, and no. I wasn’t not typical . . . but . . . I shook my head and shut the book with a thud. No. This guy was wrong. Typical and normal were not synonyms, and I knew it firsthand. While I would never be typical compared with 99.9 percent of folks, for me and the rest of the 0.1 percent on the edges, I was and always will be normal. My normal. Our normal.


In that tiny distinction was the kernel of a life-changing epiphany. Even one-tenth of a percent is more than one person. Which meant there were other people like me. And I wasn’t alone.


Bell(e) Curve


That year, a certain animated beauty threw normal for a very real curve. Belle, of Beauty and the Beast, felt so utterly familiar. Ariel, of The Little Mermaid, will always be my redheaded soul sister. But, I got Belle. Enchanted by books, feisty, a bit of a daddy’s girl. Unlike everyone else in so many indescribable ways—socially, emotionally, intellectually. I recognized this story, all right. She was musical and bright, believed in the underdog, was curious and unafraid of being authentic. She was also friendless and naive. Behind her back, as behind mine, folks gossiped, with false sympathy, about the “odd” girl who was so very not one of the “rest of us.”
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