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To everyone who said “you can’t” “you shouldn’t” “please, don’t.”

I can. I should. I did.

Thank you for teaching me to be stubborn.

And for Deafblind women everywhere, living in liminal space.






Author’s Note

With the exception of historical and public figures, all names have been changed. Personal conversations and events in this book have been constructed from memory to the best of my ability.

CONTENT WARNING: This book contains explicit depictions of ableism; school bullying; sexual assault and abuse and references to caregiver murder; police brutality; emotional abuse; physical abuse. For detailed content warnings for each chapter, please visit the author’s website.






1. The Building Blocks of Blindness


Hi, I’m Elsa.

Everyone has always assumed that I will die young. At this point in my midthirties, I’m no longer convinced they’re right. I spent a long time imagining how I was going to die. It was always an accident. The people who love me probably think about it more than I do. I see it in their faces.

I understand. They’re not wishing for my death; in fact, they’re dreading it. But as anybody who cares about me knows, I’m going to continue running off and living my life exactly the way I want to, and I won’t let something as benign as the body I was born in stop me.

I get portents of my death every once in a while. Maybe this time I won’t notice when a car turns on a red. Maybe I won’t hear someone shouting to watch where I’m going. I’ve taken harrowing falls, narrowly escaped speeding cars, gone swimming where I shouldn’t. I’ve attempted to live my life like a nondisabled person, sometimes to a dangerous degree. There are things that stop me, of course, but I don’t wake up in the morning wondering what’s going to kill me because of my sight or hearing that day. I’ve moved fully into the realm of the living.

That’s because I’ve learned how to survive in a body that wasn’t intended for the world I live in. I’m certain of almost every step I take, certain that my adaptive aids will carry me through. Until 2020, when I stopped being able to control my environment in the ways that keep me alive. When all my adaptive aids failed in the span of four weeks. When I had to reconfigure my understanding of my body.

It was four weeks into the shelter-in-place order in Seattle, Washington, when one of my hearing aids failed me. The important one, of course. Three days before that, my guide dog broke his toe while playing with the neighbor dog. I had recently moved back to the Central District, where I had grown up, so at least I knew the neighborhood, but it wasn’t the house I’d lived in before.

For the first time in a decade, I was actively Deafblind again. Stripped bare of my adaptive aids, I had to start asking myself some difficult questions. How comfortable was I walking with a white cane to the audiologist without working hearing aids, instead of asking my mom or my neighbor to take me? Could I cross the street by myself, without my dog?

I had to remember what it was like to be Deafblind without assistance, and I quickly realized that it was the perfect time to remember what it is that makes me a Deafblind person at all.

It is the measure of distance, between me and the nondisabled people who surround me, who sharply define the boundaries of my world. Not my body. Not merely nondisabled society at large, but individuals who make specific decisions that leave me stranded in their wake.

It is the fact that I cannot effectively communicate when someone is across a silent room, with no audible distractions, without a hearing aid. Even with aids, add a plexiglass barrier between me and a cashier (who also happens to be wearing a mask) and I’m sunk.

It is the fact that without a guide dog, I feel disconnected, my body seeking anchors. I can still see, but perception is not the same thing as seeing sharply into the distance.

But it doesn’t have to be that way. I feel that way because of what I have been told is expected of my body and what the norms are for human interaction and ability.

And, most important, because of what people expect when they hear the word “Deafblind.”

Hi. My name is Elsa R. Sjunneson. I’m Deafblind.

What do you think being Deafblind means?

If you’re a nondisabled, fully sighted, fully hearing person, you may have some very specific ideas of what Deafblindness looks like. Perhaps you’ve read about Helen Keller, the most famous historical example. Or you might have read Haben Girma’s book. Or maybe you’ve actually heard of Laura Bridgman.

If you’re disabled (either invisibly or visibly, via physical or mental or other means), you may also have some perceptions that need altering. After all, the disability community is not a monolith.1

If you have met someone who is Deafblind, I want you to think about what they looked like, what adaptive devices they used, how they adapted to the world around them.

If you haven’t, I want you to imagine it.2

Can’t picture it? Can’t picture me? Let’s try an exercise of the imagination.

What does a blind person look like to you? Do they wear dark glasses? Carry a white cane or have a guide dog? Are their eye sockets empty, or does a cloudy cataracted pair of eyes live within their ocular sphere? Do you know? Are they wearing sunglasses or prescription lenses?

What does a D/deaf person look like? Can you even tell if they’re D/deaf until they turn up their hearing aids, or until they sign?

Okay, now flip to the back of this book. Take a look at the headshot on the back cover. I’ll wait.

Do I look Deafblind to you?

I know.

I don’t, do I?

I look at the camera, not away from it. I have one gray eye with a pupil and the other is clouded by a cataract, aqua blue and white. I wear glasses, they’re stylish and frame my face well.3 My hearing aids are pink and gray and don’t hide behind my hair. My makeup is done—I’m wearing deep pink lipstick, a white and black striped silk blouse and leather vest. Vintage chic, and yes I styled myself.

I get it. To you this doesn’t look like a Deafblind person. I’m often stopped in the street, told that I look great “for a blind person.” I’m often asked if my caretakers have dressed me (my ex-husband Gatsby even received compliments for it!).

The problem is that no one really knows what disability looks like, because you’d have to be able to identify a million different degrees of blindness or deafness at first glance. And that would require magic, or at least technology far beyond what we have today.

Instead, you have to trust people—and for some reason, nondisabled people don’t seem inclined to trust the disabled. Whether it is suspicion about how disabled we really are, or doubt about whether we are “safe” to be out by ourselves, many of the interactions between disabled people and the nondisabled public are deeply fraught.

People are afraid of disability. In 2014, Star Trek alumnus George Takei posted a meme on his wildly popular Facebook fan page. It was an image of a wheelchair user standing up to grab a bottle of liquor from a high shelf. The caption read: “There has been a miracle in the alcohol isle [sic].”4 Takei was instantly called out by disability activists across the internet, reminding him that disabilities are not a monolith, that there are degrees of difference.

It’s supposed to be funny, but underneath the humor, there’s a very real danger. Nondisabled people frequently appoint themselves the disability police, approaching strangers who don’t look disabled enough, questioning whether they really need that parking placard, that wheelchair, that guide dog.

This is why I need to get you on the same page with me before we can move forward. When I share my story you’re going to need to trust me and, more important, believe me.

So we’ve talked about what you think a Deafblind person looks like. Now, what do you think a Deafblind person can do? Does your list include the following?


	Skiing double black diamonds.

	Hiking Arthur’s Seat.

	Fencing saber.

	Competing in Lindy Hop.

	Winning literary awards.

	
Independently traveling internationally.

	Moving across the country alone.

	Being married.

	Speaking multiple languages.

	Using footnotes with indiscriminate glee.5




If you didn’t think of any of those things, think again. Because I’ve done all of them. I speak five languages.6 I’ve been married. I’ve moved across countries, won multiple international awards, and even traveled abroad by myself (the guide dog doesn’t count because he’s an adaptive aid7).

Many would perceive blind and deaf people as lost and alone, set adrift by their disabilities, unable to fully participate in the world at large.

And there is some truth to it. We are often left out. But that’s not because we cannot participate. It’s because society has chosen not to adapt to us, to our ways of living, communicating, and adapting.

It’s not that I’ve chosen to be adrift or even want to be. It’s that society presents me with a binary choice: adapt the way we expect you to, look and dress and behave accordingly, or be cut out. If I’m seen as too different, I risk losing access to the things I need to live.

That’s why, when you look at me, you have trouble seeing a Deafblind person. You’ve been misled.

For example, you’ve been told that Deafblind people do not speak orally and that we are only able to communicate via interpreters or through sign language. But here I am, a Deafblind woman who rarely, if ever, stops talking. A Deafblind woman who can perform Shakespeare and who holds National Forensic League8 titles. Not only can I talk, I can talk circles around some very smart people. With a smile on my face.

You’ve been told that Deafblind people cannot live alone, but here I am in a house by myself. You’ve been told we cannot be educated, but I have a master’s in women’s history, and Haben Girma graduated from Harvard Law.9

You’ve been told that we wear hearing aids but don’t hear much, that we must sign with our hands or use interpreters. You’ve been told that we exist in a perpetual state of darkness despite the fact that most blind people have some light perception at the very least—and many have more than that.

So let’s flip the script for a second.

What do you think a sighted person looks like? What about a hearing person? What can they do? Can they ski? Can they hike? Have they traveled by themselves? Have they gotten married? How would you know?

There.

That moment when you sit back, take a breath, and realize that a disabled person may be as different from a fellow disabled person as anyone else—just as all nondisabled people are different from one another.

You don’t know.

No one does.

So why does society insist on a binary system for defining blindness and deafness?

Because our culture relentlessly seeks two things: simplicity of understanding and the ability to sort into groups.

Disability is a broad category, containing millions of individuals, yet we treat it as a monolith, even today.



I was born in 1985, in New York City, to queer parents who wanted me. I was born with working eyes but without reasonably functioning ears or a heart that worked terribly efficiently. My parents went from excitedly counting my fingers and toes to figuring out how to manage a Deafblind baby (though they wouldn’t use that word at the time). They would fight with doctors over treating me as human, and they would navigate a medical system, an educational system, and a social system that didn’t really know what to do with me.

They would raise me in nondisabled society. I would not learn American Sign Language (ASL) or braille, nor would I be in special education classrooms. I would not go to Deaf or blind school, nor would I have a lot of blind friends. I wouldn’t grow up steeped in Deaf culture,10 so I would have to forge my own path to adulthood with a disability.

This book is more or less about how I got to thirty-five: with a handful of scars, some emotional trauma, and a healthy appreciation for the art form known as snark.

There were doctors who told me I wouldn’t make it to thirty-five. Hell, there were doctors who told me I wouldn’t make it to thirty. They made all kinds of predictions about how my body would betray me.

Even without the doctors, there was another specter that hung over my childhood: there was no one to look up to and see what my life might be like. Sure, there was Helen Keller, but Helen Keller was more Deafblind than I am. She went to Perkins.11 The blind and Deaf women that I saw in books (only a handful) barely resembled me. The blind and Deaf men were worse, and the gender binary was such a strongly enforced thing in the 1990s that it wouldn’t have mattered anyway. I didn’t want to be compared to a boy. Why were the men worse? Because they conformed to masculine stereotypes that were about overcoming, and none of them had been born like I was.

In order to get here, I had to fight the dragons of ableism, internalized ableism, and more. I’ve made a lot of mistakes. I’ve been selfish when I should have been kind, I’ve been a hermit when I should have reached out. I’ve broken hearts and been impulsive and fallen short of my best self. But I’ve tried my hardest to be the kind of person I wanted to be.

In order to do that, I had to forgive myself for the body that I live in.

I had to become comfortable with the fact that I was the only Deafblind person I knew (until I wasn’t; now I know several more). But it shouldn’t have to be this way. So many people are being left behind—they don’t see themselves reflected in the stories that we tell or in the society we choose to erect.

Nondisabled people, buckle up: this book might be a bit of a ride.

Disabled people, especially my Deafblind brethren, I hope you find yourselves reflected in these pages.



It is a truth universally unacknowledged that you could become disabled at any point in your life. No matter how perfectly your limbs, eyes, ears, and whatever else works, it could all change in an instant.

If you age past fifty? Spoiler alert: Your chances of becoming disabled just went up by 50 percent. And maybe you won’t read it as a disability (because nondisabled society doesn’t want to admit that if you need hearing aids at age sixty, you’re still equally as disabled as a twenty-five-year-old who has them), but it is.

Nondisabled society has some weird rules about who is and isn’t counted. There’s a lot of language used that elides disability itself.

In the aforementioned example, it is “seniors” who need disability support. Seniors get canes and parking placards and hearing aids, even reading glasses and special shopping hours so they don’t risk themselves during COVID-19—but they get them all without the pesky moniker of disability, because they aged into it. Nothing happened to them. In nondisabled society, something must have happened in order for you to qualify for disability status. The origin point of your disability is a plot point, which strangers will ask you to reveal on a semi-regular basis.

Similarly, children do not get called “disabled”; instead we call them “special needs.”12 The media often depicts small disabled children as cutely heroic, with organizations embarking on quests to make their lives worth living, politicians and parents legislating for their rights, and strangers cooing at their adaptive devices. Unlike “seniors” (elderly disabled people), once special needs children reach their intermediate form—disabled young adults—they suddenly metamorphose from adorable strivers to burdens on society. That transition hurts. All the support that nondisabled society had offered you as a child is snatched away on your eighteenth birthday, and the careful house of cards your family has built for you will vanish in an instant. Suddenly you need guardianship, you need to prove your worth, your wheelchair is no longer cute, and you can’t get the fun style hearing aids anymore. Also, you have to pay for those hearing aids.

Media reflects this view. Disabled children are given screen time only for their adorable qualities (Tiny Tim; Micah Fowler’s character, J.J., from Speechless), but once disabled characters get older, they have to check other boxes. Or, more likely, they aren’t there at all.

I’m not going to do a lot of unpacking of old disability theory debates in this book. So here’s a crash course in some basic disability theory, so that the rest of the book can do the work of memoir and media studies effectively. I hope you’ll stick with me; I promise it gets more interesting after this.

This book uses identity-first language (IFL).13 Unless the wording is literally more elegant to say [the person] with a disability, I will be using IFL only. Why do I use IFL? Because my disability is a part of who I am. Without that disability, I’m legitimately unsure who I would be. I might drive a car, be a teacher or even a detective. I may have done all kinds of things that are off-limits to me because of my sight. My disability does define the borders of my life. That’s not a bad thing; it just is.

And “disability” isn’t a bad word. It’s neutral. It carries neither a positive nor negative connotation within this text, and I hope that my readers will carry that concept forth into future conversations. Unlike “special needs,” “handicapable,” “handicapped,” or “Dis/Abled,” the word “disabled” is not trying to escape the reality of the human body. Those other terms are often used by people who would like to politely pretend that your body is not different from theirs. Often, nondisabled people who use this terminology think that it is polite to pretend that they do not see the disability, and as a result, they erase it from conversation entirely.

Other linguistic “quirks” that you might notice: D/deaf. There is a difference between big D and little d deaf culture. Much of it has to do with how steeped in Deaf culture you are—whether you use sign language, whether you rely on certain adaptive aids, how much time you spend in Deaf communities instead of hearing communities.

When I use the big D versus the little d, I’m cuing the audience in to the ways in which a D/deaf character lives their life (or how I do). You’ll note that I also use Deafblind rather than deafblind. It’s not an accident. I used to use a little d, but then 2020 happened. As I found myself needing to rely on ASL, my hearing aids, and whiteboards for communications with hearing people out in public, the visibility of my Deafness magnified. It didn’t make any sense to align myself solely with hearing culture when my identity was shifting along with the hearing norms of the larger world.

But what kind of modality does that mean I operate out of when it comes to identifying disability as a theoretical model?14 This book doesn’t entirely subscribe to either the social model15 or medical model.16 I think both are useful ways of looking at the world. There are ways in which my body absolutely disables me; things that it does that define the boundaries of my life. However, society is also a disabling force. If we had more public transit, if self-driving cars were a reality, if the job market weren’t so hostile to disabled people, I’d probably struggle a lot less.

The other theory of disability that this book addresses is the Disabled Systems theory.17 I suppose this is the one that I subscribe to the most, because it says that you are not born disabled but that, by both medicine and society, you are observed to be disabled. That seems to fit my own experiences best.

But shifting your understanding of disability does not merely come from acknowledging that disability is everywhere and that it can happen to anyone. It also does not come from merely understanding how disability exists in the world. The way that average nondisabled people consume media about disability matters, and the context of those disability memoirs matters, too.

A lot of these disability memoirs are about making nondisabled people feel inspired by a disabled person’s life’s journey. This is not that book. If you walk away inspired, I’ll feel that I haven’t done my job correctly. To quote Stella Young: “I am not your inspiration.”18 I don’t care to be. Don’t go out and climb a mountain because you read about a Deafblind woman who climbed Arthur’s Seat. Don’t decide that because I was able to acquire a graduate degree, you, a nondisabled person are a failure for not having done so. First of all, that’s a false equivalency, and second, that’s not the purpose.

If you are inspired to do anything by this book, it should be the work of dismantling the ableist system we live in. It should inspire you to interrogate what you see in movies and what you read in books. It should, I hope, convince writers and directors and artists all over the world to think twice before they portray blind people in certain ways.

If I must be inspiring, then let it be the kind of inspiring that makes real change, not New Year’s resolutions. Let it be the kind of inspiring that makes you want to call your congressperson and ask for updates to the Americans with Disabilities Act (ADA) that actually matter. Or to ask your favorite restaurant to offer large-print menus. Let it cause you to consider the ableism that lives within you.

It is difficult to write about disability without having to route around inspiration. Nondisabled society makes it so damned difficult for disabled people to do things, and forces us into solitude so often, that it admittedly is remarkable when we are visible. My heart aches when I think about how different things could be if living a disabled life, visible in the public square, were no more remarkable than a white man walking down the street in a suit.

I wrote this book because I have lived a life of defiance, and I don’t want other disabled women to have to be as defiant anymore. I want it to be less of a requirement that we be bold, that we be forward, that we welcome fear as normal. I want disabled women to live without worrying whether they’ll be captured on camera and either lauded or criticized.

I wish that for myself, too.

Read on to shatter some stereotypes, for here there be dragons.



Helen Keller once said, “I would rather walk with a friend in the dark than walk alone in the light.”19

As a community, we often use that quote to make it look like it’s not too terrible to be blind. But at the core of that quote I see something that I don’t like: I don’t like the implication that blind people cannot be left alone. It makes it look like being alone is bad, that solitude is the worst thing that could happen to you. It supposes that blind people are meant to be helped.

The quote also enforces the blindness binary that I am so frustrated by. Either you’re alone in the light and therefore sighted or you’re totally blind and you need help. That’s not really how it works.

According to the Chicago Lighthouse (an organization dedicated to supporting blind individuals in living their lives independently) website, only 18 percent of people with “significant visual impairment”20 have no light perception whatsoever. That’s a very small number living in the darkness of which Helen Keller writes. Of the blind population, 80 percent, to some degree, is still sighted.

Blind people don’t have language to describe their sight in nonvisual and nonmedical terms. We are given the language of the sighted, but it isn’t enough. It’s never enough. The best language that I’ve found in the world to make sense of the experience of sight is by using the language of photographers.21

We see with restricted views,22 through pinholes,23 with dead angles,24 without perspective,25 on a Dutch angle;26 some of us experience random motion.27 There are a million different ways to be blind. I am halfway between two worlds, blind and sighted.

I’m out here, alone in the light.

Personally, I see with a single lens, which has restricted views and occasional motion disruptions. My lens blurs out at a distance; it’s really only good for close-up work. If I’m lucky, the aperture28 won’t stick when I transition from light to dark. Usually, the aperture sticks and I find myself standing like a deer in the headlights for a minute after a dark-to-light transition; sometimes I get lucky and for some reason I don’t have a problem.

But to me, it isn’t a lack of sight. I can’t conceive of seeing with two eyes; heck, I don’t really understand how sighted people see. The idea that you can see individual blades of grass or a bird on a faraway tree… it’s just as strange to me as it is to you that I can’t read a street sign.

Blindness can manifest differently not just from person to person, from condition to condition, from cause to cause, but from day to day.29 It can shift based on the kind of light that you’re in, what tools you use to read or to watch TV.

And yes, blind people do in fact watch TV. We consume media just like the nondisabled do, and let me tell you, I’m not happy about what I’ve seen: Every instance of blindness I have seen on television has been the same kind, the same fumbling lack of sight that begs for guidance, that relies upon others to keep them safe. The kind of blindness that nondisabled people assume is universal.

It is the kind of blindness that causes people to grab me by the arm, to insist that I must need help, that I can’t cross the street alone.

This is frustrating enough for me as a passive consumer of media. But there’s a more pernicious problem: these depictions of blindness then drive the social constructs that further hem us in.

And because I’m also D/deaf, we have to talk about that, too. I have moderate to severe deafness in one ear (it verges to profound, but we’re not quite there yet), moderate loss in the other. I wear two hearing aids.

As with blindness, there are rampant misconceptions about Deafness, too. Deaf characters are only ever depicted with Deaf accents,30 relying solely on sign language, and typically in Deaf-only cultural environments. It’s rare to see a Deaf character without a deep connection to Deaf culture.

In 1884, Alexander Graham Bell referred to Deaf culture as a “great calamity.”31 And so often, in the nondisabled world, I find that people assume that Deafness is a tragedy. Something to be avoided at all costs—and, of course, no Deaf people should marry, because Deaf children might happen.

My Deafness is the kind of Deafness that means I read lips, and when I take out the aids I cannot hear the dog snore across my bedroom or an alarm set at normal volume. I can hear someone in bed next to me, but only if their face is turned toward mine. I suppose the best metaphor for it is that, unless you have a mic, I’m sitting at the back of the auditorium even if you’re right next to me.

But Deaf people don’t need oral speech or nondisabled norms to form society. Deaf culture is real, vibrant, and important. It keeps sign language alive and vital.32

My two disabilities have something in common: they’re both social, constructed by a society that assumes perfect sight and hearing is normal—and required for interaction. They reinforce the assumption that perfect sight and perfect hearing are normal and are required for interaction. These assumptions then hem us into roles we must play.33

Because disability is constructed socially,34 people see these specific images (totally blind and incapable of sight or direction, totally Deaf and only signing) so often that they cannot imagine that there are people outside those binary states.

I was fairly open about the process of writing this book on my Twitter and Facebook pages, and as a result I gleaned some insight into how people see me. Many people exclaimed that they did not think of me as blind or Deaf, and expressed shock at my identity as a disabled woman. These were people who’ve had my acquaintance for—in some cases—literal decades.

It is a theme that I hear day in and day out, from strangers, from loved ones, from the people who fill my life from morning to night.

“I don’t think of you as Deaf/blind/disabled.”

When people say that, it has the opposite effect of what I assume they intend. In their minds, having a disabled body is a negative trait, and since mine does not seem “that bad” I can’t be disabled. But to me, it feels like they’re not seeing me at all.

When these conversations happen, they inevitably devolve into an argument, one in which I am expected to defend my identity and the literal realities of my physical body against how they have contextualized my body in the space of our relationship.

It becomes my job, in these conversations, to convince them that my identity is, in fact, accurate. I will have to argue, cajole, sometimes even fight them to retain ownership of my body and the identity that I am comfortable wearing.

Every time someone says, “I didn’t know you’re Deaf,” or “I don’t think you’re blind,” it tears a hole in my reality.

Why is it the business of the nondisabled to determine what it means to be blind, or the business of the hearing to determine what it is to be Deaf? Why are people who don’t use wheelchairs policing the visual of a wheelchair user?

It’s not only that the language of disability itself is designed by the nondisabled. If it were just that, maybe deaf and blind people could invent our own language… and, to an extent, we have. Cripple Punk and the language of crip pride is certainly important and valuable. But it’s about far more than linguistics. Disabled people have their own languages. ASL, home sign, facilitated communication techniques, braille, and Moon… those are all disabled languages that can often only be spoken within a community because the nondisabled have chosen to colonize our bodies with the language of ability. In order to connect, we are expected to use the nondisabled language.

Nondisabled people are the ones defining disability as a whole. They decide what is possible to live with, and what gets discarded as useless.

It is evident in the ways we design buildings (think about the placement of the ramp at your place of business), in the students who are mainstreamed versus those placed in special education. It is evident in the ways that some manifestations of visible disabilities, like those of Paralympians, are seen as navigable (even laudable), while others (like mine) are often greeted with the exclamation of “Well, if I couldn’t see/hear, I’d kill myself.”

Ability is moderated not by disabled people but by the people who observe them.35 Much like Laura Mulvey’s concept of the male gaze in film, I think there is an abled gaze—a gaze that both creates freaks out of disabled bodies and decides how to categorize them.

I assume that by now you’ve started rifling through your mental field guide to disabled bodies and have more or less settled on the idea that I’m not disabled enough to qualify for the identities I have, because I live somewhere between hearing and fully Deaf, between sighted and fully blind.

You’ve landed on that decision because you assume that I do not want to be seen as disabled. Because being disabled is not a compliment, it is a curse. At least, that’s what you’ve been led to believe.

How nondisabled people define me isn’t something I enjoy thinking about, though it happens on a near daily basis. The comparisons to relatives, the questions from total strangers on public transit, and the definitions both legal and social that carry me through my day. I used to call myself only blind. I knew there was a rubric for the identification of blindness, but the rubric was fungible. I could sort of wave my hand at it and dismiss it. Saying I was “just blind, a little bit” was easier. Why?

Because the minute that I say I’m Deafblind, we have a much narrower and more complicated rubric. A way for people to look at my body and to see all the ways in which it doesn’t fit the definition they’ve been given.

Which is why, before we go any further, we’re going to have to talk about Helen.






2. We Need to Talk About Helen


Breaking Gibson’s Mythology

I don’t remember the first time someone compared me to Helen Keller. Suffice it to say that it’s happened more times in my life than the word “Quidditch” appears in the Harry Potter series in total.

My first high school (I went to three) was not what one would call accessible.1 Up three flights of concrete steps painted dove gray, each rounded edge blending visually with the next—it was a death trap, and without a white cane I’m surprised I never succumbed to their slippery edges while dashing up and down them with hundreds of other students in the old brownstone where it was housed.

Ninth graders weren’t allowed to use the elevator, and even though I was a blind kid without a cane, I was still a freshman. No exceptions.

So at 7:30 a.m. I found myself dragging my very late butt up the stairs to English class, too-heavy backpack weighing me down every step of the way, and I crashed straight into Mrs. Eyre, who was waiting for me at the inside of her classroom door.

“Elsa, can I talk to you for a minute?” Her voice was calm, her eyes weren’t full of concern—this wasn’t an awkward “talk” about the quality of my mathematics work, or yet another admonishment about the fact that my handwriting was an impenetrable disaster.

And absolutely nothing about the fact that I was two minutes late, despite the fact that Mrs. Eyre was a stickler for timeliness.

“You know, I’d really like Spencer to read his essay aloud this morning.”

My stomach churned. Spencer had a crush on me. He cornered me by my locker, always walked next to me when we went on class field trips even though I tried to avoid him, sat next to me in every single class we shared. If this had to do with Spencer, I didn’t want any part of it. Especially not if Mrs. Eyre was talking to me about it.

Mrs. Eyre charged on, oblivious.

“So I’d like Spencer to read his essay aloud this morning, it was so good and well written. But I need your permission first, because he wrote it about you. Would you mind?”

Of course I would mind.

The essay assignment had been to write about someone who you admired, and why.

I can’t remember who I wrote about. If I had to guess, it was probably Susan B. Anthony or, I don’t know, maybe Tamora Pierce.

It wasn’t an important essay to me.

But Spencer’s essay sticks with me, twenty years later.

A thousand thoughts ran through my head at once when she asked for my permission:

Please, no, he has a crush on me.

Please, no, I am embarrassed.

Please, no, I don’t know what he says about me.

Please. No.

But of course, what did I say? I was a rule-following, obedient kid. When a teacher asked me to do something, I always said yes, because that’s what you were supposed to do.

As a grown disabled woman, I wish I could grab teenaged me by the shoulders and tell her that her consent matters. But instead, that day, I slunk into my seat in the front row (next to Spencer, of course) and prepared for the oncoming shame.

Mrs. Eyre introduced the piece, making sure the class knew it was with my permission, and Spencer stood up next to me and began to read:

“I admire Elsa because she’s like Helen Keller.”2

I don’t remember much of the rest of the essay. It’s buried behind a shame wall that I’d prefer not to knock down—though a part of me wishes that I had a copy. I remember he said things about me going to school by myself on the subway, about those awful stairs and how I bravely went up and down them by myself. I remember it was all the ordinary things that the other students did in their school day, and the only thing that made it a miracle (and yes, I use that word deliberately here) is that it was a Deafblind classmate who was doing them.

“I admire Elsa because she’s like Helen Keller.”

Well, let’s get this straight out of the way: I’m definitely not.

But in that moment, at the age of fourteen, I had to wonder: How far would I have to go to be my own person? To find out, we need to understand Helen Keller’s legacy.

But where do I start? Do I start with the legacy that sighted people have given her? The legacy that she built for herself? The legacy that blindness organizations have constructed for her? There are many ways to begin.

While I would dearly love to start with Helen herself, with the true story of her life rather than the ableist constructions that have been built up around her, it only makes sense to start with William Gibson.3

In 1959, Gibson’s play The Miracle Worker premiered on Broadway. The script was based on Helen Keller’s autobiography The Story of My Life, which was published in 1903. Because she wrote it when she was still in school, Keller’s autobiography doesn’t cover some of the more important parts of her life—for example, her work as an activist, her part in founding the ACLU,4 her world travel. It is not a book about Helen as an adult.

William Gibson picked up her autobiography and mythologized it. William Gibson took Helen’s words (words that beautifully articulate what it is like to be Deafblind, words that demonstrate clearly to me that she was a thinking person who desired social interaction), and perverted them.

Gibson is almost solely responsible for the monolithic image that we have of Deafblindness in our media. Where Helen’s autobiography articulates the experience of Deafblindness quite elegantly, Gibson reduces her to “a savage” and describes her as “feral.”

In the fall of 2019, I was teaching at a university in New Jersey, picking up my morning chai before going to lecture, when I spotted a bright teal copy of The Miracle Worker on the free shelf below the barista bar. I grabbed it, my guide dog Astra trying to snuffle the pages as I picked it up to inspect the copy. It was an old version, not a copy I’d ever seen before. When I saw the cover copy my breath slowed. On the front of the 1973 edition it reads, “One of the most beautiful and terrifying dramas of our time—the inspiring story of Helen Keller!” next to an illustration that looks more at home on the cover of a horror script than a drama about disability. Anne Sullivan holds Helen in what can be best described as a chokehold, while Helen screams openmouthed.

The back cover is worse. “The Wild Animal” it reads in sans serif font—“Deaf, blind, and mute twelve-year-old Helen Keller was like a wild animal. Scared out of her wits but still murderously strong, she clawed and struggled against all who tried to help her. Half blind herself but blessed with fanatical dedication, Annie Sullivan began a titanic struggle to release the young girl from the terrifying prison of eternal darkness and silence.”

This is the Helen Keller of William Gibson’s imagination. This is the Helen Keller he created for the abled gaze. Words like “terrifying,” “savage,” and “animal” are applied to Helen throughout the script, leaning on similar language that has been applied to people of color for the last several centuries that we identify as racist. This language is also ableist.

William Gibson’s work relies on the language of white supremacy to depict what is unacceptable about Helen Keller.

There are other inaccuracies in his depiction, of course. Firstly, Annie Sullivan arrived to start teaching Helen when she was six years old, not when she was twelve. Secondly, while Keller certainly described her blindness and Deafness as a lonely endeavor, she never says anything that remotely suggests a “terrifying prison.”

Indeed, the person who best refutes Gibson’s lies is the source of his story, Helen herself.

Did you know that Helen Keller created her own form of sign language to communicate with her family? I had no idea until I finally sat down to read her autobiography while researching for this book. It was devastating to discover that by spitefully ignoring Keller I had missed out on understanding a part of my own disability.

In her autobiography, she describes it in a fair amount of detail: “A shake of the head meant ‘no’ and a nod ‘yes,’ a pull meant ‘come’ and a push, ‘go.’ ” Keller would imitate the acts of cutting slices of bread and buttering them to indicate she wanted toast. She would shiver and indicate cold to communicate that she wanted ice cream.5 Most Deaf kids have home signs; they develop their own ways to get what they need. I have my own, too. My colleagues in the science fiction world who sign can get my attention, can communicate with me if they really need to. A lot of the signs we use aren’t “real,” but they’re the ones I use, and that’s why we use them together.
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