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Introduction



Speaking for Myself


Melissa, what are you doing?” my mom, a few feet ahead of me, called out as she turned around in an exasperated huff. I’d fallen behind the rest of my family. Again.


“Just taking a selfie,” I replied, quickly snapping the photo, the green leaves providing the perfect backdrop behind me. Once I’d deposited my phone back into my basket, I turned up the speed on my wheelchair so I could catch up with the rest of the group.


It was a sunny summer day in 2019 and we were roaming through Central Park. My family was enjoying a few days visiting my cousin Mona and being tourists in New York City. We took in a Broadway show, walked around Times Square (well, in my case, rolled), and even went to a live taping of ABC’s The View. I felt like Carrie Bradshaw as I rolled down the streets of Manhattan, the sights and sounds of the bustling city all around me.


I filled up my phone with a lot of selfies on that trip. I thought I was just capturing our great vacation, creating some digital keepsakes that we would treasure long after our plane landed back home in Chicago. I could never have imagined how important those pictures of me would become.
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My name is Melissa Blake and I’m a freelance writer. I was born with Freeman–Sheldon syndrome, a rare genetic bone and muscular disorder. You might not have read my work, but chances are you’ve seen my face. In September 2019, completely out of nowhere, one of my tweets went viral, achieving a level of instant social media fame that changed my life.


The month before, I’d written an op-ed for CNN Opinion that was highly critical of Donald Trump1. Soon afterward, I discovered that my piece had been mentioned in a YouTube video by a conservative pundit. As I scrolled through the comments on that video, in which my photo was also shown, I discovered insult after insult about my appearance. There were more than a hundred comments, and I eventually had to stop scrolling because it was too much and making me too angry. A horribly familiar feeling formed in the pit of my stomach. Here are some of those comments:




“Somehow I doubt that fat troll is a journalist—gross, my eyes.”


“Melissa Blake is actually a potato, masquerading as a journalist.”


“Also a perfect example of a land whale.”


“Or an overweight, real life version of ‘Peppermint Patty’ from the Peanuts.”


“Melissa Blake looks like a blobfish.”


“Is that her picture? Ewwwww!!!”





As a writer and disabled woman, I’ve been highly visible online—and especially on social media—for more than a decade; I’d learned to expect taunts, insults, and bullying. Though they were extremely hurtful, I viewed them as an occupational hazard, albeit one that had become the rule instead of the exception. But I’d be lying if I said that the terrible things people comment about me don’t hurt or affect me. They do, which is why I’ve spent my life growing a thicker skin as a kind of armor, to try to protect myself from the cruelty of others.


When it came to that YouTube video, though, I couldn’t look away so easily. I’m not even sure what I was looking for in those comments; after all, they were merely a string of the “Greatest Hits,” as I’d come to refer to these types of comments.


“Groundbreaking,” I sarcastically said out loud to myself (just like Miranda Priestly in The Devil Wears Prada). “Like I haven’t heard that one before.”


If these anonymous bullies thought they were being creative with their insults, well, they were sorely mistaken; though I do credit those bullies with introducing me to the blobfish because those little things are adorable. That insult was definitely not the flex they thought it was.


And neither were any of their other nasty words. Instead, they were like the childish, immature words that you’d hear yelled across the playground during recess. Still, the more I read, the more hurt and upset I became; the nastiness of these anonymous bullies stung me over and over, like thousands of tiny paper cuts.


But I felt something else too, another emotion bubbling just below the surface: anger. Furious, righteous anger.


These strangers knew nothing about me. They were people whom I would never meet and yet they were judging me and attacking me in a way that had nothing to do with what I wrote… and everything to do with how I looked.


I desperately wanted to clap back at these vile trolls in a way that would make a statement, not only about how our society views disabilities, but also about the toxicity of our strict and unrealistic beauty standards.


Since one of the trolls said I should be banned from posting pictures of myself, I took to Twitter and defiantly posted three smiling selfies, all taken during our lovely getaway to the Big Apple.


Of course, I knew that posting those selfies wasn’t going to erase the nasty names I’d been called, and the chances were that those trolls would never even see my tweet. But that didn’t matter. I wasn’t doing it for them; I was doing it for me and every single disabled person who has been bullied before, online and in real life. When people mock how I look, they’re not just insulting me. They’re insulting all disabled people. We’re constantly told that we’re repulsive and ugly and not good enough to be seen. This was me pushing back against that toxic, ableist narrative.


And it felt great.


For the first time, I felt like I was doing something liberating, taking back my power and changing the story on my own terms.
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Over the next twelve hours, the tweet took on a life of its own. I woke up the next morning to see tens of thousands of comments, retweets, and new followers. The following week saw a huge flurry of activity, including interviews with the BBC, USA Today, The Chicago Tribune, PEOPLE magazine, Good Morning America, my college alma mater’s alumni center, the local newspaper, the local TV news station, and even E! News.


I chatted with reporters about what sparked the tweet, my reaction to seeing it go viral, and, most importantly, how I hoped it would start new, different, better conversations about disability.


It was overwhelming and uplifting that people from all over the world had responded so positively. As I scrolled through the thousands and thousands of supportive replies, my spirits soared:




“This is a kickass response to people who don’t deserve it. Kudos to you!”


“Thank you for blessing my timeline, Melissa—you rock!”


“All power to you, Melissa… Keep being yourself and keep tweeting your selfies!”


“Hi!! Adding to the chorus of people saying you’re beautiful, awesome, and also a great writer! I just read 85 of your blog posts because I couldn’t stop. Looking forward to reading more!”


“You’re beautiful inside & out, sweet Melissa. From that small snapshot we got to see what an unwavering sense of self & inspiring strength look like. What a gift you are. Thank you, thank you.”





Overnight, the worst of the internet led me to see the very best of the internet—and the positive power of social media. In a weird way, I suppose I have the trolls to thank. In the end, all their cruel words had the opposite effect. They made me want to not hide, but to become more visible and to be myself even more. All their efforts to take away my voice and my humanity, to turn my self-esteem into a smoking pile of rubble, helped me see myself in a new light. The bullies gave me a jolt of confidence and a newfound determination to change the way we see and talk about disabilities.
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In writing this book, I’m guided by two words: real and honest. They’re the same words I’ve used to frame my online writing for more than a decade. Disability intersects with every facet of my life—from love and relationships to pop culture and even fashion—and this is the reality that I want to capture in these pages.


Of course, on some level, this book is also about autonomy, which is something that is still an elusive ideal to me. I’m forever chasing it, but it all too often feels just out of reach.


That’s why this book is about claiming my independence—about how I’ve learned (and continue to learn) to exist in this world, to be comfortable in my own skin and with my identity. I’ve learned that self-acceptance is a nonlinear process. It’s made up of tiny moments, which cumulatively enable my confident self to emerge slowly, sometimes awkwardly, like a butterfly from a chrysalis.


Whenever I write or talk about disabilities, it’s as much of a declaration of my own self-worth as it is a way to educate and squash stereotypes. It’s a way of using my voice to assert my value in an ableist world that constantly makes disabled people feel left out, less than, and largely ignored. Yes, I have come to love my disabled body. But there are also days when I hate it, when I’m frustrated, when I feel painfully self-conscious and insecure in my own skin.


What’s new is that I’ve finally learned that all these emotions are perfectly OK. I can even feel opposite emotions at the same time and that’s alright, too. I wish it hadn’t taken me so long to realize this truth. I hope by reading this book, some people will get there more quickly.


A therapist once told me that I’m very oriented toward feelings. I think about that description a lot. Did my disability put me more in touch with my emotions? Or maybe make me think about them more? My disability has certainly given me a different perspective and shaped the woman I’ve become. It’s made me more candid and definitely more vocal. But my honesty also brings with it intense feelings of vulnerability.


To allow myself to be vulnerable, I have to take off my protective armor—all the bravado I sometimes hide behind—and put my true, authentic self out there. I need to show the world who I am and that can be very scary. I know it’s something I’ll never get used to even after years of practice, but I’ll keep trying, even if the ways in which I do so aren’t perfect all the time; I’ll mess up and I’ll make mistakes, but I’ve come to realize that’s the point. I don’t want to be the “perfect” disabled person, some kind of ideal. I just want to be me.


Besides, perfect isn’t real. Perfect doesn’t exist. And, frankly, the very idea of it is boring.
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Most people, I find, are afraid to talk about disabilities and are afraid to ask questions. They don’t want to get it wrong, so they choose silence, thinking that it’s a better and more respectful way to go.


The only way we get disability wrong, though, is by not talking about it. I’m a big believer in the idea that you can’t change what you don’t acknowledge—and America’s vast disability community is yearning for change. We’re yearning to recalibrate what is acceptable in favor of a more accessible, less ableist world—one that includes us instead of shuns us, that celebrates us instead of pities us. In such a world, we can tell our own stories, on our own terms.


Disabled people have voices, ambition, and talent, but like so many other marginalized groups in society, we’re very poorly represented in publishing. We don’t see many disabled authors, nor do we see many disabled characters in books or books about disabilities in general, which makes writing this book all the more necessary.


As the Disability Justice Movement enters its next phase, it’s very important that disabled people write these narratives and control them. No one is a better expert about what it’s like living with a disability than disabled people themselves. We do it every hour of every day.


I know that I can’t possibly speak to the experiences of all disabled people. The community is very large, very diverse, and very vibrant. We’re made up of people with physical disabilities, intellectual disabilities, invisible disabilities, and mental illnesses. Disability is not a monolith, and it intersects with every other marginalized group, including race, sexual orientation, gender identity, and class. Our community is a huge melting pot of stories and experiences that have profoundly shaped our lives.


These days, I’m no longer just an advocate for myself. I also speak up for those who don’t have a voice, who don’t see themselves represented, who feel alone, and who feel like they don’t belong.


In the end, I want this book to be relevant, useful, and entertaining. And if it succeeds in being those things, it should also be a conversation starter, which is what I want more than anything. Frankly, it’s a conversation we should have started years ago, and, I hope, it’s one that we’ll continue to have for many years to come. My hope for this book is that it will be a bridge—an accessible one, obviously—to a better tomorrow.


When I’ve imagined what this book would look like sitting on someone’s bookshelf or left open on someone’s coffee table, I return to the idea of taking up space. The book represents disabled people by taking up space (literally and metaphorically!) and being visible, demanding to be read and heard in a society that would prefer we stay quiet and hidden. It should be a tangible reminder that, in the words of disability rights activist Ed Roberts, “we are here and we’re not going away.”
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The personal, interconnected chapters in this book each explore a personal truth about what it’s like to live with a disability. I’ve chosen the word truth for a specific reason. This book will be grounded in my unvarnished, unfiltered reality—and the realities of other disabled people, past and present. I want to show readers the good—and the not-so-good.


What the book won’t do is present too rosy a picture of what it’s like living with a disability. All too often, disabled people are expected to be shining beacons of inspiration or perfect models of the disability experience. We’re supposed to always say the right thing and never complain or get frustrated.


But here’s the thing: Being disabled isn’t all sunshine and rainbows and pretty strolls through the park. Sometimes, being disabled means dealing with the searing frustration of a broken wheelchair. Sometimes, it means hearing other people’s crushingly ignorant comments or experiencing their discrimination. Sometimes, it means that you can’t take a pretty stroll through the park because it’s not accessible. Or attend a talk given by an author because there’s no sign language interpreter. Or—and this is not a trivial matter—locate a bathroom that is accessible and has big enough stalls to accommodate a wheelchair.


A lot of times, people don’t want to hear about these things. Maybe they think that if they don’t see them or hear about them, then they don’t exist.


But this is the reality for most disabled people, and we should be able to talk about it without shame or embarrassment. In this book, I’ll show what it’s actually like to be disabled. It’s not enough to simply present a best-of reel of disability moments, complete with smiling faces and uplifting mood music. I’ve seen that movie too many times and, trust me, it does more harm than good. All that sentimental mush holds disabled people back, instead of moving us forward.


The real, the everyday, the joys and sorrows, the pride and frustrations. In this book, I’ll show them all. Because to talk about disabilities, to truly talk about the disability experience, you have to talk about everything.


This is my story. These are my truths. I’m so proud to be part of a beautiful community full of beautiful people.


Let’s roll…















Chapter One



Disabled Isn’t a Bad Word


Imagine this scenario for a moment: You’re meeting someone for the first time, and you introduce yourself by telling them your name. A surprised look suddenly comes across the person’s face.


“Oh, no,” your new acquaintance says. “You don’t look like a (your name). That name doesn’t suit you and it’s all wrong. I’m going to call you this name from now on… (insert different name here).”


And they do. Call you a different name. Despite the fact that you told them what your name is and despite the fact that you’ve told them calling you a different name makes you incredibly uncomfortable. In fact, you may have even told them many times.


How do you feel? Confused? Frustrated? Angry? It’s probably a combination of all of the above.


Now imagine hundreds more people doing this, trying to tell you what you should call yourself, and it’s easy to see just how quickly this all becomes exhausting.


This has happened to me and so many other disabled people. Not about our first names, obviously, but about another equally important name—or, rather, a specific word.


Are you ready? You might want to sit down for this because the word you’re about to see shocks many people.


DISABLED.


You still with me? You didn’t faint, did you? Good. Because we need to talk about this word. It’s a short word—only eight letters—and, honestly, it’s become one of my favorite words.


But over the years, I’ve learned that not everyone feels the same way. I’m continually reminded just how much some people loathe the word disabled on an almost visceral level, especially when I use it on social media.


In fact, I’ve lost count of the number of times that I’ve referred to myself as disabled and then had someone promptly swoop in to “correct” me. They say things like:




“Oh, you’re not disabled. You’re differently-abled.”


“You just have special needs.”


“You’re handicapable.”





While they didn’t come right out and say it, the underlying message is crystal clear every time; what they really mean is:




Don’t call yourself disabled.





Every time, I just sit there for a moment with this puzzled, perplexed look on my face. But I am disabled, I think, so why is that such a bad thing to say? Why is the word disabled so offensive? Why does it seem to make people, especially non-disabled people, so incredibly uncomfortable, to the point where they literally hate the word?


These are the kinds of questions that I think about a lot because people’s reaction to such an innocuous word is one of utter disgust—think the vomit emoji come to life. I can practically hear their gasps of shock and horror wafting through my computer screen. Remember that scene in A Christmas Story where Ralphie’s mom catches him swearing? A look of pure abject horror immediately washes over her face, and she’s so shocked that she makes Ralphie wash his mouth out with a gigantic bar of soap. That’s how I feel every time I use the word disabled—like people want to punish me with a bar of soap because I uttered a “bad” word.


The names we use to refer to disabled people matter. And there’s no better place to start a discussion about what it means to be disabled in the United States in the twenty-first century than to discuss the word itself.


The Merriam-Webster Dictionary defines disabled as “impaired or limited by a physical, mental, cognitive, or developmental condition.”1


The definition is literally a descriptor—that’s it. It’s a fact and simply describes a state of being, like saying I have red hair (I do) or saying my mom has big feet (she does). The word disabled, by its very definition, makes no value judgment of any kind; nowhere in the definition does it say that disabled is a derogatory term or that using it is offensive and inappropriate. Nowhere does it say “synonym: bad.”


And yet.


We see antiquated terms like those in the “corrections” above still used regularly in our modern world every day—special education and handicapped sticker, for example. They continue to permeate our lives, so it’s easy to see how people absorb them and just get in the habit of using them without even thinking about how harmful these words are.


Similarly, when you hear the word disabled, what comes to mind?


Maybe you picture someone bedridden and frail?


Or maybe you think of someone who can’t take care of themselves or even leave the house?


Maybe you imagine someone sitting in a wheelchair, a blanket draped over their legs as they look out the window sorrowfully and watch the world pass them by?


If you’ve had any of these thoughts, you’re not alone. This is still the pervasive view of what disabled is and isn’t. It’s incredible to me that such a reductive, antiquated, dehumanizing perspective has persisted for so long—and that these views have taken such a powerful hold as to taint the word itself.


Please—and I cannot stress this enough—don’t use those euphemisms I mentioned above. For starters, they’re inaccurate. I’m not a person with “special needs” because my needs as a disabled person aren’t special. They’re needs. Period. Framing them as “special” implies that they’re optional, a bonus, or an add-on and views them through the non-disabled lens where the needs of non-disabled people are “normal” while the needs of disabled people are “abnormal”—a binary that just further “others” the disability community.


And the terms differently-abled and handicapable? Those are the most condescending and patronizing expressions I’ve ever heard in my life; they’re incredibly insulting to disabled people, especially when you say them to disabled adults.


When people leave me comments on social media about how I shouldn’t say “disabled” and try to sell me on one of those euphemisms, I sometimes picture how that scenario would play out if it happened in real life. I imagine the person kneeling down to my level to explain the concept to me, in an attempt to “soften” the idea of disabilities to me—you know, as if it were a foreign concept to me, an actual disabled person. Not to mention that I’m a full-grown adult, so the entire encounter, whether online or in real life, is just plain bizarre and reminds me of how adults sometimes use simpler words and language to explain complex ideas to a child. But again, I’m not a child.


The word disabled may seem abstract, but we can’t discuss it without mentioning the very literal, very concrete aspect of its usage and real-world application. At the very basic level, euphemisms aren’t legally binding like the term disabled is; this means that saying things like “special needs” doesn’t protect disabled people when it comes to civil rights and fighting for accessibility, which I discuss a bit later.


Indeed, the disability community is very clear about just how offensive all these euphemisms are. And while it’s also very clear that most in the community prefer to be called a disabled person, there is still debate on “identity-first” (saying “disabled person”) versus “person-first” (saying “person with a disability”) language. Those who prefer “person with a disability” want you to see the person before the disability, while others prefer “disabled person” because to them, it’s impossible to separate the person from their disability—the two identities are inextricably linked.


When in doubt, don’t be afraid to ask disabled people about which one to use. They’ll let you know which one they prefer—trust me, we won’t hesitate. And while some may prefer “person with a disability,” that doesn’t mean that they think disabled is a bad word or that they get outright offended when others in the disability community use it.


Unfortunately, no matter how many people in the disability community fight back against the pervasive, harmful beliefs about what it means to be disabled, these beliefs continue to wreak havoc and leave long-lasting damage in their wake. So many disabled people have spent years absorbing society’s toxic beliefs about the word disabled, and, unfortunately, it has shaped how we view ourselves.


I’m living proof. It certainly shaped how I saw myself during those pivotal teen years. For years, if you had asked, I would have told you that I’m not defined by my disability. Not because I didn’t believe my disability significantly impacted my life, but because I was told over and over that I shouldn’t let my disability define me. But even further than that, I shouldn’t want to identify as disabled. Because disability? It was presented as awful, horrible, something completely grotesque. And someone actually choosing to refer to themselves as disabled? Most definitely a huge no-no.


So I learned early on that if I wanted to fit in and not be met with looks of shock and horror, I had to distance myself from my disability and do everything I could to rid my vocabulary of that dreaded D-word. As if merely uttering the three-syllable word would summon a gang of zombies or something; as long as I didn’t mention anything about being disabled, everything would be fine, right? Easy enough, right?


Not so easy, I’d eventually come to find out. I didn’t realize it at the time, but what “distancing myself from my disability” really meant was to ignore it. Pretend it doesn’t exist. Not because the word disabled made me uncomfortable, but because it made non-disabled people uncomfortable. Apparently, their feelings about my disability were more important than my own feelings about my disability. Why was I supposed to hide a part of myself to make them more comfortable? Why was it so important to adjust disability language just to placate them?


To me, it all seemed so pointless and, frankly, insulting to the entire disability community. So even while I was outwardly going along with this mindset, I spent a lot of years turning these thoughts over in my mind. The more I thought about it, the more incensed I became—quickly, as if steam were rising from my ears like a character in a TV cartoon.


By the time I entered my thirties, I referred to myself as a disabled person. All. The. Time. The truth is, being disabled does define me and it’s OK to acknowledge that. I’ve always marveled at the sheer audacity of a society that says “your disability doesn’t define you” while that same society proceeds to use my disability to define things like my healthcare and health insurance, my education, my job prospects, the very buildings that I can and cannot go into, my transportation options, my very independence.


Disabled is the only word used to denote disability that is protected under the law. If you’re going to use my disability to define my life, the least you could do is use the word disabled itself.


Because when you refuse to listen to disabled people on even the most basic level when it comes to word usage, it sends a message loud and clear. The message that people like me don’t matter. The message that our identity is not valid. Being disabled is a huge part of my identity, so when you refuse to even say the word disabled, you’re denying my identity at the same time. Imagine if someone refused to acknowledge something that made you, well, you—it would make you feel unworthy and pretty invisible, and that’s not a pleasant place to be, trust me.


And, finally, it sends the message that we’re not worth listening to or that we couldn’t possibly know what’s best for ourselves.


That last message, in particular, both breaks my heart and fills me with anger. We live in a world where disabled people are constantly talked over as if we’re not even there, but we do know what’s best for us!


If disabled people aren’t listened to as the utmost authority when it comes to the most molecular level of the word itself, what happens when it comes to other things, like discrimination and accessibility and inclusion? It’s already hard, if not impossible sometimes, to get the services and accommodations we need to live our lives every day, so ignoring us about the word disabled just puts one more roadblock in front of us—yet another obstacle we’re forced to navigate.


If we’re constantly met with pushback on what should be a pretty straightforward concept, how can real, systematic, and long-lasting progress be made?


If we’re not believed when we say that those awful euphemisms are harmful and insulting, what will it take to get people to stop using them once and for all?


Yes, we do have a long way to go on the road to normalizing the word disabled, and I’ll be the first to admit that things can seem pretty hopeless sometimes—hopeless that things will ever change for the better.


The fact remains, though, that the word disabled is here to stay, continuing to gain traction thanks to the amazing members of this community. Any time I start getting angry over people’s feats of word gymnastics to call me anything except disabled, it helps to look at what people in the community are doing. It fills my heart with joy to see so many disabled people speaking up about why it’s so important to use the word disabled—and even turning it into a chic fashion statement! Kelly Dawson, a writer and activist, designed a t-shirt with the words “IT’S OK TO SAY DISABLED!” emblazoned on the front.


“If you’re disabled or working on being an ally, embracing this word is powerful,” Dawson writes. “When you’re ok with saying ‘disabled,’ you’re ok with everything that comes with it.”2


Not only do initiatives like this destigmatize disabilities and disability language, but they also normalize disabled people telling their own stories and being the front-and-center voice of their own narrative. My dream is to live in a world where saying “she’s disabled” is as common and nonchalant as saying “she’s a redhead.”


I’ve also seen a big shift in just my lifetime with respect to actively speaking up about words that most definitely shouldn’t be used. Thankfully, words like cripple and spastic are now regarded as offensive, and there are campaigns taking place all over the world to encourage people to stop using the R-word (retard), which is the most egregious. Its use should be considered a slur and a form of hate speech.


The Spread the Word to End the Word campaign, for example, was launched in 2009 by young people who participated in the Special Olympics Global Youth Activation Summit, which “engages schools, organizations and communities and urges young people around the world to take a stand in their own communities and help change the conversation by eliminating the use of the R-word.”3


Now, more than a decade later, the campaign is still going strong—and succeeding! More than 820,000 people around the world have taken the pledge online to end the use of the R-word and millions more have signed banners and petitions.


I get a lot of questions about how to be an ally to disabled people. People ask: “How can I help? How can I make a difference?”


Say the word disabled.


Say the word disabled.


Say the word disabled.


Being an ally means listening to disabled people… not trying to explain our own experiences to us or trying to tell us the “correct” words to use. Just because you know someone who is disabled or work with disabled people, that doesn’t make you an expert on our lived experience. Don’t try to tell disabled people how to self-identify by saying “I have a disabled child” or “I worked with disabled children” as if that makes you an expert on our lives.


That’s not to say that your experience with disability isn’t valid; you may certainly know what it’s like to be a parent or sibling of a disabled person, but being disabled and knowing someone who is disabled are two very different experiences. I’ll never know what it’s like to have a disabled child, so I would never presume to speak for the parents and try to explain their own experience to them; all I’m asking is that you show me the same respect in return. Only disabled people know what it’s like to be disabled; stop assuming that what you’ve been taught is true, especially when an actual disabled person is telling you otherwise.


Now, some people may say that this is such a small thing to get upset about and it shouldn’t matter. Who cares if someone doesn’t agree and thinks the word disabled is bad? Maybe this is just the writer in me coming out, but words shape everything. If we don’t know how to communicate properly, how can we move forward? It’s important to think of words as building a foundation. Starting with the right foundation can impact how disabled people are viewed and treated.


I think of disability rights and disability justice as a house. The word disabled is the minimum, bare-bones foundation itself—what the rest of the house is built on. If you don’t have that solid foundation, that baseline, how are you going to build the walls and the rooms and the windows?


You aren’t.


The house is going to crumble before it’s even built.


It all starts here. It all starts with that solid foundation. I chose this as the first chapter for a very specific reason. All disability activism and allyship flows from this starting point—from a place of listening and understanding and respecting. It starts here and I hope it doesn’t end here. But if you do nothing else, if your study of disability begins and ends today, please take this lesson with you out into the world: Listen to disabled people when they tell you how they self-identify. Don’t tell them they’re wrong and, most importantly, don’t try to correct them by using one of those euphemisms.


The next time you encounter the word disabled, whether you hear someone say it or you see it in a book (like the book you’re reading right now!), I challenge you to try this little exercise: Say the word, maybe even write it down. How does it make you feel? Sit with your discomfort and really think about how the word disabled makes you feel.


This is the one thing I ask of you. Because here’s how it makes me feel when you do use the word disabled. I feel respected. I feel seen. I feel valued. I feel that you are a safe person and an ally.


Words are powerful. Words matter. And the great thing about words is that they are malleable. They can—and do!—change over time. Some words that were acceptable years ago are now unacceptable and vice versa. As our culture and norms change, it is our responsibility to change with it. Nothing in this world is static or unchanging, especially when it comes to language and words.


Another great thing about words and language? The more you practice it and use it, the easier it becomes. The more comfortable you become with it, with saying the word. And before you know it, the word is rolling off your tongue with enthusiastic ease.


In the end, the movement to say “disabled” is also a reclamation: We’re owning that word. We’re taking it back. And in a really big way, we’re also taking back our identity. I won’t give anyone the power to define me—not people online, and definitely not society.


I once had someone tell me that it’s “hard to see you as disabled.” To me, that’s the same as saying “I don’t see you.” This goes against everything people like me are trying to accomplish with destigmatizing the word disabled. We want you to see our disability! That’s the whole point.


I’m disabled. That’s a fact. And to me, disabled will always be a beautiful word to describe beautiful people.


Do you want to be an ally? Do you want to help, to make a difference?


Say the word disabled.


Say the word disabled.


Say the word disabled.
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