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About Paige Layle


Diagnosed with Autism Spectrum Disorder at the age of 15, Paige Layle is an advocate and influencer for a better understanding of Autism on social media. Paige began making videos in March 2020 in response to a degrading post about autistic people. She initially created a 4-part video series to address common misconceptions about Autism, and her platform has grown from there. Now at 23 years old, Paige is an Autism acceptance activist, YouTuber, and TikTokker. Paige also works part-time as a dance teacher and shares her home in Kawartha Lakes, Canada with her dog, Macey, and cat, Mikado. An avid bookworm, she is thrilled to have recently put her public speaking and theatrical skills to work as the narrator for the Audible Original audiobook American Girl, by Wendy Walker.









About the Book


AUTISM ACCEPTANCE ACTIVIST PAIGE LAYLE SHARES HER DEEPLY PERSONAL JOURNEY TO DIAGNOSIS AND LIVING LIFE AUTISTICALLY


‘For far too long, I was told I was just like everyone else. But I knew it couldn’t be true. Living just seemed so much harder for me. This wasn’t OK. This wasn’t normal. This wasn’t functioning. And it certainly wasn’t fine.’


Paige Layle was normal. She lived in the countryside with her mum, dad, and brother, Graham. She went to school, hung out with friends, and, all the while everything seemed so much harder than it needed to be. A break in routine threw off the whole day. If her teacher couldn’t answer ‘why’ in class, she dissolved into tears, unable to articulate her own confusion or explain her lack of control.


But Paige was normal. She smiled in photos, picked her feet up when her mum needed to vacuum instead of fleeing the room, and earned good grades. She had friends and loved to perform in local theatre productions. It wasn’t until a psychiatrist said she wasn’t doing OK that anyone believed her.


In But Everyone Feels This Way, Paige Layle shares her story as an autistic woman diagnosed late. Armed with the phrase ‘Autism Spectrum Disorder’ (ASD), Paige challenges stigmas, taboos, and stereotypes while learning how to live her authentic, autistic life.









PRAISE FOR
BUT EVERYONE FEELS THIS WAY


‘Paige Layle’s book will be especially helpful to provide insight for women diagnosed with autism later in life.’


—Dr. Temple Grandin, author of Thinking in Pictures and Visual Thinking


‘Paige’s heartfelt and honest account illustrates why firsthand storytelling is important for diving into the deep minds of autistic people.’


—Jory Fleming, author of How to Be Human: An Autistic Man’s Guide to Life


‘We are in the middle of a moment of self-discovery and awakening for many Autistic adults, particularly those from marginalized backgrounds. Paige Layle’s But Everyone Feels This Way is an important contribution to this movement, and, in its pages, I am certain many Autistics in search of understanding and a place within our growing community will see themselves.’


—Dr. Devon Price, author of Unmasking Autism and Unlearning Shame


‘I had a hard time putting this book down and the few times I did were to nod in agreement. Paige Layle writes vividly about those parts of being autistic that aren’t in any psychiatry text: the constant discomfort [and] the tidal wave of emotions that overwhelm you at any moment. Paige’s book offers a fuller picture of what autism looks like and, furthermore, how to build a more accepting world for Autistic people.’


—Eric Garcia, author of We’re Not Broken: Changing the Autism Conversation


‘Paige writes with incredible insight, humor, and honesty about her autism and life. Her unique experience illustrates some universal truths, and, as I read about her, I also learned about myself and my own autism. I am grateful for the gift of her voice.’


—Kim Rhodes, actress and activist


‘Frank and perceptive, But Everyone Feels This Way is a welcome addition to the growing Autistic literary canon. I’ve long believed that Autistic voices—not a single face or voice but as many of us sharing our stories as possible—play a key role in the acceptance and celebration of Autistic people. I’m very glad that Paige’s voice is among them.’


—Sarah Kurchak, author of I Overcame My Autism and All I Got Was This Lousy Anxiety Disorder


‘But Everyone Feels This Way is a poignant, brave, [and] soul-baring triumph! Whether neurotypical or divergent, Paige Layle’s story will make you laugh, cry, and think. But most importantly, it will give you a new lens for seeing yourself and others.’


—Wendy Walker, bestselling author of American Girl


‘Genuine and heartfelt, this book will appeal to Layle’s many followers on YouTube and TikTok as well as anyone seeking insight into what it means to live as a young woman navigating autism. A candid and instructive memoir about neurodivergence.’


—Kirkus Reviews









To all the kids out there like me. I see you.









TRIGGER WARNING


This book includes discussion of suicidal ideation, a relationship between an adult and a minor, disordered eating, emotional abuse, domestic abuse, and mental illness and related hospitalization. Please read with care.


If you’re in the midst of a mental health crisis, including thoughts of self-harm or suicide, call or text 988 in the United States. In Canada, call 1-833-456-4566 or text 45645. In the UK, call 116 123 for Samaritans.


Please note that some names and identifying characteristics have been changed. Conversations have been reconstructed.









INTRODUCTION


people have called me an educator,
an advocate, and an influencer




all combined to make you


really, everything that’s happened to you


in your life has made you


the person you are today; the good, the bad, the ugly


all combined to make you.


memories.


each moment in history stored


like bears store food in winter.





I HATE THE FEELING OF SWEAT ON MY SKIN. NOT JUST BECAUSE IT’S a weird liquid that oozes out of my body, and whatever comes out of my body should probably stay away from my body. I also despise being wet.


“Let’s talk about Paige as a child.” The psychiatrist talked down at us through a monitor, looking into the camera as he spoke, as if to give my mom and me eye contact. We sat in a small room on the end of a silent and dark hospital wing, on a floor so high up that we could see our truck low down in the parking lot if we stood by the window.


The room didn’t have space for much. We sat on the only two chairs, looking up at the large monitor. There was a window to the right draped with ugly, green, patterned curtains. Mom sat in the chair closest to the window, focusing on the psychiatrist as he beamed through the screen, streaming from his office in Vancouver.


I was sweating.


“Okay,” Mom said to the psychiatrist. She glanced at me, tense. “Paige can probably tell you better than I can.”


“Well,” he said to Mom, “I want to hear it from your perspective.” A large and intimidating stuffed koala toy perched behind him, staring into my soul.


My bare legs needed to be carefully peeled off of the plastic chair; not just when it was time to stand but throughout the duration of the meeting because I didn’t want to become one with it. I tried to create that boundary multiple times. Sitting on my hands did not prevent the stickiness from occurring but instead added a new body part that could stick too. Sweat makes everything stick to you.


I didn’t find it enjoyable to have things stuck to me. My loose strands of blonde hair, once able to flow freely, clung to my temple like leeches on a host. My shirt that once felt light, almost weightless on my skin, hung heavy and close. It caught on my back as I shifted my posture.


My sweating situation was not due to the mid-August heat. The room was air-conditioned and chilled, and I’d been without physical activity for hours, waiting, talking.


I shouldn’t have been sweating at all. But my brain makes my body hot and my skin sweat all on its own, no matter the climate. All I seemed to have to do was exist. That was—and still is—enough for my mind to race, my breathing and heart rate to increase, my legs to tense, and sweat to accumulate under my armpits (which of course increases the stickiness of my arms to my torso as well). That day, my anxiety and nerves were sky-high. My heart pounded and I shifted again in the chair. My legs bounced up and down so quickly that I vibrated. In the corner of the TV screen, I saw a reflection of myself and my beet-red face. If I were a cartoon, steam would’ve been coming out of my head.


“When was Paige the most happy as a baby?” the psychiatrist probed.


I turned my head to the right, my hair far too close to my neck. I pulled it all behind my shoulders. I wondered if my mom was experiencing a similar affliction and finally let myself look at her. There was no sweat along her hairline. There were no water leeches on any part of her face. I’d never even seen her sweat from stress. I couldn’t tell if she had stickiness occurring on any other part of her body due to the angle at which I sat, the clothes she wore, and my fear of looking strange if I studied her body any longer than I already had.


I was being watched and analyzed, after all. It was the psychiatrist’s job to figure me out. He had this one appointment to learn as much as he could, which included studying my behavior. He nitpicked and noticed every detail.


“Why did you look right at your mom like that, Paige?” the psychiatrist asked. “See how your hands are touching fingers to palms? Both of them? Why do you that with your hands, Paige?”


These were questions I could not answer.


My mom is good at talking to people, which is why she’s a realtor, and she’s amazing at her job. She never gets nervous or weird like I do. She can talk to hundreds of people a day, enjoy every second, and still have the energy and the care to talk to hundreds more. She doesn’t need to prepare what she is going to say beforehand or plan how she is going to move her body. Words roll out of her mouth on the fly, changing to flow with the conversation.


I was so glad she was there to help me answer everything the psychiatrist wanted to know.


His questions were relentless. He was relentless. Nothing escaped his notice, and I could tell behind his blue glasses that he was always observing, always pondering, always accusing. It wasn’t long before I became so overwhelmed and frustrated about being pummeled with questions that I struggled to speak.


“Why can’t you speak?” he would ask. “Why aren’t you looking at me? Why are you crying? Why are you frustrated? Why did your voice change? Why are you doing that with your hands again?”


It was as though every single action, every emotion I felt, needed to have a reason. I’m sure it did. I’m sure it does.


But I didn’t know the reason.


That was why I was there: I had no answers.


I’d never had any answers, and all I wanted was answers.


The psychiatrist questioned me like I was going to say something miraculous, something informative and mind-blowing and life-changing, like he was pressing until I said the right thing that made it all click.


I didn’t know why I couldn’t speak. I didn’t know why my eyes felt better looking at the green curtains than at his face. I didn’t even notice I was doing a finger/palm thing with my hands. How could I explain why I did these things?


“When did Paige cry the most when she was a baby?” he asked my mom. “What toys did she like to play with? How was Paige with bedtime and bath time?”


I did not like this man.


I did not like the experience at all.


I did not like being drilled with questions I could not answer.


I did not like how he persisted despite my protest, or how he made me feel dumb for crying.


But . . . I tried really hard to cooperate as much as I could. I knew I wanted this.


We talked far longer than my social battery could withstand.


There was no specific form to fill out, no checklist the psychiatrist ticked through. There weren’t even specific disorder-related questions, not for the first hour of the appointment at least. I thought I had an anxiety disorder, and perhaps obsessive-compulsive disorder (OCD). I knew that there had to be a reason why I wasn’t okay, why I wasn’t happy. But it wasn’t disorder specific.


This was Paige specific.


This was a Paige diagnosis.


Eventually, the psychiatrist began asking more serious questions. The conversation became a trial, with my mom taking the stand, as I was too overwhelmed to answer anymore. He asked her more questions about my childhood, specifically wanting her perspective. But I interjected when her recollection was inaccurate. Due to my photographic memory, I often knew the answers better than she did. The analyst did not like the interruptions.


Mom never liked it.


I did not care. Information needed to be correct, especially today.


And then the questions stopped.


I thought the abrupt stop was because he was sick of me. I thought we were done because he didn’t want to talk to me anymore. I thought we were done because I had become too difficult, and there were no other ways to formulate his questions that could make me understand and answer them properly. It was time for me to quit and give up and go home without answers. Again.


The psychiatrist leaned back in his chair and slouched ever so slightly. It was a subtle change, but it was the first time he’d moved in hours. I may not be good at deciphering the meaning behind body language, but I’m good at knowing when something’s changed. He leaned back and looked at my mom and me. He was done, his conclusion made.


He waited a few silent seconds and then took a breath.


It was subtle and quick, yet it was so intense to me. I could feel his deep breath. As he inhaled, I could feel my whole world expanding, filling up like a balloon—full of thoughts, feelings, rage, confusion, suffering, hope—until my world was so full that it could not be filled anymore. There was nothing left to fit inside my world. My world couldn’t take any more things, and the power of release was his.


As he exhaled, I slowly felt everything leave me.


Hope. Confusion. Suffering.


Now, I was empty.


And then, suddenly, I filled with anticipation. All I needed to do now was wait and listen. My world only held room for that one feeling of anticipation, and it was the only thing I could do. Wait. Listen.


On that exhale, the psychiatrist released a soft sigh. Not of exhaustion, defeat, or even indifference. No, it was a sigh of discovery, a sigh of an epiphany. Like the first breath after I finished a project, stepped back from all my hard work, and finally got to enjoy the outcome without working anymore. This sigh was good. It meant he had figured something out. Heat ran down my spine with another wave of sweat. My posture shifted, mirroring what his used to display: forward leaning, offensive, ready.


I’ll never forget the drastic change of his voice. His once stern and pointed tone completely vanished. He became bubbly and happy. With a slight smile, he spoke with compassion and care.


“Alright, Paige. You’ve done everything you need to. Now it’s my turn.”




answers often create more questions


a lot more people care than i thought would.


a lot more people accept me than i thought would, and it encourages me and inspires me to keep going to help more kids that were like me.


to be the person i needed when i was younger.


this book is another step.


something else that might help even just one person feel heard, seen, accepted.





For far too long, I was told I was just like everyone else. I was normal. I heard “But everyone feels this way!” as a response when I sobbed, overwhelmed by life’s daily tasks.


I lived in the countryside with my mom, dad, and brother, Graham. I went to school, hung out with friends, and all the while everything seemed so much harder than it needed to be. A break in routine threw off my whole day. If my teacher couldn’t answer “why” in class, I began to cry. If someone broke something important to me, I sobbed for hours. I couldn’t eat any lunch other than a bologna sandwich for years. I still struggle deciding what to eat and figuring out what foods aren’t going to make me want to throw up when I think about them or put them in my mouth.


My parents always said that I was okay. While everyone around me seemed to have no problem being calm and happy, I had panic attacks multiple times a day. My hyperventilating made my legs numb. Sometimes, I lost consciousness. I cried almost every day from stress, frustration, exhaustion, or all three at once.


This wasn’t okay. This wasn’t normal. This wasn’t functioning. It certainly wasn’t fine.


“You’re not going to survive when you get to high school. You’re not going to survive in the real world,” I was told. Words that made me feel like I was a weak, selfish, terrified baby.


Early on, I didn’t know that I was different from everyone else. I was told that everyone was the same as me. Everyone seemed to be doing really well, and, for some reason, I wasn’t. I cried all the time, but no one seemed to take it seriously. I didn’t want to cry ever.


People told me to stop crying, but that only made me cry more out of frustration. I didn’t want anyone to know when I cried, because I didn’t want anyone to yell at me for crying, so I ran and hid in a bathroom stall or my bedroom closet and tried to make myself stop.


My needs couldn’t be tended to because they didn’t make any sense to anyone. Especially to me.


I loved to dance: when I was a kid, it was one way that my body felt free and how I could tune out the world around me. Now, I still dance, and I teach it too. Once, at the dance studio, I arrived half an hour before class and had a panic attack. I used that time to try to calm myself down. I was panicking and hyperventilating on the dance studio floor, breathing so fast I thought I was going to die. The owner came into the studio, the laminate floors shining, the wall mirror reflecting me. She glanced over, froze as our eyes met, then turned away and started sweeping. I’m sure she didn’t know what to do, but the message came to me that I was manipulative. My reasoning was: I know that I need to comfort someone when they’re upset, so maybe people don’t comfort me because they don’t think I’m actually upset. Because I was like everyone else. And everyone felt this way.


Except, somewhere, deep down, I knew that wasn’t true.


If everyone felt the same way I did, how come it seemed like I was the only one who didn’t want to be here anymore? What was wrong with me? Living seemed so much harder for me than for everyone else.


For the first fifteen years of my life, I wondered: What’s wrong with me?


Then I was diagnosed with autism spectrum disorder. Now I work hard to help people learn about autism on social media. Through that work I’ve been called an educator, an advocate, and an influencer—but initially I downloaded TikTok as a joke. I began making autism videos in March 2020 in response to a degrading post about autistic people. My platform has grown from that first post. I love connecting with people to talk about my experience and validate theirs. I’m writing this book to share my complex inner experience as a young, undiagnosed autistic child that I couldn’t intellectualize then. Hopefully, by reading about my life, you find some kind of lens for your own.


There are more of us out there than you know. We remain hidden, tucked away behind corporations aiming to change us, pushing supplements and instant cures into the hands of desperate parents looking to make our lives better. We’re hidden behind psychiatrists who will diagnose us with anything and everything else, because they know that people have a negative view of autism. We’re hidden behind an education system that dehumanizes us and makes sure everyone else treats us like we are less than human. We’re hidden behind the mask that we create ourselves to try and blend in, to not be caught.


We may act as though we’re the same as you. We smile, but we dissociate when we touch a texture we don’t like, or when the lights are too bright, or when we can hear every watt of electricity surging through the kitchen at night. We pretend we don’t actually notice. We pretend it doesn’t bother us. We try to have meltdowns and shutdowns in private to avoid being punished and ridiculed for disruptive behavior. We go through life struggling to stay afloat while it looks like everyone around us is doing just fine.


I had to hide to be safe.


We don’t deserve to have to hide our whole lives and struggle in silence. We deserve inclusion, acceptance, equity, and appreciation; actually, we need it. We need it to survive. For many years, I struggled because I didn’t know that I was autistic. The diagnosis gave me an answer.


Answers are great. Answers are helpful. But answers don’t mean things change. That diagnosis gave me an avenue of hope to turn down and explore. It gave me more to learn and many new places to look for anything that could help me. My diagnosis has been a tool for me to be able to access who I really am, and it gives me the confidence and validation to say I know it for sure.


I was a lost little kid with a very complex nervous system in a world that assumed I was neurotypical. My life was filtered by layers of privilege, but I was still a really uncomfortable, unhappy, lonely kid. Being an adult gave me so much that I needed as a child, and I’m glad that I stayed here long enough to enjoy living. This isn’t a “Look, if you just do X, Y, and Z your life will get better, just like I did with mine!” book. In fact, it’s very far from it. I’m not trying to give you hope either. (I hope I do, kinda, but that’s not my intended purpose.) Truthfully, I share this because it pains me to think that any other kid out there feels how I felt growing up. And I want to reach them or reach someone else who can help them.


And maybe I write this because I’m still pretty young, and there’s probably a small part of me that yearns for someone to hold me, tell me how my brain works, and say, “You don’t have to shout so loud anymore.”


No matter your reason for opening this book, thank you. I hope you turn the final page with something valuable to carry with you.




A list of my favorite things


One: I always have a notebook that I carry around everywhere. Right now, it is plain and black and has a few stickers on it. I write anything and everything in this: my thoughts and feelings, grocery lists, dance choreography . . . The point is that it’s a record of my life from start to finish that I store away and can look back on. I’ve only begun doing this recently, because when I was younger, I segregated each “topic” into its own notebook. That led to too many notebooks.


Two: Any and all pens. My current pen twists at the tip, to retract the metal point where the ink comes out. The rotating tip is gold, much like the hardware on the opposite pole of the pen. The rest of the pen is decorated in two parts. The first half, closer to the tip, is a pale sage green. There’s no pattern, but I enjoy the color. The second half of the pen is almost built like a snow globe. Picture it like this: when I shake the pen, tiny specks of gold glitter twist and twirl around bigger specks of white flowers. I hope to refill this pen with ink when it runs out, because I love it.


Three: Things for my ears. Earplugs and headphones. I have ten pairs of earplugs that vary in noise-dampening ability, color, and material. My Beats headphones for music are pink. I got them for Christmas six years ago. Both are equally important for noise control.


Four: Medium boxers from Boathouse. I sleep/lounge in them at all times if possible. They have an impossibly comfortable fit and material. I have eighteen pairs.


Five: Plants. I am the mother of many a plant. My baby is my Monstera deliciosa, because it is my largest and the one I am most excited about every time it gets a new leaf. I’m not the best plant mom. Oftentimes it feels as though I’m just struggling to maintain life. Everything is worth it when a new leaf pops through the middle stem.












CHAPTER 1


WHAT WE KNOW FOR SURE ABOUT AUTISM IS VERY LITTLE




autism in girls, part 1


when doctors were studying autism,


they only studied males.


this makes it harder for anyone else


to be diagnosed because everything is based off the male brain.


this sucks.


girls usually end up showing different traits than guys do.


which is why it can take us years to get diagnosed.


~ a random tiktok i made that got a million likes out of nowhere





A NEURODEVELOPMENTAL DISORDER, PART ONE


Assessing ASD


Autism spectrum disorder, or ASD, is a neurodevelopmental disorder, commonly called autism, which is what I’ll call it here. What we know for sure about autism is very little, but as autism is a neurodevelopmental disorder, we do know that it means that my brain developed in a different way. Autism is not a mental illness or a mental disorder or a chemical imbalance. My brain is not built the same as most people’s; there’s a physiological difference. I have a different category of brain. A different neurotype.


Neurological conditions are, as of now, diagnosed through behavior. A psychologist, psychiatrist, or sometimes a doctor (I don’t know, a psychiatrist diagnosed me) can tell if you’re autistic by just looking at how you act. They judge your behavior. They diagnose that your brain is different through your actions. All autistic people have a list of traits or behaviors that we have in common. Behaviors, like how a child plays with a car, are studied by the medical professionals to look for autistic traits.


The DSM-5 (Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition) is a manual put together by the American Psychiatric Association that physicians commonly use all over the world to diagnose psychiatric disorders. This source has continuously been updated over the years (hence the fifth edition) to alter diagnoses as more is known about psychiatric disorders. If you google “DSM-5 autism spectrum disorder criteria,” you’ll see a list of what makes autism, autism (and I explore it more in the next section). Both autism and the list of behaviors are just words and ideas trying to describe a very complex inner world that some people experience, and some don’t.




I make lists all the time. Anytime I can, anytime I need to.


I like making lists.





It’s important to note that while lists are fun and helpful and useful, they don’t have to be the be-all and end-all. The criteria is limited and lacks understanding of autism outside of a vacuum—or, autism in those who live with other traumas, who are socialized differently and react differently and so maybe don’t exhibit the same behaviors.


Not every person will tick the exact same behavioral boxes, yet that’s how someone like me gets diagnosed. In my opinion, behaviorism is an outdated science on its own because everyone responds to stimuli differently and so reacts differently. But for now, it’s how things are. And what it means is that, for many neurological conditions to be diagnosed, one must be in visible distress, because that is when the diagnosable behaviors become most recognizable.


You don’t only have a disorder when you are having a Not Good Time; you have it all the time.


False ideas about how someone “gets” autism are everywhere. These can get a lot of traction online. Sometimes truth gets lost as people try anything and everything to help their kid who has been diagnosed. Ideas float around—like that autism is caused by vaccines or autism can be cured with a specific diet—but they don’t help. These false ideas can hurt autistic people.


No one “gets” autism. It’s not something you can acquire. There’s no “autism gene,” but we’ve identified dozens, if not hundreds, of mutations in the genes of autistic people. We know there’s a heavy genetic component (and you can’t edit your genes!). If you’re autistic, there’s a good chance that other people in your family are too. That doesn’t just go for autism but for neurodivergence in general (like attention deficit hyperactivity disorder, borderline personality disorder, OCD, anxiety, and depression). There’s a high link with co-occurring conditions if you’re autistic, so you may also have ADHD, intellectual disabilities, OCD, depression, anxiety, or pathological demand avoidance, for example.


Every day, neuroscience researchers learn more about autism and the physiology behind what actually makes autistic people the way we are. I hope that, with knowledge and technology continuously improving in the science world, neurologists and other experts on neurodevelopment will eventually be the ones diagnosing ASD, not psychiatrists basing their diagnosis on arbitrary actions.




A list of some of my traits


• Needing to cut all tags from my clothes


• Meltdowns if/when Mom cleaned my room


• Thinking most kids my age were dumb and boring


• Not being able to listen to fireworks, loud cars, or concerts without plugging my ears, having a meltdown, or dissociating


• Very strong sense of justice, right and wrong, fairness


• Playing with my toys by counting them and sorting them


• Sleeping with socks on


• Making up rules for myself, like every Thursday morning eat a banana, or stir your tea counterclockwise twice, then clockwise twice


• Only being interested in studying anatomy and, like, one person at a time, really intensely


• Picking at my skin, pulling out my hair


• Staring at everybody, especially while they talked


• Lots of urinary and digestive problems


• Shaking everyone’s hand, regardless of age or status, when I first met them





A NEURODEVELOPMENTAL DISORDER, PART TWO


The clinical diagnosis of autism is a good, solid base of autism knowledge to start with. Now, I won’t recite the DSM-5 diagnostic criteria to you, although I would love to do it by memory and show off a little. That’s their book, and I’m pretty sure they want you to buy it and give them money for it and not me. Give that a separate gander for more technical terms, et cetera.


There are five key factors that must be true to conclude an autism diagnosis.




1. Persistent deficits in social communication and social interaction


2. Restrictive and repetitive patterns of behavior, interests, or activities


3. These were apparent when the person was in their early developmental years


4. Significant impairment in social, occupational, or other important areas of current function


5. These aren’t better explained by an intellectual disability or global developmental delay





The first two factors are worth a bit more time here. Persistent deficits in social communication and social interaction need to be present in all three of these areas: social-emotional reciprocity (maintaining conversation, sharing interests, not being interested in other people); nonverbal communicative behaviors (abnormal body language and eye contact, not understanding facial expressions); and developing, maintaining, and understanding relationships (which speaks for itself ).


But the restricted and repetitive patterns only need to be manifested in two of the following: in the body (repetitive motor movements, repeating words or phrases, lining up toys); with daily activity (distress with schedule or routine changes, same food every day); in interests (intense and abnormal fascinations with unusual interests or objects, incredibly passionate about them); or in reactions to sensory environment (hyper- or hyposensitivity to stimuli, distressed by loud noises, grumpy when wearing socks).


Conclusions I Draw


If you think you might be autistic, or you have someone in your life who is, then my first recommendation is to go to a professional. Learn as much as you can about autism while that process happens. Reading the DSM-5 definition is a good place to start, but the real-life accounts of autistic people are where you’re going to get the most relatable and helpful advice. The DSM-5 doesn’t describe the in-depth and painful emotions that no one other than another autistic person understands.


While you’re reading the DSM-5 definition, I’d like to point out some things that can confuse people:




• Understand the context around levels of severity. You may have heard of various levels of autism, maybe 1/2/3 or that Asperger’s is one “level” of autism. Levels of autism only refer to how much support the autistic person needs from someone else, with Level 1 being a little and Level 3 being a lot.


ASD is a spectrum, and your point and your place upon it isn’t identified on diagnosis.


• Notice how autism is not anything else. A diagnosis of an intellectual disability would have to come separately. I have many other co-occurring conditions that are not part of autism. This can be confusing for some people, who see multiple autistic people who are in fact quite different from each other, but who understand autism as only one portrayal.


It is incredibly common for an autistic person to have co-occurring conditions that will make us different from each other.





Please Allow Me to Infodump About Neuroscience


All activity in the human body starts with tiny electrical impulses fueled by chemical fluctuations in our brain. Our brain is filled with billions of neurons that receive and send these electrical impulses to neighboring neurons, which travel down our spinal cord and to our muscles to produce an action.


The information we receive from our environment is sent to be processed in certain sections of the brain. For example, what we see is filtered through our occipital lobe, impulse control and decision-making are in the frontal lobes, and language and speech are mostly developed in the left hemisphere of the brain. The two hemispheres communicate with one another through a thick tissue called the corpus callosum, which allows information to be shared among all brain parts, even though there is specialization and lateralization.


When we’re born, our brains are filled with neurons that we won’t ever use. As we learn, certain pathways in our brain get stronger, and some pathways aren’t touched. Simple systems become more complex as we learn, meaning we move forward with the complex system and the simple one becomes unnecessary. The neurons that aren’t used go through a process called synaptic pruning. It is much more effective to drive from point A to point B on the highway than to take bumpy dirt roads that are so far off the path that the GPS can’t even tell you where you are, so your brain gets rid of those confusing directions. Your brain prunes these unwieldy, unused synapses.


What you practice as a child creates strong pathways that won’t be pruned away. If there are neurons in certain places that aren’t utilized in a pathway—for example, if you didn’t learn Spanish, how to play the guitar, or how to play soccer—those neurons that would have been used are instead not important and are taken off the GPS.




Things I learned how to do


• Sing whole musicals


• Cook Christmas dinner


• Do contemporary dance, along with hip-hop, ballet, pointe, jazz, and lyrical, but not tap


• Speak decent French


• Memorize all of the elements on the periodic table





Whether it’s the learning of a skill like those, or learning how to navigate emotions like how to manage your anger, the same neuron pruning happens. It’s easier to learn a new skill with lots of neurons ready to be specialized, like in early development, than it is later on.


Now here’s the thing about autism: with us, this organic act of synaptic pruning doesn’t happen as much as it does in allistic (non-autistic) brains. Researchers and scientists aren’t sure yet why, aside from it likely being genetic. Even then, they aren’t sure if this is a result of our pathways not becoming as strong, or if this is why our pathways don’t become as strong, or if they’re even related in this case.


The gist is this: we have a lot more neurons.


I never like to define people or put them in boxes, and I find metaphors challenging because of how I think about the world, but I hope carrying on with my highway analogy helps you see how neuron pruning looks.


So, when you are on the highway, you can usually drive for quite some time before getting off. Oftentimes, I can put my car in cruise control and ease down the highway for hours before I approach my exit. Highways are excellent for connecting different places that are far away and doing so in the fastest way possible. They’re good for sending you along without stopping for a long time.


Allistics—people who do not have autism—have more highways in their brains. Different parts of their brain have stronger connections to each other. It’s way easier for their temporal lobe to connect to the occipital, for example. The electrical pathways in their brain connect more easily, and those highways become stronger over time because the other neurons were pruned away, making that signal less interfered with. Neuron pruning shows its strength in someone without autism, because the signal is stronger and the highway is defined.


Autistic people don’t have as many really strong long-term, long-distance connections or highways. This is known as long-range under-connectivity.


If you know someone who’s autistic, chances are you’ve seen them recall seemingly unimportant events from years ago or explain every kind of dinosaur that has ever been studied or solve complicated math problems easily or know what they had for lunch three months ago on a random Tuesday. That’s because the part of the brain that stores and recalls memory is just that: one part of the brain. We have so many neurons in a concentrated place that when that concentrated place is needed, we’re very well equipped. This is called short-range over-connectivity, meaning that in short distances, our brains have a lot of connections. We’re able to do single-brain-part tasks very effectively, often even more effectively than allistics. Memorization, pattern recognition, organization, picking out fine details, and sensory hypersensitivity—we have that shit on lock.


As I mentioned earlier, different parts of the brain are specialized to do certain tasks. The eyes need to send stimuli to the occipital lobe, which is at the base of your head by your neck. That information then needs to be processed elsewhere, like in your frontal lobes, which are all the way on the other side of the brain, just behind your forehead. That’s, like, the farthest distance in your brain that an electrical current has to travel. So what happens when an autistic person needs multiple parts of their brain to work together?


In regard to actions like:




• Social communication


• Identifying body language


• Identifying facial expressions


• Finding the deeper meaning of texts—that is, subtexts


• Understanding abstract concepts


• Navigating social hierarchy





You may recognize these complexities as Things Autistic People Are Not Good At, but what’s important about this list is that these specifically require multiple parts of the brain to work together, which requires good highway communication. There are other actions, and this list is not exhaustive. This is a general theory and doesn’t cover all of what makes autistic people the way we are. Remember, too, that autistic people are not all the same. And we don’t have all the same connections in the same places. I may have more neurons that control the part of my brain that deals with creative language, and someone else may have more in the mathematical area. I might be hyposensitive to taste and someone else might be hypersensitive to taste. Also, our life experiences will alter and shape us and our ways of being in the world. We are multifaceted. One of the many reasons our behaviors are different from each other and from allistic people is because of the variations in these neural connections.




A list of some of my actions, not on any DSM-5 criteria, but explained by my autism nonetheless


• Making a list of “things that someone said that people laughed at” and memorizing them to repeat at a function so everyone laughs and thinks I’m funny


• Having a really stressful time going to bed and maintaining a good sleep schedule


• Feeling love in toxic, controlling, abusive relationships


• Choosing outfits by copying someone’s outfit from the day before


• Putting myself in danger or harming myself to make others comfortable


• Taking others’ opinions as fact and internalizing and taking responsibility for their emotions


• Lacking true self-identity, being unable to access and therefore express my own honest feelings


• Not trusting myself or believing my own reality


• Intellectualizing emotions rather than feeling them, being unable to feel them





While all the words written in the DSM-5 mean something, autism is unique to each individual. What I love, what I value, what matters to me is what makes me, me.




A little bit more of me


• Misplacing my notebook or my pen puts me in a frenzy.


• I feel joy, I squeal, I jump up and down and sing softly to my monstera every time I see a new leaf.


• I feel gut-wrenching heartbreak at dropping a mug and cleaning up the broken shards on the ground.


• I need to alter my shower routine completely if I do not have my silicone shower hairbrush. I am not about to put my hands in my wet hair, so I need to find a new way to wash my hair.





My actions, my needs, my feelings, and my responses change over time. As we go through this book, you’ll see how hard the journey was for me to get to where I am today, and how I still have a path to walk.


The other day, I was looking at photos of me as a kid. I was pretty cute, with long blonde hair, big blue eyes, and a sweet, gap-toothed smile. That smiling face held a world of complexity she couldn’t understand, but I do, and in honor of all of her perseverance and hard times, I’m going to share her experiences. We’ll start then, when I was just a little girl, on a quiet day just before my brother came into my life, painting Easter eggs in the kitchen.
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