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INTRODUCTION



JESSICA


I joined Hinge for the first time in 2015 and kept my profile spare. While I didn’t claim to be athletic and active, I didn’t mention my disability either. None of my photos showed the wheelchair that I kept in my trunk. Under occupation, instead of saying that I was unable to work and lived on Social Security Disability Insurance (SSDI), I quipped, “Mostly book clubs.”


August was tall and handsome, and I suggested that we meet at a park near my Berkeley rental for our first date. There was a wide bench there—only a few feet from where I usually parked—and I knew that I could walk there from my car and the slats were large enough to allow me to elevate my legs.


We talked for over two hours. He was even better in person—funny and smart. A business owner. I could tell that we were attracted to each other, and the conversation bubbled, easy and exciting.


He asked how I liked Berkeley, and I mentioned that my rental was pretty nice—it had windows on opposite walls, and the breeze was lovely in the afternoons. Only after he walked me to my Camry and I watched him open the door of his Tesla did I consider that not everyone would deem the converted shed that I lived in to be the height of luxury. I thought, You’re not in North Carolina anymore.


That night he texted, and my heart skipped. Already! He asked if he could take me out that weekend; he wanted to surprise me. For me, as a disabled person, giving up control of my plans is terrifying, but I decided to push myself. I did mention that I wasn’t up for anything active, and he assured me that what he had scheduled was very relaxing.


Two days later, he knocked on my shed door, and we walked hand in hand to his car. He was adorable and excited, but he drove too quickly, and I could feel my hips and back being injured with every turn. I gripped the door handle and the seat and tried to hide my discomfort.


He pulled up to a restaurant that specialized in macaroni and cheese(!) and ran inside for our to-go order. When he put it in the back seat, I noticed that he had packed white wine, two glasses, and a blanket. I loved that he was a planner. We crossed the Richmond Bridge and drove about twenty minutes to Belvedere Island.


Winding through a neighborhood of mansions, as we watched the sunset, August talked about his work and the plane that he had just purchased (uh, what?) and said that he was looking forward to Burning Man. Out of his sightline, I used my right pointer finger to check the pulse on my left wrist. Still OK. I sneaked a bite of my granola bar to keep my glucose stable.


He parked next to a wall and grinned. “We’re here! Just wait in the car for a second.” I sent my sister a pin with my location and his last name. He scaled the wall and disappeared, and I wondered if this was the beginning of the story that would play on the news about my disappearance. Appearing next to me, he opened my door and helped me out. “It’s a little precarious but not too bad. I’ll help you.”


Had I been naive to try to wait until the third date to mention my disability?


Around the bend, some ramshackle steps made the climb over the wall easy, and on the other side, a short dirt path took us down a thirty-foot hill. I shuffled down, gripping August’s hand. My heart was pounding from the exertion, and my vision was fading in and out. At the bottom of the hill, I looked around. The bay stretched in front of us. The Golden Gate Bridge, the Bay Bridge, and the Richmond Bridge sparkled. We were standing on a concrete platform. A few homes dotted the hill beneath us.


He explained that a friend had started to build a house here, and due to “a long story not worth telling,” construction had stopped. August set out our picnic. At this point, I was no longer afraid of him. You don’t make it to your midthirties without a decent danger instinct, and I knew the nearby residents could hear if I screamed.


We shared a large pillow and leaned back against the hill, drinking wine and trading bites of our mac and cheese. Again, conversation sparkled and shifted from light to serious and back again. He looked into my eyes. “I can’t believe how much I like you.” And we kissed.


With one hand in my hair and the other on my lower back, he kissed me again and again, smiling and murmuring between each one. “Wow,” he said.


I couldn’t believe that just weeks after moving to California, I had met someone so thoughtful and funny. Someone who had planned a date like this for me. Someone who kissed like this. We adjusted so that I was now leaning against his chest, legs and fingers intertwined, watching the ferries and barges on the bay.


“I feel like I already know you,” he murmured. “You are unlike anyone I’ve ever met.” He trailed his thumb up and down my arm.


Maybe I should tell him now, I thought. Things are moving quickly, and I owe it to us both. “There’s something I haven’t told you,” I started, taking a deep breath. “I have an illness that makes it hard for me to stand up for very long. I have to rest a lot.” I stopped there, afraid to unload the whole truth: the dislocations and constant injuries, the nausea, the wheelchair, the awful episodes of heart pounding that wake me at night.


He paused his thumb for only a moment, but I felt it. I felt his chest tense under me. “Thank you for telling me,” he said and came around in front of me, holding my face and kissing me again. “I guess I should take you home to rest,” he said.


The shift was obvious on the return trip. He didn’t reach for my hand as he had on the drive there. He turned the music up. After pulling up in front of my rental, he took a deep breath, not looking at me. “I think we’re better as friends.”


I made my way back to the shed and flopped onto my bed with my big-headed dog, Ben Nevis. I was exhausted and dizzy from my night out. My stomach roiled. But it was my shame that ached the most.


IT CAN FEEL IMPOSSIBLE TO NAVIGATE DATING WHILE DISABLED IN A SOCIETY that stigmatizes disabled bodies and minds. At the beginning we wonder, what do we owe our dates? How much of our stories do we share? For those of us who don’t have evident disabilities, do we disclose at all? My body is my business, but was it shame that kept me silent? When I was dating in my thirties, I had spent years accepting my body for what it is, but that hard-fought internal acceptance was easily compromised when I had to find a way to advertise my inherent worth to potential partners.


I acquired my disability at twenty-eight, suddenly. While on a hike in Greece, I became overheated, and that one stressor instigated a cascade of symptoms and syndromes tied to what had been a latent genetic condition, Ehlers Danlos syndrome (EDS). Now, twelve years after the hike, due to dysautonomia and EDS, I use a power wheelchair when out of the house, can stand for about thirty seconds, and can sit upright, not reclining, for less than five minutes. Every moment of the day, I am in significant pain and must spend most of my time resting. When I became disabled, my twelve-year relationship ended, and I, at thirty, started to date in a world and body that had changed significantly.


CAROLINE


“Well, she’ll never be president,” the doctor told my parents two weeks after standard newborn blood tests revealed dangerously low thyroid hormones. The doctor muttered something about a sheltered workshop and scrawled “R—” in my medical file. In the years that followed, my parents struggled to understand why I wasn’t meeting physical milestones (A spinal tumor? A stroke?) but was excelling at every intellectual one. At nine months, I could speak but not sit; by age three, my IQ was off the charts, but I still couldn’t walk. Finally, the diagnoses came: cerebral palsy (CP; bilateral spastic diplegia, to be exact). My arms were not affected, but my legs were tight, weak, and misshapen (the doctor reluctantly crossed out the “R—” in my chart at my mother’s insistence). In the years that followed, I learned to walk with assistance, and then more confidently with crutches. I used a wheelchair or scooter for longer distances. I stayed in my comfort zones: academics, family, and a circle of close friends, most of them established before difference came with a judgment attached.


Dating was where it became difficult. I was the only obviously disabled kid in my whole school, at summer camp, and in nearly every extracurricular activity. I had never seen anyone who was disabled portrayed as an object of desire, so I assumed I couldn’t possibly be one either. There were crushes and hookups, brief relationships that fizzled, some pretty scary sexual harassment, and a whole lot of self-loathing. Every time something didn’t work out, I thought it was my fault: if I could just erase my disability, everything would be OK.


Once I became more comfortable as a disabled person, dating got a whole lot better. In grad school, I found my dating groove and realized that being more confident changed the game: when I owned who I was, dates could too (including one guy who tried to impress me with his new “phone computer thing” that I said was ridiculous and would never take off). When my friends started posting profiles on eHarmony, I joined in.


JESSICA


Caroline and I have both been dumped because of our disabilities, and the sting never totally goes away. Even now, partnered and parenting, we flinched when Iliza Shlesinger joked about a person with a limb difference: “Stump doesn’t get you a second date.” Every few years, Ken Jennings’s tweet about how sad it is to see a hot person in a wheelchair reemerges, and people rush to his defense.


The ignorance doesn’t come just from a few misinformed public figures; society reminds us constantly that we are considered undateable. It’s tough too because so many well-intentioned people have adopted the language of intimate connection and twisted it around when it comes to disabled people.


For example, we have so-called Best Buddies programs in schools, where nondisabled students are assigned as companions to disabled kids (because obviously all genuine friendships start with one kid being assigned to another); “special” proms for disabled students that get a zillion likes on social media; and feel-good stories about a sorority deigning to open its doors for a day to disabled college students. There are numerous negative effects of this self-serving faux camaraderie, but one of the most pernicious is that as disabled people, we don’t get healthy models for authentic friendship and intimacy. Personal assistants (PAs) or publicity stunts are rebranded as freely chosen, consensual partnerships, typically highlighting the compassion and benevolence of the nondisabled organizers.


Once we throw off assigned “best” friends and like-generating pseudodates, we are forced to figure out what we actually want rather than just accepting whoever and whatever is offered to us. And it’s critical that we do: when we don’t value ourselves, relationships become a minefield. As disability activist Marina Carlos said, “People just think we’re going to accept everything. Even not just in dating life, but anywhere.”1 Far too often, disabled people slip into the mistaken notion that anyone who has said that they want to be with us as friends or romantic partners has a right to our time and affection. That’s just not true.


If you’re disabled and single, you’re not alone: around twenty-nine million people under sixty-four are disabled and unpartnered in the United States, and many are actively dating. Dateable is for people with physical disabilities, people with intellectual disabilities, people who identify as neurodivergent, and those who are chronically ill. It’s for disabled people who love casual sex, those who are asexual, and everyone in between. We look at what it means to be a disabled person seeking romantic connection, how it is to navigate dating apps, and the accessibility obstacles of dating, breakups, and long-term partnerships. In the following chapters, we share interviews with people who identify as queer and straight and as Black, Brown, and white.


We interviewed a few dozen disabled and chronically ill people in the process of writing this book, and those interviews were transformative for both of us. We discovered beautiful and creative corners of the disability community that changed how we think about ourselves and that we can’t wait to share with you. We are endlessly grateful to the people who spent their time and their spoons talking to us.2 Some people preferred pseudonyms, and some did not, and when requested, we also altered identifying details.


A note on identity: We are both white, cis women. Caroline is straight, and Jessica is queer and in a relationship with a cis man. We both grew up with financial security. Our perspectives and experiences are influenced by our identities. Like many people who went to graduate school in the 2000s, we are fortunate to be influenced by Kimberlé Crenshaw’s writings on intersectionality and do our best to let that education inform our writing.3


Another note on content. The very nature of dating while disabled means this book discusses ableism, racism, and homophobia throughout. Please take care of yourself while reading. Some chapters also touch on sexual assault and violence. In those cases, we have included content notes at the beginning.


While we both contributed to the structure and content of every chapter, we alternated writing the chapters and focused on just one of our perspectives per chapter. On each chapter’s first page, you’ll see its primary author’s name in italics. Dateable combines our stories, the stories of the people we interviewed, our research, and some humble advice based on all the above. Throughout the book, we consider how to date safely and humanely in a world that systematically devalues lives like ours. And we talk a lot about sex.


No matter what else you take from this book, we hope you leave with this message: You are dateable. You belong in the energizing, frustrating, beautiful, hysterical, sad, hopeful world of dating (that is, if you want to date, and if you’re reading this, we’ll just assume you do). Maybe you’re rolling your eyes and thinking, I’m disabled, and I’ve dated a gazillion people. No one needs to tell me I’m sexy and desirable. If that’s you, hooray. But if you’re a person who has never heard that you are worthy as a partner, or if you’ve never thought of yourself as someone who could be dateable, then welcome.


Thank you for being here.
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CHAPTER 1



REPRESENTATION AND RESPECT


CAROLINE


Content note: Sexual harassment.


JAY WAS A SENIOR AND, MORE IMPORTANTLY, THE OBJECT OF MY DAY’S every energy. I plotted routes to maximize the chance of a casual meetup and convinced friends in my freshman dorm to go with me to any frat party where he might be hanging out. It was a crush and, in retrospect, not a terribly interesting one (did I mention that he was a tall, blond soccer player?). But he seemed… something. He sought me out at parties and held me tight during slow songs. And even though I rolled through my college campus on a golf cart because it was too hard to navigate long distances with CP and while we were slow dancing, my pink crutches sat propped up in a beer-stained corner, I thought maybe he could be into me too. When he asked me to go to dinner I (screamed, told everyone, planned our wedding) thought maybe this was my ticket out of undateability. That perhaps I had a future not only as chief cheerleader for everyone else’s partnering but as a member of the club itself.


In the hours leading up to the date, I did all the things: agonized over my outfit, put on the eightieth layer of mascara, and bounded (or my version of bounding) out the door when I saw him pull up in his achingly cool blue convertible. I was tongue-tied on the drive to the restaurant, my stomach in knots as I tried not to say something that would disrupt whatever cosmic forces had led to this point. As we took our seats, I noticed the server looking him up and down. This was a guy people desired, and it seemed like he wanted me.


And then, while we were still waiting on our appetizers, he said, “My girlfriend thinks it’s so cute that I’m taking you out.”


And that was it. The future I had painted in my mind evaporated. I grinned weakly, wondering if my eyes betrayed my embarrassment. Here I was, out on what I had thought up to that moment was a date until it became clear that the whole thing was a charade. As the server refilled our water glasses and shame broiled under a surface I was fighting to keep breezy, I wondered if my relationships would always be limited to the roles of best friend or side note in someone else’s story.


The thing about dating is that, by its nature, it’s hard. Dating is about connection, and like all connections, it comes with a risk—essentially a certainty—of potential partners saying, “Yeah, not for me.” Even when we acknowledge that each of us is doing the same calculation with the folks we meet, it doesn’t erase the sting of being told we aren’t a good match. Disability adds another layer of complication to the intrinsic vulnerability of dating. There are concrete accessibility issues, of course, but also the mantle of “otherness” that many of us who were born or came of age with disabilities have assumed since childhood. When there are no rom-coms featuring disabled characters, no shows or books that have a couple casually wheeling down the street, when sex ed doesn’t talk about disability (or isn’t even taught to disabled people), and when most of the time you’re pictured as the recipient of others’ charity, the message is clear: You don’t belong here.


DATING 101


Before we get into specifics of disability and dating, imagine for a minute that every book, movie, and TV show featuring a teen romance was wiped off the planet. Sixteen Candles, Dawson’s Creek, Spider-Man, Girls—all vaporized. Moreover, none of those books or films ever existed because no one ever thought to write them. What would the impact of that be? Yes, the species would probably continue to exist even if Twilight had never hit the bestseller list, but no matter how unrealistic it might be, media is important because it teaches us how to engage one another as members of a shared culture. When we were younger, watching fictional teens figure out relationships was one of the ways we learned how to be teenagers.


Consuming content that showed kids our age dating, even in the most fantastical or unrealistic circumstances, gave us frames for basic life lessons like expressing interest in a partner, figuring out the mechanics of sex, navigating parental expectations, and establishing boundaries. It’s why representation matters so much: the seemingly innocuous act of watching a silly TV show actually helps us figure out how to navigate our culture (for good or for ill!). When we see people screw up, we learn from their mistakes. When we see them succeed, we take guidance from them. This is particularly critical when it comes to dating, which we tend to learn from our friend groups and TV shows rather than parents or professionals. For example, few parents sit their kids down for a lesson on how to flirt. We see other people flirt, and we imitate them until we find our own style and figure out what works for us.


All of this means that when disabled people aren’t represented in romantic roles in movies, TV shows, or books, we miss out on a lot of learning when it comes to relationships. We don’t get to see people in wheelchairs kissing or one partner lifting the other onto a bed. We don’t get to listen in to how people who employ PAs communicate with them about what they need before or during a sexual encounter. We don’t get to see what a healthy breakup looks like between an interabled couple or how people demonstrate consent using assistive technologies. We don’t get to see a bride figure out how to make her crutches match her wedding dress (I’m still mad about that one). That’s not to say that there aren’t other ways to learn these things, but the media has a way of both authorizing relationships and normalizing them.


Before Will and Grace, few people had ever seen an out, upper-middle-class gay man navigate relationships, though millions of people are doing that every day. Sex and the City pulled back the veil on women as the initiators of sexual relationships (um, yeah—from the dawn of time). Orange Is the New Black showed the pain and resilience of living as a trans woman in unjust systems (hopefully that brand of injustice will be history, rather than reality, in the near future). There are huge numbers of disabled people dating, hooking up, and marrying. But if we don’t see that playing out on-screen, especially if we operate in actual communities made up of predominantly nondisabled people, it can feel like we’re the only ones on earth trying to figure this out. The old saying “I think, therefore I am” could be translated to “I am authentically represented, therefore I am.” When we’re erased, the message is that we don’t belong; there’s no place for us here.


And that’s bad, but what can feel even worse is when we are represented, but as punchlines or objects of charity. We could fill a whole book with all the terrible portrayals of disability when it comes to romance. How when we are represented at all, it’s often as objects of voyeurism, pity, or disgust (I’ll never forget one of my favorite comics casually remarking that a person who can’t walk shouldn’t reproduce). Major media outlets regularly share inspiration porn to lure in their audiences, seemingly without concern for the damage these stories perpetuate. Disabled people suffer real harm from these displays of artificial inclusion, and stories about contrived “friendship” teach disabled people that we should be grateful recipients of whatever attention is thrown our way, no matter how pathetic it makes us feel.


An example of the messes that happen when people internalize these images: My first job out of grad school was a caregiving role in a hospital, so I was ultrafriendly and worked hard to spend time with people who seemed to need extra attention. One of those folks was a man in his fifties who was a volunteer in our department. Robert was a favorite of my boss and seemed to be a little lonely, so I intentionally engaged him at work. Without my knowledge, he found my personal number in the staff directory, and his calls quickly became relentless. Robert showed up at work when he knew I would be the only one in the office. When I declined his advances and stopped answering his calls, he presented himself for care in the hospital’s emergency room and requested my unit’s services, seeing from the on-call schedule that I’d be the one assigned to visit him.


I went to my boss to report what was happening, and his response was to gently remind me that it’s “completely normal” for relationships to start at work, and this man was just expressing appropriate interest in a single woman. Behind his enraging and paternalistic response, I heard the voice of a person who thought maybe this was pretty much the best I was going to do romantically. I should accept relentless harassment from a dude twice my age because it was my best chance to be in a partnership. Fortunately, there were a number of people who called my boss on his BS and forced him to change course, but his tacit assumption stuck with me. Was I so worthless that any attention was good attention? Too many disabled people answer that question with a tragic “yes.” We end up in relationships that are destructive because we internalize the message that we’re lucky to have someone willing to put up with us. Again, if you get nothing else out of this book, please take this to heart: you deserve to be in relationships that make you feel valued, whole, and safe. Don’t ever settle for situations that make you feel awful about yourself.



A WORD ABOUT PARENTS


Sometimes the relationships that make us feel safest come with their own set of emotional baggage. To that end, a word about parents and guardians: growing up with a disability often impacts your relationships with the adults in your family. At a time when many nondisabled teens are out there taking driving tests and scoring bad booze with fake IDs, we’re still dependent on our moms and dads for things like toileting, dressing, and getting where we need to go.


Parents who have spent the past decade-plus fighting tooth and nail to get us necessary services may have a tough time loosening the reins at a time when our emotional well-being depends on increasing independence. Parental overprotection has real and lasting consequences, among them social isolation, depression, and low self-esteem. Feelings of being different and less-than that start in adolescence don’t soon go away. Kids who are overprotected can turn into adults who have difficulty making decisions about their own lives, especially without an authority figure’s input.1 Low self-worth plus not trusting our own gut can impact how we approach dating too.


A small example of this happened when I was a teenager. My friend wanted to go on a date with a guy at another school, and because he was bringing another boy along, she asked me to come too. My parents had a very strict “No dating until you’re sixteen” rule (it was the 1990s), but I was within a month or two of turning sixteen, and this wasn’t even technically a date. I asked them if I could go, and they said no, but I kept pressing because it didn’t make sense—after all, this was just a random person, it was my friend who was on the date, yada yada. They kept hemming and hawing in that way that people do when they don’t want to tell you the thing they’re really worried about (which enraged me and goaded me even more) until my mom finally blurted out, “He doesn’t know you have a disability—what will happen when he sees you?” I knew their fear came from a place of love, but it also terrified me. The message I received was that this thing—this disability—was so scary, so undiscussable, that it would be better to hide at home than to risk a hurtful encounter.


Now that I’m a mom, I have more compassion for what my parents were facing as they sent their disabled daughter out into the world, but that encounter stayed with me for a long time (probably because it confirmed everything I already feared about myself). Disability was scary. It put me outside the bounds of normal social situations. I couldn’t handle the inevitable hurt and disappointments that are part and parcel of dating.


LEFT OUT


One thing I didn’t struggle with (thanks to my super-liberal hippie high school) was access to information about sex: by senior year, we were practically begging our teachers to stop talking about it. Way too often, people with physical disabilities receive far less sexual education than our peers. Typically, teens get information about sexual development and behaviors from friends, parents, teachers, physicians, and digital media. However, studies have shown that evidence-based sex ed is greatly restricted for all young people (only 60 percent of states require that it be taught at all), and it’s especially limited for those with disabilities. At the time of this writing, only five states mandate that disabled students be included in their sex education curriculum, and thirty-six states don’t include disabled youth at all.2 Reproductive education is poorly funded and resourced across the nation, and when asked, teachers report feeling utterly unequipped to teach disabled students about these issues in meaningful and supportive ways.3


The lack of information seems to especially affect women with disabilities; in a study on service barriers for women receiving gynecological care, researchers found that women with physical impairments were twice as likely as men to receive no sexual education whatsoever.4 One researcher commented, “Without the benefit of sex education from peers or parents that many nondisabled teenagers have, those youths with spina bifida or [CP] who are not reached through schools are less likely than peers to receive any sex information.”5 Clearly, the vast majority of adolescents with disabilities are receiving at best minimal information on sexual development and virtually no condition-specific knowledge related to sexuality.


We also need to acknowledge that for many of us, sex, intimacy, and the weirdly specific ways our bodies work are tough things to talk about, particularly in the public sphere. My college roommate had a colostomy bag for a while, and she was like, “Yeah, everyone’s fine talking about the time I got pneumonia, but who am I going to chat about my bag of shit with?” It’s easy to wave a sign to say that Alex should be able to go to school. It’s harder to wave one that says that Alex should be able to get laid. Parents and teachers aren’t, by and large, going to stand up for the sexual rights of their kids.


Sure, doctors should provide education and appropriate reproductive health care, but few people are out there going, “What I really want and need is to be able to talk with my family doctor about how to seduce the dude I met on Hinge.” Aside from the basics, most of the sex knowledge that makes a meaningful difference in our lives isn’t the kind you get in a pamphlet or during a routine exam. A lot of it is super-tough to talk about (especially if you are, like me, a total prude at heart). There’s not a total fix for this dilemma. Some things are, by nature and nurture, difficult to discuss. But we also know that bringing intimate and uncomfortable topics into the light tends to make them a lot less scary.


GOING SOLO


Disabled teens also face social barriers. While huge strides have been made in desegregating our education system—meaning that people with physical impairments are now allowed to attend public school (seriously, not until 1975) and not automatically put into special education classes (whether we’d benefit or not)—a side effect of mainstreaming is that we’re often the only evidently disabled people in our classrooms. No one would ever say that the goal of desegregating schools would be to have one Black or Indigenous student in a room of otherwise all white kids or that coeducation means a single girl in a classroom full of boys. This is especially true if racial justice or women’s history were never addressed in the classroom.


The massive gaps and losses in that hypothetical situation are obvious. But outside the academic world, we rarely stop to think about the harmful side effects of mainstreaming on disabled kids. Being the only one in a class who uses assistive technology, particularly during stages when conformity is a big deal, means that we can be socially isolated. There’s no sense of shared culture, no watching how our peers navigate or adapt. I was the only disabled kid in my class from pre-K through twelfth grade; at the time it didn’t strike me as weird, but now I think about the ways I’d sneak glances at the other kids at the CP clinic and just long to connect with them. The first time I watched Crip Camp and saw all these disabled teens hanging out together and being silly and hooking up, it made me realize the extent of our collective loss. Yes, disabled kids should never be forcibly segregated from nondisabled ones. At the same time, we need access to disabled peers, mentors, and teachers so that we can learn who we are as members of a disability culture.


LEARNING OUR HISTORY


This is especially true because people with disabilities are often (though not always) the only disabled member of their families. Because of that, we don’t get disability history passed down to us, as members of many ethnic and religious groups do. We learn about our culture and accomplishments from people outside our immediate circles, and some of us find that info really late in life. I was in college before I knew that the disability rights movement existed, and it totally blew my mind. As a person of Jewish ethnicity, I grew up on a steady diet of my culture’s foods, stories, books, and heroes (I still kick butt in the “Famous Jewish Athletes” category in Jeopardy). But by the time I had learned about my other cultural group’s history, accomplishments, and ongoing work for justice, I had already traveled abroad and developed an affinity for menthol cigarettes.


It wasn’t because people were keeping this information from me; it was because those closest to me simply didn’t know it. Disability history isn’t taught in schools, and for most of my life, it wasn’t celebrated publicly. Having a disabled kid doesn’t automatically give parents entrée into this world; on the contrary, they quickly become steeped in a medical model that encourages them to keep their child as “normal” as possible—meaning focusing less on disability and more on trying to fit in. Thus, growing up, I had no idea who Judy Heumann was, or Ed Roberts or Justin Dart Jr. or Nancy Eiesland (if you don’t know them, look them up!), or that Frida Kahlo was a disabled artist and Sarah Bernhardt a disabled actor, or that the Fannie Farmer cookbook in my kitchen had been written by a disabled entrepreneur. I knew about Franklin Roosevelt but had mostly heard about how skillful he had been in hiding his polio from the American people. I knew about Stephen Hawking, but not that he was married (twice) and had a few kids.


All this is to say, if you haven’t had a chance to learn about disability history yet, or to engage with other people with disabilities online or IRL, put down this book and do that first (we’ve provided some suggestions for starting places in the Resources section at the end). While you’re at it, jump onto Instagram and Twitter and start following some brilliant, badass disabled people (also in the Resources section). At the end of the day, dating is all about putting yourself out there as you are, and if you don’t have a full picture of what’s shaped you, you’re going into the game with only a few of the resources that are yours to enjoy.


The good news is that all this representation stuff is getting better—one could even say that despite the statistics, disabled people are really having a cultural moment (a moment that will hopefully extend to actual inclusion in the years ahead). While disabled characters are only about 3.5 percent of people in TV series (and most of those characters aren’t played by disabled actors), that number is increasing fractionally year to year.6 The portrayals of disability are becoming more nuanced and authentic—a simple search will yield everything from Ryan O’Connell’s hysterical antics on Special to Judy Heumann’s powerful autobiography or Shane Burcaw and Hannah Aylward’s YouTube channel. If you’re an academic type, there are some great books out there on sex and disability written from a scholarly perspective. There are also awesome memoirs, YouTube channels, and essays (again, check the Resources list at the end of the book). Disabled writers are addressing specific subjects such as relationships, parenting, faith, and spirituality in ways that don’t center on the clichés of healing or sainthood. People with disabilities are hooking up, dating, getting married, and writing about it. We’re getting busy with one another, with nondisabled people, across genders, and in groups of two, three, and more. We’re also happily asexual, aromantic, child-free, or single. The point is, there are as many ways to be a person with a body as there are people with bodies.
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CHAPTER 2



WE’RE HOT*


CAROLINE


*Most days. When we’ve had enough coffee, and our allergies aren’t acting up.


“HOW’S BIG KNEE DOING? TIME TO GET IT DRAINED?” MY HUSBAND asks as we sink onto the couch. Although Kevin’s generally capable of coming up with nicknames that straddle the witty/affectionate/mildly annoying line, Big Knee’s clunky non-name entered our lives with a thud and stuck because, much like Big Knee itself, there’s nothing charming or delicate about it. Big Knee is a hot (sometimes literally) mess.


My left knee (as it’s otherwise known) has been the subject of countless injuries and surgeries over the years, some that I remember well and others that occurred invisibly in its murky depths and failed to earn a diagnosis. Since middle school, Big Knee has been a wearable anatomy lesson on the lesser-known ligaments, a surprisingly accurate barometer (rain again?), a subject of inquiry for solemn-faced med students, and a tyrannical overlord that sends pangs of pain up my leg when I DoTooMuch with my body. After I got pregnant, this knee became so painful, so filled with dread-inducing clicks and snaps, that I could barely drag myself across the room. Then, with a twisted sense of mercy, it decided that instead of keeping up its masochistic tendencies, it would sail off into bloated retirement as some kind of balloonish, arthritic sea creature taking up residency above my calf.


Touching Big Knee feels like being fondled through a waterbed, an odd and unsettling sensation to be avoided if possible. Sometimes I forget what my knee looks like, catch a glimpse of it in the mirror and think, Oh—that’s pretty awful-looking, and then start folding the laundry and forget about it. The thing is, ever since it blew up like an engorged puffin, the pain’s been a lot better (and those draining needles are enormous), so my motivation for changing anything is on the low end.


I say all this not because Big Knee needs to take up more space in the world (or this page) than it already does (less space would be good), but because even with widening views of beauty, many of us disabled people still don’t feel like our bodies fit. Western culture may have (incrementally) graduated from single-hued “nude” undies and started to expand its range of acceptable body types to include both Melissa McCarthy and Zendaya, but we still don’t see Vogue splashing our arthritic joints, colostomy bags, stumps, and drooling faces across its covers.


Beauty standards are expanding by size and hue, but disabled people continue to be erased as objects of desire. And while we know that everyone is filtering and photoshopping the heck out of the images we see and that half of the features that are held up as ideal can’t be achieved without unsettling amounts of silicone being injected into lips and booties, we still look at those images and wonder where our disabled bodies fit. Is the big tent of beauty big and wide enough to include us?


Before we dive in, a few important points are probably super-obvious, but we should highlight them anyway:




1. Mass-market beauty is about selling us stuff. It’s rooted not in who or what is beautiful but in insecurity. The more we dislike how we look, the more stuff we buy to make us feel beautiful. While the images offered to us continue to expand in color, size, and gender presentation, we know that it’s not because cosmetic company executives have suddenly seen the light but rather that they want to capture a wider share of the makeup/filler/designer-clothing market. As we’ll discuss elsewhere in this book, due to systemically unfair finances, disabled people often have less disposable income than our nondisabled peers.


That means we have less money to spend on everything, including fancy mascara. Thus, there is no incentive for the powers that be in the beauty industry to feature people who look like us. If a group of people sitting in a boardroom somewhere doesn’t think we’ll spend our money on their products, then they don’t have any motivation to include our images in their ads. The fact that we’re not rolling down runways has everything to do with how much money is in our bank accounts and nothing to do with how we look. If people with CP were suddenly handed a million dollars each (yes, please!), you’d better believe we’d be limping down those runways, and The Row would come out with a line of designer crutches.


2. Everyone has complicated relationships with their bodies. That’s true for us as disabled people and for nondisabled folks as well (or so I’ve heard). Maybe there’s a magical person out there who loves every pimple, toe, and hair follicle and always has and always will, but for most of us, there are parts of our bodies we find beautiful and other parts (ahem, knee), that we appreciate a lot less. We talk a lot in this book about how sexy we are as disabled people, but obviously, no one feels attractive all the time. Claiming our hotness doesn’t erase the fact that there are days, weeks, or even years when we feel anything but. Naming our beauty is about claiming our place within a broad spectrum of common feelings about our bodies.


3. “Beauty” (in the mass-market sense) and engaging in fulfilling, healthy relationships are two totally different things. If being born with a body that closely matches the current cultural/market ideal were a predictor of happy marriages, no celebrities or reality TV stars would ever get divorced. As every gossip site and Instagram breakup post reminds us, conventionally attractive people break up, get cheated on, and are unhappily or happily single. People who don’t meet arbitrary beauty standards, including those who have facial differences, are in joyful partnerships full of mutual attraction.




OK, now that we’re on the same page, let’s dive in.


BEAUTY MEETS RIGHTS




Beauty Always Recognizes Itself.1


—Patricia Berne




Let’s talk about beauty and desire. It’s more difficult than it might first appear. As hard as disabled people and our allies have fought for basic human rights, there’s something that’s clear and well-defined when we’re operating in the realms of physical access, education, and work. We might disagree on the specifics of what we need and how we’ll get there, but we’re talking about things that can be measured, legislated, and enforced.


It’s a lot harder when we start talking about the parts of our lives that don’t fit that mold, like perceptions of beauty, authentic relationships, and feelings of desire. This isn’t restricted to issues around disability: we know that the civil rights movement created laws around voting and desegregation but didn’t stop bigotry and violence toward people of color. Even though all people now have the right to marry, there are still folks who are carrying prejudice toward members of the LGBTQ+ community (and it’s a lot harder for many disabled people to marry, but more on that later in this book). In the same way, we can demand legislation mandating that a building must have an elevator, but we can’t make laws about attraction, love, or self-confidence. Regulations are critically important, but as much as we need curb cuts, medical funding, and accessible restrooms, it is just as critical to experience affection, authentic connections, and intimacy.


We also know that none of this can be forced. If I commanded you to see every part of your body as fabulously gorgeous exactly how it is, you couldn’t just magically do that because you decided to. The same would be true if I said that you must find the body of the person across the room attractive or desire a romantic encounter with them. This free-will element is what makes dating so stinking hard—it’s one of the most important parts of seeing ourselves as whole human beings, and much of the work lies within our own hearts and minds rather than in the courtroom or on the picket line.


CRIP-ZONED




When you grow up with small children looking at you and then asking their parents, “WHAT’S WRONG WITH THAT MAN?” you become a little jaded.


—Ryan O’Connell2




Many of us who grew up disabled have to contend with the dual messages we receive from peers and strangers: we’re both captivatingly interesting and utterly invisible. On one hand, our bodies are objects of curiosity, invitations for comments that suggest we’re alien beings on some kind of intergalactic exchange program (my five-year-old neighbor popped into the room the other day and instructed me to get two good nights of sleep so that my back wouldn’t be twisted anymore, and honestly, that’s some of the better advice I’ve gotten from random people over the years).


Many of us are prepared for strangers to offer to pray over us, ask us intrusive questions about our health, or grab our arms if they feel that we could use their assistance. The flip side is that we can go from way too visible to utterly invisible in a hot minute. Disability rights activist Judy Heumann spoke about a time in college when a guy asked her if she knew any girls who were free that evening and interested in going on a date. He was looking right at her, this person who was clearly both a woman and sitting in a dorm room with no discernible plans, and because she was using a wheelchair didn’t clue in to the fact that she was exactly the available, single female student he was looking for. Judy was so blindsided by the blatancy of her erasure that she said nothing in response, but the gut-punching impact of that moment was still fresh years later. She described herself, in the eyes of her fellow students, as a “kind of non-sex,” someone who was presumed to have no interest in dating or having a partner, though that was not at all the case.3


My husband (who also has CP) put this slightly differently: “It’s like there’s the dating, and friend-zoned, and then way over here there’s this other category of disabled people who are off on our own.” In other words, we’re crip-zoned. There are no romantic comedies where we cast off our crutches (or don’t), get a makeover, and suddenly become portrayed as desirable. There were plenty of times over the years when I wondered whether some guy I was friends with would have asked me out had I not used a motorized scooter to cruise the high school hallways, and based on our conversations with other disabled people, this wondering seems pretty widespread.


One woman with CP said that in high school, her sister always had boyfriends, while she had platonic guy friends, and she wondered how much of that was about her disability. She also had the sense that things would get easier as she and her potential partners grew up: “I knew that as I got older and people matured, things might be different. I’d meet someone who would see me. See my beauty. If someone doesn’t love you for who you are, they’re not the right person.”4


Plus when we’re objectified or erased, it can be difficult to figure out a healthy way of relating to our beauty and vulnerability. As we talked with lots of disabled people about their bodies and reflected on our own, we noticed that there are some parallels between how we’re objectified by others and how we choose to engage those around us. Especially the ways we magnify parts of ourselves and hide other parts of our experience. One theme that comes up over and over is the idea of overcompensating.



YOU’RE AMAZING


Jack, who is a spinal-cord injury survivor and uses mobility equipment, spoke about his sense of constantly having to prove he’s “not stupid” by being the funniest, smartest, most professional guy in the room.5 Ryan O’Connell pointed to CP as a motivating factor in his preference for eye-catching clothes that would distract from his gait,6 while a woman we interviewed talked about the pressure to always look pretty, dress well, and have impeccable makeup.7


I constantly had to be the bright shining star, the darling of teachers, and the funniest, kindest person in the room. Not being liked was (and to some degree still is) terrifying for me, an existential threat to every overcompensating atom in my very soul. It doesn’t help that as cute disabled kids, we are told just how AMAZING we are for every freaking thing we do, which makes staying AMAZING in the eyes of others a habit that’s difficult to break (and dating particularly challenging because, generally, the people we go out with find us JUST OK, which, if you’re addicted to being adored, feels slightly devastating).


While some of us overcompensate to distract from what made us look different from our able-bodied peers, others lean into their disability and invite the public’s engagement with it. Andrew Gurza is the founder of the sex podcast DisabilityAfterDark and originator of the #disabledpeoplearehot hashtag. Gurza has said that they feel compelled to be “more queer, more outlandish… Fuck you, this is who I am. If you can’t deal with it then get out.”8 In other words, whether we point away from it or toward it, many of us are taking the “go big or go home” approach to engagement with others.
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