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				Preface.

				 

				One Day I’ll Look Like Everyone Else!

				 

				Once I’m dead, I’ll have a symmetrical tush, legs that match, and a flat back; I’ll be so thin, I’ll be skeletal. This is something I used to tell myself whenever my quest to change or shrink my deformed body was failing, which was often. One day, in a coffin, I’ll look like everyone else.

				I was born with the congenital vascular disorder Klippel-Trenaunay syndrome, named for the French doctors who discovered it.[*] K-T affects anywhere from one to five in every 100,000 people and is unique to every person who has it; it can be a disability or even a life threatener for some, not for others. I’m one of the lucky ones, but I do live in a body that is significantly, visibly different from most. There is a hypertrophy of tissue on my back, rendering it giant, blobby, lopsided, and not very back-like. My torso, right leg, and bottom are marked by soft, uneven malformations and a port wine stain so big it looks like a spilled bottle of sun-faded cabernet.

				These idiosyncrasies beget others: tilted posture, jutting cervical spine, anemia, probably—no doctor I’ve talked to has been able to conclusively prove the connection, but everyone I’ve met with K-T is iron deficient.

				I got my varicose veins embolized in my thirties, and the doctor, who has lots of patients with K-T, said about my insides afterward, “We saw some crazy anatomy in there, even by our standards!” More recently, a hiatal hernia required surgery that revealed more things I’d never known: My organs were squished. My stomach was up in my chest. Nothing was quite where it should be.

				Depending on my angles and the viewer’s narcissism, some people meet me and never notice the deformity. Others think I’m pregnant. Others think I’m fat, which I also am, though not all parts of me are (my left leg is thin and muscular, my fingers are long and bony), and my weight fluctuates as much as is inevitable for anyone who has spent her whole life trying to control it. Some people look at me and then ask questions that seem like non sequiturs—Are you a dancer? Are you an athlete?—I guess because they’re trying, in real time, to process a body they can’t make sense of. Some just squish up their faces in confusion (been there, babe).

				When I’m naked, from certain angles I look sort of like a purple yam, but one of the misfits people discard in favor of more symmetrical tubers. I always grab the weirdos when I’m grocery shopping, out of solidarity.

				My face, I have been told since I was little, is pretty. Whether it is or isn’t is, of course, subjective and also doesn’t really matter (sometimes I like it, sometimes I don’t) except in the way it split me in two very early on. My face was good and my body was bad. Some people have told me I am the prettiest person they have ever seen; others have insinuated that I am so opposite of pretty, I do not deserve to live. I’m sure many people think I am forgettable and average, if “average” is meant to mean “nothing special” and not what it actually means.

				I have sometimes felt like all of these things simultaneously, which is as much of a mindfuck as it sounds like. For a long time, when I was told I had a pretty face I took it to be a compliment, but an asterisked one, a pity, because look at the rest of me. “Such a pretty face,” said with a rueful shake of the head and a tsk-tsk. What a waste, what a loss. I viewed myself in pieces, which isn’t really the way to view a self, especially when it’s your own.

				I was shockingly innocent about my body for a very long time because I spent most of my life avoiding it. The best way I can describe my relationship to my back, for example, is that I would recognize it in a lineup but could not accurately describe it for a sketch artist. Could you describe yours? I don’t know how well a person is supposed to know her back.

				When I was forced to look at my body—when others compelled me to—I knew neither what to make of it nor what possibility it held. I had spent so much time thinking that maybe, yes, once my insides were worm food, the remaining bits of bone would look like everyone else’s. But eventually, thank god, a more important question crossed my mind: What’s so great about looking like everyone else, especially when you’re dead?

				I no longer care what people experience when they look at me. I care only what I experience, and what I experience is gratitude. Today, I realize that my body is just my body, nothing more and nothing less. I recognize that it is not perfect and it is not flawless and that “perfect” and “flawless” are social constructs that are slowly but surely disintegrating as fat bodies and differently abled bodies and otherwise marginalized bodies increasingly refuse to be sidelined or pressured to change or stopped from changing if change is what makes a particular body feel right. Most important, most days, I am able to remember that this is the only body I’ve got, take it or leave it, and it is a monumental waste of time to spend one more minute hating myself, especially when there are so many other people willing (and happy!) to do that for me.

				I don’t want to make it sound easy, because it isn’t and wasn’t. First came a decision to want to find happiness, then therapy as a geolocation tool. That took a long time. Then antidepressants. More therapy. Age, which is the hands-down best antidote to giving a fuck. It was all hard—but hard is not impossible.

				I believe we are on the cusp of a movement to uplift the multitudes of us who live in unique bodies, who’ve perhaps felt allyship with disabled and trans and fat-liberation communities but have never had a place of our own. I hope this book can be a part of it. I hope it can even inspire and enlighten people with bodies that are technically, by society’s standards, “normal”; who may be unintentionally and unwittingly benefitting from the marginalization of others but who have also likely had their own moments of feeling not good enough, because the world is nothing if not hard on people and especially hard on women.

				Some of us fall into multiple camps. Yes, I am deformed, but I am also a small fat, cishet woman with pretty privilege. I am a fair-skinned Jew, which means I benefit from white privilege while white nationalists chant, “Jews will not replace us” and bigots who share no other common ground with neo-Nazis cheer them on.

				I have been fortunate in ways that people in other marginalized communities, and even some in the K-T community, have not. I have been an outsider and an insider simultaneously. Sometimes I’ve thought the only consistent thing about me is my not fitting in anywhere perfectly. But a lot of people think that about themselves, and if enough of us feel like outsiders, doesn’t that sort of make us the insiders?

				It’s all been really confusing.

				I call my body unconventional because I have not yet thought of a better word. It’s a placeholder. As conventions change—as we change them—so will my adjective.

				This is one story, mine, of a lived experience: the way I sometimes feel unsafe moving through the world; the way fatness and my disorder have been conflated and confused; the way dating has been hard for me; the way my view of myself has been both undermined and propped up by my love of fashion; the way my body has felt like public property sometimes, with people perfectly comfortable asking me questions about it or even touching it, as if I have given them permission simply by existing.

				This is also a story about what it means to be sick or spent—or defiantly insistent that you’re not—in a culture that rewards overwork and that glossy sheen of burnout, and a world that prizes thinness above all else, including mental health, which can wither in its pursuit. Throughout my life, I have been told—and told myself—to pull myself up by my unevenly worn bootstraps and push myself and soldier on and muscle through and diet, diet, diet. It has all been a way of making myself feel normal. I have equated a lack of energy with a lack of drive, motivation, and ambition and rallied against the instinct to rest even when it’s meant I can barely lift myself out of bed. Anytime I have felt the ultimate shame of laziness, I have blamed myself instead of empathically understanding that there is a constellation of valid reasons for my exhaustion and also that all reasons are valid when one needs—or wants—to just sit down and stop for a while.

				I have generalized anxiety disorder. I have S-curve scoliosis. I have (I learned very late, like a lot of women) ADHD. I have two legs that are not the same weight or length and therefore make walking different for me than for other people. I have flat feet and bad rotator cuffs. For a long time, none of those things mattered when it came to self-compassion—they seemed like copouts and excuses—but I am working on that and finally being kinder to myself, wondering instead, Why wouldn’t I be tired? Why wouldn’t walking around in this body take an effort? Why wouldn’t just existing in this world, no matter what your body is like, knock the wind out of you sometimes?

				At forty-seven, I hurt in ways I didn’t used to. When the movie Everything Everywhere All at Once came out, I thought that might make a nice title for a list of my body parts that ache and when. Some of it is age. Some of it is my size. I hesitate to say that—fatness does not equal out-of-shapeness—but this is part of my deprogramming, too. I do not need to stack up to thin people. I do not need to prove that I am capable of doing everything they can. I do not owe them that. I need to do the much harder job of persuading people that those of us who are fat or deformed or disabled or all of the above need not do everything our thin, “conventional” peers do in order to deserve dignity and respect.

				I want people who have felt left out or isolated or “one of a kind” in a way that feels synonymous with “alone” or “wrong” or “inadequate” to read my book and think, FUCK YES, THIS, because the power of allyship and understanding goes a very long way. I’m pretty sure it saved my life.

				I want those who have felt a sort of safety in flittering at the margins and hydroplaning on the surface to feel able and deserving of plunging their grubby little mitts into life and eating up every last bit of it.

				I want us to demand to be seen. Right now, when I watch TV and films, or flip through magazines, I think, Where the hell are we? Where is the alopecia? Where are the cleft palates? Where are the infinifats? Where is the Klippel-Trenaunay? (One in 100,000 may be a small number, but that number isn’t zero.) And while we’re at it, where are all of us in a way that doesn’t focus solely on the thing that makes us supposedly different, that isn’t sensationalized, that isn’t about how our specific thing equals our entire specific story? Others may want to make our difference all of it, make it take up 100 percent of our lives 100 percent of the time, but that’s simply not real.

				Representation is improving (shows and films out of the UK and Ireland seem to do a particularly good job), but it needs to go faster. I want us to be seen, and in order to be seen, we need to be shown going about our lives, the way we do, because we are people. (Producers, call me.)

				I want to see humans like me on runways and covers. Hell, I want to see me on runways and covers. (Designers and editors, call me.)

				I want other people who have ever felt that their bodies must be hidden or asterisked or apologized for or shrunken erased depleted deleted to know that they do not. I want them to feel that it is not only okay to be proud of their bodies, it is fucking punk rock.

				There is safety in numbers. There is comfort in common experience, even when the only thing our experiences have in common is how unique they are.

				

				—

				I am finally proud of my body—and of me—deformity and all. Not every day. Not every second. But most of the time, yeah.

				As a writer, I make sense of the world with words. I’m going to tell you how I made sense—how I am still making sense—of mine. It was a long road to get here (and a scattershot one, so strap in). (I hope you like digressions!) (And parentheses!) (I mentioned the ADHD, right?) I have detoured and doubled back, and sometimes I regress, but never permanently. My journey has not been—will not be—flawless. I’m hoping the things I’ve learned can give you a shortcut on your own path, or even just the inkling of one. I don’t have all the answers and I am still learning, but I hope that’s reassuring, too, in its own way.

			

			
				Skip Notes

				
					* There is a chance, I have learned in adulthood, based on my particular abnormalities, that what I actually have is CLOVES syndrome, which was sometimes mistaken for K-T around the time of my birth in the 1970s. CLOVES stands for congenital lipomatous overgrowth, vascular malformations, epidermal nevi, and scoliosis/skeletal/spinal anomalies (rolls off the tongue, doesn’t it?). I have never cared enough about naming my deformity to find out whether my diagnosis is accurate, and I’ve been lucky enough (toi, toi, toi) that I’ve never needed to, though I will admit that “CLOVES” has a slightly nicer ring to it than the hideous-sounding “Klippel” and “Trénaunay” (désolée, docteurs!).

				

			

		

	
		
			1.

			 

			It’s Okay to Let the Bastards Get You Down, Just Get Back Up When You Can (They Hate That)

			 

			There have been so many bastards, I could start practically anywhere. But there is one standout. A bastard to end all bastards. We crossed paths when I was twenty-eight.

			It was at a bar in Chelsea, where someone who knew someone who knew someone was having a combo birthday-Halloween party. My look was thrown together because I’d been planning to stay home, but at the last minute, my friend Annie persuaded me to go.

			As an adult, I’ve never been a huge fan of Halloween. Putting on a costume instead of an outfit I love does not excite me, nor does gallivanting with an entire city that is drunk and high and inhibition-free. When the invitation materialized, I put on an all-black outfit and dug out a headband with devil horns that I for some reason owned and figured it would have to do.

			I noticed a man across the bar who looked familiar. He was dressed like a vampire in a halfhearted way: fangs, fake blood around the mouth, a cape.

			If this had happened in the more recent past, his costume would seem too on the nose for my story. In the era of Twilight and Lisa Taddeo and Olivia Rodrigo, my using a vampire would be cliché and derivative. But this really was the costume he chose, not one I am giving him as a fictional flourish. Maybe the universe was trying to warn me.

			I am someone who is terrible with names but gifted when it comes to remembering faces. If I sit next to you on the subway today and pass you on the street four years from now, it may take a minute, but I’ll eventually remember why you look familiar. As soon as I saw the vampire, I knew: He had been at Club Med recently, the same time I was there with Annie. Though I didn’t remember anything specifically good about him that made me want to reconnect, my outgoingness prevailed that night, and I ran over to him, explaining that we’d been in Turks and Caicos at the same time.

			Club Med was the first adultish vacation I’d ever taken, and Annie and I loved it, even though it forced us into social situations when maybe we didn’t want to be, like at meals. The vampire had been at our table at least once, and by the end of our trip, we’d seen him strutting around the pool with the resort’s current Queen Bee, a skinny blond with big tits.

			On Halloween, the vampire and I drifted apart and together and apart again, talking about mostly nothing. He complained that Queen Bee had become sort of obsessed with him, wanting to visit him in New York, and didn’t she realize it was just a vacation thing? I spent a lot of time talking to a dancer who took my phone number and made me swear to come see him in the Christmas Spectacular, which we both knew I wouldn’t do. Bar promises, lies we tell each other, it was all part of the fun. The room was crowded and sticky and loud; just your average extraordinary night in New York.

			Then I heard, “Hey, Carla. C’mere.”

			It was the vampire, sitting at the bar with two people, a girl and a guy I hadn’t noticed earlier. Though I didn’t know them, they felt familiar; they had the vague look of the spoiled, boring kids I grew up with on Long Island turned Midtown East day traders. They were the type of people who have never interested me but whose approval I long sought anyway.

			I obeyed the vampire’s command and found myself standing in front of him and his friends.

			“What’s up?” I said.

			“What’s on your back?” he asked.

			I swear I knew it was coming. Something in his eyes, maybe. An unkind little hint. I don’t know when he noticed my body. Long enough before asking that he had time to cook up a plan. Somewhere between my eagerly, stupidly seeking him out at the start of the night and this very moment.

			Now, facing the vampire’s question, his entourage of enablers waiting for me to answer, I responded: “Do you really want to know, or are you being a jerk?”

			“I don’t think he’s being a jerk,” his male friend offered.

			“I wasn’t asking you,” I said.

			“I am really asking what’s on your back,” the vampire told me, a smirk creeping onto his face. “I genuinely want to know.”

			“It’s a congenital disorder I was born with,” I replied, thinking to myself as I spoke, Congenital means “born with,” you idiot. I don’t know why I kept answering him, but I couldn’t stop myself. It was as if I thought compliance would get me out of the pickle I’d found myself in. No, that’s wrong. It wasn’t a pickle and I hadn’t found myself there. It was a minefield, and I’d ignored the warning signs—DANGER! DO NOT ENTER!—and tromped right in.

			The vampire’s smirk was stuck now—he was ready for his finale. It felt like hours had passed.

			“Turn around so I can feel it,” he ordered me. He wanted to feel my back. He wanted to touch it with his hands. His voice never wavered. He was calm; he seemed very happy with himself.

			That finally unstuck me from my place; I was too proud to let this motherfucker put his hands on me, though I would later play out a version in which I did: I’d turn around and let him touch my back. He’d laugh, sharing whispers with his friends, who would also reach out to cop a feel, my implicit permission granted because if I let the vampire, why shouldn’t they all get a turn? With every touch I’d disintegrate just a little bit more, a human Shrinky Dink activated by their hot, greedy hands.

			There’s another scenario I later imagined, too, one that entailed revenge and righteous comeuppance, some gathering of superhero-like strength that unleashed itself in a violent fit that made all three Borings sorry they’d started with me. Or something quieter, like my calmly picking up one of the candles on the bar and holding it near the girl’s hair, setting her ablaze. If I could get only one of them, it would have to be her; the betrayal of sisterhood was so immense, she’d have to bear the brunt of it. Another woman paying for the transgressions of men.

			Outside, not quite sure how I got there, I began to hyperventilate. Annie suddenly materialized and I told her what had happened, or tried to, because there was no adequate way to explain it. I didn’t know how to describe tonight without making it feel bigger or smaller than it was. What did happen? A not-so-nice man said not-so-nice things about the fact that my body looked different than other people’s, something I knew and had known my whole life?

			It bothered me that I couldn’t remember his name. It bothered me more that I was just a quick diversion, a bit of fun to be had in a night that must have bored him otherwise, because as I was standing in the street, finally getting my breath back, I saw him leave with his friends.

			Annie tried to convince me to stay and offered to go home with me when I refused, but I said no. And so I walked. I was drunk and tired and crying, but so were a lot of people. I was just another crying girl in the city on Halloween. My feet hurt, and I was limping by the time I found a cab three avenues away, tights torn, makeup running.

			When I was finally in my bed, I was crying still and not sure I’d be able to stop. A tap that had been rumbling for a long time was now open. A one-in-100,000 chance, the only lottery I’d ever won. Why? Why did I get this body? It was something I’d always wondered. The roll of the dice. The flip of a coin. Just my luck.

			I didn’t waste my time with other questions—Why did he target me? What did I ever do to him?—because the answers didn’t matter. Instead, for the first time in my life, I fantasized about being beaten to a bloody pulp. My mind went there easily. I thought about offering someone money to assault me, assuring them it was okay because I deserved it. I pictured myself bruised, swollen, bloody, broken, in a hospital bed, practically unrecognizable, my friends and family gazing down at my tortured body—my poor, poor body—shaking their heads and weeping.

			I had never done anything remotely like this—I still don’t know where the idea came from—but I was instantly enthralled, addicted to the imagined feeling of being hurt. Elated by it. Comforted. And finally I fell asleep, no longer crying, calm.

			Every night after, for years, this was my ritual. I would crawl into bed and, regardless of the mood I was in before, start to cry and fantasize about being hurt. Some people counted sheep. I lulled myself to sleep with explicit visions of being brutalized. I had never cut myself, but my practice made me understand the feeling cutters describe, how it’s a release. How the physical pain—even the idea of it—was a salve. I never died in my fantasies, I only came close. There was no fun in disappearing completely; I needed to make others look at what I had endured because I thought I deserved it.

			Here’s the stranger part: Years before, in that same bed, there was a specific moment in which I thought, You don’t actually hate your body now, but you will. It felt like it came out of nowhere. It couldn’t have been true, because what sort of person knows they will hate their body if they don’t already, at least a little? I must have sensed that some people detested me so much for my difference, I would eventually have no choice but to join them. I was either preparing myself or trying to ward off the inevitable with magical thinking. Maybe I was just observant. I saw how much this world values beauty, and not just any kind—not the jolie laide or the differently abled—but the thin, white, big-titted, curves-in-only-the-right-places Club Med kind, so maybe I was trying to ready myself for when I would join their ranks.

			I had experienced teen angst like everybody else, but it always felt performative, even when I would make broody scrawls of the word “freak” on a slip of paper, with all the letters different sizes, like the pieces of my body. I felt more ordinary than anything else.

			
				
					[image: fReak, with the letters different sizes and stacked on top of each other and circled to resemble a human figure. re-creation of a 1995 self-portrait is written beneath it.]
				

			

			I wondered why the vampire was the one who finally wrecked me, who tipped me over that edge. When I told my therapist, Marilyn, about him the week after Halloween, she suggested it was my own state of denial that set me up so perfectly to be toppled. I had been living in a sort of bubble, disconnected from my body and the reality of it—kneecapped by years of dieting, exhausted from so much pointless dating, weak and easy to prey on—so that when the vampire attacked, it was like being awakened from a dream, and the result was catastrophic. There was nothing inherently special about him other than the straightforwardness of his cruelty.

			Others had obviously broken the spell before. I’d be going about my business, feeling like a normal person, virtually forgetting that I wasn’t one, and someone would touch me or shoot me a quizzical look or just ask, and the spell would falter: I’m not normal, I haven’t fooled anyone. Afterward I would sulk or wallow or collapse in on myself. I’d get knocked down, but I’d get up again (you’re never gonna keep me down). The guy on Halloween did more long-lasting damage because he happened to strike at a time when I was—without realizing it—particularly vulnerable to vampires and bastards.

		

	
		
			2.

			 

			If You See Something, Say Nothing

			 

			If you are a human being, chances are people have commented on your looks at some point. If you’re a woman, this is 99.9 percent more likely to be true. If you are a woman who is not white or a woman who is not cis or a woman with a body that is different from the kinds of bodies people are used to and therefore comfortable with, that percentage soars to a whopping 100.[*] Keep in mind that “used to” and “comfortable with” can change from place to place and depending on who’s looking. If you are in the United States like I am, the lens is one that, when it comes to women, usually sees thin, able-bodied, not deformed cis white femmes the most clearly; everyone else is slightly out of focus, and people feel an intrinsic right to ask questions about the things that aren’t clear to them. That’s the price you pay for being blurry, even though so many of us are. On that note, here:

			An Incomplete List, in No Particular Order, of Things People Have Said to Me About My Body

			 

			“At least it didn’t hit your face.” —An allergist

			 

			I was thirty-seven, and I’d never seen this doctor before. I was visiting her because during a brief delusion, I considered letting a boyfriend move into my apartment with his cat, even though cats turn me into a puffy splotch. The doctor had never heard of Klippel-Trenaunay. Once I explained it, her assessment was a look-on-the-bright-side kind of affirmation that this rare syndrome had messed up my body but thank god not my face. I dumped the allergist but not the boyfriend (which was a mistake; more on that later).

			 

			“You have too much fat on your thigh.” —My kindergarten music teacher

			 

			Our class was getting ready for a recital, and Mrs. Trindadi had decided to add a dance routine. She asked who among us had a leotard at home, and my hand sailed up of its own accord; I took jazz, ballet, and tap at Arlene & Cathy’s School of Dance like most of the girls. But no, my right thigh was not thin enough for her production, said Mrs. Trindadi, and so my navy zip-up leotard stayed home for the recital, and I sang but did not dance.

			 

			“Are you crying because you can’t wear a T-shirt in the pool?” —The director of Pitch Pine Woods sleepaway camp

			 

			It was 1989 and I was twelve years old; it was my first summer away from home. I’d been cautiously optimistic at the prospect of camp. I knew a lot of people who went to sleepaway and loved it, so I wanted to try. Upon my arrival, I stepped off the bus, inhaled the thick, wet scent of Catskills grass, and immediately burst into tears. It came upon me without warning, this terrible overwhelmingness in my body—a shaking, then the feeling that nothing would ever be good again. I found my way to Bunk 10 and located the most adult-looking person in the room, a counselor who was probably eighteen.

			“Hi,” I said. “Can you take me to talk to someone, please? I’d like to go home.”

			When your parents are paying four thousand dollars for a summer of go-karting, candle-making, and Color War, it stands to reason

			
			
			
			
			
			
			
			
			
			
			
			
			 

			“The big one hasn’t stopped eating since we sat down.” —An old lady at a friend’s bat mitzvah

			 

			
			 

			“That’s a puffy sweater, huh?” —A frat boy in the dining hall my first week at Boston University

			 

			
			
			
			
			 

			“Wow, the right one is so much bigger!” —A stranger in a shoe store

			 

			
			 

			“Who’s this? Oh! You look different from behind!” —My boyfriend Henry’s mom

			 

			
			
			 

			“It’s really my week!” —A massage therapist

			 

			
			
			
			
			
			 

			“What’s on your back?” —An actor at a cover shoot

			 

			
			
			
			
			 

			“That’s not you, is it?” —A photography professor

			 

			
			
			
			 

			“I’d drill a hole in her hump and fuck the hole.” —An AOL commenter

			 

			
			
			
			
			
			 

			“It must be really hard for you. I have a fifteen-year-old and she’s very self-conscious.” —Another. Fucking. Doctor.

			 

			
			
			
			 

			“I know that your condition is going to be a barrier for me.” —A guy I’d been on one date with

			 

			
			
			
			
			
			
			
			
			
			
			
			
			 

			“Next time, could she wear something more flattering?” —A Today show producer
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