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To all the Autistics I met online,
before I knew who I was.
Your friendship provided an oasis
when I was at my most miserably adrift.


CONTENTS

Introduction    Alienation

Chapter 1      What Is Autism, Really?

Chapter 2      Who Are the Masked Autistics?

Chapter 3      The Anatomy of the Mask

Chapter 4      The Cost of Masking

Chapter 5      Rethinking Autism

Chapter 6      Building an Autistic Life

Chapter 7      Cultivating Autistic Relationships

Chapter 8      Creating a Neurodiverse World

Conclusion    Integration

Acknowledgments

Notes


HOW TO USE THIS EBOOK

Select one of the chapters from the main contents list and you will be taken straight to that chapter.

Look out for linked text (which is in blue) throughout the ebook that you can select to help you navigate between related sections.

You can double tap images to increase their size. To return to the original view, just tap the cross in the top left-hand corner of the screen.


INTRODUCTION

Alienation

When I moved from Cleveland to Chicago in the summer of 2009, I had no idea I’d need to make friends. I was twenty-one years old, serious, and socially withdrawn, and I truly believed I did not need other people. I’d moved to the city for graduate school and figured I could pour all my energy into classes and research and think of nothing else.

Solitude had worked pretty well for me up to that point. I had excelled academically, and living a “life of the mind” kept me from worrying too much about my many problems. I had an eating disorder that had ravaged my digestive system, and gender dysphoria that made me resent how other people saw me, though I didn’t yet understand why. I didn’t know how to approach people or initiate conversations, and I didn’t care to learn, because most interactions left me feeling irritated and unheard. The few relationships I did have were enmeshed; I took responsibility for others’ problems, tried to manage their emotions for them, and lacked any capacity to say “no” to unreasonable requests. I didn’t know what I wanted out of life, other than to become a professor. I didn’t want a family, I didn’t have hobbies, and I believed I was incapable of really being loved. But I was getting good grades and my intellect earned me a lot of praise, so I just focused on those strengths. I pretended all the rest was a meaningless distraction.

When graduate school began, I rarely went out with my new classmates. The few times I did, I had to get completely hammered to overcome my inhibitions and seem “fun.” Otherwise I spent whole weekends alone in my apartment, reading journal articles and falling down strange internet rabbit-holes. I didn’t let myself have hobbies. I barely exercised or cooked. I’d occasionally hook up with people if I wanted sex or even just a little attention, but every interaction was impassive and rote. I had no sense of myself as a multifaceted human being.

By winter of that year I’d turned into a lonely, isolated wreck. I’d spend an hour sitting in the shower while the hot water rained down on me, lacking the will to stand up. I had trouble speaking to other people. I couldn’t think of any research ideas and lost all interest in what I was studying. One of my supervisors chewed me out for rolling my eyes at her during meetings. At night bone-shaking sobs of despair and overwhelm would overtake me, and I’d pace around my room, whimpering and striking myself in the temples with the heels of my hands. My solitude had somehow become imprisoning, but I was too lacking in social skills or emotional self-awareness to get myself out of it.

I couldn’t understand how I’d gotten myself into that miserable position. How was I supposed to know I needed friends, and a life? How could I go about connecting with others, when every effort was so unsatisfying? What did I actually enjoy or care about? Around people, I felt I had to censor every natural reaction, and pretend to have interests and feelings that were normal. Plus, people were so overwhelming. They were all so loud and erratic, their eyes like painful laser beams boring into me. All I wanted to do was sit in the dark and not be bothered or judged.

I believed something was fundamentally wrong with me. I seemed to be broken in ways I couldn’t explain, but which everyone else could see at a glance. I spent several more years languishing like this, working myself to the point of burnout, having emotional breakdowns, relying on romantic partners for social contact and a sense of worthiness, and googling things like “how to make friends” in the middle of the night. Through it all, I never considered asking for help or sharing with anyone how I felt. I lived by a very narrow set of rules, and remaining independent and invulnerable was chief among them.

Things finally began to change for me in 2014, when I was on vacation at Cedar Point amusement park in Sandusky, Ohio. My family went there every single year. We were a family that loved our routines. I was sitting in a hot tub with my cousin, who had recently gone away to college and found the transition very challenging. He confessed to me that he’d recently been assessed for Autism. I had just completed my PhD in social psychology, so he wanted to know if I had any knowledge about Autism Spectrum Disorder.

“Sorry, I really don’t know about that,” I told him. “I don’t study people with mental illnesses; my research is on the social behavior of ‘normal’ people.”

My cousin started talking to me about all the things he struggled with—how hard it was to relate to classmates, how adrift and overstimulated he felt. A therapist had floated Autism as a likely explanation. Then my cousin pointed out all the Autistic traits he’d noticed were common in our family. We didn’t like change. None of us could handle talking about our emotions and mostly interacted using a surface-level script. Some of us had hang-ups about food textures and strong flavors. We rambled on and on about the subjects that interested us, even if it bored others to tears. We were easily overwhelmed by change and rarely went out into the world to have new experiences or make friends.

When my cousin told me all this, I felt dread. I didn’t want any of it to be true because in my mind, Autism was a shameful, life-ruining condition. It made me think of people like Chris, an uncoordinated, “cringey” Autistic kid I’d gone to school with whom nobody had treated well. Autism made me think of withdrawn, prickly TV characters like Benedict Cumberbatch’s Sherlock, and the Big Bang Theory’s Sheldon. It called to mind nonverbal children who had to wear big clunky headphones to the grocery store and were viewed as objects rather than people. Though I was a psychologist, all I knew about Autism was the broadest and most dehumanizing of stereotypes. Being Autistic would mean I was broken.

Of course, I’d already felt broken for years.

As soon as I returned home from that vacation, I threw my bags down, sat on the floor, propped my laptop up on my knees, and started obsessively reading about Autism. I inhaled journal articles, blog posts, YouTube videos, and diagnostic assessment materials. I kept this obsessive reading mostly hidden from my then-partner, the way I kept all my deepest fixations hidden from people in my life. I soon learned that itself was a trait common among Autistics; we tend to latch on to subjects that fascinate us and focus on them with a fervor others find weird. After being mocked about our passions, we become secretive about our special interests. Already I was thinking about Autism in terms like we and us; I saw myself clearly reflected in the community, a fact that scared and exhilarated me.

The more I read about Autism, the more things began clicking into place. I had always been overwhelmed by loud sounds and bright lights. I got inexplicably angry in crowds; laughter and chatter could make me blow up with rage. When I got too stressed out or became overcome with sadness, I found it hard to speak. I’d hidden all this for years because I was certain it made me a joyless, unlovable asshole. Now I was beginning to wonder why I believed such awful things about myself.

Autism was my newest obsession, a thing I couldn’t stop reading and thinking about. But I’d had many other special interests in the past. I remembered being passionate about bat watching and horror novels as a child. Kids and adults alike had chided me for being too “weird” and “hyper” about those interests. I was “too much” in so many ways. To other people, my tears were immature tantrums and my opinions were condescending diatribes. As I grew up, I learned to be less intense, less embarrassing—less me. I studied other people’s mannerisms. I spent a lot of time dissecting conversations in my head, and I read up on psychology so I could understand people better. That was why I’d gotten a PhD in social psychology. I had needed to carefully study the social norms and patterns of thinking that seemingly felt natural to everybody else.

After researching Autism privately for about a year, I discovered the Autistic self-advocacy community. There was an entire movement led by Autistic people who argued we should view the disability as a perfectly normal form of human difference. These thinkers and activists said our way of being wasn’t wrong at all; it was society’s failure to adapt to our needs that left us feeling broken. People like Rabbi Ruti Regan (author of the blog Real Social Skills) and Amythest Schaber (the creator of the Neurowonderful video series) taught me about neurodiversity. I came to recognize that many disabilities are created or worsened by social exclusion. Armed with this knowledge and a growing sense of self-confidence, I started meeting Autistic people in real life, posting about Autism online, and attending local meetups for neurodiverse people.

I found out there were thousands of Autistics just like me, who discovered their disability in adulthood after years of confused self-loathing. As children, these Autistic folks had been visibly awkward, but they were mocked for it instead of given help. Like me, they had developed coping strategies to blend in. Things like staring at a person’s forehead to simulate eye contact, or memorizing conversational scripts based on exchanges they saw on TV.

Many of these stealthily Autistic people fell back on their intellect or other talents to gain acceptance. Others became incredibly passive, because if they toned down their personalities, they wouldn’t have to risk being too “intense.” Beneath the inoffensive, professional veneers they had developed, their lives were falling apart. Many of them suffered from self-harm, eating disorders, and alcoholism. They were trapped in abusive or unfulfilling relationships, with no clue how to feel seen and appreciated. Nearly all of them were depressed, haunted by a profound sense of emptiness. Their entire lives had been shaped by mistrust in themselves, hatred of their bodies, and fear of their desires.

I noticed that there were clear patterns in which kinds of Autistic people succumbed to this kind of fate. Autistic women, transgender people, and people of color often had their traits ignored when they were young, or have symptoms of distress interpreted as “manipulative” or “aggressive.” So did Autistic people who grew up in poverty, without access to mental health resources. Gay and gender nonconforming men often didn’t fit the masculine image of Autism well enough to be diagnosed. Older Autistics never had the opportunity to be assessed, because knowledge about the disability was so limited during their childhoods. These systematic exclusions had forced an entire massive, diverse population of disabled people to live in obscurity. This gave rise to what I am now calling masked Autism—a camouflaged version of the disorder that’s still widely neglected by researchers, mental health providers, and Autism organizations that aren’t led by Autistic people, such as the much-reviled Autism Speaks.

When I use the term masked Autism, I’m referring to any presentation of the disability that deviates from the standard image we see in most diagnostic tools and nearly all media portrayals of Autism. Since Autism is a pretty complex and multifaced disorder, that covers a lot of different traits, which can manifest in many different ways. I’m also talking about any Autistic person whose suffering wasn’t taken seriously for reasons of class, race, gender, age, lack of access to health care, or the presence of other conditions.

Usually it’s white boys with conventionally “masculine” interests and hobbies that are flagged as potentially Autistic when they are young. Even within that relatively privileged class, it’s almost exclusively wealthy and upper-middle-class Autistic kids who get identified.1 That group has always been the prototype for Autism when it’s described by clinicians or depicted in media. All the diagnostic criteria for Autism are based on how it presents in this group. Every Autistic person is hurt by this narrow conception of the disorder, even the white, rich, cisgender boys who are most likely to be reflected by it. For far too long, we have been defined only by the “hassle” that white Autistic boys caused their well-off parents. Our complex inner lives, our own needs and sense of alienation, the ways that neurotypical people confused, confounded, and even abused us—all were ignored for decades because of this lens. We were defined only by what we seemed to lack, and only insofar that our disabilities presented a challenge to our caregivers, teachers, doctors, and other people who held power over our lives.

For years now, psychologists and psychiatrists have discussed the existence of “female Autism,” a supposed subtype that can look a lot milder and socially appropriate than “male” Autism does.2 People with so-called “female Autism” may be able to make eye contact, carry on a conversation, or hide their tics and sensory sensitivities. They might spend the first few decades of their lives with no idea they’re Autistic at all, believing instead that they’re just shy, or highly sensitive. In recent years, the public has slowly become familiar with the idea that women with Autism exist, and a few excellent books like Jenara Nerenberg’s Divergent Mind and Rudy Simone’s Aspergirls have worked to build awareness of this population. It’s also helped that high-profile Autistic women like comedian Hannah Gadsby and writer Nicole Cliffe have come out publicly as Autistic.

There’s a significant problem with the concept of “female Autism,” though. It’s a label that doesn’t properly account for why some Autistics mask their Autistic qualities, or have their needs ignored for years. First, not all women with Autism have the “female Autism” subtype. Plenty of Autistic women visibly self-stimulate, struggle to socialize, and experience meltdowns and shutdowns. Autistic scientist and activist Temple Grandin is a great example of this. She speaks in something of a monotone, avoids eye contact, and even as a young child craved sensory stimulation and pressure. Though she’s very visibly and typically Autistic by today’s standards, Grandin was not diagnosed until adulthood.3

Autistic women aren’t overlooked because their “symptoms” are milder. Even women with really classically Autistic behaviors may elude diagnoses for years, simply because they are women and their experiences are taken less seriously by professionals than a man’s would be.4 Additionally, not everyone who has their Autism ignored and downplayed is a female. Many men and nonbinary people have our Autism erased, too. To call the stealthy, more socially camouflaged form of Autism a “female” version of the disorder is to indicate that masking is a phenomenon of gender, or even of assigned sex at birth, rather than a much broader phenomenon of social exclusion. Women don’t have “milder” Autism because of their biology; people who are marginalized have their Autism ignored because of their peripheral status in society.

When an Autistic person is not given resources or access to self-knowledge, and when they’re told their stigmatized traits are just signs that they’re a disruptive, overly sensitive, or annoying kid, they have no choice but to develop a neurotypical façade. Maintaining that neurotypical mask feels deeply inauthentic and it’s extremely exhausting to maintain.5 It’s also not necessarily a conscious choice. Masking is a state of exclusion forced onto us from the outside. A closeted gay person doesn’t just decide one day to be closeted—they’re essentially born into the closet, because heterosexuality is normative, and being gay is treated as a rare afterthought or an aberration. Similarly, Autistic people are born with the mask of neurotypicality pressed against our faces. All people are assumed to think, socialize, feel, express emotion, process sensory information, and communicate in more or less the same ways. We’re all expected to play along with the rules of our home culture, and blend into it seamlessly. Those of us who need alternate tools for self-expression and self-understanding are denied them. Our first experience of ourselves as a person in the world, therefore, is one of being othered and confused. We only get the opportunity to take our masks off when we realize other ways of being exist.

I have found that my entire life and nearly every challenge I’ve faced can be understood through a masked Autistic lens. My eating disorder was a way to punish my body for its unusual, Autistic mannerisms, and a means of making it conform to conventional beauty standards, protecting me from negative attention. My social isolation was a way of rejecting other people before they could reject me. My workaholism was a sign of Autistic hyperfixation, as well as an acceptable excuse to withdraw from public places that caused me sensory overwhelm. I got into unhealthy, codependent relationships because I needed approval and didn’t know how to get it, so I just molded myself into whatever my partner at the time was looking for.

After a few years of researching Autism and forming my understanding of masking as a social phenomenon, I began writing about it online. I found that thousands of people resonated and identified with what I had to say. It turned out being Autistic wasn’t that rare at all (roughly 2 percent of people are diagnosed with it today, and many more have subclinical traits or cannot access diagnosis).6 Many individuals in my professional and social circles privately came out to me as neurodiverse as well. I met Autistic people with full-time jobs in visual design, acting, musical theater, and sex education—not fields people associate with our logical, supposedly “robotic” minds. I got to know more Black, brown, and indigenous Autistics, who had long been dehumanized by the psychiatric community. I met Autistics who’d at first been diagnosed with things like Borderline Personality Disorder, Oppositional Defiant Disorder, or Narcissistic Personality Disorder. I also found scores of transgender and gender-nonconforming Autistic people like me, who had always felt “different” both because of their gender and their neurotype.

In each of these people’s lives, being Autistic was a source of uniqueness and beauty. But the ableism around them had been a fount of incredible alienation and pain. Most had floundered for decades before discovering who they truly were. And nearly all of them were finding it very difficult to take their long-worn masks off. Even this fact made me feel more comfortable in my own skin, and less broken and alone. So many of us had been taught we had to hide ourselves. Yet the more we joined in community with one another, the less pressure to mask we felt.

By spending time with other Autistic people, I began to see that life didn’t have to be all hidden anguish. When I was around other Autistics, I was more able to be blunt and direct. I could ask for accommodations, such as dimming the lights or opening a window to dilute the stench of somebody’s perfume. The more other people around me relaxed, spoke passionately about their special interests, and rocked in place excitedly, the less shame I felt about who I was, and how my brain and body worked.

For years now I’ve been using my skills as a social psychologist to make sense of the scientific literature on Autism, and connecting with Autistic activists, researchers, coaches, and therapists in order to firm up my understanding of our shared neurotype. I’ve also worked on unmasking myself, getting in touch with the vulnerable, erratic, odd version of me I’d been socially conditioned to hide. I’ve gotten to know a lot of leading voices in the Autistic self-advocacy community and read up on the many resources that Autistic therapists, coaches, and activists have developed to help train themselves and others to lower their inhibitions and drop their masks.

Today I don’t hide the fact that I am pained by loud noises and bright lights. I ask people directly for an explanation when their words or body language don’t make sense. Traditional benchmarks of “adulthood,” such as owning a car or having children, hold no appeal for me, and I’ve learned that is completely okay. I sleep with a stuffed animal every night, and a loud fan blowing to block out my neighborhood’s ambient noise. When I’m excited, I flap my hands and squirm in place. On good days, I don’t think any of these things make me childish, or cringey, or bad. I love myself as I am, and others can see and love the real me. Being more honest about who I am has made me a more effective teacher and writer. When my students are struggling, I’m able to connect with them about how difficult maintaining a normal life really can be. When I write in my own voice, from my own perspective, I connect with an audience far more deeply than when I try to seem like a generic, respectable professional. Before I started unmasking, I felt cursed, and almost dead inside. Existence seemed like one long slog of faked enthusiasm. Now, though life can still be difficult, I feel incredibly alive.

I want every Autistic person to feel the massive relief and sense of community I found by recognizing myself and beginning to unmask. I also believe that it is essential for the future of the Autistic self-advocacy community that we each work on living more authentically as ourselves and demand the accommodations we need. With this book, I hope to help other Autistic people understand themselves, join forces with fellow neurodiverse people, and gradually find the confidence to take their masks off.

Unmasking has the potential to radically improve an Autistic person’s quality of life. Research has repeatedly shown that keeping our true selves locked away is emotionally and physically devastating.7 Conforming to neurotypical standards can earn us tentative acceptance, but it comes at a heavy existential cost. Masking is an exhausting performance that contributes to physical exhaustion, psychological burnout, depression, anxiety,8 and even suicide ideation.9 Masking also obscures the fact that the world is massively inaccessible to us. If allistics (non-Autistics) never hear our needs voiced, and never see our struggle, they have no reason to adapt to include us. We must demand the treatment we deserve, and cease living to placate those who have overlooked us.

Refusing to perform neurotypicality is a revolutionary act of disability justice. It’s also a radical act of self-love. But in order for Autistic people to take our masks off and show our real, authentically disabled selves to the world, we first have to feel safe enough to get reacquainted with who we really are. Developing self-trust and self-compassion is a whole journey unto itself.

This book is for any person who is neurodiverse (or suspects that they are neurodiverse) and wants to attain new levels of self-acceptance. Neurodiversity is a wide umbrella, including everyone from Autistics, to ADHDers, to people with Schizophrenia, brain injuries, or Narcissistic Personality Disorder. Though the book’s focus is masked Autistic people, I have found there is considerable overlap between Autistics and other neurodiverse groups. Many of us share mental health symptoms and traits and have overlapping or comorbid diagnoses. All of us have internalized mental illness stigma and felt the shame of deviating from what’s considered “normal.” Almost every person with a mental illness or disability has been crushed under the weight of neurotypical expectations, and has repeatedly tried and failed to earn acceptance by playing the rules of a game that was designed to harm us. And so, for nearly every neurodiverse person, the journey toward self-acceptance involves learning to unmask.

In the following chapters, I’ll introduce you to a variety of Autistic people who flout the popular stereotypes. I’ll also explain the history of how Autism has been defined, and how that’s led us to the obscured and estranged place we’re in today. Using the real-life stories of Autistic people, as well as a bevy of psychological research, I’ll illustrate the many ways that masked Autism can present and explain why so many of us never realize we have a pervasive disability until relatively late in life. I’ll discuss how painful a lifetime of masking can be, and point to data showing it takes a real toll on our mental, physical, and relational health.

Most important, this book will outline strategies a masked Autistic person can take to stop hiding their neurodiverse traits, and describe what a world more accepting of neurodiversity might look like. My hope is that one day, each of us can accept ourselves as the wonderfully weird, mold-breaking individuals we truly are, and live as ourselves, without fear of ostracism or violence. I’ve spoken to a variety of Autistic educators, therapists, coaches, and writers to help develop these resources, have tested them in my own life, and interviewed Autistic people who’ve used them to improve their own lives. These experiences provide concrete examples of what an unmasked (or less-masked) existence really looks like. When you stop judging yourself according to the neurotypical gaze, everything from your relationship norms and daily habits, to the way you dress yourself and design your home is free to change.

A life less trapped under the mask is possible for each of us. But building such a life can be extremely daunting. When we think about why we started masking in the first place, it tends to bring up a lot of old pain. One of the coaches and disability advocates whose work has helped to inform this book, Heather R. Morgan, stressed to me that before we examine our masks and learn to take them off, we must first recognize that the version of ourselves we’ve been hiding from the world is somebody we can trust.

“I think it can be risky for people to try to think about where their mask comes from and think about taking the mask off before they first know that there’s somebody safe underneath of it,” she says. “Even talking about unmasking if we don’t have a safe place to land can be terrifying.”

In my own life and in the lives of the Autistic people I interviewed for this book, I’ve seen proof positive that the process of unmasking is worth it. But if you’re just starting out on this journey, and you’re feeling adrift and confused about who you really are, you might not yet believe there’s a worthwhile version of you waiting on the other side. You might still be haunted by negative media images of Autism or be worried that unmasking might make you less functional, too strange, or somehow impossible to love. You probably also recognize that there are real, material risks to letting your disability be visible, particularly if you occupy a marginalized position in society. You might associate authenticity with being unsafe for incredibly rational reasons, and not be sure how and when unmasking could be worth it for you. So, let’s first take a moment to consider the positive sides of unmasking, and what a less inhibited life might look like for you.

Below is an exercise developed by Heather R. Morgan, which she administers to clients on their very first meeting together. It is designed to help masked people develop more trust in themselves and consider the existence of something beautiful on the other side of the mask.





	Values-Based Integration Process
Step 1: Find Your Why




	Instructions: Think of five moments in your life when you felt like you were FULLY ALIVE.

Try to find moments from throughout your life (childhood, adolescence, adulthood; school, work, vacation, hobbies).

Some of the moments might leave you with a sense of awe and wonder—“ wow, if all of life was like that, life would be amazing!”

Some of the moments might leave you feeling deeply recharged and ready to face the next challenge, or satisfied and fulfilled.

Write down each of these moments. Tell the story of each moment in as much detail as possible. Try to think specifically about why the moment stuck with you so dramatically.




	Moment #1:

	 




	Moment #2:

	 




	Moment #3:

	 




	Moment #4:

	 




	Moment #5:

	 





It may take you some time to complete this exercise. You can spend days or even weeks reflecting on it, making sure you recall moments from a variety of settings and time periods. We’ll return to these moments later in the book, but for now, you can just bask in how good it feels to recall whatever examples do come to mind.

As we discuss the systemic forces that lead so many of us to mask, and explore how masking harms Autistic people’s lives, you may find it helpful to return to these memories from time to time, and draw strength from them. Let your memories serve as a reminder that you are not broken, and that the blueprint for building a worthwhile, authentic life already exists within you.


CHAPTER 1

What Is Autism, Really?

When Crystal was young, she exhibited many behaviors psychologists today would recognize as traditionally Autistic: she lined up toys in rows instead of playing pretend with them, chewed on her blanket while staring at the wall, and had trouble understanding in-jokes and teasing. But she didn’t “look Autistic enough” to get easily diagnosed in the 1990s, when she was growing up.

“My mom actually thought I should get assessed,” she says. “But my grandpa shut it down. He was all, no, no way, Crystal’s such a good girl! There’s nothing wrong with her. Don’t even think about stuff like that.”

Crystal’s grandfather probably figured he was protecting her from getting stuck with a label that would bring a lifetime of abuse. He certainly isn’t alone in that. Label avoidance (taking steps to evade diagnosis) is a very common consequence of disability and mental health stigma.1 Publicly identifying as disabled does mean being viewed as less competent—and less human—by many people. As damaging and self-defeating as it can be to camouflage one’s disability status, it is by no means a paranoid act. It’s a rational reflection of the prejudices disabled people face. It’s not unique to Autism, either; many people with mental illnesses2 and hidden physical disabilities3 elect to avoid the mark of shame a diagnosis might bring.

My dad hid his cerebral palsy and seizure disorder for his entire life. No one knew about his condition other than my grandmother, my mom, and eventually me. He never went to college because he would have needed to reveal his access needs to campus disability services. He only ever applied to jobs that didn’t require him to write or type, lest his poor fine motor control be revealed. As a child, I typed up the flyers for his lawn mowing business, because he couldn’t work the computer himself. I only found out about his condition as a teenager; he sobbingly confessed it to me, as if it were a terrible secret, after his marriage to my mother had already fallen apart. He told me that his mother had made him hide his condition because it wouldn’t have been acceptable to be openly disabled in the tiny Appalachian town where he grew up. Shame and self-loathing followed him until the day that he died of diabetes (a condition he developed as an adult and also refused to treat).

I didn’t find out I was Autistic until many years after his death, but he was the first person who demonstrated to me just how painful and self-destructive hiding your disability can be. He had erected an entire life around hiding who he was, and his defensive mechanisms had slowly killed him.

Label avoidance was common among the parents of potentially Autistic children during the 1990s, because the condition was so poorly understood and demonized.4 Autistic people were assumed to be intellectually disabled, and intellectually disabled people were not valued or respected, so many families did their damnedest to keep the label off their kids’ backs. Though Crystal’s grandfather intended to protect her from bigotry, and from being infantilized, he also denied her important self-knowledge, educational resources, and a place in the Autistic community. Without consulting Crystal, her family determined it would be better for her to suffer and hide her neurodiversity than to have a name for her marginalized position in the world. The weight of this decision is one Crystal continues to deal with now, as an adult who was diagnosed in her late twenties.

“Now I know I’m Autistic, but I kinda found out about it too late,” she says. “If I tell people, they don’t want to believe me. I have my life together too much for them to realize how hard it all is. Nobody wants to hear now about how hard it’s always been, always still is, frankly.”

At this point, I have heard hundreds of Autistic people tell versions of Crystal’s story. Some of the details change, but the narrative arc is always the same: A child exhibits early signs of difficulty, but their families and teachers balk when disability is raised. Parents or grandparents who themselves have Autism spectrum traits dismiss the child’s complaints, claiming that everybody suffers from the social stress, sensory sensitivities, stomach issues, or cognitive fuzziness they themselves experience. Everyone in the child’s life views disability not as an explanation of how a person functions (and what help they need in order to function), but a sign of damage. So they push the label away, and tell their child to stop making such a fuss. Believing they are helping their child “rise above” a limitation and be tough, they encourage the child not to be visibly odd, or to ever ask for assistance.

Though a masked Autistic child has no way of explaining why they find life so difficult, they suffer all the same. Peers detect there’s something unnameably “off” about them, and exclude them despite their best attempts at friendliness. When the child makes themselves small and inobtrusive, they’re granted some of the affection they desperately crave and never get enough of. So they do it more and more, quieting the voice inside themselves that says how they’re being treated isn’t fair. They work hard, demand little, and play by society’s rules as closely as possible. They grow into an adult who is even more self-effacing, and even less capable of voicing how they feel. Then, after decades of forcing themselves into a restrictive neurotypical box, they have some kind of breakdown that finally makes all the turmoil bubbling beneath the surface impossible to ignore. It’s only then that they discover they’re Autistic.

In Crystal’s case, the breaking point took the form of a months-long case of Autistic burnout. Autistic burnout is a state of chronic exhaustion where an Autistic person’s skills begin to degrade, and their tolerance to stress is greatly reduced.5 It hit Crystal like a Mack truck after she completed her senior thesis in college. College had taken her a few years longer than the rest of her friends, though she couldn’t explain exactly why. She was always having to drop classes in order to hold her life together. A full course load just wasn’t possible. When people asked about it, she lied and said she also worked a full-time job.

In her final year of college, Crystal was required to oversee set design for the theater department’s biggest show of the year. Designing dozens of props, sourcing their materials, managing the building of them, and then keeping track of all the items in a big Google spreadsheet was simply too stressful for her to manage, especially while taking her final remaining classes. She pushed through, losing hair and losing weight, but once the project was completed, she collapsed.

“After I graduated, I was in bed at my mom’s house for three months,” she says. “Didn’t apply to jobs. I barely showered, had all these McDonald’s wrappers on the floor of my bedroom, and my family still insisted I was just being lazy.”

Eventually, Crystal became so lethargic that she no longer wanted to watch TV or play with the family dog. That was concerning enough for her mother to suggest she go see a therapist. An Autism assessment came shortly thereafter.

“At first I couldn’t believe it,” Crystal says. “My family still doesn’t believe it. They had every indication, my whole life, but they don’t want to see it.”

At last, Crystal had an explanation for why she couldn’t get as much done as other people, and why basic-seeming tasks like running to the bank or sitting through a two-hour lecture left her too tired to think or speak. Regular life actually did require more willpower out of her; Autistic people frequently experience inertia in starting a task,6 and challenges in breaking complex activities down into small steps that follow a logical sequence.7 This can make everything from basic household chores to applying to jobs and filing taxes incredibly challenging, or even impossible without help.

In addition to all the baseline cognitive and sensory challenges that came with Autism for Crystal, she was also having to put a lot of energy into always seeming “normal.” She constantly fought the urge to suck on her fingers, and when people spoke to her, she had to forcibly point her attention at their words and face. Reading a book took her twice as long as the average person. All she had the energy to do at the end of the day was sit in bed and eat french fries. Crystal’s mother and grandfather were unsatisfied by this newfound explanation, though. They said that if she had really been hurting that bad all her life, they would have realized it.

“I wish I could make them understand,” she says, “Autism isn’t what you think.”

Defining Autism

One of the reasons Autism often gets overlooked in women like Crystal is a fundamental misunderstanding that professionals and the public have about what Autism even is. Until fairly recently, most people believed Autism was rare, that only young boys had it, and that it was always easy to see. Think of Dustin Hoffman’s portrayal in the film Rain Man: he’s institutionalized as a child because he’s profoundly disabled and too “difficult” to have at home, he never gives eye contact, wanders off dangerously when not closely watched, and has a preternatural talent for math that his nondisabled brother exploits for personal gain. This is how all of us were trained to view the disability: a horrible condition that renders you freakish and helpless, your life only as valuable as your savant-like skills are to other people.

By the mid-1990s, when Crystal was a kid, some people also had a vague awareness of what was then called Asperger’s Disorder. Asperger’s was stereotyped as a “higher functioning” flavor of Autism found in really smart, nerdy, usually rude men who worked in fields like tech. In both forms, Autism was associated with being awkward and uncaring (and male) with a penchant for numbers. People had little to no understanding of Autism’s causes, what it felt like to be an Autistic person, or that the disability shares features with other disorders like epilepsy, Social Anxiety Disorder, Attention-Deficit Hyperactive Disorder (ADHD), or Post-Traumatic Stress Disorder (PTSD).

Despite what people believe, Autism is not defined by rudeness, masculinity, or having any kind of mathematical skill. In the scientific literature, it’s arguable whether the disability should even be defined by the presence of clear behavioral signs, such as trouble reading social cues or hesitating to initiate contact with other people.8 Instead of looking to the external signals of Autism that others might pick up on, it’s important that we instead focus on the neurobiological markers of the neurotype, and the internal experiences and challenges that Autistic people themselves report.

Autism is neurological. Autism is a developmental disability that runs in families9 and appears to be largely genetically heritable.10 However, it is also multiply determined, meaning it has no single cause: a whole host of different genes appear to be associated with Autism,11 and every Autistic person’s brain is unique and exhibits its own distinct patterns of connectivity.12 Autism is a developmental disability because compared to neurotypical milestones, it comes with delays: many Autistic people continue to grow in their social and emotional skills for much later in life than allistics tend to.13 (However, this may be due to the fact that Autistic people are forced to develop our own social and emotional coping skills from scratch, because the neurotypical methods taught to us don’t suit how we process information— more on this later.) Autism is associated with specific and pervasive differences in the brain, which result in us diverging from neurotypical standards, in terms of how our brains filter and make sense of information.

Autistic people have differences in the development of their anterior cingulate cortex,14 a part of the brain that helps regulate attention, decision making, impulse control, and emotional processing. Throughout our brains, Autistic people have delayed and reduced development of Von Economo neurons (or VENs), brain cells that help with rapid, intuitive processing of complex situations.15 Similarly, Autistic brains differ from allistic brains in how excitable our neurons are.16 To put it in very simple terms, our neurons activate easily, and don’t discriminate as readily between a “nuisance variable” that our brains might wish to ignore (for example, a dripping faucet in another room) and a crucial piece of data that deserves a ton of our attention (for example, a loved one beginning to quietly cry in the other room). This means we can both be easily distracted by a small stimulus and miss a large meaningful one.

Autistic brains have unique connection patterns that deviate from what is normally observed in neurotypical people. When infants are born, their brains are typically hyperconnected; much of human development is a process of slowly pruning unhelpful connections and becoming more efficient at responding to one’s environment, based on life experience and learning. In Autistic brains, however, researchers have found that some regions remain hyperconnected throughout the life span, whereas other regions may be underconnected (relatively speaking). It is difficult to sum up these connectivity patterns because, as neurobiologists at the Weizmann Institute of Science have found, every Autistic brain exhibits a different connectivity pattern. Our brain wiring appears to actually be more diverse than the wiring of neurotypical brains, which researchers believe have a consistent pruning pattern.17 The researchers at the Weizmann Institute have theorized that this means Autistic brains respond to our environments differently; whereas neurotypical brains are believed to readily adapt to the sensory and social input they receive from the outside world, Autistic brain development and pruning appears to be “disrupted.”18

Autistic people also exhibit less of what neuroscientists call global-to-local interference:19 we are inclined to zero in on small details, even when those details don’t jibe with the overall “big picture” that a non-Autistic person might see. For example, one series of studies found that Autistic people are far better than allistics at copying down a drawing of a distorted 3-D object that couldn’t exist in real life.20 Allistics got caught off guard by how impossible and illogical the overall image was, whereas Autistics could just focus on the individual lines and shapes that made up the image, and re-create the drawing from the bottom up. This high degree of attention to detail also applies to how we navigate social situations: we focus on the small features of a person’s face rather than taking in their likeness or emotional expression as a whole, for instance.21 This helps explain why many Autistic people have prosopagnosia (the inability to recognize faces),22 and experience difficulty reading emotions on neurotypicals’ faces.

Together, all of this means that Autistic people tend to have the following qualities:


• We are hyperreactive to even small stimuli in our environment

• We have trouble distinguishing between information or sensory data that should be ignored versus data that should be carefully considered

• We are highly focused on details rather than “big picture” concepts

• We’re deeply and deliberatively analytical

• Our decision-making process is methodical rather than efficient; we don’t rely on mental shortcuts or “gut feelings”

• Processing a situation takes us more time and energy than it does for a neurotypical person



Now that I’ve explained some of the neurological markers correlated with Autism, I think it’s important to clarify a finer point: the fact that a disability has some biological markers does not mean it is more “real” or legitimate than a disability that you can only observe in a person’s behavior. And Autism is still diagnosed based on behavior and reported challenges the Autistic person is facing, not on a brain scan. The fact that Autism has neurological features doesn’t mean it is a more sympathetic disability than, say, an eating disorder or substance addiction. It also doesn’t mean Autistics are doomed to always function in a particular way, or to always struggle.

While understanding the biology of human difference is helpful in a lot of ways, there are real risks to reducing a disability to its physical “causes.” It can lead people to believe that our biology is our destiny, and that we are lesser to neurotypicals in some unchangeable way. In fact, some research suggests that when people understand disabilities such as depression and ADHD as being purely biological, they actually show more stigma toward people with those conditions, not less.23 The idea that a disabled group can’t help being the way they are is dehumanizing and restrictive, even though some also find it liberating and validating.

When society first starts flirting with accepting a marginalized group, that acceptance is often wrapped up in a born this way type narrative. For example, in the early 2000s, many straight allies claimed to support gay people because being gay wasn’t a choice, and we couldn’t help being the way that we are. There was a lot of pop science writing at that time exploring the search for the “gay gene,”24 and suggesting that certain hormone exposures in the womb might predispose a fetus to being gay. Today we don’t have conversations about the biological causes of gayness very much anymore. In the United States at least, being gay has started becoming accepted enough that queer people don’t have to justify our existence by saying we can’t help but be this way. If someone were to choose to be gay, that wouldn’t be a problem, because being gay is good. Similarly, Autistic people deserve acceptance, not because we can’t help but have the brains we have, but because being Autistic is good.

Autism is associated with a deliberative processing style. When making sense of the world, Autistic people usually defer to logic and reason rather than emotion or intuition. We dive deep into all the pros and cons, sometimes excessively so, not knowing where to draw the line between an important variable and an unimportant one. We tend not to get habituated to familiar situations or stimuli as readily as other people, so we often think through a situation as if it’s completely new to us, even if it isn’t.25 All of this requires a lot of energy, focus, and time, so we get exhausted and overloaded quite easily. However, it also makes us less prone to errors. Experimental research shows that Autistic people are far less susceptible to the biases allistic people commonly fall prey to.26 For example, consider this relatively simple problem:


A bat and a ball together cost $1.10. The bat costs $1.00 more than the ball. How much does the ball cost?



In experimental studies, over 80 percent of non-Autistic people get this question wrong. They parse the question quickly, go with their gut, and answer that the ball must cost ten cents.27 The correct answer is that the ball costs five cents, and the bat costs a dollar more, $1.05, which together adds up to $1.10. It takes an extra moment of careful processing to skip the “obvious” (and wrong) answer and provide the correct one. For most allistic people, the default way of thinking is to go with what’s obvious. But since Autistic people do not process information intuitively, we don’t see “obvious” answers to things, and have to carefully break the question down instead. This results in us being far more likely to get the answer right.

This slow, deliberative style of processing comes with its fair share of downsides. We can’t always pick up on irony or “obvious” implied meanings people haven’t said explicitly. Allistic people often accuse us of overthinking things, or being too slow and hesitant to come up with a response. We also get overwhelmed when presented with mountains of data, which neurotypical people find much easier to just ignore.

Autistic people process the world from the bottom up. If you want to understand Autism as a disability and a source of human difference at a glance, it’s best summed up this way: we process in a careful, systematic, bottom-up way. Allistic folks, in contrast, make sense of the world in a very top-down fashion. They’ll enter a new environment, such as an unfamiliar restaurant, take a quick look around, and jump to reasonable conclusions about how to order, where to sit, what kind of service to expect, and even how loudly they should talk. Their brains will immediately begin to filter through sounds, lights, and other stimuli, and adjust accordingly. They might notice a clanging pinball machine in the corner for a moment, for instance, but soon habituate to it, and become able to ignore it. When the waiter approaches, they probably can chat without much difficulty, even if something unexpected gets said or the item they planned to order is sold out. They don’t rely on memorized conversational scripts, and they don’t have to carefully parse every single piece of data they encounter to make sense of it. They can wing it.

Autistic people, on the flip side, don’t rely on knee-jerk assumptions or quick mental shortcuts to make our decisions. We process each element of our environment separately, and intentionally, taking very little for granted. If we’ve never been in a particular restaurant before, we may be slow to make sense of its layout or figure out how ordering works. We’ll need really clear-cut indications of whether it’s the kind of place where you sit down and get table service, or if you’re supposed to go to a counter to ask for what you like. (Many of us try to camouflage this fact by doing extensive research on a restaurant before setting foot inside.) Every single light, laugh, and smell in the place is taken in individually by our sensory system, rather than blended into a cohesive whole. To cope with unpredictability, we analyze our experiences for patterns, and memorize rule sets: if the waiter says X, I reply with Y. When something unexpected happens, we have to carefully sort out how to respond. Too much change may cause us to become really exhausted, or to freak out.

Autism touches every part of the Autistic person’s life. Of course, many non-Autistic people might resonate with some of the feelings and sensations I just described. There’s a difference between being allistic (which simply means non-Autistic) and being fully neurotypical (which means lacking any mental illness or cognitive disability). An allistic person with a social anxiety disorder may also feel overwhelmed in busy bars and restaurants, just as Autistic people do. Someone with post-traumatic stress disorder may similarly be rattled by a noisy pinball machine. The difference between Autism and these other disorders, however, is that Autism is a cognitive and sensory difference that affects every area of life. You wouldn’t expect a socially anxious person to get overwhelmed by the sound of a clanking radiator when they’re alone at home, for example (unless they’re also Autistic or have a sensory processing disorder).

Because the neural and cognitive features of Autism are so pervasive, it affects almost every aspect of a person’s body and brain. It’s related to coordination and muscle tone, the ability to read emotions on people’s faces, communication skills, reaction time, and even how a person recognizes feelings of pain or hunger.28 When I look at a person’s face, I don’t simply see “happiness” or “sadness” radiating off them, for example; I see minute changes in their eyes, forehead, mouth, breathing, and
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