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In Disability Pride, disabled journalist 
Ben Mattlin weaves together interviews 
and reportage to introduce a cavalcade 

of individuals, ideas, and events to trace 
the generation that came of age after 
the ADA reshaped America, and how it is 
influencing the future. He documents how 
autistic self-advocacy and the neurodi
versity movement upended views of those 
whose brains work differently. He lifts the 

veil on a thriving disability culture—from 
social media to high fashion, Hollywood . 
to Broadway—showing how the politics of 

beauty for those with marginalized body 

types and facial features are sparking 

widespread change.

Mattlin also explores the movement’s 

shortcomings, particularly the erasure 
of nonwhite and LGBTQIA+ people who 

helped give rise to Disability Justice. He 
delves into systemic ableism in health 

care, the right-to-die movement, institu
tionalization, and the scourge of submini- 
mum-wage labor that some call legalized

Since the Americans with Disabilities 

Act (ADA) passed over thirty years ago, 
changes can be seen everywhere—wheel

chair ramps, braille signs and menus, 

public transit lifts, closed captioning on 

TVs, reasonable accommodations” by 

employers such as flextime and telecom

muting, and myriad other measures. Peo
ple under thirty have not lived in a world 

without these measures—a new genera

tion has grown up with disability rights as 
the norm.
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we, young folk in the disability rights movement, are called the ada 
generation because we grew up with rights older disabled people 
fought for. we, for the most part or at least a higher proportion, were 
allowed in schools and in public, many of us who are labelled as ada 
generation have also been given opportunities.... what we do with 
these opportunities is going to define the future of our movement 
and community.

— STACEY PARK MILBERN (1987-2020), 

“dear ada generation,” cripchick’s weblog
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I n the summer of 2018, in the heart of bustling, jam-packed, pre- 
I pandemic Times Square, a giant billboard for the skin-care brand 
Olay might have gone unnoticed. But for anyone who looked up and 
saw, anyone who knew, who understood, it was revolutionary. Over the 
words “TOO DEFIANT,” with too crossed out, was the luminous face of 
a rising young model named Jillian Mercado. A native New Yorker of 
Dominican descent, Mercado was born less than thirty years earlier with 
a variation of muscular dystrophy. (Later, on Instagram, she’d describe 
herself as “a latinx model, who is queer af [as fuck] and happens to have a 
disability”) Five years before, she’d unexpectedly won an open modeling 
call for Diesel, the clothing brand that sells jeans starting at roughly S200 
a pair. Campaigns for Nordstrom and Target followed. In 2016, she ap
peared in merchandising for Beyonces world tour. Her career trajectory 
was meteoric, if unlikely. No one thought anyone who used a motorized 
wheelchair could go so far or so fast. No one had before. In the beauty 
business, some big-name companies had included plus-size and older 
models, but showcasing disability was unheard of.

Soon after her work with Diesel and Nordstrom, Mercado signed 
with IMG Models, the agency that represented supermodels Kate Moss, 
Gisele Biindchen, and Heidi Klum. Following the Times Square splash, 
she was featured on a Teen Vogue cover and, later, did runway work at 
New York Fashion Week. Then she landed a supporting role in the Show
time series The L Word: Generation Q, moved to Los Angeles, and signed 
with Creative Artists Agency in Beverly Hills. “I had to prove myself,”
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Mercado shares, trying to explain her ambition and success. “I had to 
overcompensate to prove to them I was worthy. And thankfully the Die
sel campaign went viral, so that helped tremendously.”1

It also opened a tew doors for others.
About a month before the Olay billboard, apparel retailer Ameri-
Eagle boldlv promoted its Aerie lingerie brand with an “empower

ment" campaign featuring women we hadn’t seen before. One was Abby 
Sams, then just twenty, a bespectacled dark-haired Alabama native with 
muscular arms and a girl-next-door smile, seated in her wheelchair in 
a black lace bra and black leggings. Another was Rajee Aerie (yes, her 
surname and the brand name are coincidentally the same), a glowing 
thirtv-four-vear-old Chicagoan in a camo-blue bralette and matching 
voga pants, grinning rebelliously as she stood with crutches from child
hood polio in India. A third was Gaylyn Henderson, a fit Atlanta res
ident, then thirty-three, looking calm and supremely self-assured in a 
nan- blue bra and panties, brandishing a colostomy pouch. Yet another 
model wore an insulin pump. Some of the women had stretch marks; 
others had scars.

“Aerie Continues Its ‘Real’ Streak, Casting Models with Illnesses and 
Disabilities,” declared Adweek, noting that “new images feature women 
with health conditions.”2 Aerie later reported that its empowerment 
campaign helped generate double-digit sales growth in the first quarter 
of 2018 and took market share from rivals such as Victorias Secret.3

The door was now more than ajar. In the summer of 2019, Aaron 
Rose Philip, a then eighteen-year-old transgender woman who uses a 
motorized wheelchair because of cerebral palsy (CP), appeared in ads for 
Sephora, Dove, and designer Marc Jacobs and in a Miley Cyrus video and 
on TBS s Full Frontal with Samantha Bee. Philip had emigrated from the 
Caribbean nation of Antigua and Barbuda as an infant and gone through 
the New iork public school system. Along the way, she’d snagged rep
resentation by Elite Model Management, the onetime home of Linda 
Evangelista, Monica Bellucci, and Tyra Banks. By the end of 2020, Philip 
became the face of Moschino, the Italian luxury fashion brand. Her star 
was rising at such a spectacular pace that, before this book was finished, 
she’d advanced to runway work and changed agencies.

To my knowledge, fashion has not been the most welcome space,” 
she says, “even when it comes to things like race. So disability was defi-
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nitely uncharted territory for the industry. Agencies didn’t embrace it 
until Jillian Mercado, until she had her Diesel campaign, which was ma
jor. After she did that and got signed, there was me.”'1

In October 2019, Abercrombie and Fitch—the retailer known for 
displaying only the sexiest of models—featured photos of author and 
YouTube sensation Shane Burcaw, then twenty-seven, who has spinal 
muscular atrophy (SMA), with his disabled fiancee, Hannah Aylward, 
twenty-four. They were part of the retailers rebranding for “diversity' 
and “inclusion”—words and concepts that have become such overused 
hallmarks of modern media, and, indeed, of the broader society, that at 
times you might wonder what they really mean.

This is what they mean: something new that can redefine your view 
of “normal.”

The trend is certainly' not unique to fashion and advertising. In April 
2019, just as the hit ABC sitcom Speechless—about a goofy' yet “ty'pical” 
family with a teenage son with CP—was canceled after its third season, 
Netflix launched a comedy series called Special, about the coming of age 
of a twenty-something gay man with CP. Written by and starring Ryan 
O’Connell, himself a gay man with CP, it lampooned his vain attempts to 
hide or at least minimize his disability, and introduced mainstream au
diences to notions such as “internalized ableism”—a kind of self-hatred 
that many disabled people experience, based on an acceptance of soci
ety’s prejudices against those who have disabilities.

Not long after, Ali Stroker, a thirty-two-year-old paraplegic actor and 
singer, became the first wheelchair user to receive a Tony' Award. Her 
winning role for Broadways top prize wasn’t a little old retiring granny' 
or an outcast such as Laura Wingfield, the disabled loner who pines for a 
gentleman caller in the Tennessee Williams classic The Glass Menagerie. 
Rather, she won for playdng Ado Annie, the happy-go-lucky' town flirt in 
the musical Oklahoma!

For Stroker, a blonde powerhouse, it was the pinnacle of a career full 
of firsts. Paralyzed from the chest down due to a car accident at two 
years old, the mezzo-soprano was the first actor in a wheelchair to grad
uate from the theater training program at New York University. Stro
ker started gaining attention in 2012, at twenty-five, when she appeared 
on the reality TV competition The Glee Project. In 2015, she debuted 
on Broadway—the first actor in a wheelchair to do so—winning rave
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review tor her role in a revival of Spring Awakening. After the Tony, she 
told the Xeiv font Times she felt excited and proud to be not just success

ful but a "symbol.’'
Fast-forward to the spring of 2021. Crip Camp: A Disability Revolu

tion. a documentary about the early days of the disability rights move
ment. codirected bv disabled filmmaker Jim LeBrecht, was nominated 
for an Oscar. Though it didn't win, that year’s ceremony was the first in 
the Oscars ninety-two-year history to show several wheelchair users on 
the red carpet at the same time. It was also the first time the Oscars stage 
was ramped.

The trend of high-profile disability inclusion even infiltrated poli
tics. In January 2020, Ayanna Pressley—the first Black woman elected 
to Congress from Massachusetts—announced she has a form of alope
cia that causes complete hair loss. “I want to be freed from the secret 
and the shame that that secret carries with it,” she said, removing her 
wig.- Afterward, she shared that her diagnosis was “an opportunity to 
shed light on disability issues.”7 Then, in late 2020, US senator Tammy 
Duckworth, Democrat of Illinois—a woman of Color whose legs were 
blown off in combat in Iraq—was on the short list to become Joe Biden’s 
Ace presidential running mate. Though in the end she was not selected, 
it was an unprecedented degree of disability visibility in the highest 
spheres of power.

These events may have been a convergence of coincidences, but some
thing new appeared to be happening. The worlds of fashion, Hollywood, 
Broadway, and government seemed to be moving away from squeamish
ness about disabled people and toward acceptance—maybe even a read
iness to celebrate them. Major businesses and media outlets had already 
sought to signal a deeper sense of equity and democratization, including 
more people of different ages, colors, gender identities, and sexual orien
tations, but now people of all shapes and body types and capabilities were 
demanding—and receiving—greater representation and conspicuous
ness. What once might have been thought undesirable, even repulsive in 
some circles, was suddenly not just admirable but alluring.

This transformation was evident at the grassroots level, too, especially 
on social media. Instagram is now bursting with selfies of people with all 
kinds of disabilities, people who strut their stuff any way and anywhere they 
want. Check WisabledAndCute, #WheelsNoHeels, #Disabled_Fashion,



INTRODUCTION / xv

#Wheelie_Good_Life, #DisabilityIsDiversity, #JustAWheelchairGirl, and 
others to take in a steady stream of the hottest, most daring, most blatant 
expressions of disability moxie and glamour. Young people with facial 
deformities, prosthetic limbs, tracheostomies attached to ventilators, 
or a combination of these, are posing at home, in busy marketplaces, 
at golden beachfront oases, in elegant urban settings, and on snowy 
mountaintops. They are laughing, kissing, dancing, shopping, eating and 
drinking, or just voguing in fabulous sundresses and cut-off jeans, in 
ball gowns and tuxedos, or in bikinis and sportswear. YouTube has mul
tiple channels devoted to interabled couples, wheelchair “pimp my ride” 
techniques, Spinraza and Evrysdi diaries (referring to relatively new 
treatments for SMA), and critiques of stereotypical media portrayals. 
Some of the more inspiring or humorous YouTubers, such as Zach An- 
ner, snag impressive endorsements. Anner, a comedic wheelchair-using 
entertainer with CP, starred in the Rollin’ with Zach series, which was 
broadcast on the Oprah Winfrey Network.8

The only thing these folks have in common is a beguiling mixture 
of unapologetic self-confidence and, perhaps, unabashed exhibitionism. 
Whatever their physical, sensory, psychological/emotional, or cogni- 
tive/intellectual capabilities; body shape; or appearance, they are saying, 
“Look at me!”

These developments were particularly striking given the country’s 
sociopolitical climate during most of that time. Donald J. Trump was 
in the White House, a man who during the 2016 campaign made fun 
of a disabled journalist, New York Times reporter Serge Kovaleski, who 
has arthrogryposis, a genetic lack of muscular development and joint 
contractures. Trump’s mocking pantomime was shockingly offensive, 
though Kovaleski himself brushed it off, telling the press, “My strongest 
reaction to his behavior at that campaign event was pity—pity for Mr. 
Trump.”9 Trump also published a campaign manifesto called Crippled 
America, shamelessly wielding the C-word in a disparaging manner. In 
short order his administration slashed programs that benefit disabled 
Americans—including rescinding seventy-two policy documents related 
to the rights of disabled students, delaying a rule that required states to 
examine how well they serve minority students with disabilities,10 cut
ting nearly $1.5 trillion from Medicaid and $600 million from mental 
health and substance abuse treatment programs, and putting programs
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Not all these proposals came to pass, but a very real fear was im
planted in much of the disability community. Trump and his followers 
seemed intent on trying to turn our nation into an approximation of 
feme It to Bcmvr, where everyone is white, middle class, cisgender, het
erosexual. and most definitely not disabled.

Altogether, whether they meant to or not, the breakout, pioneering 
disabled people in mainstream and social media, politics, and elsewhere 
were bucking the trend and defying traditional perceptions. They practi
cally made disability feel cool. There was much press praising the models 
and performers as “inspirational.” But that’s the easy interpretation. Its a 
cliche. .411 disabled people have at one time or another—probably many 
times—been called inspirational for just living our lives. Buying a quart 
of milk at the comer store is inspirational, apparently, if you happen to 
use a wheelchair or crutches or a service dog. This kind of attention can 
make going out for that quart of milk unpleasant. Sometimes folks just 
don’t have the energy— the “spoons,” to use the term coined by the writer 
Christine Miserandino, who has lupus—to be called “inspirational” one 
more time.

Problem is, the alternatives can be worse: To be called “crippled.” 
To be talked down to as if a child. To be overlooked and ignored as if 
invisible.

I'm a lifelong wheelchair user, and my reaction to all this public dis- 
I ability is somewhat complicated. To me, these new celebs and cyber 
icons are just disabled people taking their rightful place at the adults’ ta
ble. They re exhibiting body/mind positivity, an unabashed assertiveness 
in claiming their fair turn not just among the grown-ups, so to speak, 
but in the limelight, at center stage, on the front page, in the public eye. 
Whats amazing is that they’re not being blocked from doing it—or so 
discouraged by prejudice and other access barriers as to self-censor. By 
my lights, they exemplify disability pride.

I was born with spinal muscular atrophy in 1962, which at the time 
was practically a death sentence. According to the National Institutes of 
Health, SMA refers to a group of hereditary conditions that deplete mo-
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tor neurons, the cells that power activities such as walking, swallowing, 
and breathing.12 It’s really a kind of umbrella term because it describes 
a variety of related situations. I have what’s considered the intermedi
ate variety, also known as type II, meaning I first manifested symptoms 
as an infant. I was a “floppy baby,” unable to sit myself up and easily 
knocked over. I’ve never walked or stood, but my life expectancy now
adays is close to a nondisabled man’s, as long as I’m careful and remain 
lucky. One bad cold, however, could easily develop into a terminal case 
of pneumonia because I can’t cough with enough force to clear my lungs.

SMA is progressive. I’m forever losing strength, though the deterio
ration is so gradual as to be noticeable only every ten years or so. Today, 
at nearly sixty, I can no longer hold a pencil or feed myself. I’m writ
ing this with voice-recognition software. I’m not complaining. I have a 
pretty terrific “normal” life. My wife and I have been married for more 
than thirty years (and counting), and we have two daughters in their 
twenties. I’ve had every advantage. When I was growing up, my parents 
were open-minded and possessed the resources to procure all the med
ical, psychological, and technological assistance I required, and some I 
probably didn’t. They believed I could do or be anything I wanted when 
I grew up, and they made me believe it, too, at least till I got older and 
discovered it wasn’t quite true.

How you define yourself in a world full of judgments and challenges 
can be vitally important. But your outcome depends, too, on your cir
cumstances, your resources. Can you afford the supports you need to 
live a good life? And if you can afford them, do you have access to them?

One day, when I was perhaps five, my parents introduced me to 
the jaunty songs of the British comedy team Flanders and Swann. I 
was struggling to memorize the months of the year, and they thought 
Flanders and Swann might help. Mom pulled out an old LP of the duo’s 
London revue called At the Drop of a Hat, which I believe she and Dad 
had seen performed live on an overseas trip before I was born. She put 
the needle down on the black vinyl disc. I was to pay particular atten
tion to the opening number on side two, a track called “A Song of the 
Weather.” It was a sardonic lilt about climatic discomforts throughout 
the year, month after month. This is how I learned the months. Later, she 
told me that Michael Flanders—whose mellifluous baritone did most of 
the talking and singing—was in a wheelchair. He’d had polio as a young
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- mrse vou couldn’t tell from the record. Even the album cover 
man’ “ ." ’ ... i ve it. jt features a black-and-white photo of a

ganders) in the foregroundland a high-foreheaded 

nd bespectacled man (Donald Swann) seated behind him at a piano. 
Most of Flanders’s body-from his shoulders down-is covered by a su- 

?£nra°lXamadePnothing of the news of his disability, other than 

regi’stX mild surprise. Mom was always pointing out successful dis
abled people to me. She told me about Christy Brown, the Irish writer 
and Pinter who could only control his left foot. She said that Bill Cullen, 
a frequent host and contestant on the TV game shows I loved, actually 
walked with a limp because he, too, had had polio, though you wouldn’t 
know it. thanks to strategic camera angles and editing. This informa
tion was supposed to give me hope and encouragement, but I never felt 
I needed either. I was kind of inspired by Ironside, though-the police 
procedural about a gruff chief detective in a wheelchair, played by the 
nondisabled Raymond Burr, which Mom recommended I watch.

What my young mind gleaned from all these examples wasn’t so much 
the limitless possibilities for those of us with mobility impairments, as 
Mom no doubt intended; it was instead the need for or at least tradition 
of keeping disabilities at bay, covered up, unseen, private. I inadvertently 
picked up on a kind of disability code that was common then: minimize 
the impact, hide it, sweep it aside as a mere personal detail—and get on 
with your life.

This, I see now, was the opposite of disability pride.
These old impressions came flooding back to me as I witnessed what 

voung disabled people are up to today. Perhaps things don’t have to be 
as they were anymore. Perhaps young disabled people are growing up 
in a different reality, with less restrictive expectations, more and better 
support systems, and a greater sense of entitlement. But how had that 
happened? How did we get to this point? I could not connect the dots.

For many disabled folks, myself included, the kind of chutzpah these 
young people exhibit can be hard to muster. Most days are filled with 
slights and conundrums, unnecessary inconveniences, and unjust and 
possibly illegal encounters. At times, our lives feel hostage to the careful 
rationing of our wits, our wherewithal—the necessary “spoons” for cal
culating and recalculating how long till the van service shows up, say,
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or the next chance to pee in an accessible bathroom. Some problems 
involve our own minds and bodies, such as a rebellious limb that refuses 
to cooperate with the brain, or a brain that’s not wired to react to certain 
social cues and customs. Other problems involve the needlessly complex 
and often unfair social welfare system or the garden-variety architectural 
and attitudinal obstacles. The daily trials become familiar, in a sense. No 
big deal, unless and until something makes us want to scream. Makes us 
want to change the world.

But there is a difference between wanting and doing. What had em
powered todays disabled people to bust loose from the strictures of the 
past? In truth, the disability community has always changed the world, 
or tried to, but maybe especially over the past half century. That’s partly 
because we’re living longer, healthier, more active lives than in years 
past. Today, the average person diagnosed with multiple sclerosis (MS) 
may live to nearly seventy-five, just seven years shy of the average for the 
non-MS population, whereas in the 1980s the survivability odds were 
much lower.13 Birth difficulties aren’t necessarily the tragedies they used 
to be either. In December 2018, for example, a baby girl in San Diego was 
born prematurely at just twenty-three weeks, instead of full-term at forty 
weeks, and weighed only 8.6 ounces—setting a new record and making 
her the worlds smallest living preemie ever.1'1 She will likely grow up with 
chronic illnesses and disabilities, but her life was not lost.

Surviving premature births, accidents, illnesses, and congenital con
ditions to live longer and more active lives is a starting point. It’s helped 
create a critical mass of disabled people in society. When their combined 
energy—or outrage—boils up, changes get set in motion. For my gen
eration of disabled people, the crowning achievement was the Ameri
cans with Disabilities Act of 1990, familiarly known as the ADA. It’s so 
monumental that the act is invariably preceded by the word “landmark.” 
The ADA made discrimination against disabled people illegal. It granted 
unprecedented equality and access and accommodations for nearly a 
quarter of the US population. It changed our national landscape. People 
are now used to seeing wheelchairs, service animals, ramps, and sign 
language interpreters. This reappraisal of disabled people’s right to take 
part fully in society became the global standard, one that extends beyond 
national borders. Disability, after all, cuts across all nationalities, races, 
orientations, genders, socioeconomic groups, and religions—perhaps
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the most democratic of all minority cohorts. In 2006, the United Nations 
ado ted a treat)' called the Convention on the Rights of Persons with 
DiXilities (CRPD) that was designed to "promote, protect and ensure 

all human rights and fundamental freedoms for all persons with dis
abilities"15 It’s a pledge, nothing more-a promise to extend rudimen
tary civil liberties to anyone with a disability. As of this writing, it’s been 
endorsed by ISO nations plus the European Union, but not the United 
States President Barack Obama signed it in 2009, but so far the Senate 
has failed to ratify- it. That’s ironic, considering the CRPD was based on 
and inspired by the ADA.

The ADA enabled disabled people to imagine a better, more open, 
more accepting tomorrow. The law made such a future seem almost 
within reach. “Never has the world of disabled people changed so fast,” 
wrote journalist Joseph Shapiro in his seminal text about the early days 
of disability- rights, No Pity: People with Disabilities Forging a New Civil 
Rights Movement, published in 1993. “More disabled people are seeking 
jobs and greater daily participation in American life.”16

Yet, for all its strengths, the ADA did not—could not—guarantee fair 
play or full inclusion. It did not automatically change people’s attitudes 
or, in some cases, make institutions comply. Countless barriers to parity 
and full social involvement remain. Disability activists have had to keep 
going, keep advancing their agenda and their priorities because many 
disabled folks are still oppressed, struggling, suffering. Unemployment, 
poverty, loneliness, lack of access to needed medications and devices and 
medical care, even senseless ableist violence, remain hallmarks of life 
for many disabled people. “It’s one thing to have our rights,” says Judy 
Heumann, the polio survivor, author, and activist who is often called the 
mother of the disability rights movement, “but that doesn’t mean you 
have justice.”17

I came of age on the tail end of the effort to make the ADA happen. 
I closely, anxiously followed the progress of the better-known disabil
ity rights pioneers like Heumann. I wrote letters to senators, congres
sional representatives, and newspaper editors urging its passage. I went 
on protest marches. I gave testimony at a local community “hearing” 
about how I’d been discriminated against and why the law was so im
portant. But then I got married and had kids. I lost touch with much of
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the disability community and the movement. While I wasn’t looking, 
everything changed, evolved.

In the more than three decades since the ADA became law, a new 
generation of disabled people has come of age. They’ve seized the pre
rogatives my generation (and the ones before that) had fought for and 
they built on them, made them their own. They took the “greater daily 
participation” Shapiro referred to and doubled it, tripled it, pushed it in 
all kinds of ways and directions their forebears never would’ve thought 
possible. The ADA wasn’t the endpoint we supposed it to be; it was ac
tually a beginning.

What started for me as a quest to understand how these glowing, 
daring disabled models and performers had managed so young to over
come or evade disability shyness and shame—and prejudice—became 
a broader, deeper mission. Tire disability community had grown into 
something I no longer knew much about but to which I felt intrinsically 
akin. The group had continued to spread and blossom, drawing new bat
tle lines and forming new alliances.

This book is an account of my journey as a reporter and disabled per
son to reacquaint myself with that community—my community—and 
to learn from its wisdom, to better understand where disability' culture 
is today, how we arrived here, and where we might be going next. It is an 
exploration, not a primer. Not Disability A to Z.l am not trying to rep
resent the entirety of cripdom. As a white, heterosexual, cisgender man, 
I couldn’t if I tried. I know my' limits; my purview is incomplete and 
imperfect. My intent is to center these stories on the people who made 
them happen and are making them happen today; I am not speaking 
for them. I hope to use my privilege to amplify as much as possible this 
varied group of human beings and their multifarious efforts to shake up 
and improve the world, to render it more accepting and embracing of all 
humankind, with all of its wonderful differences. Maybe think of this as 
an update of Shapiros No Pity—or simply as one disabled reporter’s take 
on a diverse and growing culture. As such, it’s subjective as all get-out.

As for my methods, I’ve attempted to ensure that a wide-ranging as
sortment of people and interests and views contributed to this narrative, 
each in their own ways. If I could not interview someone personally, 
I quoted from posted and published works, with full citations in case
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anyone wants to explore further, including Internet links whenever 
possible. I'm indebted to the research that’s come before me, the labor 
invoked in unearthing rich veins of disability history, culture, and con
sciousness. and I’ve endeavored to give credit where its due. Forgive me 
if I fail to represent as fairly and honestly as I should.

One thing binds these stories together: Despite the progress that’s 
been made, as good as tilings may seem at times, this group knows there 
are still too many obstacles, still too much subjugation and cruelty, still 
too great a need to make life better, safer, more accessible, more just. 
Were not resting on our laurels.
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CREATING RIGHTS
(Content note: This chapter contains descriptions of abuse.)

| n a 2018 TED Talk, the disability activist and scholar Rebecca Cok- 
I ley explained the term “ADA Generation,” which she’d coined nine 
years earlier in a speech she wrote for then US secretary of education 
Arne Duncan. The phrase, originally proposed as a somewhat academic 
concept she was an assistant for the Education Department’s Office 
of Special Education and Rehabilitative Services at the time, appointed 
b> President Obama—stuck It resonated. People started using it every- 
’’■here—from student groups to the floor of the US Senate, from disability 
magazines to the New York Times— though often with only a partial un
derstanding of its import. She’d intended it, she says, to refer specifically 
to those who, like her, were in school when the Americans with Disabil
ities Act of 1990 became law. She was only eleven when it passed. Born 
with achondroplasia, a congenital condition that causes dwarfism—both 
of her parents had the condition, too—she already knew firsthand about 
disability oppression. But Cokley, who is currently the Ford Foundation’s 
program officer for US disability rights, says the ADA’s impact on her 
peer group in particular was “both subtle and powerful.”1

Thanks to the earlier Education for All Handicapped Children Act 
1975 reauthorized in 1990 as the Individuals with Disabilities Ed

ucation Act—she and other kids like her had been educated along- 
, e nondisabled kids, in integrated schools, unlike generations before 

em. This imbued them with a sense of belonging. It gave them the



tools to move into society, prepared them to become part of the thrum 
of life—or, more likely, to be disappointed. That’s because, before the 
ADA, they had little to no expectation of actually being able to fulfill 
those expectations, that promise. “Preparation falls short without ac
cess,” observes Cokley.

The ADA gave this first wave of fully educated disabled young adults 
equal access to the adult world, at least theoretically. It opened the door 
to possibilities that had been little more than pipe dreams before. As a 
result, disabled kids could begin “transition planning,” Cokley says. At 
school, they might now be asked, “What do you want to do or be when 
you grow up?” That was huge. Before the ADA, she notes, only 2 percent 
of disabled people went to college. Today that number is closer to 11 
percent. Many disabled people were stuck in their homes because they 
simply couldn’t get out. Many parents were pressured to give up their 
disabled children at birth “for their own good,” only to have them ware
housed in massive, cold institutions where countless numbers perished 
from neglect and abuse. Cokley says her own mother, a teacher, was de
nied tenure in 1989 because, ostensibly, she couldn’t reach higher than 
the bottom few inches of a chalkboard. Eleven years later, post-ADA, 
she became the director of diversity outreach for President Obama— 
one of five disabled women professionals in the White House at that 
time. “We’ve seen disabled people achieve great things that would have 
seemed impossible before [the ADA],” Cokley says.

In addition to creating opportunities via access, the ADA sparked 
something much more ideological—a cultural shift in how we as a soci
ety regard the disability community. For many Americans, the image of a 
disabled person was (and often still is) a white cisgender man in a wheel
chair. Consequently, most people’s concept of “accessibility” remains 
stuck on ramps. The imagination might stretch to canes, guide dogs, 
and braille; closed captioning and sign language interpreters; emotional 
support animals for people with invisible, psychological disabilities 
such as depression, anxiety, or post-traumatic stress disorder (PTSD''; 
or speech-to-text and text-to-speech functions. But probably not to the 
height of counters at cafeterias, banks, or doctors’ offices, or the wav doc
tors’ exam tables rarely have grab bars, or how medical masks that prolif
erated in the COVID-19 pandemic prevented lip reading and social cues 
for those who depend on them.
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A.11 told. fl million adults in the US live with a disability, according 
to the Centers tor Disease Control and Prevention. That’s 26 percent of 
•he adult population. Disabled children number another 3 million. Al
together. that includes some 43 million people who live with a mental 
health condition, 37 million who deal with migraines on a regular ba- 
.:. ;0 million who have eating disorders, 25 million with inflammatory 
bowel syndrome, 15 million with endometriosis, 1 million with chronic 
•-•<-ue svndrome, and so forth? Cokley, who is a white cisgender woman, 
points out that it includes people of all colors, religions, ethnicities, gen
der identities, and sexual orientations—many of whom also deal with 
sexism, racism, homophobia, transphobia, anti-fatness, and other forms 
ofbisotry, on top of ableism. She calls this diversity “the power of the 
community."

Nevertheless, she laments, many nondisabled people are hung up on 
the idea that the ADA is about special privileges—parking placards and 
so forth. Not true, she says. It’s about rights. It’s about ending disability 
oppression, which of course hasn’t really ended. Not even close. “There 
are still so many people facing ableism, audism, and structural barriers,” 
she stresses, quickly explaining that “ableism” refers to bigotry against 
disabled people, “audism” to the oppression and discrimination faced by 
the D deaf community, and “structural barriers” to basic, physical inac
cessibility- The ADA has brought these issues out from the shadows and 
pushed them into the mainstream. But it hasn’t erased them. “The work 
of the ADA is not done,” says Cokley.

Still, the ADA generation and those who came after it have a different 
frame of reference from their elders. Younger people have never known 
a time when the}' didn’t see people in wheelchairs or with service dogs 
everywhere. They have a different way of looking at things,” observes 
Joseph Shapiro, NPR correspondent and author of No Pity:' “They are 
much more ready to claim a disability, to claim that identity, even if they 
dont have to, such as if they have hidden disabilities. They talk about 
them and embrace them as parts of their identity. It’s a very different 
mindset.”

That mindset is predicated on the certain knowledge that they can’t— 
or at least shouldnt—be discriminated against or otherwise treated prej
udicially. They re protected by law. “Even if it’s imperfect,” says Shapiro, 
who doesnt have a disability but has been covering the disability beat



for more than four decades, “the ADA gives people a way of challenging 
discrimination, which makes them freer to identify with disability.”

Ijjj efore that—from the beginnings of American society—the role of dis- 
D abled people was always at issue. Kim E. Nielsen, a professor of dis
ability studies and history at the University of Toledo and author of A 
Disability History of the United States, among other books, finds that the 
question of how disability is valued is something that permeates much of 
our heritage.5 Before Europeans colonized the Americas, she says, many 
Indigenous tribes didn’t separate out or judge people by their physical 
or cognitive differences; they valued people for their contributions to 
others, not by how they contributed or how they looked. For instance, 
sign language was a common attribute of several Indigenous cultures. 
European settlers, however, interpreted this method of communication 
as primitive and uncivilized. In other words, they brought over their 
prejudices (along with their diseases).

In fact, the Europeans tended to block their physically or mentally 
“unfit” members from coming to the New World in the first place. There 
were soon plenty of disabilities, though, because of diseases, injuries, 
and battle wounds—some more stigmatizing than others. We know that, 
in 1866, a kind of internment camp for people with leprosy, now called 
Hansen’s disease, was set up on the Hawaiian island of Molokai,6 fol
lowed by similar “colonies” in Massachusetts, Louisiana, and elsewhere, 
where residents were deprived of basic civil liberties. Many of them were 
people of Color. These segregated communities continued for decades 
after a cure was developed.7 Intellectually disabled and/or neurodiver
gent folks—particularly those of Color—were frequently incarcerated in 
“sanatoriums” or prisons, as is still true today.

Still, Nielsen says that, in the early years of the emerging capitalist 
economy, many of those who could be put to work were, regardless of 
disability. “We have a lot of historical evidence that, for example, peo
ple with mobility disabilities did a lot of work in the shoemaking in
dustry,” she says.8 Those who could not work were often cast aside as 
useless, sometimes quite literally. She tells a harrowing story of a slave 
ship called Le Rodeur, which, for some reason, was beset with an epi
demic that caused blindness among the crew and human cargo. Shortly

CREATING RIGHTS / 5



1

I

L
1

before landing in the Americas, the captain decided to throw many of 
his enslaved captives overboard and collect insurance on them as lost or 
damaged goods rather than selling them at a reduced rate, devalued as 
they were because of their blindness.

A. number of well-known abolitionists had less well-known disabil
ities. Harriet Tubman, one of the leaders of the Underground Railroad 
that helped escaping enslaved people relocate to the North to obtain 
freedom, had a head injury that caused seizures and narcolepsy.9 So
journer Truth, the formerly enslaved woman who went to court to sue 
for her son’s freedom, recruited Black soldiers to fight for the Union 
armv during the Civil War, and became an outspoken champion of fem
inism and human rights—particularly well known for her iconic “Ain’t I 
a Woman?” speech—lived tenth a disabled hand and other lasting effects 
of physical and emotional abuse.10

The connections between disability and slavery were complicated 
and often contradictor)7. Many slaveholders used disability as a partial 
justification for slater)7, since they crassly deemed Africans to be men
tally inferior or otherwise unfit to become part of society. In effect, Niel
sen says, they “combined ableism and racism.” The rigors of slave labor 
caused many physical disabilities and, as on that ill-fated slave ship, 
an enslaved person who became too disabled to work was considered 
worthless and often discarded as trash. Some abolitionists used this fact 
to argue that enslaved Africans should be liberated from slavery just to 
get them out of such disabling conditions. In her book, Nielsen finds that 
the 1830 census was the first to record the number of “slaves and Col
ored persons,” who were D/deaf, blind, or nonverbal, a blatant attempt to 
corroborate a correlation between disability and slavery; ten years later, 
the census asked about “insanity” and intellectual capabilities. The num
bers were inaccurate, she contends, but they were nevertheless used to 
categorize people—in some cases to further justify slavery, in others to 
justify' building institutions. It’s a complex, mind-twisting history.

In any case, disabled people weren’t just victims; they were active par
ticipants in the culture and history, if sometimes unrecognized as such. 
At the end of 1876, for instance, in Bureau County, Illinois, a girl named 
Eliza Suggs was born to two formerly enslaved people. She was born with 
osteogenesis imperfecta, also known as brittle bone disease—she herself 
called it “an extreme case of the rickets.” In addition to having frequent
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CREATING RIGHTS / 7

fractures, she couldn’t walk and grew to weigh about fifty pounds and 
measure less than three feet tall. In 1906, at the age of thirty, she pub
lished a book of memoirs and poems called Shadow and Sunshine. In it, 
she describes rejecting repeated solicitations to display herself in carni
vals as an oddity, which would have enabled her to earn a living. “It has 
never been a temptation to me to want to go with a show or to be in a 
museum for money,” she wrote. “Such places are not for me.” Instead, she 
lived a quiet life of religious faith. She died in 1908, at thirty-one.11

As the US economy charged ahead—-from farming to mining to lay
ing railroad track to factory work—disabling injuries remained frequent 
but not necessarily life-threatening. There was an increased reliance on 
doctors to determine who could work and who couldn’t—and what to 
do with those who couldn’t. Medicine became the solution to dealing 
with disability in a way it really hadn’t before. Alas, this wasn’t always 
a good thing. In 1927, in a case called Buck v. Bell, the US Supreme 
Court ruled on a situation involving an intellectually disabled teenager 
named Carrie Buck, who had been raped while in foster care at the Vir
ginia State Colony for Epileptics and Feebleminded. The state sought 
to forcibly sterilize her, in case she ever had sex—or, presumably, was 
ever raped—again. The state won. The high court ruled that compulsory 
sterilization of those deemed “unfit,” particularly people with intellectual 
disabilities, was not only constitutional but salutary. It did not violate 
due process protections because it was essential for the safety and, in 
particular, the health of the community. Justice Oliver Wendell Holmes 
Jr., writing for the majority, effectively rubber-stamped eugenics on the 
pretext of public well-being. The state of Virginia’s sterilization statute 
was finally repealed in 1974, but the Supreme Court has never expressly 
overturned Buck v. Bell. Forced sterilization of disabled people could still 
be permissible in the court’s eyes.

In 1932, in another example of blatant abuse of disabled people, partic
ularly disabled people of Color, government-sanctioned scientists began 
the infamous Tuskegee Syphilis Study. The program singled out hundreds 
of Black men who were debilitated from the disease to monitor the effects 
if left untreated. The ghastly experiment went on for forty years, even 
though penicillin, a known cure, became widely available in 1943.12

As frightening as these examples sound, a concerted push for dis
ability rights didn’t get moving until money became the central issue.
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In W2. nearly twenty thousand World War I veterans—many of whom 
were disabled—marched on the White House grounds to demand the 
cash bonus tor military service that Congress had promised in 1924. 
Thev arrived on toot, by freight train, on top of boxcars, and any other 
wav they could, some in their tattered military uniforms, some with their 
families, all ot them destitute, many of them homeless. The government 
responded by calling out no less than the US Army—soldiers in tanks, 
others wearing gas masks and lobbing tear gas, a battalion led by future 
war heroes Douglas MacArthur and Dwight D. Eisenhower (who would 
later become president). The next day, the headline in the Washington 
Post read "ONE SLAIN, 60 HURT AS TROOPS ROUT B.E.E [Bonus 
Expeditionary Forces, sometimes called the Bonus Army] WITH GAS 
BOMBS AND FLAMES. A reporter for Hearst newspapers named Bess 
Furman described the scene as “a blaze so big that it lighted the whole 
sky... a nightmare come to life.”13

Nationwide shock at the horrible spectacle may have contributed to 
the defeat of one-term president Herbert Hoover in November 1932. The 
poor, battered ex-soldiers were due what the government had promised, 
after all. Protests continued intermittently until 1936, when Congress fi
nally gave them their payments—overriding then president Franklin D. 
Roosevelt’s veto.14

Roosevelt, a polio survivor himself, sought to combat the Great De
pression with a variety of public works programs. One of the biggest was 
the Works Progress Administration (WPA), which employed out-of
cork Americans in artistic, educational, and infrastructure construction 
projects. Though it ostensibly reached out to include ethnic and racial 
minorities, the WPA explicitly excluded disabled job seekers. Their ap
plications were marked “PH” for physically handicapped. When this was 
disco\ ered, a New York-based group called the League of the Physically 
Handicapped launched a series of demonstrations. The first, in May 1935, 
'■as small but attention grabbing. Three men and three women, all on 
crutches, occupied the New York City office of the Emergency Relief Bu
reau, a satellite of the WPA. The agency’s director refused to meet them, 
so they staged what today might be called a sit-in. “WE ACCUSE!!! The 
administration of unjust discrimination against the handicapped,” reads 
a flyer from that protest.15

! I DISABILITY PRIDE
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“Hie next day,” writes the late disability historian (and polio survi
vor) Paul K. Longmore, “a large crowd backed the demonstrators and 
demanded jobs for themselves.”16 The sit-in petered out without resolu
tion, but the League kept going until it grew to several hundred mem
bers nationwide. They spoke at various progressive political gatherings 
and joined labor union picket lines to garner public support. Finally, in 
1939, the WPA awarded more than five thousand jobs to disabled people 
around the country, and the League dissolved.

In a sense, another paradigm-shifting event for organized disability 
activism occurred in 1932 with the invention of the folding steel wheel
chair. An engineer named Harry Jennings built the first one for his friend 
Herbert Everest, who was paralyzed from a mining accident. Together 
they went on to form a successful wheelchair-making business, Everest 
and Jennings, which would become so dominant that it would eventually 
come under fire for price fixing.17

Some twenty years after, in 1953, a Canadian inventor named George 
Klein, at the National Research Council of Canada, developed a battery- 
powered wheelchair to aid injured World War II veterans.18 The Everest 
and Jennings company adapted that prototype to its standard wheelchair, 
and by the mid-1960s it was mass-producing motorized wheelchairs. A 
new generation of physically disabled Americans began enjoying greater 
mobility. Soon they demanded access to more places.

But it wasn’t just physically disabled Americans who were beginning 
to gain attention. Public outrage over inhumane conditions at psychi
atric hospitals was rising. Some large state-run institutions housed tens 
of thousands of people, greatly outnumbering the often ill-trained staff, 
according to Wesley Sheffield, an attorney with the Young Minds Advo
cacy Project, a nonprofit organization dedicated to children and young 
adults with unmet mental health needs. “Most patients were warehoused 
in these institutions for long periods of time without treatment or care,” 
Sheffield says.19

In 1963, President John F. Kennedy signed the Community Men
tal Health Act. Spurred partly by the example of his sister Rose Marie 
(sometimes called Rosemary), who had psychological and intellectual 
disabilities, he urged Congress to help move people out of institutions 
and “return [them] to the community” to “restore and revitalize their
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lives." Kennedy argued tor better mental health programs, educational 
opportunities, and rehabilitation services?0 But the Community Mental 
Health Act never got very far. Kennedy’s assassination and the growing 
war in Vietnam derailed the plans.

Meanwhile, the Black civil rights movement was growing increas
ingly visible and powertul. One leader of that movement was Fannie Lou 
Hamer, daughter of a Mississippi sharecropper and polio survivor who 
spent her early life picking cotton—until she was fired for trying to reg
ister to vote. When she was in her early forties, she was sterilized without 
consent while hospitalized for minor surgery. This only fueled her polit
ical rage. In 1963, on her way home from a voter registration workshop, 
she paused at a bus stations whites-only lunch counter and was swiftly 
arrested and beaten. The brutality left her with a lifelong limp, kidney 
problems, and a blood clot behind one eye. Nevertheless, a year later she 
helped organize Freedom Summer, which brought hundreds of college 
students to the South to fight for African American voter registration. 
She became a powerful voice within the Democratic Party, agitating for 
passage of the Civil Rights Act of 1964. Afterward, she was one of the 
first Black women to give testimony before the US Congress. She went 
on to run unsuccessfully for public office and spent the rest of her life 
raising awareness about the disenfranchisement of Black women in the 
South. Though Hamer was not a disability rights activist per se, her work 
hignlights the link between disability oppression and related civil rights 
movements—a link that will only grow clearer and strengthen disability 
activism as it progresses. As the attorney, educator, artist, organizer, and 
social justice engineer” Talila A. Lewis—who goes by T.L.—observes, 

sy stemic oppression, by definition, “leads to people and society deter
mining v,ho is valuable and worthy based on a persons appearance and/ 
or their ability to satisfactorily [re]produce, excel and ‘behave.’”21 T.L. 
has dedicated much work to addressing “the inextricable links between 
ableism, racism, classism, and all forms of systemic oppression and 
structural inequity'.”

W ithout the civil rights movement, it’s doubtful there would have 
been a disability rights movement. In 1968, four years after the Civil 
Rights Act, the growing number of disabled Vietnam vets compelled 
Congress to pass the Architectural Barriers Act, which mandated that 
newly constructed federal buildings be wheelchair accessible. This pri-



marily meant constructing ramps and adequate doorway widths. The 
next problem was how to get disabled people to these buildings. So in 
1970, newly mobile and vocal disability advocates—inspired by the civil 
rights movement—pressured Congress to pass the Urban Mass Trans
portation Assistance Act, to make transit systems wheelchair-friendly, 
too. The act lacked adequate enforcement provisions, though, and soon 
a group of activists who called themselves ADAPT (American Disabled 
for Accessible Public Transit) began blocking city buses to demand the 
installation of wheelchair lifts.

An activist named Brad Lomax, who had multiple sclerosis, took up 
the challenge. He had been a member of the Black Panther Party, the 
Oakland, California-based revolutionary political organization dedi
cated to Black nationalism, since the late 1960s. He’d helped found the 
Washington, DC, chapter in 1969 and helped organize the first African 
Liberation Day demonstration on the National Mall in 1972, where tens 
of thousands of marchers proclaimed solidarity with African nations 
that were casting off the shackles of colonial rule. In 1973, Lomax moved 
to Oakland and soon became immersed in local issues such as gay rights, 
Indigenous rights, and disability rights. He became particularly frus
trated with the inaccessible public transportation system. To get on a 
bus, he needed his brother to lift him out of his wheelchair and carry him 
up the steps into a bus seat, then go back and retrieve the wheelchair. It 
was just one of the unnecessary obstacles disabled people faced then, 
and it galvanized Lomax to take action.22

The contributions of disability activists of Color, like Lomax, are often 
excised from standard tellings of disability history. But there were many. 
Conventional histories focus on people such as Ed Roberts, the wheel
chair- and ventilator-using polio survivor who popularized the idea that 
disabled people could live independent lives if they had adequate sup
port systems. Roberts amassed a ragtag crew of like-minded folks in mo
torized wheelchairs who called themselves the Rolling Quads. In 1972, 
they lobbied for and won the first curb ramp, at the corner of Bancroft 
Way and Telegraph Avenue in Berkeley, California. Shortly thereafter, 
they launched the Berkeley Center for Independent Living, the first in
dependent living facility in the world.

In 1975, Lomax approached Roberts about working together. The 
centers mission was—and remains—to give disabled people the means
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to control their own lives, have tull and equal access to everything soci
ety has to offer, and live outside institutions, in their own homes, with 
the assistance ot personal aides they hire and control themselves. Lomax 
suggested that the Berkeley center and the Black Panthers join forces to 
nelp the mostly Black and Brown disabled people in Oakland. The alli
ance would prove mutually beneficial.

A few years later, in 1979, an activist named Johnnie Lacy who had 
worked at the Berkeley Center for Independent Living became the ex
ecutive director of its younger counterpart, the Community Resources 

nuependent Living, in nearby Hayward, California, a largely Black 
in southern Alameda County. Lacy had contracted polio at nine- 
(she’d actually first met Roberts at the polio rehab hospital) and 

d paraplegic, fears later, looking back on her career, she told 
an interviewer that shed started as a kind of “ethnographic guide,” help- 
-g to bndge the white and Black disability communities. She frequently 

*ned that shed felt excluded from the Black community because 
er disability but also from the disability community because of be- 

aig a person of Color. Different racial and socioeconomic cultures, she 
pendence” ^erent attitudes about the meaning of “inde-
relev T dle ro'e °f community and family—attitudes that were 
ten prof ’ 6 g™'™® ^dependent living movement. The white and of- 
from ba kv C‘aSS aCdv^s^ the Berkeley center, for instance, “came
people ofC ?UnCk w^ere • • • they just didn’t have that much exposure to 
folks” she s ’d.truly did not know how to outreach with these 
vou know th ■ ^USt tbat ^y°ure disabled, that’s the only thing, 
nity outreach^ SdmP°rtant ” is credite<^ "nth improving commu- 
hut remained30 .reCrU*dn£more activists of Color. She retired in 1994 
the Commission^'ep" HayWard community affairs, serving terms on 
Disability Conn" H ^rS°nne' and Affirmative Action and the Mayor’s 

other polio Slmultaneously in New York City, Judy Heumann, an- 
A decade earlier lV'35 or8an'z*ng a group called Disabled in Action, 
wheelchair in th $ ^5°ne t0 court t0 ™ the right to teach from her 
Lomax and th e C*^s Puhhc schools. Later, she would join Roberts,

Iha;kJnhe;therdiSabi,ityactivistsinBerkeley.
for disabled kids ° ^eUmann’tbe Problem of educational segregation 

egan receiving more and more attention. Professor
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Robert L. Burgdorf Jr., yet another polio survivor, says that in 1971 a 
New York judge described people with disabilities as “the most discrim
inated [against] minority in our nation.” Around that time, a million 
school-aged kids with disabilities were completely excluded from public 
education, while another three million who did attend public schools 
weren’t provided the necessary services to meet their needs. “This meant 
that well over half of all kids with disabilities were not receiving mini
mally adequate education,” Burgdorf writes.25

In 1972, a federal court ruled that Washington, DC, could not ex
clude disabled children from its public schools.26 That was the first dom
ino. Shortly after, a Pennsylvania court struck down state laws that had 
been used to exclude disabled children from public education.27 These 
cases, however, only set precedents. They did not apply beyond their lo
cal districts. That would come later. In 1975, Congress passed the Edu
cation for All Handicapped Children Act, which leveled the playing field 
for millions of disabled children. It not only enabled them to be educated 
alongside their nondisabled peers; it actually required school systems 
to identify disabled children in their districts and figure out ways to in
tegrate them in regular classrooms. It required periodic evaluations of 
those efforts and established legal protections for families who felt they 
were not well served. It also provided financial assistance for school dis
tricts to comply.28 In time, it would lead to in-class aides and “shadow 
teachers” to provide one-on-one support for students who need it for 
their academic, social, and behavioral development.

Before addressing educational disparities, though, Congress had 
other priorities. In 1973, spurred by the wave of disabled Vietnam vets 
who were desperate for vocational training, Congress passed the Reha
bilitation Act. More than anything that had come before, the Rehab Act 
of ’73 addressed the problem of disability unemployment head-on. It 
banned access barriers in most federal buildings and programs. It man
dated affirmative action for disabled workers in some, but not all, federal 
agencies. Its reach was limited to places and services under the federal 
purview, but it was the first federal law outlawing discrimination against 
disabled people. It became a model for the ADA.

In particular, Section 504 of the Rehab Act barred all organizations 
that receive any kind of federal funding from discriminating against 
any “otherwise qualified handicapped individual.” That included many
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educational institutions, even private colleges and universities that offer 
federal tuition grants and student loans, but it did not cover public ele
mentary. middle, or high schools, which are not under the federal pur
view At that point. Congress was apparently still content to leave local 
school districts alone.

It took sex eral more years to iron out the Rehab Act’s details. Blame the 
pelitiial bureaucracy, or perhaps nobody really wanted to figure out how 
to become accessible. By 1977, four years after President Richard Nixon 
signed the Rehab Act, Section 504 had still not been fully implemented. 
Disability activists were losing patience. That spring, independent living 
centers and ADAPT groups in Atlanta, Boston, Chicago, Denver, Los An
geles, New York, Philadelphia, San Francisco, Seattle, and Washington, 
DC. staged sit-ins at their respective local offices of the US Department 
otHealffi, Education, and Welfare (HEW), which had been tasked with 
overseeing Section 504. Jimmy Carter was president by then, and his ap- 
pointed point person at HEW, Secretary Joseph Califano, was refusing to 
sign the necessary regulations to put 504 into action. Why is not entirely 
' , but he refused even to listen to the disability activists’ concerns, 
ome three hundred demonstrators blocked his office in Washington, 

b Iri' -ln ^ranC'SC0, more than 120 activists camped out in the federal 
for . 8 'n tlleir W^ee'C^airs’ ™th their aides and necessary supplies, 
°r twenty-five days straight.29 Dennis Billups, a blind African American 

sit-ir Wh° dUbbed tbe "chief morale officer” of the San Francisc0 
. ’5 manl °f the participants didn’t even know that their comrades
recalls3 j t£Sdn^ *n ot^er c’des' 'h was hke an awakening, you know,” he 
nel “a" 311 °nbne *nterview for Soul Machine, an activist video chan- 
lar e * °^'Sa^e<^ Pers°ns had never got together before in that
mem tried er f° t0 Or t0 eVen Protest anything” 1116 Sovern‘ 
the fede Protesters out. It restricted movement in and out of
people did >Udd*n8’ ^^hed off the water and phone lines. But D/deaf 
amon th 1 P^°ne ’'nes' Volunteer sign language interpreters— 
Joe Quinn ? Tayl°r,3‘ Wh° gre w up with a D/deaf mother, and 
between th f b°^r’en^ at tinie was D/deaf—relayed messages
and comrad d°°r W’ndows $an Francisco federal building

many followin' th figUre in that action; in addition to leading
e han Francisco occupation, Lomax helped arrange



for the Black Panther Party to donate daily hot meals, which many at
tendees credit with enabling the demonstration to last as long as it did. 
Important alliances with other progressive causes paid dividends, too. 
The Salvation Army provided mattresses and blankets. Letters of encour
agement came from Cesar Chavez, leader of the United Farm Workers, 
and other labor union organizers.

After three weeks, Lomax, Billups, Heumann, and about twenty 
other San Francisco protesters flew to Washington to confront Secre
tary Califano face-to-face. The Black Panthers paid their way. Finally, 
on April 28, 1977, Califano okayed the regulations to guarantee Section 
504 implementation. Made famous to a new generation in an episode of 
Comedy Central’s Drunk History, the San Francisco action remains the 
longest sit-in at a federal building to date.33

The impact of Section 504 cannot be overstated. Disability histori
ans like to say that before it was passed, disabilities were seen as deficits 
and medical problems. Access was something you had to solve yourself. 
After it became law, the nation and indeed the world began to perceive 
access barriers as civil rights issues. One was “handicapped” only by the 
obstacles put in place by society.

The ADA took these ideas further.
In the immediate aftermath of the Section 504 sit-ins, in 1978, Con

gress amended the Rehab Act to include Title VII, which provided fed
eral funding for a nationwide network of independent-living centers 
modeled after the one in Berkeley. The centers were tasked with helping 
implement much of the rest of the Rehab Act through a combination 
of peer support, skills training, advocacy, and information and referral 
services.34 The same year, Congress also established the National Council 
on the Handicapped, a small advisory group within the Education De
partment. The councils workload kept growing until it became an inde
pendent federal agency in 1984. Two years later, the new agency—now 
made up of fifteen members appointed by the president—published a 
study called “Toward Independence: An Assessment of Federal Laws and 
Programs Affecting Persons with Disabilities.” Hie document weighed in 
at nearly five hundred pages and included a draft of what would become 
the ADA.

This draft introduced a new terminology: “persons with disabili
ties.” Objections to the word “handicapped” were many and varied. It
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sounded like a beggars "cap in hand." It referred to a player’s disadvan
tage ini competitive sport. It just seemed out of date. Disa e , o 
other hand, could be construed as a legal term describing t ose 
have been left behind or excluded. Putting “persons 01 peop e 
felt appropriately respectful of this population’s humanity. Most activis s 
todav insist on the shorter, more direct “disabled people, w 1C ’ 
say, is a matter of unabashed pride in being disabled. They often object 
to the "person first" formulation, which buries the disability esig < 
tion at the end of the phrase. (Both variations are used interchangea y 
in this book, in deference to different generations of activists.) „ P 
misms such as "handicapable,” “differently abled,” and having specia 
needs" are generally frowned upon for further diminishing the i ea o 
disability pride. In any case, in 1988 the ten-year-old council chang 
name to the National Council on Disability (NCD). (Ironically, the i 
change was ratified via a bill that clung to the old label: the Handicapp 
Programs Technical Amendment Act of 1988.)35

Almost immediately upon receiving its new name, the NCD su 
ted its ADA draft to Congress. Senator Lowell Weicker, Republican from 
Connecticut, and Representative Anthony Coelho, a Democrat fi o 
ifomia, who has epilepsy, officially introduced the bill in 1988. D p 
this bipartisan support, the ADA proposal was hotly debated. D'sa 
groups around the country began a vigorous campaign to eep 
being forgotten. A series of “discrimination diaries was collected < 
to members of Congress. These testimonials not only raised conscio 
about the barriers disabled people endure in their daily lives but ser 
proof of a systemic and multilayered pattern of disenfranchisement.

Also in 1988, students at Gallaudet University, the Washing 
DC-based private university for D/deaf and hard-of-hearing stu 
walked out of class to protest the installation of a new university p 
dent, Elisabeth Zinser, who, like all her predecessors, was not D/dea 
hard of hearing. Soon alumni, faculty, and staff joined the demand to 
replace Zinser with a D/deaf person. In about a week, Zinser resigne 
the Board of Trustees appointed I. King Jordan as the schools first 
D/deaf president since its inception in 1864.36 He served the next eigh 
teen years, retiring at the end of 2006. The turmoil, the mini-revolution, 
was over pretty quickly, but it registered as a major historic moment for 
disability empowerment.
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Not long after, Congress created a Task Force on the Rights and Em
powerment of People with Disabilities, a body expressly tasked with col
lecting and investigating the evidence vis-a-vis the proposed ADA. It 
was chaired by Justin Dart Jr., a member of NCD and the son of a pal 
of and to President Ronald Reagan advisor. Dart was also a scion of the 
wealthy family that founded the Walgreens pharmacy chain,37 among 
other accomplishments, and a polio survivor. A Republican who, like 
Reagan, had started his career as a Democrat, Dart had bipartisan ap
peal. In his wheelchair, with his signature cowboy hat and boots, he tra
versed the country meeting disabled people and their families to hear 
their stories of discrimination.38

In September 1988, a joint hearing of the recently formed Senate 
Subcommittee on Disability Policy and the House Subcommittee on Se
lect Education convened in the Capitol. A broad spectrum of disabled 
people—some blind, some D/deaf, some with Down syndrome, some 
with HIV, some with mobility impairments—and their close relatives 
were invited to testify. They testified about architectural and commu
nication barriers and the pervasiveness of stereotyping and prejudice. 
There was testimony from a disabled Vietnam vet who couldn’t get out 
of his housing project without help, or on the bus, or off the curb at his 
street corner, or get a job, because of disability prejudice. D/deaf people 
testified about communication obstacles that kept them from procur
ing necessary services. Parents of a child who had died of AIDS-related 
complications explained how they couldn’t find an undertaker to bury 
their child because of the stigma around the disease. A breast cancer 
survivor testified that she was fired from her job and couldn’t find new 
work because of prejudice about her history of illness.

Combined, the impression these stories left was that violations of dis
ability civil rights are harmful to everyone—our whole society—not just 
to a few individuals.

Some business leaders protested that accommodating disabled peo
ple would bankrupt their industries. Many of their Republican allies 
in Congress agreed. A new Consortium for Citizens with Disabilities, 
a grassroots hodgepodge of progressive advocates and organizers, in
sisted on presenting a unified voice. “Even at the eleventh hour . . . the 
disability community held fast with the AIDS community to eliminate 
an amendment which would have excluded food-handlers with AIDS,
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running the risk of indefinitely postponing the passage or even losing 
the bill." reports the Disability Rights Education and Defense Fund.

Among the politicians who soon pledged to push for the bill weie 
Senator Edward (Tedl Kennedy, Democrat of Massachusetts, who spoke 
about his son who was an amputee; Senator Tom Harkin of Iowa, a Dem
ocrat with a D/deaf brother; Senator Robert Dole, Republican of Kansas 
and a disabled World War II vet; then vice president George H. W. Bush; 
and his Democratic rival for the presidency, Massachusetts governor Mi
chael Dukakis. It seemed a shoo-in, but the pace of legislative debate was 
mind-numbingly glacial. In March 1990, some one thousand disability 
activists gathered at the Capitol for a final push. They came from thirty 
states, and some threatened to stay the night if they didn t win immediate 
action on the bill without any weakening amendments. In the after noon, 
to dramatize the urgency of the cause and their determination, dozens of 
demonstrators dropped their crutches or left their wheelchairs to crawl 
up the Capitol steps. “Spectators’ attention focused on 8-year-old Jenni
fer Keelan of Denver, who propelled herself to the top of the steep stone 
steps using only her knees and elbows,” the Los Angeles Times reported. 
"Nearby, sprawled on her back and inching ahead slowly, was Paulette 
Patterson, 33, of Chicago. ‘I want my civil rights,’ Patterson said. I want 
to be treated like a human being.’”40

In disability lore, the Capitol Crawl remains “a very important mo
ment,’ says Aimi Hamraie, associate professor of medicine, health, soci 
ety, and American studies at Vanderbilt University and author of Building 
Access: Universal Design and the Politics of Disability. Hamraie, who uses 
they/them pronouns and identifies as multiply disabled and Iranian, 
adds that using disabled bodies to demonstrate the lack of access to the 
built environment is a tactic with a long lineage.41 Still, they add, there is 
some debate as to whether the Capitol Crawl was actually necessary. It 
may have served another function—an important social and performa
tive one. The news coverage it generated, and the mythology around it 
that continues to this day, helped create a sense of community and iden
tity that, over the years, has proved key to understanding the post-ADA 
generation.

As Lennard J. Davis, professor of English, disability studies, and 
medical education at the University of Illinois at Chicago, points out in 
his book Enabling Acts: The Hidden Story of How the Americans with
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Disabilities Act Gave the Largest US Minority Its Hights, the Senate had 
already passed the ADA, and the House was likely to as well, despite ru
mors to the contrary. “Grassroots [activists] were often left uninformed 
of inside-the-Beltway happenings,” writes Davis, who isn’t disabled but 
whose parents were D/deaf.12 In any case, Bush, now president, had re
peatedly pledged to sign it. He believed in it, and he had to be thinking 
about his legacy.

Not long after the Capitol Crawl, Congress approved a final draft of 
the ADA. On July 26, 1990, in a public ceremony on the White House 
South Lawn, President George H. W. Bush signed it into law.
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T he day after the ADA became law, the New York Times ran an
I signed editorial titled “A Law for Every American that dubbe 

most sweeping anti-discrimination measure since the Civil Rig 
of 1964,” a comparison that still echoes today.1 We were told^to^ Would 
ramps everywhere, restaurant menus in braille, fire alarms a 
not just sound but flash—in short, a complete change in the American 
landscape. ,

That wasn’t far wrong. Today, the changes brought by the ADA 
seen everywhere—not just in ramps and braille signs but in pu
sit lifts, emotional-support animals, sign language interpreters a Y 
large gatherings such as political rallies and sporting events, e ec „ , 
listening devices in movie theaters, “reasonable accommodation ) 
employers such as flextime and telecommuting, and myriad ot 
tations. You see disabled people out and about, interacting with socie y 
in ordinary ways.

Yet the changes were as much qualitative as quantitative. There 
a new national interest in the lives of people with disabilities a arge, 
heretofore unappreciated minority that had seen oppression and been 
subject to systemic discrimination. The ADA validated the commu 
nity of disability and gave it a kind of cultural identity. It wasn t ong 
before society in general began studying and hearing about the history 
of disabled peoples marginalization and victimization, of institutional
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“titles.” Ti-

prejudices that had once relegated “unsightly” people to attics, base
ments, and institutions. It was an altogether new awareness.

Perhaps chief among the ADA’s successes is the simple fact that so 
many people now accept the idea of equal rights for disabled folks. In 
itself, this very notion “approaches disability in a new, unfamiliar way,” 
write Doris Zames Fleischer and the late Frieda Zames in the Disability 
Studies Quarterly. The old approach, they explain, was the “impairment 
model,” which essentially presumed you couldn’t expect equality if you 
couldn’t do certain things to function effectively in the world. After the 
ADA, however, disability was redefined in terms of a struggle for social 
equality.2

But the ADA didn’t solve all our problems either.
The legislative document itself is complicated—comprehensive yet 

full of compromises. It defines disability as any “physical or mental im
pairment that substantially limits one or more major life activities,” a 
broad definition that leaves no one out (or so it seemed). It also applies 
to family members of the disabled, and anyone who appears to be or is 
thought of as disabled.3 Specific diagnoses are irrelevant. It’s the extent 
to which an impairment impacts your life, or is perceived to impact your 
life, that matters. It’s about your inability to accomplish tasks in tradi
tional ways, as well as any stigmas related to being physically or mentally 
different.

That comprehensiveness is the good news. But in order to appease 
certain anti-ADA (read: business) interests, the law’s protections don’t 
apply to every place all the time. Moreover, many of its requirements are 
open to interpretation in the courts.

Broadly speaking, the law is made up of five main parts, or 
tie I concerns employment discrimination. Title II covers fair and equal 
access to state and local government facilities and services. Title III bars 
discrimination in public accommodations and commercial facilities. Ti
tle IV governs telecommunications, and Title V clarifies that this law 
does not invalidate other disability protections.

In all cases, enforcement is solely through the courts. No one is going 
to give you a ticket for an ADA violation. Someone must first feel their 
rights have been violated and pursue a lawsuit. No one wants to be sued, 
of course, but many have taken their chances. After all, every aspect of 
the ADA has loopholes—or so the violators hope.
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Emplovment discrimination, as defined in Title I, refers » mvjk « private, for-profit or nonprofit-*..

more employees and could achieve equal access throng 
accommodation (read: a modification that doesnt cost too 
one is required to make an alteration that would incur difficulty
ship,' the definition ofwhich-an “action requiring Jt
or expense”—is vague at best? It makes it illegal to dis^ on>
outlined disabled applicants in hiring, firing, training P 
advancement, and all other terms and privileges relating to employmen .
(It also covers employment agencies and labor^unions^I

It does not include any mention of so-called
where disabled people are paid a subminimum wage. overseen by 

Legally speaking, employment discrimination cases aree ove
the US Equal Employment Opportunity Commission (n aDA 
enforces most civil rights protections in the workplace, not rowjng 
related complaints. But the ADA caseload alone is huge a
In 2019, the year with the most recent data available, more per_ 
disability-related employment suits were filed with the EE ’^wer tyian
cent of its total annual caseload. Ten years earlier there w ei e 
21,500 such cases, just 23 percent of the total roster. from

One example: In 2019, a woman named Amanda Peal was
' as a pet-waste technician in Rockville, Maryland, a 

accommodation for a “pregnancy-related lifting as
ordered by her doctor. She asked to take perio ic 

she still completed her rounds. Her employer—D°° Y 
' - . _o.^^cd animal poop disposal

instead to fire her.7 Peal complained to the EEOC, which
a valid grievance. It attempted a conciliation, but when that ai^ 
agency filed suit in US District Court. On December 14, 20 , $
of EEOC v. DoodyCalls was settled in the plaintiff s favor. D ^com 
had violated Title I of the ADA by refusing to grant a reasonab 
modation for a medical condition. (It also violated Title VII o 
Rights Act of 1964, as amended by the Pregnancy Discriminate 
1978.) Asa result, the company agreed to rehire Peal, pay fter $4 > 
lost wages and damages, train its staff on the relevant nondiscrim 
requirements, and take appropriate disciplinary measures—me u^ing 
termination—against any managers who discriminate in the futu

her job
quested an 
that was
long as <

r'v.vu ucr 
C^ar Ottes'^e’Virginia-based

valid grievanci
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Title II applies not just to local government offices but to the very 
streets themselves. AU cities must have curb ramps for wheelchair users 
and audible traffic signals (the kind that make different sounds for red 
and green lights) wherever and whenever practical. Public transportation 
systems must be made accessible, too. The only exception is the federal 
government’s own buildings and services, which for the most part were 
already covered by the Rehab Act of 1973.

One of the biggest alleged Title II offenders is New York City. In 2017, 
under threat of a class-action lawsuit, New York officials acknowledged 
they had failed to maintain adequate curb ramps. Too few were prop
erly sloped, were free of potholes, and included little tactile bumps so 
low-vision and blind people could tell when they were about to leave the 
sidewalk and enter the street. Fully 2,246 intersections weren’t ramped at 
all. Michelle Caiola, an attorney for Disability Rights Advocates, told City 
Limits, a local newsletter, that New York’s curbs were in such bad shape 
that they’re not only difficult but dangerous. “We have stories of people ac
tually tipping over in their wheelchair and falling into the street,” she said.9

In 2019, after seemingly endless haggling and appeals, New York of
ficials agreed to overhaul all 162,000 street corners throughout the five 
boroughs and bring them up to full accessibility requirements by 2034.10

New York is also under fire for its subways. Of some 472 stations, 
only 124 are ADA compliant, according to an AM New York report.11 In 
January 2020, a federal judge ruled that the Metropolitan Transporta
tion Authority (MTA) must add elevators to every subway station that 
undergoes renovation. So far, there is no clear timeline for such changes, 
and progress has been slow,12 though an MTA spokesperson says the de
partment had allocated some $5.5 billion to make an additional seventy 
stations fully ADA accessible by 2024.13

Title III cases have generated a great deal of press and acrimony. Per
haps more than any other type of ADA suit, these allegations pit business 
interests against the public interest. If a store has a few steps out front, 
it should ramp them whenever possible—and ramps cannot be steeper 
than a one-to-twelve grade. Appropriate signage must be put up to direct 
disabled customers to an accessible entrance, if it’s not obvious. Door
ways must be thirty-six inches wide, and aisles can’t be blocked with 
boxes.14 Menus must be available in braille or recited aloud by waiters. 
Elevators should have tactile buttons. Hotels ought to maintain a certain
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conditions.) As a

sue th comPany because of your disability, chances are you can’t 
in cl > /m~at *eaSt not successfully— under the ADA. “Most insurers will

- r S°me discrimination exclusion,’” explains a 2017 white 
Marsh °m ^°r^-^ase^ insurance broker Marsh, a subsidiary of 

ar2 and McLennan Companies. It goes on to say that this includes an 
Mrli'011 r°m an^C^m c'tes fbe ADA as the basis for relief.”16 

nate a 0Ut’ t0°’ °n tbe Pretext fbat they already can’t discrimi- 
1986 Th nSt dlSabIed Passengers because of the Air Carrier Access Act of 
trains and °^er le®’s’ab°n> though, is far less stringent.17 Unlike buses, 
they d ” taXiCabs’ airP'anes only have to accommodate to the extent 
into a 1 aPPr°Priate or safe” So wheelchair users still must be lifted 
and inmiab]5^ Wheelchairs are stowed with the baggage
Sometime h fetUrned damaged or in pieces, if they’re returned at all.18 
a Los An & conse(luences are fatal—such as in November 2021, when 
from cooTf5 d'Sability a<fvocate named Engracia Figueroa died 
chair19 And ICati°nS in^Uries caused by an airline-damaged wheel
assistance ne'er mind US*ng tbe restroom while in flight if you need 
against alJo\ S^aCe' ^ats more, airlines continue to push back 
2020, the an'maIs the Passen8er cabin- In December

ansportation Department acceded to industry demands and

minimum number of rooms with a degree of accessibility, though how 
muvh and what type depends on the total number of rooms. Historical 
buildings might get an exemption, but new constructions and most ma
jor renoxations must meet these accessibility codes to be greenlighted.13 
leu could be forgiven if your brain went wobbly trying to keep these 
regulations straight. Its little wonder that some businesses can and often 
do try to skirt the law.

E'en where Title III does apply, nothing is required that would cause 
“undue” hardship on the business, which is why some ancient facilities 
.imph (.ant be brought up to code. But the excuse that “I don’t get any 
disabled customers anyway” doesn’t hold water.

Nevertheless, there are a few categorical except!ons to Title III. Insur- 
an^e companies aren’t included, for instance. Their lobbyists argued that 
gnoring customers physical or mental impairments would essentially 
rnpenl their business model. (Thanks to the Affordable Care Act of 2010, 

er, health insurers can no longer discriminate against preexisting 
result, if you feel you’ve been discriminated against by 
ipany because of your disability, chances are you can’t
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narrowed the regulations: Only specially trained dogs (such as guide 
dogs for blind people) and other certified service animals that are small 
enough to fit on a person’s lap or under the seat can travel in airplane cab
ins. Emotional support animals for people with chronic anxiety, panic 
attacks, depression, or other psychological disabilities may be rejected or 
forced to travel in the baggage compartment—and their handlers may be 
charged extra fees—at the airlines discretion. Prairie Conlon, a psychol
ogist and clinical director of Therapetic, an organization that advocates 
for acceptance of emotional support animals, calls this ruling “textbook 
discrimination.”20

Notwithstanding these exceptions, the caseload of Title III lawsuits is 
large and growing. In 2018, there were 10,163 Title III suits filed. That’s 
more than triple the number of similar suits just five years earlier.21 With 
such large numbers, it’s not surprising that several websites keep track 
of this data. UsableNet, a corporate technology consultant firm, found 
there were more than two thousand federal lawsuits related to website 
accessibility alone in 2018, nearly triple the count a year earlier. Online 
commerce, of course, is an area the ADA framers never imagined.

Some of these suits have gone all the way to the US Supreme Court. 
In October 2019, the high court let stand a lower court ruling in favor 
of a blind man named Guillermo Robles, who sued Domino’s Pizza be
cause he was unable to order from its website and mobile app, even with 
his screen-reading software.22 The idea is that a company’s website and 
mobile app have to be as accessible as its physical stores—that is, they 
must be compatible with screen-reading technology; which essentially 
speaks the electronic links out loud, along with tags or text descriptions 
of images.23

Another target of rising Title III complaints is gift cards that don’t 
have braille-embossed writing. In October 2019, a Brooklyn woman 
named Kathy Wu, who is legally blind, tried to buy a Disney stores gift 
card that had braille. A Disney employee told her (correctly) that no 
such item exists. Wu called an attorney. A “proposed” class-action law
suit was subsequently filed in New York, charging that the Walt Disney 
Company was essentially denying visually impaired customers full and 
equal access to its products and services. No decision has been reached 
as of this writing, but the lawyers hope to win an injunction to compel 
the Burbank-based entertainment conglomerate to produce braille gift
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cuds and pay unspecified compensatory damages to all claimants

To disability activists, the sheer number of ADA alities
the fact that there are so many violations. Businesses and mum p 
have had plenty of time to get with the program. At this pom * 
little excuse for failing to meet accessibility requiremen s.
are pursuing nothing less than justice. fre-

Not even-one agrees with that assessment. Many reactio
quently, businesses that don’t want to spend the money * do tde 
modations or are afraid of being sued (though not so a whole
right thing)—have tried to knock the ADA down bit by bit, i i
sale. In 2017, for example, a Texas Republican congressrn effectively 
Poe proposed the ADA Education and Reform Act, w unjess very 
would allow businesses to ignore accessibility regulation could 
specific complaints were made in writing and, even then,
not be pursued for at least sixty days. It passed the House an again.
Senate, where it expired unresolved.25 But it could always
Some states have taken potshots at the ADA, too. In > e certifica- 
a law allowing property owners to apply for ADA comp .n 2Q17)
tions that would make lawsuits against them unwinna e.
Nevada state attorney general Adam Paul Laxalt attempte o
he called “abusive litigation” against local businesses or sepa-
he sought to consolidate and then dismiss nearly two u 
rate cases brought by a single plaintiff, a wheelchair user n 
Zimmerman, who he claimed was out for money and un y 
the public interest. Zimmerman’s complaints involved a v . 
olations including narrow store aisles and a lack of propeto 
indicate van-accessible parking. Zimmerman admitted e to fix 
sue without first notifying the businesses or giving them a c unjed 
the alleged problems.27 But does that mean the charges were u" °u jt 
malicious, or motivated by financial gain, as Laxalt contende 
mean the businesses weren’t unnecessarily blocking disabled c 
In the end, Laxalt’s motion to consolidate and dismiss the cases was e- 
nied. Zimmerman reportedly settled most of the cases indivi ) 
between S50 and $100 apiece.28 „

There’s no question the ADA hasn’t been a complete triump 
problem came to light rather quickly via a series of high pro
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cases.In 1992, two nearsighted twin sisteis. Kaicn Suthni ami I iml,< , \y 
Hinton, who were pilots tor a regional coniinnh-i aiilim-, applied l<» 
United Air Lines (now United Airlines') to become Kp.iil.ii. Ion;' haul 
commercial pilots. With glasses, their eyesight was line I’.ui I »<■< an .< 
they couldn’t pass the test tor adequate vision without glasses, I hiil< <1 
Air Lines turned them down. They tiled an ADA disi riniinalion suit 
that eventually ended up at the US Supreme Court. In 1999 in a < ase 
known as Sutton v. United Air Lines—the high court ruled against the 
sisters. Justice Sandra Day O’Connor delivered the verdict. In short, be 
cause their nearsightedness was mitigated by wearing glasses, the sisters 
didn’t qualify as disabled under the ADA and therefore weren’t entitled 
to its protections.29

In 2002, another case before the high court—Toyota Motor Manufac
turing, Kentucky v. Williams—was decided on similar grounds. An auto 
assembly-line worker named Ella Williams sued her employer, Toyota 
Motor Manufacturing of Kentucky, for failing to adequately accommo
date her carpal tunnel syndrome and tendinitis. She won her case in the 
lower courts, but Toyota appealed to the Supreme Court, where she lost. 
Again it was Justice O’Connor who delivered the ruling: Williams was 
not protected by the ADA because her impairments didn’t “substantially 
limit” a “major life activity,” standards that were vague and ill-defined in 
the ADA.30

In both cases, and others like them that were adjudicated in lower 
courts, the focus was on whether the plaintiff actually counted as dis
abled, rather than whether discrimination had occurred. A broad group 
of disability activists protested. The National Council on Disability—the 
federal agency that advises the government on disability policy—issued 
a report suggesting ways to fix the ADA so it would be interpreted more 
fairly, as originally intended. In September 2008, Congress passed and 
President George W. Bush signed the ADA Amendments Act to correct 
this shortcoming. It expanded the legal definition of disability, explicitly 
stating that “major life activities” can include caring for oneself, perform
ing manual tasks, seeing, hearing, eating, sleeping, walking, standing, 
lifting, bending, speaking, breathing, learning, reading, concentrating, 
thinking, communicating, and working, among many other things. In 
determining whether an impairment “substantially limits” any ot these 
(and other) activities, the courts must not consider mitigating measures
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such as eyeglasses, assistive technology, or medications. In so doing, it 
overturned both the Sutton and Toyota cases.31

The ADA amendments of 2008 primarily affected Title I, employ
ent issues. But two years later, just in time for the law’s twentieth anni- 
rsan; the justice Department updated certain terms related to Titles II 

and III—that is. related to government services and public accommo
dations. respectively. There were new design standards for restaurants, 
schools, parks, stadiums, hotels, theaters, and hospitals. Besides setting a 
schedule tor architectural renovations, the new rules would ensure that 
ticketing procedures for sporting events and theatrical performances ac
commodated those who can’t see or hear. They also addressed access 
to broadband Internet and websites, which didn’t exist when the ADA 
was passed, as well as communication access for 911 emergency services. 
Calling the package “one of the most important updates to the ADA 
since its inception,” President Barack Obama said that allowing the in
justice of inaccessibility to stand deprives “our nation and our economy 
of the full talents and contributions of tens of millions of Americans with 
disabilities.”-'2

A year later, on the twenty-first anniversary of the ADA, Obama ad
dressed the “many technological barriers,” as he put it, that impinged 
disabled people’s ability to interact with the federal government, an area 
that was exempt from ADA protections. In fact, it’s an area that was 
supposed to be addressed in Section 508 of the Rehab Act of 1973 (as 
amended by Congress in 1998), but the regulations adopted then had be
come outdated or were poorly enforced. So Obama proposed beefing up 
the standards. “Making electronic and information technology, such as 
websites, 508 compliant will ensure that applicants have equal access to 
apply for job opportunities,” he said in a press release. Moreover, it would 
provide greater access to “all the information the federal government has 
placed online.” The US Access Board, an independent federal agency that 
oversees much of the Rehab Act, finally updated its standards and guide
lines for information and communications technology in January 2017.

These moves were long overdue adjustments that helped make dis
ability antidiscrimination laws all they promised to be. Yet obstacles to 
full access would continue. For instance, the ADA doesn’t address the 
ongoing problem of institutionalization. Whether an accidental over
sight, a compromise to expedite the law’s passage, the result of pressure
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from the nursing home industry to maintain the status quo, or some 
other reason, the omission quickly gained activists’ attention—again be
cause of a court ruling.

In 1995, two women with disabilities sued the state of Georgia to 
receive their necessary treatments at home rather than in a state-run in
stitution. Lois Curtis, an autistic Black woman, was the primary plaintiff; 
her co-plaintiff was Elaine Wilson, a white woman who had intellectual 
disabilities from a brain injury in early childhood. The women had been 
in and out of mental hospitals for years; each time they were allowed 
to go home, they would end up institutionalized again because they 
couldn’t get the help they needed at home. Their doctors agreed they 
were capable of living in the community if appropriate supports were 
provided; in fact, they’d be better off that way. Inexplicably, the state said 
no. Curtis and Wilson appealed and won, but Georgia officials appealed 
the decision. The case ended up before the Supreme Court.33

On June 22, 1999, Justice Ruth Bader Ginsburg delivered the final 
verdict. The women won the right to receive treatment outside of in
stitutions. The court held that mental illnesses, including cognitive and 
emotional impairments, are ADA-protected forms of disability, and un
justified separation in institutions is a form of discrimination. Segregat
ing disabled people this way, without valid justification, is a violation 
of Title II, which applies to state agencies and public entities such as 
state-run institutions. These public entities must offer services that are 
integrated within the community whenever possible.3'1

Disability advocates hailed the ruling, which became known as the 
Olmstead decision after Tommy Olmstead, who was then Georgia’s com
missioner of human resources, the defendant in the case. Some point out 
that it should have been named after Lois Curtis, the primary plaintiff 
and the true hero of the story. Not doing so erases an important autistic 
Black woman from her due place in disability history—and from the 
consciousness of the community that owes her a great debt of gratitude. 
Hereafter, this book will refer to it as the Olmstead-Curtis decision.

But there was another problem. Olmstead-Curtis left out people with 
physical disabilities. So in 2001, President George W. Bush issued an 
executive order that extended the ruling to all people with disabilities. 
Ostensibly aimed at helping states comply with the Supreme Court deci
sion, the order required federal agencies to support states in their efforts
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to free disabled and chronically ill folks from institutions. The goal, said 
Bush, was "t0 P‘ace individuals with disabilities in community 
settings whenever appropriate.”’5

That would prove harder to enact than it seemed. This is why many of 
todavs activists are fighting for passage of the Disability Integration Act 
i n£A\ which would prohibit government entities and insurance provid
ers from denying services that would enable disabled people to live in 
the community.'0 Sponsored by Senator Chuck Schumer of New York in 
'019. DL\ remains in abeyance.37

n espite the ADA’s safeguards for disabled employees and job seekers, 
U the unemployment rate for disabled people remains terribly high. The 
Bureau of Labor Statistics, which primarily measures those who are ac
tively seeking work, estimates that unemployment among working-age 
disabled people totals about 8 percent, more than twice that of those 
with no disability’. Weighed against the overall working-age population, 
the percentage of disabled folks who are employed is just 19.1 percent, 
whereas 65.9 percent of those without a disability are employed.38 There’s 
no clear measure of what the disability unemployment rate was before 
the ADA, but these figures are certainly disappointing and somewhat 
puzzling.

No one can say for sure why employment remains such a problem. 
It may be that employers are afraid of the costs of accommodating dis
abled workers or refuse to even consider disabled candidates for fear of 
being sued if they don’t hire them. Many claim liability concerns, as
suming disabled people represent a greater risk than their nondisabled 
peers. It’s an excuse disabled people have heard all their lives. Before the 
ADA, it was common to hear safety and liability raised as reasons for 
keeping wheelchairs and walkers and service dogs out of theaters and 
shops and public transit. Another similar excuse, at least early on, was 
that hiring disabled employees would raise the company’s health insur
ance premiums. But the Affordable Care Act made it illegal for insurance 
carriers to charge more for preexisting conditions, so that excuse is no 
longer valid. Maybe it just comes down to prejudice, whether conscious 
or unconscious. Employers prefer applicants who look and talk a certain 
way. “People with disabilities are being screened out because they don’t
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present in ways that are considered normative,” suggests Azza Altiraifi, a 
research associate and advocacy manager for the Disability Justice Initia
tive at the Center for American Progress, in an interview with CNBC.39

At the same time, ride-sharing services such as Uber and Lyft con
tinue to resist making more of their vehicles accessible. They are open 
to hiring disabled drivers, their apps are accessible to people with vi
sion impairments, and their drivers are required to take disabled pas
sengers (and their service animals). But very few of their vehicles can 
accommodate a wheelchair. In New York City, Uber’s biggest market, 
only 554 of nearly 118,000 active ride-share vehicles were wheelchair 
accessible as of 2018, according to Molly Taft of Bloomberg City Lab.40 
Joseph Rappaport, executive director of the Brooklyn Center for Inde
pendence of the Disabled, says, “Uber has fiercely opposed accessibil
ity in its services, particularly for people who use wheelchairs. They’ve 
lobbied against proposals, they’ve sued, and they’ve spent millions of 
dollars to prevent a requirement that they provide accessible service.” Le
gally speaking, Uber and the rest employ independent contractors, not 
full-time staffers, which becomes a convenient excuse for evading fed
eral employment laws such as the ADA. Uber and Lyft have reportedly 
entered negotiations with specialty transportation companies to provide 
more wheelchair-friendly vehicles, at least in New York. Rappaport isn’t 
impressed. He says the only reason they’re now considering this is the 
threat of further legal action.41

The ADA also doesn’t extend to Indigenous reservations; no federal 
laws do. Besides impacting Indigenous disabled people, this exemption 
has ramifications for businesses operated on Native-run properties such 
as casinos. In 2019, a woman named Nadia Drake went to the Talking 
Stick Resort in Arizona, which is owned by the Salt River Pima-Maricopa 
Indian Community. She brought her service dog, which she needs for 
coping with extreme anxiety and occasional panic attacks, but the ca
sino managers told her the dog had to go. She had a panic attack, and 
subsequently filed an ADA suit. The resort defended itself on sovereign 
immunity grounds—and won.42

It’s hard to keep score, to tally the wins and losses for the disability 
community. There have been many definite victories. But activists can 
never rest on their laurels. They stay ever alert to new violations and 
shortfalls, always churning out (or reacting to) unexpected advocacy
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as they arise. Its not unlike a game of Whac-A-Mole, only with 
dire consequences. Randomly scattered and jagged-sharp particles

of injustice remain untouched by the ADA.
For instance, in thirty-two states disabled parents can have their 

children taken array simply because of their disabilities, as if disabled 
people have no right to raise kids, cautions Rebecca Cokley at the Ford 
Foundation. Nationally, she says, disabled youths are three times more 
likely to end up in foster care than their nondisabled counterparts and 
six times more likely to end up in jail. Penalties for work and marriage 
continue to undermine federal benefits programs. As of 2022, recipients 
of Supplemental Security Income may lose partial benefits if they earn 
more than S65 per month;43 they are completely disqualified if they earn 
more than SI,/67 per month ($2,607 per month for married couples)4'1 
or have more than $2,000 in savings ($3,000 for married couples).45 Re
cipients of Social Security Disability Insurance (SSDI) must earn less 
than SI,350 a month (or $2,260 if they’re blind), after accounting for 
qualified disability-related work expenses.46 If they’re on the SSDI “survi
vors benefits program—which is designed for those who had their dis
abilities before age twenty-two and have a deceased parent—they must 
also remain unmarried.47

Underreported, too, is the prevalence of police violence against those 
with sensor}', intellectual, or neurological disabilities that may make 
them appear drunk or uncooperative. A study by the Ruderman Family 
Foundation, a nonprofit disability advocacy group, found that as many 
as half of the people killed by law enforcement officers had a disability.48 
Furthermore, activists attest to discrimination in the way disability pol
icies are applied; disabled people of Color, say, are far less likely to be 
granted the full measure of the ADA. Anyone with intersectional iden
tities—disabled folks who are queer, trans, Black, Indigenous, people of 
Color, or members of other stigmatized groups—face a combination of 
ableism and racism, sexism, homophobia, transphobia, anti-fatness, and 
other forms of oppression that the ADA doesn’t address. It’s clear, activ
ists say, that we can and must do better.
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HI hen you’ve grown up in a world not quite made for you or are forced 
SB into one from an accident or illness, and when you feel you should be 
able to do what everybody else seems to do, when you feel as if you’ve 
been inexplicably singled out for punishment, it can be utterly, achingly 
soul sinking. Worse still, it’s hard to shake. “Internalized ableism” is be
lieving the prejudicial assumptions and expectations thrust on you by 
society, believing you’re inferior, undesirable, burdensome, don’t fit in, 
and/or in need of repairing or healing or fixing or curing. “Internalized 
oppression is not the cause of our mistreatment; it is the result of our 
mistreatment,” says the British disability scholar Deborah Marks. “It 
would not exist without the real external oppression that forms the so
cial climate in which we exist. Once oppression has been internalized, 
little force is needed to keep us submissive.”1

Another way to look at it is disability shame. “A great deal of my dis
abled friends hold onto the idea that we are fundamentally different from 
non-disabled [people],” says an unsigned 2013 post at the blog Disability 
Rights Bastard, which is subtitled “musings of yet another bitter cripple.” 
“By refusing to see ourselves simply as people, we are implying that we 
do not deserve to be treated as equals.”2 Many disability' blogs focus on 
this. On Crutches and Spice, the activist Imani Barbarin—who “writes 
from the perspective of a Black woman with cerebral palsy”—observes, 
“Discrimination from the outside world we can recognize, but the dis
crimination we are taught to apply to ourselves is harder to identify.” She 
goes on to list some self-hating messages we tell ourselves, tagging them
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In 2021, the vlogger and author Shane Burcaw posted a video to You
Tube titled "1 was ashamed of my body. Because of his spinal muscular 
atrophy, he has severe scoliosis and reed-thin limbs. “Ten years ago,” he 
explains, shirtless, to his hundreds of thousands of subscribers, “I would 
go to the beach and not take my shirt or my pants off because I was pro
grammed by society to be ashamed of the way I look.” Now, he contin
ues, he enjoys posting photos and clips of himself in the pool or shower 
wearing nothing but a bathing suit. Still, even today, he braces himself 
for negative reactions and feels surprised when they don’t come. It isn’t 
easy, he says, to “overcome the belief that my body was shameful.”*

As Burcaw’s story makes clear, this kind of self-doubt can happen 
even when you know better. You may say it doesn’t matter what other 
people think. You may try to bolster your self-esteem by recalling your 
accomplishments, the people who love and respect you. You may count 
the advantages your disability gives you. (No, not just the parking spaces!) 
You’re a creative problem solver. You know how to cope, how to be seden
tary; to be patient. Ifyouve had to rely on regular personal—care help— 
what disability columnist Mike Irvin calls his “pit crew”—you know a bit 
about employee management, too. Recognizing the value in such experi
ences—the expertise they afford is one way of boosting self-confidence.

But it only goes so far.
In her 2019 memoir, Such a Pretty Girl: A Story of Struggle, Empow

erment, and Disability Pride, New York-based activist Nadina LaSpina, a 
polio survivor, describes her emotional battle with society’s low expecta
tions, how she learned from other disabled people to recognize prejudice 
and fight it. She participated in one of the first “disability independence” 
marches in New York in 1992, on the second anniversary of the ADA. 
(Bragging rights to the first march are a matter of some dispute. It may 
have been in Boston in 1990, with guest speaker Karen Thompson, the 
brain-injured coauthor of the 1989 memoir Why Can’t Sharon Kowalski 
Come Home?, which was about one couple’s fight against ableism, sex
ism, and homophobia.) LaSpina was one of the organizers of the 1992 
New York march. Groups such as Disabled in Action, the grassroots ad
vocacy team cofounded by Judy Heumann, had been mounting protests
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for years—first for the Section 504 regulations mandating accessibility 
in federally funded institutions and programs, then for the ADA. But 
once their goals had largely been met, they still had energy. They weren’t 
done organizing. So they began focusing that momentum into a kind of 
victory celebration. “The first march, though small, kindled feelings of 
disability pride,” LaSpina writes.5

The next year’s parade grew to an estimated three thousand partic
ipants. They filled the streets of lower Manhattan in giddy celebration, 
and a version of the march has been repeated almost every summer 
since, on or near the anniversary of the ADA. There’s a clip, a montage, 
of the 1993 event available online. People proceed on foot, with crutches, 
in wheelchairs, singing and shouting and laughing. A float rolls by with 
a huge banner reading PRIDE. Toward the end, a succession of speakers 
riles up the crowd. A demonstrator named Eric von Schmetterling de
clares, “It’s so important for our people to show the world we are proud 
of who and what we are.”6

Passage of the ADA may not have been the starting point for what 
would come to be known as disability pride, but it certainly gave it a big 
push. By 2015, the Disability Independence March had morphed into 
the Disability Pride Parade. New York mayor Bill de Blasio kicked off 
events by announcing he was proud that his city was “a national leader 
in supporting rights for disabled people,” notwithstanding the ongoing 
lawsuits against the city for access violations.7 A more recent celebration 
boasted some seven thousand revelers who gathered at Madison Square 
Park in lower Manhattan shortly after 10 a.m. and proceeded slowly to 
Union Square Park through early evening. Major corporate sponsors 
such as New York Life and T-Mobile joined in.8 Even in 2020, when 
the parade was scrubbed because of the COVID pandemic—like many 
other public gatherings—the significance of “ADA day” wasn’t forsaken. 
Some people took to calling the entire month of July Disability Aware
ness Month or Disability Pride Month.9

As the concept of disability pride gained traction, it wasn’t always 
readily embraced, even by some activists. In the March/April 1998 edi
tion of the movement’s unofficial newsletter at the time, Electric Edge, 
LaSpina looked back on those first marches and explained the idea to 
editor/reporter Mary Johnson: “Nondisabled people always think about 
our lives as being tragic. . . . We are saying that being disabled can be a
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positive experience." Particularly surprising to her were the objections 
from other disabled folks. “People said, ‘You may like disability, but I 
don't. You don’t speak for me. I hate physical limitation. I hate losing 
function. I hate pain!”’ she recounted. LaSpina acknowledged that it’s 
not easy to live with a disability. There are aspects of it that she’d rather 
not have. But that doesn’t mean she’d prefer to be nondisabled. She com
pared it to menopause. She may not like it, but that doesn’t mean she’d 
rather be a man.10

For many people, disability pride remains a slippery, subjective con
cept; it connotes different things to different folks at different times. 
Pride in our accomplishments? Pride in our identity? Is it like gay/queer 
pride? Black pride? This lack of specificity may be surprising consider
ing it’s not really a new concept to the movement. In the early 1990s, 
Ed Roberts reflected that before he could go about trying to change 
the world, he had to alter his attitude about himself as a ventilator- and 
wheelchair-using polio survivor. He had to become proud of who and 
what he was.11 Around the same time, the disabled writer Laura Hershey 
published a poem called “You Get Proud by Practicing” that became a 
kind of anthem, helping people understand how to achieve a healthy 
self-acceptance. It spoke directly to the shame and embarrassment many 
disabled people feel about their “broken bodies” or lack of a spouse or 
money or a job.12

But what are the limits and the benefits of this post-ADA identifica
tion with disability pride? Eli Clare, a Vermont-based author, essayist, 
and poet who describes himself as “white, disabled, and genderqueer,” 
writes in an essay called “Shame and Pride” that pride is sometimes used 
by marginalized communities as an act of resistance. “We’ve rejected the 
idea that our body-minds are broken. We’ve learned lessons from the 
Black Power movement of the 1960s and the slogan ‘Black Is Beautiful.’ 
We’ve rallied around the value of pride,” writes Clare.13

Emily Ladau, author of Demystifying Disability: What to Know, What 
to Say, and How to Be an Ally, says that disability pride is “not an isolated 
thing. It’s more like a shared cultural identity.”11 Born after the ADA be
came law, she is a past winner of the Paul G. Hearne Emerging Leader 
Award for up-and-comers in the disability movement. She uses a wheel
chair because she has Larsen syndrome, a genetic condition that can 
cause dislocations of the joints and other hand and foot abnormalities.
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Ladau cohosts The Accessible Stall podcast—a (mostly) monthly produc
tion where she and her cohost debate and explore a variety of current 
issues—and, for a number of years, Ladau edited Rooted in Rights, a blog 
that highlights authentic, progressive disability perspectives “through 
an intersectional lens,” or, as Ladau says, it “showcases perspectives that 
don’t always get the mainstream attention they deserve.”

Ladau’s mother and uncle also have Larsen syndrome, which she 
says was important for giving her role models when she was growing 
up. That’s rare. As the scholar Jennifer Natalya Fink observes, disabled 
children are often relegated to an other status, their disabilities regarded 
as personal traumas they and their families must cope with, rather than 
ordinary experiences. “Despite the fact that one-fifth of all the planet’s 
people are formally recognized as disabled, meaning that more or less 
everyone else is related to a person with a disability, we continue to 
construct our sense of family and its lineage in such a way that we are 
stunned, shocked, and traumatized by the incredibly common, collec
tive, and familial experience of disability,” writes Fink.15

Authentic disabled role models can be crucial for helping disabled 
kids—and newly disabled adults—build pride. In mainstream media, 
there aren’t many, and the few who do exist are far outnumbered by 
nondisabled icons, which can be counterproductive for disability pride, 
reinforcing unrealistic expectations of attractiveness and acceptability.

Surprisingly, Ladau says her personal convictions about disability 
pride solidified when she got to know more people with different types 
of disabilities. “It was really when I started to find myself surrounded by 
a lot of other disabled people, when I chose to surround myself with the 
disability community,” she says. “By doing so, I understood I wasn’t alone. 
That’s when I was able to foster this stronger sense of identity and pride.”

Feeling not alone can be difficult because there are so many different 
types and degrees of disabilities, including chronic health conditions. 
Beth Haller, a professor of media and disability studies at Towson Uni
versity, outside Baltimore, has explored the many sides of the disability 
community. Her disability background is nuanced. “I have some ongo
ing chronic illnesses, but I have only more recently identified as someone 
with invisible disabilities/chronic illnesses,” she says by email.16

She suggests that people with hidden disabilities or chronic illnesses 
may not have the same “relationship to disability” as others, especially if
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thev weren’t born with their conditions. It takes time to come to terms 
with ones own disability (or disabilities). Whatever your degree of dis- 
ability or illness—and she adds that these conditions aren’t always static; 
many people have intermittent and/or multiple disabilities—the con
cept of disability pride is important for combating ableist prejudices. 
Pride "counters the stigma that had been associated with disability,” says 
Haller. Without pride, it’s difficult or impossible to fight for your rights, 
for justice. But pride is not necessarily apt or fitting for everyone, she 
says. Many folks with hidden disabilities may not talk about them much 
if at all, or may not identity them as disabilities. Age-related chronic ill
nesses such as arthritis or hearing loss, for example, are often written off 
as “just part of aging” and don’t tend to generate feelings of pride.

The younger generation of disabled people is more likely to un
derstand many more forms of disability and disability discrimination. 
“They are fighting against [this discrimination] through social media, 
blogs, videos, even books and documentary films,” says Haller. “They 
understand that getting better and more authentic disability represen
tation in popular culture and media can help change society’s attitudes. 
They’re using modern tools to do their advocacy work.”

In July 2020, the New York Times reported, “There are more young 
people with disabilities now than in the past, or, at least, more who are 
willing to accept the label.” That may be partly because the definition of 
disability has expanded, particularly in this case to include a full spec
trum ofless visible impairments, including autism and anxiety disorders. 
“Today,” the Times went on, “almost one in four college students report 
haring had a diagnosis of depression, according to the American College 
Health Association. That’s up from one in 10 college students in 2000.”1,

That figure doesn’t include learning or other behavioral disabilities 
that are increasingly diagnosed in children. According to the US Centers 
for Disease Control and Prevention, the number of American children 
diagnosed with attention-deficit/hyperactivity disorder (ADHD) grew 
from 4.4 million in 2003 to more than 6 million by 2016, the most re
cent figure available. Of those, 64 percent also had another unspecified 
“mental, emotional, or behavioral disorder.” Roughly half had “behavior 
or conduct” issues, and a third were diagnosed with anxiety.18 In 2018, 
nearly 14 percent of American children between the ages of three and 
seventeen had been diagnosed with either ADHD or a learning disabil-
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ity.19 Some of them may outgrow the disabilities, but others won’t. It’s 
estimated that more than 4 percent of US adults have ADHD.20

That young people are identifying with disability in so many differ
ent ways, not shying away from it as their elders might have, hints at a 
scope and speed of transmission of information that the pre-ADA gen
eration never had. With these new forms of media, many folks know 
about offensive stereotypes and access violations the moment they occur 
or are spotted. “Many nondisabled people see these comments on social 
media, too, and they are siding with disabled people,” says Haller. “The 
movement has done an excellent job of using the technology to educate 
everyone, disabled or not, about these issues.”

An important part of that education, of that consciousness-raising, 
concerns language. In the decades since the ADA, the terminology 
around disabilities continued evolving. All sociopolitical movements are 
bound to get hung up on vocabulary at some point; it’s almost unthink
able to talk about any marginalized group today without carefully weigh
ing your choice of words. This isn’t just a matter of political correctness 
or trendiness. It has to do with group identity. Being able to ascribe to 
yourself your own nomenclature, instead of accepting what the majority 
culture (or even a past generation) clapped onto you, is key to feeling 
agency over your fate and asserting your autonomy. But which words or 
phrases are best for expressing pride?

For many years kids with disabilities have been referred to as hav
ing “special needs.” But they didn’t choose that moniker for themselves. 
An offshoot of “special education,” “special needs” is a term that was 
picked up by parents and educators who evidently didn’t want to as
sociate their kids with the larger disability community, or at least with 
the stigma of being part of that community. “The word disability, for 
some parents, is a label that makes them feel limitations have been 
placed on their child prematurely,” writes Ericka Polanco-Webb, a re
porter for Chicago Parent.21 That’s their right, of course. Nevertheless, 
it’s fair to say that most disabled adults find “special needs” cringe
worthy. Disability rights are not intended to be about special rights or 
privileges. They’re about fairness and equality. “When I was thrust into 
parenting a child with a disability, I took the advice from doctors and 
other parents,” says Jamie Davis Smith, mother of a multiply disabled 
daughter, writing in the Washington Post. These so-called experts told
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her to use the term "special needs” and a host of other euphemisms 
such as "handicapable." But she soon realized that her daughter’s needs 
were the opposite of special. “She needs to eat, get around, be educated, 
use the bathroom and be entertained. These things take extra effort for 
her." Smith says, explaining that her daughter may always have to use 
a wheelchair, wear diapers, and be fed. “But the needs themselves are 
basic and ordinary.”

For her, the final nail in the “special needs” coffin was realizing that 
"disabilities” are protected under the law—“special needs” and “devel
opmental differences” and the like are not, at least technically speaking. 
They have to be translated to “disabilities” to fall within legal safeguards. 
"When parents use w'ords other than ‘disabled’ to describe their child, 
they may be making it more difficult for their child to assert their rights,” 
she says.22

Whether or not that’s true at a practical level—most bureaucrats and 
courts recognize that “special needs” means “disabled”—there has cer
tainly been a strong push for “disability” and “disabled” over all other 
descriptors. In the early 2000s, Lawrence Carter-Long, a disability ac
tivist with cerebral palsy, who is currently at the Disability Rights Edu
cation and Defense Fund, started the hashtag #SayTheWord to promote 
these terms. “The language we use mirrors the ways we think,” he says. 
“Embracing the W'ord ‘disabled,’ fighting the urge and the conditioning 
that demands we distance ourselves from it, is a powerful illustration of 
self-determination in action.” Boldly proclaiming the word, he says, epit
omizes how' far the disability community has come. “By deciding what 
we want to call ourselves, owning it, we claim our power and celebrate 
the history and the community advocacy that made it possible.”23

Thepost-ADA world also gave birth to another neologism: “ableism.” 
Though the Oxford English Dictionary pegs the word’s first usage to 1981, 
it doesn’t appear even once in the legal language or in Joe Shapiro’s No 
Pity. It didn’t come into widespread practice until relatively recently, but 
the fact that it has entered the common vernacular is a testament to the 
broad recognition of the existence of disability discrimination.

Ableism means different things to different people, however. The 
word does a lot of work for disability culture,” Andrew Pulrang, a dis
abled blogger and past executive director of a Pittsburgh-based indepen
dent living center, writes in Forbes. “It carries the weight of the worst of
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what plagues disabled people the most, but can be so hard to express.” 
He says that it “often adds as much confusion and dissension to disability 
discourse as it does clarity and purpose.”2'1

Talila A. Lewis, the disabled attorney and “social justice engineer,” 
has thought a great deal about its multifaceted connotations. Ableism 
is “a system that places value on people’s bodies and minds based on 
societally constructed ideas of normality, intelligence, excellence, desir
ability, and productivity,” T.L. writes. “These constructed ideas are deeply 
rooted in anti-Blackness, eugenics, misogyny, colonialism, imperialism, 
and capitalism.” As such, T.L. goes on to say, “You do not have to be dis
abled to experience ableism.”25

In any case, it’s largely because of the ADA and disability pride that 
people today can easily speak of disabled people as they might other 
oppressed minorities, incorporating words such as “violations” and 
“prejudices.” Half of the battle to put the ADA over in the first place 
was convincing legislators that there was actually a problem to address, 
that disabled people are discriminated against and do in fact represent 
a maligned, disparaged, and otherwise unfairly treated minority group. 
In other words, that ableism—systemic ableism—exists. Nowadays it’s a 
little hard to imagine this was ever in doubt.

If the ADA enables us to cast disability problems in the same way 
we view racism, transphobia, sexism, homophobia, and other forms of 
discrimination, it’s also turned the word “disability” from a negative de
scriptor to a politicized signifier. In disability-related social media fo
rums, people engage in feisty debates about the pros and cons of words 
such as “impairment” and “disease,” which many contend are not inter
changeable with “disability.” “Disability” is inclusive, the most inclusive 
choice. A disability can result from illness, injury, accident, genetics, 
and more. That broad base gives it power. Furthermore, identifying with 
disability connects you with a diverse array of other people and a com
mon cause. There’s nothing intrinsically shameful about “impairment” 
or “disease,” but they pathologize; they hark back to an outmoded and 
repressive standard when those with atypical bodies or minds were ei
ther shunned and feared as monsters or studied as freaks and oddities, 
as puzzles to solve. Disability pride reflects a different kind of disconnect 
between disabled people and the nondisabled world, one that rejects 
these medical paradigms.



in the springI n early test of the community’s synergy and pride came
H of 1995. Word had gotten out that an official memorial to President 
Franklin D. Roosevelt in Washington, DC, was imminent. It would el
evate FDR to the pantheon of Presidents Washington, Jefferson, and

Rejecting medical paradigms means rejecting the “cure mentality.” 
Eli Clare, who has written a great deal about the cure mentality, popular
ized the term “body-mind, which Clare defines as a rejection of “the du
alism built into white Western culture.” Body-mind, he say's, recognizes 
"both the inexplicable relationships between our bodies and our minds 
and the ways in which the ideology of cure operates as if the two are 
distinct—the mind superior to the body, the mind defining personhood, 
the mind separating humans from nonhumans.”26 Disability scholar Jen
nifer Natalya Fink agrees with the concept, noting “how any nonphobic 
understanding of disability' is predicated on an acknowledgment of that 
indissoluble relation.”27

This is far from the end of the word wars. Just as the understanding 
of “disabled has widened, the distinction between “nondisabled” and 
“able-bodied has tightened, activists point out that “able-bodied” should 
not be used for “nondisabled” (sometimes shortened to “abled,” with the 
people it refers to called ableds or ables ) because some able-bodied 
people are disabled —and some disabled people are able-bodied. People 
with learning, psychiatric, cognitive, autistic, and other invisible disabil
ities may be able to walk and lift weights and do jumping jacks. They 
might process or react to information according to a nonconforming 
blueprint, but their bodies function quite ably. To get the difference be
tween “able-bodied and nondisabled is to twig the full range of what 
the word ‘disability encompasses; to use the words interchangeably—as 
many people inadvertently do—is tantamount to committing an affront 
against autistic people and many others with invisible disabilities.

Oddly enough, the oldest word for a disabled person—“cripple”— 
which was considered a slur for decades, has been reclaimed by many 
activists, at least among themselves. That was true even before the ADA, 
but it’s become more acceptable now. It’s not unusual for disabled people 
to bandy about the sobriquet “crip” with good-humored ease, unapolo
getic confidence, and more than a measure of acerbic, ironic pride.

42 I DISABILITY PRICE
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Lincoln, the only others with a grand monument erected in their mem
ory in the nations capital.

As a concept, it had been discussed for decades; Congress had estab
lished an FDR Memorial Commission as early as 1955. “The first design, 
which called for eight towering slabs of marble, was approved in 1960 
and then laughed out of construction by an article in The Washington 
Post, which characterized it as ‘Instant Stonehenge,’” according to the New 
York Times. “In the years that followed, other designs were approved and 
then rejected.”28 But this time, it was finally about to happen, to coincide 
more or less with the fiftieth anniversary of FDR’s death. A San Francisco 
architect named Lawrence Halprin had produced a plan that won the ap
proval of the congressional memorial commission. That was in 1978. It 
took another twelve years for Congress to approve the funding. Then a 
sculptor was chosen.

The design called for four semi-separate outdoor spaces, each with its 
own statue or monument, to represent his four terms in office. Between 
these spaces would be a garden pathway. The walls of the spaces would 
be inscribed with Roosevelt quotations and related historical texts, in
cluding, carved in granite, the inscription, “1921, stricken -with poliomy
elitis—he never again walked unaided.”

Construction began in October 1994 on more than seven acres in 
West Potomac Park along the Tidal Basin near the National Mall. Then 
the controversy began.

Roosevelt is considered a personal hero to many disabled people—a 
role model of sorts, even for those who were born decades after his 
death. He’s the only president (so far) who used a wheelchair throughout 
his tenure (Woodrow Wilson used a wheelchair in part of his second 
term, following a stroke). And that was precisely the problem. That Roo
sevelt was a polio survivor was known during his presidency, but the 
full extent of his post-polio limitations was not. He couldn’t keep it a se
cret, not entirely, so he and his spin doctors cast him as courageous and 
indomitable—a good, inspiring leader for a country trammeled by the 
Great Depression and then by World War II. In public appearances, he 
did his best to hide his disability. He used crutches and leg braces painted 
black, to be camouflaged by his dark suits and black shoes. He had Secret 
Service men stand close beside him to prop him on his feet. Outside, he 
often favored an oversized dark cloak that could easily drape over his
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seated form and cover his braces. At home, he had wheels attached to a 
wooden kitchen chair to turn it into an innocuous, nonmedical-looking 
wheelchair. The White House press corps was not like today’s; it didn’t 
challenge the president. It didn’t expose secrets. It was in on the de
ception, though there are reports that any time a press photographer 
snapped a picture showing the president’s infirmity, the Secret Service 
immediately snatched the camera and destroyed the film.29

If you go to YouTube, you can find a few silent clips of FDR walking. 
Or, rather, seeming to walk. His legs do not move. They are stiff and 
lifeless in leg braces. In his right hand he holds a plain black cane that 
he uses as a crutch, or it may actually be a cleverly disguised crutch. The 
v.aj he clings to it looks jaunty and distinguished, but he plainly leans 
on it to swing his legs forward, both legs at once. On his left side is a 
broad-shouldered man holding his elbow, standing very close to support 
his frame. In one clip, FDR moves in this way to a White House terrace 
railing; once there, he leans on the railing and the aide on his left abruptly 
walks away. FDRrests the cane/crutch against the railing and then raises 
his right hand, now free of the cane, to wave at the crowd. After less than 
a minute, the bodyguard rematerializes at Roosevelt’s left arm, and Roo- 
setelt grabs the ebony cane with his right hand. He is swiftly whisked 
auay. If you blink you might miss it. All you would register is that FDR 
walked to the railing, waved, and walked away. You couldn’t be blamed 
for swearing you saw him walk. It’s a brilliant bit of theater.

^Vhen the planners of the FDR Memorial decided to show him as 
hed wished to appear in life—that is to say, standing grandly, sans wheel
chair—many disabled people were in an uproar. They called it the dis
ability equivalent of whitewashing. Revisionist history. Disability “was 
so much a part of who he was,” Speed Davis, then acting executive direc
tor of the National Council on Disability, told the press, “and for them to 
continue to hide it kind of undermines everything we’re trying to do.... 
It reinforces the idea of shame.”30

I^ot all disabled people agreed with that. The late conservative col
umnist Charles Krauthammer—himself a wheelchair user, who often ap
peared on CNN in tight head-and-shoulders shots that avoided showing 
his wheelchair—thought the activist viewpoint was wrong. In his weekly 
column for the Washington Post, he wrote, “The weakness of the crit
ics case lies in its central premise: that FDR would have wanted himself
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portrayed in a wheelchair. ... It is a nice argument. It is also nonsense.” 
Krauthammer concluded, “You do not memorialize a man by imposing 
on him an identity that he himself rejected. Better no memorial at all.”31

Eight of FDR’s grandchildren wrote in support of showing his dis
ability.32 Later, eight other FDR grandchildren would concur. In time, 
President Bill Clinton and former presidents Gerald Ford, Jimmy Carter, 
and George H. W. Bush all came out on the pro-disability side. Bush, 
champion of the ADA, said, “It would be a shame if at least one of the fig
ures in the memorial did not show him as a man who had a disability.”33

There are other FDR monuments outside DC. There’s a statue of him 
in Grosvenor Square, London, standing alone (though his cane is visible 
poking out from his cloak). There’s one at his birthplace in Hyde Park, 
New York, that shows his wheelchair; the site is somewhat off the beaten 
path, though, receiving fewer than two hundred thousand visitors a year, 
according to the National Park Service. By comparison, some twenty 
million tourists come to the nation’s capital every year.3'1 This was sure 
to be a big draw.

In April 1997, two years after the first objections were raised and just 
days before the memorial was due to open, President Clinton announced 
he would send legislation to Congress for an additional sculpture of FDR 
in his wheelchair. The opening wouldn’t be delayed; the modification 
would have to be made later. In May of that year, Clinton dedicated the 
memorial while he himself happened to be on crutches. He had recently 
injured a knee.

It took nearly four more years for the unveiling of the wheelchair 
statue that Clinton had ordered. In January 2001, in his final days in 
office, Clinton dedicated the additional dark brown bronze sculpture—a 
life-size version of FDR seated in his wheelchair, erected near the me
morial entrance (called “the prologue room,” distinct from the original 
four open-air “rooms”). It’s accessibly level with the stone floor, without 
pedestal or barrier, and wheelchair-using visitors invariably take a sel
fie beside the seated president. “The chair in the statue depicts the one 
the president designed himself from a kitchen chair and tricycle wheels,” 
states the memorial’s official literature, which adds that private funds 
were raised to pay for the addition, not taxpayer dollars.

At the other end of the memorial, up a couple of steps, is a larger-than- 
life rendering of FDR seated under his cloak with his dog Fala at his feet.
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It is less accessible than the one at the entrance, at least for those who 
can't climb steps. But the figure is most definitely not standing.

In May 2021, a report from the National Council on Independent 
Living charged that the memorial is not fully accessible for blind visi
tors. For instance, the braille signs are mostly unreadable.35 What, if any
thing. trill be done to correct the problems isn’t clear. Neither is FDR’s 
legacy as a disability role model. Because of him, any parent of a disabled 
kid can honestly say, “You can grow up to be anything you want—even 
president!” But it’s complicated. FDR was the epitome of triumph over 
tragedy. He embodied the overachiever model, the “good patient” who 
fights the invading disability with pluck and valor. Many disabled people 
today are intimately familiar with that paradigm; sometimes it seems 
the only option for getting ahead in the world. It’s not exactly disability 
pride, though. Minimizing or denying your limitations is merely a way 
of leveraging an awkward situation, of coping with how disabilities are 
often regarded.

“In many Western cultures, disability is predominantly understood 
[as] a tragedy, something that comes from the defects and lack of our 
bodies, whether through accidents of birth or life,” say Australian schol
ars Gerard Goggin and Christopher Newell. “Those ‘suffering’ with dis
ability, according to this cultural myth, need to come to terms with this 
bitter tragedy, and show courage in heroically overcoming their lot while 
they bide their time for the cure that will come. The protagonist for this 
script is typically the ‘brave’ person with disability; or, as this figure is 
colloquially known in critical disability studies and the disability move
ment—the super-crip.”36

Disability pride is the opposite end of the spectrum. It’s the idea of 
showing it all, not trying to cover it up, without shame or excuse or trep
idation. That’s why the FDR Memorial felt so important. Hide his dis
ability and you’re telling disabled Americans to hide theirs. But show it 
and you’re proclaiming there’s no embarrassment or dishonor about it.
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BIMIIIIHWBMO
THE AFTERLIFE OF CIILTDRAL ICONS

[| n 2009, a scholarly journal called the Disability Studies Quarterly noted 
I a surprising phenomenon: The number of post-secondary courses de
voted to disability studies—a field that was then less than twenty years 
old—had nearly doubled in the preceding five years. Specifically, in the 
English-speaking world—the US, Canada, the UK, Australia, and New 
Zealand—such classes that were not part of a degree-granting program 
(the publication called them “standalone courses”) had grown 93 percent 
in the prior five years. At the same time, those within degree programs 
(bachelors, masters, and PhD) had surged even more: a mind-blowing 
98 percent. In all, there were 528 disability studies courses offered in 
English-speaking countries, up from 268 just five years earlier. “Ihe 
field is expanding at an exponential rate,” concluded the authors, Pamela 
Cushing and Tyler Smith of King’s College at the University of Western 
Ontario in Canada. They cited three “dimensions of growth”—indepen
dent disability studies departments, hybrid classes that combine disabil
ity studies with other disciplines, and disability studies curricula that 
are integrated within liberal arts programs, possibly alongside womens 
studies or ethnic/race studies.1

By 2020, interest in the field had grown so high that there was even 
a U.S. News & World Report ranking.2 Not bad, considering there were 
exactly zero classes in disability studies in the US before 1994.
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Americans raised after the ADA were subject to disammy .. 
Thev probablv even had a partial awareness of disability politics, 
haps its only natural that in college and graduate school they 
interested in learning more about the subject, possibly even 
into disability-related careers. Such careers were no ong 
health-care disciplines; they could include education, human rig > 

cial justice, the law, and many other fields.
Yet disability studies actually has roots that extend pre-ADA. >

Irving Kenneth Zola, a professor of sociology at Brandeis University a 
a survivor of both polio and a disabling car accident, joined wit i a g 
of other researchers to launch the awkward-sounding Section or 
Study of Chronic Illness, Impairment, and Disability. It v, as m 
renamed the Society for Disability Studies (SDS) in 1986. The e g 
society soon attracted academics not just in the social scienc 
in the arts and humanities—an interdisciplinary approach to 
that cuts across all borders and demographics. To intellectuals, this m y 
have seemed a logical step, coming as it did on the heels of the °
and women’s movements. To the still young disability rights m 

it was groundbreaking and consciousness-raising.“We began thinking more about America comprising specific ms - 
ries, unique to groups of people,” recalls Tammy Berberi, w 
sociate professor of French at the University of Minnesota, Morns, an 
who has CP.3 She’s a past president of the society, which is sti going 

strong. Currently based in Eureka, California, SDS is 
study of disability in social, cultural, and political coni 
to its website.4 Little has changed from its early day; 
that disability is a key aspect of the human experiem 
studying it is essential to understanding humankind.  
goals are to augment understanding of disability in all cultures 
torical periods, to promote greater awareness of the expei iences 
abled people, and to advocate for social change.”5 It also aims to promote 

baders in the community. nQ_ .SDS began making inroads into general academia after the 1 P 
Nation of The Politics of Disablement: A Sociological Approach by Mi
chael Oliver, a wheelchair-using sociologist in England who survive a 
spinal cord injury from a swimming accident at seventeen. The boo , 
first published in the UK, then in the US, discusses how disabi ity o en



gets cast as a medical phenomenon rather than a sociopolitical one. Ol
iver is credited with coining the notion of the social model of disability.? 
He became the first professor of disability studies in the world, originally 
at Britain’s University of Kent, where he “pioneered the teaching of what 
we now think of as disability studies to social work students,” read his 
obituary in The Guardian. At his death in 2019, Oliver was emeritus pro
fessor of disability studies at the University of Greenwich.8

In the US, the first official disability studies curriculum was launched 
in 1994, four years after the ADA, at Syracuse University. It was taught by 
Steven J. Taylor, a professor at the university’s School of Education and 
director of its Center on Human Policy. He’d taught courses in “special 
education,” with a particular interest in intellectual disabilities, and was 
editor of the “Intellectual and Developmental Disabilities” newsletter 
published by the American Association on Intellectual and Developmen
tal Disabilities. His idea, drawn on Oliver’s work, was to study disability 
not as part of a medical or health-care curriculum—as had been done in 
the past—but as its own minority-based, civil rights-oriented discipline. 
He aimed to teach students to think critically about what it means to live 
with a disability and to research how to improve the situation, how to 
advocate for rights and resolve social inequities. He later won the SDS 
Senior Scholar Award for outstanding scholarship. “Disability studies 
starts with accepting the disability. Then it asks the question: ‘How do 
we equalize the playing field?”’ he said in 2013, a year before his death.9

Hie social model of disability is a primary element in today’s un
derstanding of disability identity. But completely scrapping the medical 
model isn’t always a good idea. Many proud disabled people still battle 
with medical conditions and needs. The difference is in how one views 
those medical realities. Berberi at the University of Minnesota stresses 
that disability studies curricula challenge “deficit models” of disability, 
which define certain people as “less than” based on physical or cognitive 
differences, rather than on standard medical models. Tire social model of 
disability, in contrast, recognizes that disability isn’t a problem to be rem
edied; instead, it’s the ill-suited and unnecessarily closed-off environment 
that’s the problem. Disability studies not only highlights barriers to full 
and fair inclusion but challenges students to question shopworn notions 
ofwho belongs and who doesn’t. Academically, the field encompasses his
tory, literature, anthropology, sociology, rhetoric, environmental studies,

DISABILITY STUDIES AND THE AFTERLIFE OF CULTUHAL ICONS / 40
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philosophy, art, and other disciplines. It also intersects with religious 
studies, womens studies, race studies, migrant studies, queer studies, and 
other similar areas. "These perspectives neither sync nor completely agree 
with each other,” Berberi says, calling the field a “lively area” of academia 
that is “growing quickly by every measure.”10

The popularity of disability studies may' relate to the notion that more 
young people are identifying as disabled. They want to learn more about 
disabilities from a cultural and intellectual, or nonclinical, viewpoint. At 
the same time, disability'studies courses help reduce the stigma. The pos
sibilities for synergistic energy are powerful. With the knowledge gained 
on campus, fueled by other students with a similar interest, the spark of 
disability awareness can explode into action. A 2014 report by disabled 
scholar Allegra Stout and her nondisabled colleague, Ariel Schwartz, 
found that informal and student-run disability groups often have a sym
biotic connection with official disability studies courses; that is, they 
feed each other. A campus survey showed “countless ways” in which 
student disability' advocacy groups and disability studies classes—fac
ulty' and students, disabled and nondisabled alike—enrich one another. 
Students not only access disability studies on a theoretical basis but seem 
to build on it to keep developing their understanding and interpretation 
of disability'experiences. “Additionally,” the report says, “student groups 
educate their campus communities by advocating for the inclusion of dis
ability' studies in curricula, sharing their perspectives in the classroom, 
and hosting events related to disability studies. Through these activities, 
often in collaboration with faculty and staff, students forge reciprocal 
relationships between their activism and the field of disability studies.”11

The piece goes on to tell how a group of undergrads at Wesleyan Uni
versity petitioned for a quiet, accessible eating space in the campus cen
ter so students with sensory sensitivities, anxiety, and other disabilities 
could eat in peace. “We can’t just grant special benefits to one student 
group. It wouldn’t be fair,” an administrator reportedly responded. But 
Wesleyan Students for Disability Rights, a mixed group of disabled and 
nondisabled students, replied, “This isn’t a special benefit. This is about 
making sure that all students have equal access to the cafeteria.”

Using ideas they’d learned in disability studies classes, spread and am
plified over social media, the group articulated all the ways that disabled 
students were unfairly marginalized on campus, and the impact of that
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marginalization. Disability studies, they found, had “transformed the 
lens through which we perceive both disability and the rhetoric about 
disability” and given them the tools to counter this particular form of 
bureaucratic obstinacy.

In the end, they won their accessible eating space. Moreover, they 
reported feeling able to “change our realities.”

ver time, disability studies delved ever deeper into disability culture.
Bit by bit, more truths about where we’d come from began to see day

light, some aspects of which were more pleasant than others. For in
stance, its come out that there’s been an unfair hierarchy in cripdom; 
as in other disenfranchised minorities, certain subgroups have enjoyed 
advantages or jockeyed for dominance—and not just along racial or 
gender lines. Impairments below the chest or waist are often considered 
“preferable” (by disabled and nondisabled people alike) to those that af
fect the head and face. Studies indicate that intellectual disabilities may 
bear the most stigma,12 and that inborn impairments are more feared by 
the general population than acquired disabilities even if, on a functional 
level, they’re equivalent.13 Disabled people themselves debate who has it 
better, those with congenital disabilities or survivors of accidents and ill
ness. This is not unlike a tendency among communities of Color, where 
lighter skin tones have often been taken to signify greater attractiveness, 
intelligence, or acceptability, as absurd and hateful as that may seem. 
“The stigmatized stratify their own because no one wants to be in last 
place,” observes Duke anthropologist J. Lorand “Randy” Matory.14

The first group of disabled folks to become mainstream role mod
els—outside of the occasional breakout stars—tended to be rugged, 
muscular, and white. Many were wheelchair basketball or wheelchair 
tennis players, their beefy arms propelling their stripped-down, aerody
namic sports chairs to great speeds and an almost brutal rigorousness. 
Very macho, they did the best job of emulating their nondisabled athletic 
peers. They were considered strong, independent, autonomous, tough, 
sexy—and they helped put at ease anyone who might be a little uncom
fortable around atypical bodies. (They were also almost uniformly cis
gender men.) That is, their pursuits were more recognizable and legible 
to the nondisabled world. Remember Oscar Pistorius, the Olympic and
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Paralympic sprinter from South Africa whose prosthetic racing blades 
helped make him famous (and who was later convicted of mui dering 
his girlfriend)? Remember the popular 2005 documental y Muiderball, 

about quadriplegic jocks who play full-contact rugby?
Society’s general acceptance of disabled people who ai e able to, in a 

sense, impersonate nondisabled people, or otherwise fit nondisabled ex
pectations, runs through the history. Yet arriving at a unifying theme for 
disability icons is like trying to describe the most glamorous movie star 
or the most tragic event ever; it’s slippery. It depends on your frame of 
reference. Similarly, there is no single resource, no pressing agenda or col
lection of concepts, that will inevitably jibe with every disabled persons bi
ography or interests. Given that, you may wonder if it s even right to speak 
of disabled people” as a distinct group. What, if anything, does it mean to 
be a member of that group? What exactly are the qualities that define dis
ability as an identity? It’s certainty not just about functional limitations or 
medical history. It’s about exclusion and marginalization. Its about context 
and, often, a lack of respect and agency over one’s own life. But beyond 
that, the traits are as widespread and diverse as humanity itself.

The international access symbol of a stick figure in a wheelchair is it
self reductionist, some disability advocates say, since many disabled folks 
dont use wheelchairs, and those who do are rarely so stationary. It was 
adopted by the independent International Organization for Standard
ization in the late 1960s.15 In 1994, an Irishman named Brendan Murphy 
Proposed changing the image to show the seated figure leaning forward 
and with an arm cocked in back, as if to push the chair16; in 2013, Sara 
Hendren and Brian Glenney, Boston-area educators, further modified 
the icon to show the seated figure in an even more active position, to 
ernphasize forward movement.17 The latter became the official symbol in 
certain states and municipalities the following year. Still, not everyone 

behind having a wheelchair represent all disabilities.1 It is a major 
cause of grief, says an unsigned post on the Nth Degree blog.

The desire to reclaim the pillars of disability in America is one way 
of helping to define what the disability identity signifies. Disability stud- 
les has, among other pursuits, been devoted to unearthing the “secret 
history" of disability—the common threads in the lives of disabled peo- 
ple from the past, the through line that ties them together as a distinct 
cultural phenomenon or demographic body. This amplifies the sense of
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ill Hi'communal character while occasionally uncovering archetypi 
struggle against ableism.

It’s through efforts to center erased people throughout history that 
we’ve learned about forebears such as Joice Heth, an enslaved disabled 
woman who went on to fame—if that’s the word—in P. T. Barnum’s cir
cus. Barnum “leased” her for an alleged $1,000 (since slavery was tech
nically illegal in the North, where Barnum operated) from a Kentucky 
slaveholder identified as R. W. Lindsay, in 1835, when Heth was probably 
seventy-nine years old. Lindsay had purchased her earlier that year from 
another Kentuckian named John S. Bowling, who had marketed her as 
an elderly woman with a connection to George Washington. Heth might 
have made that last part up. But under Barnum’s control, she was hawked 
far and wide as Washington’s 161-year-old childhood nursemaid.

Heth was reportedly paralyzed in both legs and one arm and mostly 
blind; Barnum added that she weighed forty-six pounds and had no 
teeth.20 “Barnum went as far as to remove teeth from Heth and neglect 
her care to make her appear physically deformed, and by extension much 
older than she actually was,” says the disabled historian who writes un
der the name Mwatuangi.21

Barnum’s circus was more than your average minstrel show, but min
strelsy was about the only way out for many African Americans in those 
days, and that was especially true for those with disabilities. Consider 
Thomas Wiggins, known as “Blind Tom.” Born into slavery in 1849 on a 
Georgia plantation, he soon made his masters (and, later, his “guardians”) 
a fortune. Before reaching puberty, the young man who was born both 
blind and possibly autistic—his obituary calls him “weak-minded”—be
came a touring musical sensation, playing his own compositions on the 
piano and a variety of classical and popular tunes of the day. He could 
also recite famous political speeches with pitch-perfect mimicry.

At ten, Wiggins was invited to entertain at the White House for Pres
ident James Buchanan, making him the first Black American to perform 
there.22 At the height of his fame, Wiggins earned as much as $100,000 a 
year, the equivalent of more than $ 1 million today, though he got to keep 
very little of it. Still, he was among the highest-compensated performers 
of his time.

Exploited as he was, Wiggins was lucky. In 2008, the Disability Stud
ies Quarterly revealed that most enslaved disabled people were not
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“liberated" by the Union forces as their nondisabled counterparts were. 
The Southern slaveholders spread the falsehood that Black people didn’t 
have the mental or physical capabilities to handle freedom, and the Union 
bought it. After the Civil War, the North perpetuated the idea by circulat
ing images of proud, robust, and distinctly nondisabled Black men (it was 
almost always men) joining the Union army, tending their own farms, 
and. eventually, voting. These images, writes history professor Jim Downs 
of Connecticut College, “obscured the experiences of hundreds of dis
abled. blind, and deaf freed slaves that were caught in the transition from 
slaver)- to freedom.”18

Fifteen years after slavery was abolished, in 1880, Roger Demosthe
nes 0 Kelly was born in Raleigh, North Carolina. He was nondisabled, 
but at nine he caught scarlet fever. He survived, but afterward remained 
D'deaf and partially blind. In 1898, O’Kelly applied to Gallaudet Uni
versit)’. He was denied entrance because he was Black. So instead, he 
entered Shaw University in his hometown, a private liberal arts school 
that claims to be the first historically Black university in the South 
(founded in 1865). Some accounts say O’Kelly then suffered a football 
injur)’ that exacerbated his blindness in one eye. In any case, he man
aged so well—communicating primarily with a pad and pencil—that, in 
1909, he graduated with a law degree and subsequently applied to and 
got into Yale University, from where he received a second law degree in 
1^12. He worked odd jobs for several years, digging ditches and such, to 
eam a living. Between 1918 and 1919, he taught school for D/deaf Black 
children before opening his own private law practice in Raleigh in 1920, 
primarily for Black clients. His practice continued for the better part of 
three decades.

0 Kelly died in 1962 at age eighty-two. His obituary in the Shaw Uni
versity Bulletin read, “He claimed the distinction of being the only Negro 
ea awyer in the United States and the second deaf person to graduate 

r°m University in her history of over 250 years.”24
SUch distinctions alone should make him a hero, but his story is 

mostly forgotten.
In comparison, everyone has heard of Helen Keller, who was born the 

ame year as 0 Kelly, 1880, in Tuscumbia, Alabama. But Keller, who was 
ite and perhaps most known because of the 1962 movie The Miracle 

or er, grew up jn completely different circumstances. Her family was



well-to-do and had been slaveholders; her maternal grandfather was a 
Confederate general in the Civil War. At nineteen months old, Keller 
came down with a severe illness—like O’Kelly—that left her perma
nently D/deafblind. She went on to attend the Perkins Institution for the 
Blind (later renamed the Perkins School for the Blind), outside Boston, 
where she met Anne Sullivan, an instructor who was also visually im
paired. Sullivan became her constant companion. For most of the next 
five decades, they helped each other navigate the world. But there’s no 
question that Keller was well connected. She enrolled at Radcliffe Col
lege, and her tuition was paid entirely by a benefactor, Standard Oil head 
Henry Huttleston Rogers.

Keller became famous through her writing and speeches as a cham
pion of braille, disability rights, women’s rights, labor rights, and world 
peace. More than half a century after her death in 1968, she remains a 
role model for many. But some disability scholars have suggested reex
amining her legacy.

Keller is known for the ways she learned to communicate with the 
nondisabled world. Besides writing and reading braille, she was able to 
understand spoken words by feeling people’s lips and throats. She also 
used “fingerspelling,” a way of representing letters and numbers with 
finger movements, primarily through having someone touch her hand. 
She took in music by placing her hands on vibrating tables or cabinets. 
She learned to speak orally, which enabled her to give lectures to the 
general public. As inspiring as her example may be, it’s also polarizing. 
Some draw attention to her endorsement of oralism—that is, encourag
ing D/deaf people to communicate out loud so non-D/deaf people can 
hear them, instead of using sign language. They question her allegiance 
to the uniquely D/deaf culture and language. Others are alarmed by her 
longtime association with Alexander Graham Bell, the inventor of the 
telephone, whose mother and wife were D/deaf and who urged them 
to act like hearing people. Bell also argued that D/deaf people should 
not marry each other, lest their children turn out D/deaf. Keller herself 
“warned of the dangers of marriage” for D/deaf people, says the nondis
abled disability scholar Deborah Marks, indicating a possible affinity for 
the eugenics movement.25

On the other hand, many modern-day D/deaf people don’t want her 
erased from the collective memory or “canceled” for her ideologies. If
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anything, they say, we should understand more about her than her child
hood efforts to cope in a hearing world. As an adult, Keller was a founder 
ot the American Civil Liberties Union, a birth-control supporter, an 
early champion of the National Association for the Advancement of Col
ored People, and a strong opponent of lynching. Her politics was clearly 
progressive, which maybe why', in 2018, the conservative Texas Board of 
Education voted to remove her name (and those of other liberal icons, 
such as Hillary Clinton) from the state’s education curriculum. D/deaf- 
blind attorney and activist Haben Girma, among others, was outraged. 
Keller, she wrote in the Washington Post, “serves as a gateway' to conver
sations about disability'.” Her life story can introduce young students to 
braille and sign language, she argued, while simultaneously' demonstrat
ing disabled peoples capabilities and ingenuity. Girma acknowledged 
that Keller doesn’t represent the only disability perspective; the disability' 
community' is naturally full of diverse views and accomplishments. But, 
she said, “students need to learn more about disability', not less.”26

Two months later, the Texas education board rescinded the proposal.- 
Touchstones of disability history like these help create a kind of lat

ticework But it’s still under construction and ever shifting. To miscon
strue, misjudge, or look past someone or something significant, a data 
point or unsung contributor to the disability ethos, is almost inevita
ble. No doubt more truths will be uncovered or reexamined in the fu
ture. Still, without an understanding of disability heritage, of disability 
culture, how can any'one understand their own disability experiences? 
As Emily Ladau, the disability activist and author, says about disability 
pride, it’s something you feel inside that’s derived from the culture and 
history'of people who came before, perhaps many generations before.'5 
Its knowing who you are as a person within that context, and in the 
ways you navigate the often inaccessible and unwelcoming world, just 
as other disabled people have done before y'ou. Its important to educate 
disabled and nondisabled people alike about that context; it isn’t dead 
history. Rather, it’s background relevant to things going on today. People 
need to know their history, their roots, to understand what’s going on in 
the disability community. They need to know about resources and sup
ports. They' need to know they’re not alone and don t have to feel isolated 
or afraid.
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This is one of the key impacts of disability studies programs—they 
help us better understand our roots through a disability rights lens and 
focus attention on other disabled lives and events that may have been 
erased from the mainstream narrative. By opening up and deepening 
our awareness of these histories, these cultural landmarks, the field of 
disability studies plays a major role in developing and expanding our 
understanding of what disability pride means.
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T hroughout much of the twentieth century, autistic advocacy was al- 
I most exclusively about finding a “cure.” Parents of autistic kids advo

cated on their behalf, or tried to, often unwittingly doing profound harm; 
autistic people themselves were scarcely recognized or acknowledged as 
fid] people. That was a recipe for disaster.

In the 1990s, in the wake of the ADA, a growing number of autis
tic people started connecting their experiences to the disability rights 
movement. They began self-advocating. One of the early advocates was 
Anita Cameron-who describes herself as a “fierce Black #BlackAutistic 
lesbian,” among other things. In the 1980s, she joined ADAPT, the grass
foots disability rights organization that was then mostly about accessible 
transportation. “There wasn’t even anyone there who was autistic that I 
knew of’ she says.1

It took a few more years for the autistic community to get organized. 
In 2006, a group called the Autistic Self Advocacy Network was formed. 
In 2011, the Autistic Women’s Network (AWN) was launched, partly in 
response to the male-dominated discourse on autism. Later renamed 
the Autistic Women and Nonbinary Network, it is today an organization 
dedicated to providing a supportive community and resoui ces for autistic 
women, girls, transfeminine and transmasculine nonbinary people, trans 
people of all genders, Two Spirit people, and all others of marginalized 
genders. “People are not identical,” says Lydia X. Z. Brown, who is AWN’s
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director of policy, advocacy, and external affairs. “Their brains are not 
identical. How people function is not identical. People learn differently. 
They sense differently. They form relationships differently. They think dif
ferently. They perceive differently. That’s a basic fact of human biology.”2

Brown is a teacher, organizer, writer, and activist focusing on vio
lence against multiply marginalized disabled people, especially those 
impacted by institutionalization, incarceration, and policing. An autistic 
Asian American who uses they/them pronouns, Brown has written for 
numerous scholarly and community publications and coedited (along 
with E. Ashkenazy and Morenike Giwa Onaiwu) All the Weight of Our 
Dreams, the first anthology by autistic people of Color.3

To encompass this understanding of the different ways people func
tion, a new term entered the lexicon: neurodiversity. “A lot of people use 
the word ‘neurodiversity’ without knowing what it means,” says Brown. 
Neurodiversity posits that there’s nothing inherently wrong or defective 
about a person whose brain operates differently from another person’s. 
“People are not less than because of how their brains function,” says 
Brown. Such variation is in fact a key component of the rich patchwork 
of society. As such, advocates such as Brown disparage organizations 
that use person-first language; if an organization talks about “people 
with autism,” as opposed to “autistic people,” that’s a pretty good clue 
it’s not run by autistic people themselves. “There is nothing wrong with 
being autistic,” says Brown, “so why would we say something that implies 
autism can somehow be separated from us and therefore ought to be?”'1

Brown further rejects the term “autism spectrum disorder” as insult
ingly pathologizing. Autistic advocates, like other disabled activists, have 
fought against terminology that medicalizes. Equally maddening is the 
prominence of nonautistic “experts”—researchers, teachers, parents, and 
medical professionals who take it upon themselves to speak for autistic 
and other neurodivergent people. “These so-called authorities claim to 
be ‘the voice for the voiceless,”’ Brown says. “It’s always better when peo
ple from marginalized communities take control of our own narratives. 
No one else understands what we experience better than we do, the peo
ple who experience it.”5

Brown, who blogs at www.autistichoya.com, acknowledges that non
autistic folks can make valuable contributions to autistic lives; still, they 
warn, if you don’t belong to a particular marginalized community, it is

http://www.autistichoya.com
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T he word “neurodiversity” has its own history. It seems to have been 
I coined in 1998 by an autistic Australian graduate student named Judy 
Singer. The idea was based on the ecological term “biodiversity,” to make 
the point that invisible cognitive and intellectual disabilities are natural 
expressions of humanity’s variations. “Judy started to think, what if, in
stead of thinking about how can we cure these conditions by discovering 
their cause, we focused on what these people actually need to participate 
more fully?” says Steve Silberman, author of Neurotribes: The Legacy of 
Autism and the Future of Neurodiversity.'

As a concept, neurodiversity was picked up and spread by a nondis
abled American journalist named Harvey Blume. In the September 1998 
issue of The Atlantic, Blume echoed earlier thinking by arguing that some 
people we might call geniuses—people such as Microsoft cofounder Bill 
Gates-could be regarded as part of the “neurodiversity spectrum.” He 
underscored the proposition that a lack of fit between, say, traditional
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vour responsibility to take the lead from the people who do. “Do your 
best to amplify their work and their leadership, rather than positioning 
yourself as the person who seizes all the attention,” they advise.

Lately, no autistic person has seized more mainstream attention than 
Greta Ihunberg, the teenage Swedish environmental activist. Brown 
has nothing against Thunberg, but separating out autistic “heroes” like 
Ihunberg can be a distraction from normalizing neurodiversity. It “buys 
into the myth that if autistic people achieve something, something big, 
it makes them more worthy of respect,” they say. “We all deserve respect 
and dignity for no reason other than because were humans.”

Brown says that rather than focus on those who need less day-to-day 
support, who tend to achieve a higher degree of social currency, we 
should pay attention to more urgent matters. For instance, they contend 
that to this day less than 1 percent of all federal research dollars spent 
on autism goes toward quality-of-life issues. The overwhelming majority 
is aimed at finding a cure, which Brown dubs “eugenicist research.” In 
2018, Brown launched the nonprofit Fund for Community Reparations 
for Autistic People of Color’s Interdependence, Survival, and Empower
ment—to provide the sort of direct support to autistic people of Color 
that the federal government doesn’t.6

2.
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teaching modes and the ways autistic kids process information was what 
truly hampered them. Autism may be at least partly (if not wholly) ge
netic in origin, but that didn’t mean it was a deficit.8

It wasn’t long before “neurodiversity” became an umbrella term for 
an even broader variety of situations, including dyslexia, Tourette’s syn
drome, stuttering, bipolarism, schizophrenia, and obsessive-compulsive 
disorders. Some people objected to lumping together too many different 
types of folks. But Kassiane Asasumasu—a Hapa and Asian American 
autistic rights activist and blogger from Oregon, formerly known as Kas
siane Alexandra Sibley-—insists that “neurodivergent,” a term she coined 
in 1999 specifically for individuals who are “neurologically divergent 
from typical,” was always intended as “a tool of inclusion.”9

Nevertheless, certain groups simply don’t want to be associated with 
others. There have been efforts to differentiate between people whose 
cognitive functioning affects communication and those with medically 
treatable conditions such as epilepsy or hyperactivity. Some autistic peo
ple need constant support; others don’t, and they achieve relative auton
omy. But that, as Brown would say, is a distraction from the big picture 
affecting all neurodiverse people.

Even before these new words were coined, autism was already gain
ing mainstream attention. In 1986, Temple Grandin’s memoir Emer
gence: Labeled Autistic became a big hit. Many readers considered it 
groundbreaking for its frank description of an autistic life. Grandin, an 
expert on animal behavior and a proponent of the humane treatment 
of livestock for slaughter, came out as autistic, which was a rarity at the 
time. For some, that act broke down years of stigma and shame. But 
her understanding of her own autism had problems she herself sought 
to correct in later years. For one, she referred to herself as a “recovered 
autistic,” explaining that she had been effectively cured by the doting at
tentions of her mother and nanny; she did not speak until she was three 
and a half years old and credited their loving, devoted kindnesses with 
helping draw her out. In later years, she revised this account; in 1995’s 
Thinking in Pictures and Other Reports from My Life with Autism, she 
writes that she had actually learned to adapt, rather than having “recov
ered.” Later still, in 2013’s The Autistic Brain: Thinking Across the Spec
trum, she asserts that autism comes in many different forms and is often 
misdiagnosed.
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Grandin won numerous awards and honors, and many autistic people 
credit her with helping them understand themselves. But her connection 
with autistic advocacy is often disputed. She may be a role model for 
some—particularly for older autistic folks; Grandin was born in 1947— 
but she doesn’t speak for all.

Not long after Grandin burst on the scene, the movie Rain Man be
came a commercial hit. The comedy/drama/road picture about a self
centered young man (played by Tom Cruise) and his “savant” brother 
(Dustin Hoffman) w'as the top-grossing film of 1988 and went on to 
sweep the Oscars. Some disability activists protested that yet another 
nondisabled actor was performing in “crip face,” but most viewers loved 
Hoffmans performance. His character was likable, intelligent, loyal, re
latable, and altogether adorable. For many nonautistic people, that was 
their introduction to autism.

Interest in this disability was rising in academia as well. At that time, 
the prevailing theory on autism was an old one. In the early 1900s, a 
Swiss psychiatrist named Eugen Bleuler coined “autistic” for a kind of 
“social withdrawal and detachment.”10 In the 1920s, a Russian doctor 
named Grunya Efimovna Sukhareva used the word to describe “highly 
intelligent” boys who “showed a preference for their own inner world.”11 
Then, in 1943, an Austrian American child psychiatrist at Johns Hop
kins named Leo Kanner published an influential article titled “Autistic 
Disturbances of Affective Contact” in the journal Nervous Child, which 
concluded that autism was (a) extremely rare and (b) primarily attrib
utable to stern, unaffectionate parenting.12 This view continued to hold 
sway, despite passionate efforts to dispute it. As early as 1967, a woman 
named Clara Claiborne Park published The Siege: Hie First Eight Years of 
an Autistic Child, a first-person account of parenting her autistic daugh
ter, which became one of the first books to challenge the idea that autism 
was caused by cold, detached parenting.13 In particular, she challenged 
the teachings of Bruno Bettelheim, a Kanner adherent who championed 
using electric shocks to treat children with behavioral disabilities. (Af
ter Bettelheim’s death in 1990, much of his work was discredited due to 
fraudulent academic credentials and allegations of patient abuse.)14

In the late 1980s and early 1990s, a British cognitive psycholo
gist named Lorna Wing and her colleague Judith Gould picked up the 
thread. Wing had an autistic daughter, and, like Park, she knew that she



NEURODIVERSITY AND AUTISTIC SELF-ADVOCACY / 65

and her husband weren’t cold and austere. Moreover, she and Gould ar
gued that autism was much more prevalent than most people surmised, 
in part because it encompassed a much broader array of behaviors than 
was generally acknowledged. They soon uncovered (and translated) a 
forgotten 1944 report by a German educator and researcher named Hans 
Asperger called ‘“Autistic Psychopathy’ in Childhood”;15 Asperger ran a 
combination school and clinic in Vienna before the Nazi regime seized 
power, and he dedicated much of his career to studying and educating 
children with “mental deficiencies”—autism and learning disabilities. 
His specialty was adapting teaching methods to fit each child’s particular 
abilities and strengths. Asperger believed there was a wide variety of au
tistic people, and he went so far as to posit that some highly intelligent, 
successful adults could be autistic—absent-minded-professor types who 
possess a single-minded devotion to solving knotty problems while ut
terly missing social cues. (There is also evidence suggesting he partici
pated in the Third Reich’s child-euthanasia program, which effectively 
aimed to eliminate young people deemed “impure” and “burdensome 
to society.”)16

Wing and Gould took this overlooked research and ran with it. They 
developed new clinical tests for diagnosing autistic behavior and pro
moted the concept of an autism spectrum. They created the category of 
Asperger syndrome for those who did not have a significant language 
impairment—though nowadays, many who are proudly autistic reject 
that nomenclature. With this greater understanding came an explosion 
in the population of people identified as autistic. The broader definition 
simply included more people; it was not, as some critics alleged, evidence 
of an out-of-control “epidemic.” Today, according to the Centers for Dis
ease Control and Prevention, one in fifty-nine Americans is autistic.17

Soon after Wing and Gould’s work, groups of like-minded autistic 
adults started joining together to empower one another. One leader of 
this effort was Jim Sinclair, a graduate student at Syracuse University, the 
school where disability studies originated in the US. Sinclair, assigned 
female at birth, did not speak until age twelve, at which point the young 
activist vociferously objected to the gender label they’d been given. Sin
clair now identifies as intersex and uses they/them pronouns—“openly 
and proudly neuter,” they wrote in “Self-Introduction to the Intersex 
Society of North America” in the early 1990s.18 In 1992, Sinclair joined



1
66 / DISABILITY PRIDE

Sil
Ac
chi
era
pi
T\

h 
d
c 
t

You didn’t lose a child to autism. You lost a child because the child you 
waited for never came into existence. That isn’t the fault of the autistic 
child who does exist, and it shouldn’t be our burden. We need and 
deserve families who can see us and value us for ourselves, not families 
whose vision of us is obscured by the ghosts of children who never 
lived. Grieve if you must, for your own lost dreams. But don’t mourn 
for us. We are alive. We are real.21

with fellow autistics (their word) Kathy Lissner Grant and Polly Samuel 
(known to much of the outside world by her nom de plume, Donna Wil
liams) to form Autism Network International (ANI). It really started as a 
group of pen pals, or online pen pals, until they met in person and felt a 
profound connection to one another. The group grew with the speed of 
the Internet. It launched a newsletter called “Our Voice” and a series of 
autistic-only retreats called Autreats. Autreats were in sharp contrast to 
the autism conferences of the past, which had been primarily by and for 
medical professionals and parents of autistic kids.19 Talcing a cue from 
D/deaf culture—which essentially posits that D/deafness is not a deficit 
(or even, in some cases, a disability) but a communication difference, 
sign language being just another language—Sinclair and ANI developed 
the terms “neurologically typical” or “neurotypical” to describe those 
who are not neurodivergent. They were effectively satirizing the medi
cal model. Autreats even had panel discussions where participants could 
“Ask a neurotypical.” (Nonautistic people, who may still be neurodiver
gent because of dyslexia or ADHD or some other disability, are called 
“allistic.”)20

Years later, this principle would be mirrored in the concept known 
as “disability gain.” The idea, roughly speaking, is that if a disability is 
not a deficit, it is also not really a neutral characteristic either, at least 
not always. It can give people particular insights and advantages. Many 
disabled people boast of being unusually adaptable to whatever’s thrown 
at them, to being creative problem solvers, for instance. Some autistic 
people are said to be especially adept at concentrating on details without 
distraction.

In 1993, in an essay titled “Don’t Mourn for Us,” Sinclair wrote:
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0 ften, autistic people who are nonverbal feel the most devalued. Amy 
U Sequenzia, for instance, is a nonspeaking, multiply disabled autistic 
activist and author who writes essays and poetry about disability rights, 
civil rights, and human rights. In one blog post, she discusses how “in
telligence” is often used as an ableist weapon, as when nonspeaking 
people like her are pressured to vindicate themselves by proving their 
intelligence.22

Another “minimally-speaking autistic,” as he describes himself, is 
Hari Srinivasan. A PhD candidate at the University of California, Berke
ley, Srinivasan says that “access to higher education for individuals like 
me is hard-won.” Which is at least partly why he’s become an activist. To 
assert that he belongs.23

Sequenzia and Srinivasan have served as board members of the Au
tistic Self Advocacy Network (ASAN), the nonprofit cofounded in 2006 
by autistic activist and scholar Ari Ne’eman. It started, Neeman says, in 
response to a lack of representation of authentic autistic voices. “A num
ber of us in the autistic adult community were frustrated by the national 
conversation on autism that was taking place, which was almost entirely 
focused on researcher, provider, and family member perspectives, with 
little to no opportunity for the perspectives of—or even acknowledg
ment of the existence of—autistic adults. We really did not want an em
phasis in autism policy that was exclusively on causation and cure. We 
wanted to ensure that autistic people ourselves were represented in the 
halls of power.”24

ASAN borrowed a slogan from other grassroots disability rights 
groups: “Nothing about us without us.” Although this motto originated 
in sixteenth-century Poland, with a political movement to shift power 
from a monarchy to an elected legislature,25 its earliest known usage in 
disability circles was at an early 1990s disability gathering in South Af
rica, as described by author James I. Charlton.26 It soon spread through
out the disability world.

By the time ASAN was forming, the fervor to “explain” autism had 
grown so nonsensical that, in 1998, the staid medical journal 77ie Lan
cet published a now-debunked study by Dr. Andrew J. Wakefield and 
his team claiming autism could be caused by a vaccination.27 It was 
retracted as a complete fraud in 2010.28 Nevertheless, Wakefield, a 
proud anti-vaxxer, was supported by some parents of autistic people,
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primarily through groups such as Autism Speaks. ASAN and other au
tistic self-advocates protested strongly—and they continue to distance 
themselves from medical charities with little to no interest in autistic 
empowerment.

ASAN and Ne’eman, who is currently a senior research associate at 
the Harvard Law School Project on Disability and a visiting scholar at 
the Lurie Institute for Disability Policy at Brandeis University, went on 
to oppose the 2006 Combating Autism Act signed by President George 
W. Bush, which allocated $1 billion over a five-year period to identity 
the causes of autism and effectively wipe it out. To Ne’eman, it was tan
tamount to a declaration of war on autistic people. Many agreed, but 
others did not feel that way, particularly parents of autistic kids. Ne’eman 
and others lost that battle. The act was reauthorized in 2011 and again 
in 2014, when it was renamed the Autism Collaboration, Accountabil
ity, Research, Education and Support Act, commonly known as Autism 
CARES. In 2019, it was given another five-year extension.

However, Ne’eman credits ASAN with successfully “integrating the 
autistic community into the larger disability rights movement. Fifteen 
years or so ago, autism wasn’t discussed in the context of disability rights. 
We’ve really changed that.” He acknowledges that there’s still a lot to be 
done, particularly in outreach to young autistic people. “Many autistic 
young adults have been struggling for years to understand who they are,” 
he says. “They haven’t had access to a paradigm that explains and values 
how their brains work, other than in a pathological sense.” He wants 
to help more people form a healthy and positive autistic identity' early 
in life.

To that end, ASAN produced a video, available on YouTube, called 
“Welcome to the Autistic Community,” which is intended to help guide 
young autistic people to a better sense of self-worth. AWN and two other 
organizations—Little Lobbyists and Thinking Person’s Guide to Au
tism-created a booklet called Start Here: A Guide for Parents of Autistic 
Kids.29 Meanwhile, a group called Autastic—founded by Diane J. Wright, 
who identifies as a member of the autistic Black Indigenous people of 
Color community—posted an online guide called “The Basics.”30 And 
in November 2021, Haley Moss—one of the first openly autistic attor
neys in the nation31—published The Young Autistic Adults Independence 
Handbook.32
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Another priority for autistic activists is ending the horrendous ne
glect and abuse that autistic people endure in institutions. Cal Montgom
ery—a trans, queer, autistic, physically disabled activist and writer—is a 
survivor of long-term institutionalization. Years ago, he joined ADAPT 
to fight disability oppression; now he’s an ASAN board member. On 
March 4, 2020, Montgomery and other members of the neurodivergent 
community celebrated a rare victory: The US Food and Drug Adminis
tration (FDA) banned electric-shock devices used to alter (read: punish) 
the behavior of certain autistic and neurodivergent people. For years, 
activists had condemned the practice as torture; they had lobbied to ban 
using the devices to inflict pain, as opposed to using electricity for nerve 
stimulation or deep-brain stimulation (as in certain electroconvulsive 
or electroshock treatments). “We are relieved beyond measure that soon 
our community members will no longer be punished with dangerous 
electric shocks for doing things like standing up without permission, 
making noises, or crying in pain,” said an ASAN press release.33

The practice is so widely derided as cruel and out of date that there is 
really only one institution left in the country that still practices electric
shock punishment for behavior modification: the Judge Rotenberg Ed
ucational Center (JRC), a residential institution for disabled people in 
Canton, Massachusetts.

A month after its electric-shock ban, though, the FDA issued a stay, 
ostensibly due to the coronavirus pandemic, and in July 2021 a federal 
appeals court overturned the ban completely, ruling it beyond the FDA’s 
proper jurisdiction.31 Activists were swift to condemn the ruling. “This 
decision is devastating and enraging for our community members,” said 
an AWN press release. “Dozens of largely Black and Brown disabled peo
ple institutionalized in the JRC will continue to be subjected to torture 
in the name of treatment. In real numbers, that means 55 human be
ings will continue to be tortured because of their disabilities, and it will 
be legal.”35

While the issue remains unresolved, progress seems to be marching 
on in other areas. In Vancouver, Canada, Fiji-born Dr. T. C. Waisman— 
who identifies as an autistic, Indigenous Pasifika, Southeast Asian and 
Nepalese woman—is conducting international autism outreach and 
education to promote a better understanding of autism on the global 
stage.36 In South Africa, the Autistic Strategies Network is collaborating
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with autistic people throughout the continent and internationally to ed
ucate young people about autistic advocacy, raise awareness of disability 
rights, and generally improve opportunities for neurodivergent folks.37 
Closer to home, the Autism Intervention Research Network on Physical 
Health—a groundbreaking group in Los Angeles—is bringing a “neu
rodiverse orientation” to health care.38 In Tampa Bay, Florida, Lourdes 
Quinones, a physical therapist and consultant at the Center for Autism 
and Related Disabilities at the University of South Florida, launched La 
Hora del Cafecito (The Coffee Hour), an online program that brings dis
cussions of autism-related issues to Spanish-speaking audiences.39 And 
in January 2021, Jessica Benham became one of the first openly autistic 
politicians to hold office when she was sworn in to the Pennsylvania 
House of Representatives; Benham, a founder of the Pittsburgh Center 
for Autistic Advocacy, an activist group run by autistic people, prom
ised to draw attention to the problems facing autistic and queer people 
(she’s bisexual).40

In addition, recent appointments to the federal Interagency Autism 
Coordinating Committee, an advisory board under the Department of 
Health and Human Services, included eight professionals who are autis
tic—a record number, though still not enough, advocates say, consider
ing there are thirty-one members in all.11

A better understanding of autistic peoples needs and potential has 
begun to be recognized in corporate culture, too. Some companies are 
actively changing their intake processes to accommodate autistic job
seekers. They’re realizing some autistic people may not interact socially 
along traditional behavior standards. They may not maintain eye con
tact. They may be uncomfortable giving a firm handshake. They may 
interpret sarcastic humor more literally than it was intended. In May 
2013, German software giant SAP launched a program called “Autism 
at Work," which trains managers to better understand autistic traits and 
scout out talented autistic candidates. Interested applicants are encour
aged to pursue any position available; they are not steered to specific 
areas, in recognition of the fact that autistic people have a broad variety 
of skills and interests.42 Other corporations that have restructured their 
hiring processes for autistic talent include Microsoft, HP, Ford Motor 
Company, and UK-based insurance broker Willis Towers Watson.
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Corporate initiatives to become more accessible for autistic people 
have gained so much traction that the Harvard Business Review—a. bastion 
of un-fringe-y standards—addressed them directly: “Neurodiverse peo
ple frequently need workplace accommodations, such as headphones to 
prevent auditory overstimulation, to activate or maximally leverage their 
abilities,” write Robert D. Austin and Gary P. Pisano. “Sometimes they 
exhibit challenging eccentricities. In many cases the accommodations 
and challenges are manageable and the potential returns are great.” To 
realize these benefits, the article says, companies need to adjust their re
cruitment, selection, and career development policies to reflect a broader 
definition of talent. It further notes that many neurodivergent people 
have “higher-than-average abilities”; some of them, it observes, may have 
“special skills in pattern recognition, memory, or mathematics.”43

Meanwhile, architects and designers are working to make buildings 
and cities more accessible to autistic people. This isn’t exactly the same as 
the ADA architectural codes, but it’s trying to achieve something similar. 
One example is an Egyptian architect named Magda Mostafa, who is an 
assistant professor at the Department of Architectural Engineering at the 
American University in Cairo. In 2002, as a student at Cairo University, 
she set out to plan her country’s first educational center for autistic stu
dents. To her surprise, she found there were no guidelines. Six years later, 
after interviewing and surveying groups of autistic people and listening 
to what they wanted and needed, she completed an autistic-design study 
and devised seven design criteria for measuring the autistic appropriate
ness of any built environment. They included acoustical considerations 
to minimize background noise, echoes, and reverberations; avoiding 
other types of sensory overload by compartmentalizing different inte
rior environments; spatial “sequencing” so that rooms are organized in 
a logical order that enables activities to flow seamlessly; the inclusion 
of “transition zones” such as plain hallways or anterooms to allow in
habitants to move from space to space gradually; and “escape spaces” 
to provide respite from overstimulation. In all, she called it the Autism 
ASPECTSS Design Index.44

Though Mostafa is not autistic, she says she felt the need to create 
some quantifiable standards for what she knew to be an underserved 
population. Her work was informed by the broader disability movement's
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impetus to smash expectations of “normative” body types and behaviors, 
she says.

Such supports and accommodations can encompass “a whole new 
world of‘universal design for learning’ tools, many of them technology
based,” explains Thomas Armstrong, executive director of the Ameri
can Institute for Learning and Human Development in Cloverdale, Cal
ifornia. Armstrong, who is not disabled, is the author of The Power of 
Neurodiversity, among other books. Accommodations, he says, might 
include “text-to-speech and speech-to-text apps, Augmentative Alterna
tive Communication apps, et cetera.”45

Augmentative Alternative Communication devices give nonverbal 
users the freedom to express themselves by pointing a laser or manu
ally tapping at letters, words, or pictures. The simplest form is a board 
with the alphabet or basic graphics, but nowadays computers, tablets, 
and smartphones can perform the same function. Some people are hop
ing the next generation of the technology will make it easier to choose 
or customize the type or timbre of the speech output to better mirror 
diverse voices. These tools are not just for autistic people; they’re also for 
anyone with a speech disability. For Armstrong, finding the right “tools 
that make autistic people better able to function in society” is crucial, 
even while simultaneously acknowledging “they’re okay in their own 
right and don’t need to be cured.”

Perhaps the best expression of that concept comes from Mel Baggs, 
the autistic and nonbinary activist, filmmaker, and blogger who died in 
April 2020 at thirty-nine. Baggs was nonverbal and “genderless,” using 
sie/hir pronouns. According to a remembrance posted on the blog Cha- 
visory’s Notebook, Baggs “wrote about times when people looked at hir 
and assumed that sie could not think, or had the mind of an infant. And 
sie wrote in a way that made me see myself in the world more vividly."

Baggs first came to public attention in 2007, when sie posted a short 
film online called In My Language. The film showed hir gesturing in the 
air like a symphony conductor while intoning “Eeeeeee,” batting at a 
small chain, and repeatedly touching objects in a room—a door han
dle, a drawer pull, pages of an open book—without speaking words. 
Then a synthesized voice explains sie is communicating in hir “native 
language.”46
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In what may be the most perfect description of neurodivergence for 
the neurotypical world, the voice says: “My language is not about de
signing words or even visual symbols for people to interpret. It is about 
being in a constant conversation with every aspect of my environment, 
reacting physically to all parts of my surroundings. . . . [Yet] it is only 
when I type something in your language that you refer to me as having 
communication.” It goes on to ask why hir failure to learn a traditional 
language is considered a deficit while our failure to learn hir language is 
considered “natural.”

The film’s intent, were told, is to make clear “the existence and value 
of many different kinds of thinking and interaction.” Only when the 
many shapes of personhood are recognized, says the voice, will justice 
and human rights be possible.
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I n 2005, in response to the exclusion of queer, Black and Brown, and 
I other intersectional perspectives from mainstream disability rights 
actions and disability studies conversations, a group of people in and 
around the San Francisco Bay area started discussing a “second wave” 
of disability rights. The group included Patty Berne, a Japanese Haitian 
queer disabled woman; Mia Mingus, a queer disabled Korean transra- 
cial and transnational adoptee raised in the Caribbean; and, later, Stacey 
Park Milbern, a queer disabled woman of Korean American heritage 
who’d moved to California from North Carolina.

Berne, who uses they/them pronouns, is the executive director and 
artistic director of Sins Invalid, a San Francisco-based performance proj
ect that’s mainly by and for disabled artists of Color and queer and gender 
nonconforming artists with disabilities. Their training in clinical psychol
og)' focused on trauma and healing, and they’ve offered mental health 
support to violence survivors. They are also an advocate for immigrants 
who seek asylum and for alternatives to incarceration in the legal sys
tem. They’ve been a community organizer within the Haitian diaspora 
and supported the Guatemalan democratic movement. Berne advocates 
for LGBTQIA+ and disability perspectives within reproductive justice, 
including fair access to women’s health services and family planning. 
They’ve worked to create “liberated zones” for marginalized voices.

Mingus, a writer, an educator, and a community organizer, is ded
icated to ending sexual violence and creating a world where disabled 
children can live safely, with dignity and love. In 2011, Mingus coined



the term “access intimacy” to describe intimate relationships that are 
free of bias and violence and other oppressions—“that elusive, hard to 
describe feeling when someone else ‘gets’ your access needs,” she writes.1 
“I don’t just want technical and logistical access,” she tells the Disability 
Intersectionality Summit in a keynote address in 2018? “I don’t just want 
inclusion; I want liberatory access and access intimacy. I want us to not 
only be able to be part of spaces, but for us to be able to fully engage in 
spaces. I don’t just want us to get a seat at someone else’s table; I want us 
to be able to build something more magnificent than a table, together 
with our accomplices.”3 Mingus urges the centralization of marginalized 
people within disability studies and activism—that is, the dismantling 
of privilege. “We don’t want to simply join the ranks of the privileged; 
we want to dismantle those ranks and the systems that maintain them,” 
she says?

Milbern, who died in 2020 at age thirty-three, was a community orga
nizer and blogger who “called out the mainstream disability movement 
for marginalizing people of Color and nontraditional gender identities,” 
as the New York Times puts it in an obituary.”5 Among the injustices Mil
bern zeroed in on were medical biases—doctors’ tendencies to try to 
perpetuate “a ‘good’ body”—and the impact of everyday events on indi
gent disabled people. During widespread power outages in California, 
for instance, Milbern “helped organize a mutual-assistance effort called 
Power to Live to distribute generators and otherwise ensure that those 
who needed electricity for a ventilator or other medical devices were not 
cut off,” the Times reports. In a podcast for KQED public radio, Milbern 
explained her vision for the future: “I would want people with disabilities 
twenty years from now to not think that they’re broken. You know, not 
think that there’s anything spiritually or physically or emotionally wrong 
with them.” She added, “And not just people with disabilities, but queer 
people and gender nonconforming folks and people of color and all of 
the people I think that society really pushes down and out.”6

The triumvirate of Berne, Mingus, and Milbern was later joined by 
Leroy Moore, an African American journalist, poet, rapper, radio pro
grammer, and former New Yorker with CP who’d moved to Northern 
California to launch Krip-Hop Nation, a movement that opposes dis
crimination against disabled artists, especially Black musicians who 
have been marginalized by racism and ableism; Sebastian Margaret, an
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anti-ableism community educator originally from Yorkshire, England, 
who became part of the Oakland-based Transgender Law Center; and 
Eli Clare, the genderqueer disabled activist and author of Brilliant Imper
fection: Grappling with Cure.

“Disability Justice activists, organizers, and cultural workers under
stand that able-bodied supremacy has been formed in relation to other 
systems of domination and exploitation,” writes Berne.7 Disability Jus
tice, they explain, aims to right the wrongs of the disability rights move
ment. “The disability rights movement simultaneously invisibilized the 
lives of peoples who lived at intersecting junctures of oppression—dis
abled people of color, immigrants with disabilities, queers with disabil
ities, trans and gender non-conforming people with disabilities, people 
with disabilities who are houseless, people with disabilities who are in
carcerated, people with disabilities who have had their ancestral lands 
stolen, amongst others.”

Later, Berne and Sins Invalid would post the ten principles of Dis
ability Justice. They include intersectionality, or the recognition that 
everyone comes from a mix of different backgrounds and experiences; 
leadership of those most directly impacted by prejudice and other forms 
of oppression; a rejection of competitive systems such as capitalism, 
which make one group get ahead at the expense of another; solidarity 
with other social justice initiatives; and the importance of mutual aid, in 
recognition of our interdependence on one another.8

In her 2018 collection of essays, Care Work: Dreaming Disability 
Justice, author and activist Leah Lakshmi Piepzna-Samarasinha un
packs these themes further. She’s a Toronto- and Oakland-based queer 
disabled femme poet, organizer, performance artist, and educator of 
Burgher-Tamil Sri Lankan and Irish-Roma descent. “To me, disability 
justice means a political movement and many interlocking communities 
where disability is not defined in white terms, or male terms, or straight 
terms,” she writes. “Disability justice asserts that ableism helps make rac
ism, Christian supremacy, sexism, and queer- and trans-phobia possible, 
and that all those systems of oppression are locked up tight.”9

In this context, the basic civil rights guarantees of the ADA will never 
be enough because they’re not up to the task of ensuring justice. “Our 
focus is less on civil rights legislation as the only solution to ableism and 
more on a vision of liberation that understands that the state was built
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on racist, colonialist ableism and will not save us,” Piepzna-Samarasinha 
emphasizes.10

The interconnectedness of ableism and other forms of oppression 
is amplified by Lydia X. Z. Brown, the autistic activist and professor 
mentioned in chapter 5. As a movement, says Brown, disability rights 
has always been about using the law and policy to effect changes. But 
Disability Justice, by contrast, “understands that law and policy are nec
essary but not sufficient. We actually need to radically transform our 
society and culture, because you can’t legislate morality. .. . The law will 
never disappear ableism,” Brown says in an interview with Marie Claire 
magazine.11 That’s partly because the law and indeed the disability rights 
movement have been “primarily led by cisgender straight white men,” 
they observe. Disability Justice, on the other hand, comes from disabled 
people who are “at the margins of the margins.”

Conceptually, Disability Justice has many moving parts. One as
pect—referenced in the ten principles—involves mutual aid. Brown be
lieves that people within marginalized communities ought to care for 
one another in whatever ways they can, recognizing that “each of our 
own capacities and abilities to offer anything are constantly in flux,” they 
tell Marie Claire. You can contribute from bed, if you have to. You don’t 
have to travel, to walk and shout and raise a fist, in order to become in
volved. There are ways to get into the fray, to participate and serve and be 
heard, without physically joining the crowd if you’re not able to.

Disability Justice also involves what Brown terms “redistributive jus
tice”—the tenet that people of privilege ought to share their wealth and 
power with those who’ve been deprived. The haves gained their advan
tages “on legacies of stolen land and genocide and enslavement,” says 
Brown. Disability Justice insists they return funds and power to “com
munities that have been exploited.”

As for specific policy initiatives, Brown would like to see the Keep
ing All Students Safe in Schools Act passed.12 It’s a pair of legislative 
proposals introduced in Congress back in 2011 to protect school chil
dren from abusive restraints and seclusion; it failed to win enough 
votes to move forward. They would like to change how home- and 
community-based long-term support services are funded, and to shut 
all institutions, including prisons. Brown points to figures showing that 
a disproportionate number of disabled people are arrested and killed
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by law enforcement, such as the Ruderman Family Foundation survey 
which found that between one-third and one-half of all those killed by 
law enforcement officers are disabled.13 Many of these disabled people 
may have been unable to earn a living wage and sustain a lifestyle that’s 
compliant with societal norms, says Brown; they may have been unable 
to hear, respond to, or process an order to freeze and raise their hands, 
Many are neurodivergent.

Once incarcerated, their treatment is no better. A study by the advo
cacy group Helping Educate to Advance the Rights of Deaf Communities 
(HEARD) found that disabled inmates rarely receive the accommoda
tions they need to survive. “Solitary confinement is often used as a sub
stitute for [reasonable] accommodations,” the organization concludes, 
calling it “a form of torture that leads to high incidences of mental illness 
and suicide.”14

The onslaught of violence disabled people face from the law en
forcement system dovetails with the Black Lives Matter movement. Eric 
Garner, the forty-three-year-old African American New Yorker who 
died in 2014 after a white NYPD officer put him in a chokehold for al
legedly selling cigarettes illegally, had asthma, diabetes, and a heart con
dition— invisible health issues that made him especially vulnerable to 
such violence. In 2014, Tanisha Anderson was killed as a result of being 
physically restrained by white officers outside her Cleveland home; the 
thirty-seven-year-old Black woman had bipolar disorder, and her family 
had called the police for help because she was having a manic episode. 
The same year, in Los Angeles, a twenty-five-year-old Black man with 
bipolar disorder named Ezell Ford was shot dead by white police officers 
because he allegedly failed to obey their commands to keep still, which 
he physically could not do at that moment. In 2015, Freddie Gray, then 
twenty-five, of Baltimore, was arrested for carrying a knife and died after 
police gave him a rough ride in the back of a van; the young Blackman 
had a cognitive disability from exposure to lead as a child, a disability 
that led him to misunderstand police, and they him. In 2016, Deborah 
Danner was having a schizophrenic episode while carrying a pair of scis
sors when police shot the sixty-six-year-old Black woman dead in her 
Bronx, New York, home. And George Floyd, whose killing by a Minne
apolis police officer in the spring of 2020 sparked nationwide protests,
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had a heart condition, hypertension, and sickle cell disease, which made 
him especially vulnerable (though, of course, those conditions were not 
responsible for his murder).

The list goes on and on. Talila A. Lewis, the social justice attorney, 
who is a volunteer director at HEARD, says the US government uses 
“constructed ideas about disability, delinquency and dependency, in
tertwined with constructed ideas about race, to classify and criminalize 
people.”

The problem is further exacerbated by the fact that Black Americans 
are more likely than white Americans to have untreated, even undiag
nosed, mental and physical health-care needs. Haben Girma, author of 
Haben: The Deafblind Woman Who Conquered Harvard Law, adds that 
another part of the problem stems from the legal system’s “compliance 
culture,” which holds that anyone who doesn’t immediately obey police 
orders is willfully not complying and must be stopped—which isn’t the 
case for many neurodivergent people and others with disabilities. “Some
one might be yelling for me to do something and I don’t hear [it],” she 
says. “And then they assume that I’m a threat.” Another disabled activist 
of Color, the writer and performing artist Teighlor McGee, started the 
Black Disability Collective expressly to raise awareness of the underre
ported disability component of police violence against Black people. Mc
Gee is a twenty-two-year-old Black autistic woman from Minneapolis.15

Lydia Brown argues that we cannot talk honestly about disability or 
ableism without talking about race or racism, respectively. In an essay 
in the collection Resistance and Hope: Essays by Disabled People, they 
write, “This nation was founded on stolen land, genocide, and myths 
of white (abled, male) supremacy that led to laws and ‘traditions’ based 
on the supposed inferiority and undesirability of anyone who didn’t fit 
that mold, whether because they were Black, Indigenous, women, or 
disabled (among other things).”16 The underlying tenet of racism, of 
course, is that whiteness is “the epitome of health, strength, sanity, in
telligence, and beauty,” says Brown. Ableism essentially says the same 
thing about those who are not disabled—in other words, that disability 
disqualifies you from all those advantages. If you’re disabled, ableism 
avows, you categorically cannot participate in the idealized vision of 
personhood. “Disability Justice helps us understand the ways in which
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disability and race have always been deeply intertwined in their defini
tions, as well as their treatment within the law and within society and 
culture,” Brown writes.

Nearly all disabled people are marginalized, but white disabled peo
ple experience privilege over—and often at the expense of—disabled 
people of Color, says Brown. The problem stems in large part from preju
dice within the disability community—a community that’s shot through 
with the same biases and privileged attitudes as the rest of society, if not 
more so, says Brown. People who don’t have much, who have been left 
out, often must scramble for vital resources. They must compete to get 
what they need, and when they succeed they don’t want to share. "Dis
abled people of Color and queer and trans people of Color have been 
organizing and doing disability advocacy for many, many decades. We 
just don’t see the same amount of support or recognition,” says Brown.”

Occurrences of multiply marginalized disabled people—particularly 
those who are queer, trans, or nonwhite—being ignored, overshadowed, 
or erased in mainstream disability narratives are many and varied. For 
instance, in 2016 Jennifer Mizrahi, president of Respect Ability—a non
profit that purports to fight disability stigma and advance opportunities 
for disabled people by working with employers, elected officials, policy
makers, media, and others—told CNN that Hillary Clinton was wise to 
address disability issues in her run for the presidency because there are 
“a lot of white people with disabilities.”18 In fairness, Mizrahi’s point was 
related to the fact that Donald Trump was leading in polls with white 
voters, but the words stung many disabled people of Color and suggest 
deeper systemic issues at play. What’s more, Mizrahi and her team are 
accused of parroting blog posts from the Harriet Tubman Collective, a 
group of primarily Black and Brown disabled and/or D/deaf “organiz
ers, community builders, activists, dreamers, lovers,” as its motto goes, 
who strive for what’s referred to as “radical inclusion”; Mizrahi, a white 
woman with dyslexia and ADHD, hasn’t shared credit—or the spot
light—with the disabled people of Color she claims to want to ally with. 
When RespectAbility received a grant from the Ford Foundation in 2016 
to fund a program to promote young disabled leaders, Mizrahi and team 
named it the Harriet Tubman Fellowships19—a blatant example of cul
tural appropriation, critics charge. “Harriet Tubman and her legacy be
long to us,” reads a statement from the collective.20
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Another example of white privilege in mainstream disability circles 
arose when the Ruderman Family Foundation released its study of po
lice violence against disabled people21—the same study that found that 
one-third to one-half of those killed by law enforcement are disabled. 
Written by two white men, the report neglected to examine “the impact 
of race” on how law enforcement tactics are meted out, says a critique 
by Lydia Brown, Leroy Moore of Krip-Hop Nation, and Talila A. Lewis, 
the attorney and activist—all of whom are disabled people of Color. It 
failed to “mention or acknowledge the work of countless disabled and 
disability-adjacent activists of Color on police violence, even though 
those most affected and most engaged in this work are Disabled/Deaf 
Black, Brown, and Indigenous people.”22

At the same time, disabled queer and trans people of Color have been 
vital participants in disability activism, often without recognition from 
the disability establishment. For example, Marsha P. Johnson, a Black 
trans woman who became known as one of the first people to resist the 
police during the Stonewall uprising that galvanized the gay rights move
ment, lived most of her life with psychiatric and physical disabilities. Born 
in Elizabeth, New Jersey, in 1945, she left her abusive home after graduat
ing from high school and fled to New York City, where she earned money 
as an occasional sex worker and became one of the first drag queens to 
go to the Stonewall Inn in Greenwich Village, a bar that had been exclu
sively for gay men. After a series of police raids—since it was still illegal 
to be gay—virulent and sometimes violent protest marches and demon
strations broke out over the next week to assert gay pride. Johnson later 
denied being instrumental in the rebellion, but David Carter’s Stonewall: 
The Riots That Sparked the Gay Revolution identifies her as one of a hand
ful of people “in the vanguard” of the opposition.23 She remained active 
in gay and trans rights in and around New York, facing frequent clashes 
with the police. From those encounters, and from her early life on the 
streets, she endured countless physical and psychological injuries. In 
1970, at twenty-five, she had her first mental breakdown (as she called 
it) and from then on was in and out of psychiatric institutions. For the 
rest of her life she depended on antipsychotic medication, whenever she 
could get it. According to disabled trans blogger J. M. Ellison, Johnson 
cofounded Street Transvestite Action Revolutionaries (STAR), an orga
nization by and for young trans people who lived on the streets, many of
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whom were women of Color and/or disabled. “Disability justice was at 
the center of STAR’s political analysis,” Ellison writes, though the group 
didn’t call it that at the time. “They demanded that transgender people 
who were subjected to non-consensual psychiatric treatment be released 
from hospitals, calling them prisoners.”24 Johnson also demanded that 
people have free access to the therapies and other medical resources they 
want, not what was forced upon them. She lived much of her life on the 
streets before her death in 1992 at age forty-six, when her body was found 
in the Hudson River. Though her death was deemed a suicide at first, 
some of her colleagues were doubtful and the case remains open.25

Another case of erasure within the disability rights movement is 
Jazzie Collins, an African American trans woman, activist, and commu
nity’organizer. She was born in Memphis, Tennessee, in 1958, to a strict 
Baptist family. Her mother was a teenager, so Collins grew up mostly in 
foster care. At thirty’, she moved to San Francisco and soon transitioned 
to female. HIV-positive, she became an ardent advocate for a variety of 
marginalized groups; she was active in tenants’ rights, labor rights, trans
gender rights, disability rights, and aging and health issues. She worked 
with Senior and Disability Action, an organization dedicated to seniors 
and disabled people, and served as vice chair of San Franciscos Lesbian 
Gay Transgender Senior Disabled Housing Task Force. A month before 
her death in 2013, at fifty-four, she was honored at the California state 
capital for her service to social justice and equality.26 In 2015, the nation’s 
first homeless shelter for LGBTQIA+ adults opened in San Francisco's 
Mission District; it was named “Jazzie’s Place.”27

The disabled queer and trans poet, performer, educator, and activ
ist Kay Ulanday Barrett is another iconoclast who deserves a place in 
the narrative. Born in Michigan to working-class parents, Barrett iden
tifies as a gender nonconforming Pilipinx Amerikan who often uses a 
cane for mobility when their chronic pain allows. Currently based in 
the New York area, they have published two poetry collections, IWien 
the Chant Comes and More Than Organs-, been featured as a poetry fel
low at the Lambda Literary Review; spoken at major universities and 
cultural centers; and been featured in a variety of publications. Barrett 
started at open mic nights, inspired by spoken-word art and the slam 
poetry movement. They soon specialized in work that delves into race, 
disability, poverty, and their intersections. In poetry and spoken-word
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pieces, Barrett lays bare how systems of oppression are interconnected 
and embolden one another, while celebrating the resilience of the several 
communities to which Barrett belongs. On a mission to promote equal 
access and justice for queer, trans, and disabled people of Color, Barrett 
has addressed groups at Princeton University, the United Nations, and 
many other academic, corporate, and nonprofit organizations that seek 
to make their environments and their cultures truly inclusive.

Each of these examples is a testament to the need for and importance 
of Disability Justice, activists say. The old disability rights perspective, as 
valuable as it’s been and continues to be, just doesn’t cut it.

IJil isability Justice is fundamentally connected to the concept of intersec- 
U tionality. In 1989, a UCLA School of Law professor named Kimberle 
Crenshaw introduced the term “intersectionality.”28 She used it to address 
the multiple oppressions facing African American women, the overlaps 
between racial justice and feminism, between identity politics and eco
nomic discrimination. A graduate of Cornell University and Harvard 
Law, Crenshaw went on to tenure at both UCLA and Columbia Law, 
specializing in social policy, race, and gender issues. Crenshaw’s ideas 
quickly spread. Activists embraced the concept of interlinked, multilay
ered, multifaceted oppression. Imagine a Venn diagram in which each 
circle represents a piece of one’s identity: color, religion, ethnic back
ground, language, gender, location, socioeconomic background, and so 
forth—all the parts that make you you, and all the challenges, prejudices, 
and privileges you live with as a result of being in these groups.

Intersectionality soon became part and parcel of disability culture 
and a necessary framework for disability activism. The interrelationships 
of race, gender, and disability—or rather the interrelationships of mis
understandings, even bigotry, based on them—is at the center of work 
by Disability Justice advocates such as Keri Gray. She is a Washington, 
DC-based twenty-nine-year-old Black woman with a prosthetic leg due 
to childhood cancer. She is also a diversity and inclusion consultant. Her 
work centers on the impact of race, gender, and disability, particularly 
as they relate to young Black professionals. She works to empower them 
and other marginalized communities using a framework of intersection
ality. “I want people to see my Blackness, my womanhood, my disability,
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my spirituality. You know what I’m saying? I want people to see those 
different components,” she says on The Heumann Perspective podcast.2’

Recognizing these parts of herself and reclaiming them proudly is 
both her message and her mission. On Twitter, she uses the hashtag 
=BlackDisabledLivesMatter with a silhouette of an upward thrusting 
black fist and the slogan “Melanin + Curves + Scars,” which refers to a 
collection of images and profiles she’s put together that “address socie
tal and workplace expectations around body image, performance, and 
mental health.” She encourages online visitors to think critically about 
the “myths behind these standards” and work with her to help “empower 
Black culture, leadership, and wellness.”30

Since February 2019, Gray has also served as senior director of stake
holder engagement and strategic communications at the American As
sociation of People with Disabilities, a grassroots coalition of disability 
activists. She tells the Black Women Radicals blog that she firmly believes 
in speaking the truth and simultaneously finding opportunities to do 
better in life and uplift our communities. “If we do not recognize who 
we are on an internal level,” she says, “we will significantly sell ourselves 
short over and over again.”31

The lack of homogeneity among disabled people applies to every as
pect of our lives, from functionality to race, gender identity, national
ity, sexual orientation, socioeconomic status, and all other conceivable 
demographic markers. If anecdotal evidence isn’t enough, the statistics 
bear this out. According to the Centers for Disease Control and Preven
tion, disabilities are more commonly found among Americans of Color. 
That may be because communities of Color tend to have less access to 
prenatal and maternal care, medical care, and nutritional resources. It 
may be due to poverty and everyday violence. It may have to do with 
systemic prejudice and fewer opportunities in general. Overall, roughly 
30 percent of Indigenous Americans and 25 percent of Black Ameri
cans have a disability, whereas non-Hispanic white Americans clock in 
at 20 percent.32

In addition, there are disabilities that stem directly from trauma— 
PTSD, other psychosocial disabilities, and physical injuries. Impover
ishment itself can cause disabilities. So can famine and genocide and 
natural disasters and wars and military service. These atrocities impact 
communities of Color at a greater rate than white communities. Racist
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systems that made people of Color more vulnerable in the first place are, 
in a sense, directly responsible for the disability oppression they endure. 
These racial inequities are due to circumstances that are not beyond so
ciety’s control—and recognizing this is part of Disability Justice, too.

Poverty is linked to high incidences of every disability type. It’s a bit 
of a chicken-and-egg relationship, though, in that disability can be both 
a cause and consequence of poverty. “It is a cause because it can lead to 
job loss and reduced earnings, barriers to education and skills develop
ment, significant additional expenses, and many other challenges that 
can lead to economic hardship,” says a report from the Center for Amer
ican Progress. “It is also a consequence because poverty can limit access 
to health care and preventive services, and increase the likelihood that 
a person lives and works in an environment that may adversely affect 
health.”33

These intersectional realities are influencing disability activists far 
and wide. For instance, in 2015, while enrolled in a disability studies 
PhD program at the University of Illinois in Chicago, Katherine (Kat) 
Perez helped launch the National Coalition for Latinxs with Disabilities. 
She wanted to bring together discrete, isolated disabled Latinx activists. 
Perez, a queer disabled Latinx attorney in her mid-thirties, is now the 
director of the Coelho Center for Disability Law, Policy, and Innovation 
at Loyola Law School, in Los Angeles. Perez’s disabilities aren’t apparent; 
you wouldn’t know by looking at her that she has multiple psychiatric 
disabilities. You also wouldn’t know she has an autistic sister, Cindy, who 
has psychiatric and intellectual disabilities. Growing up, Perez watched 
Cindy come home from special ed crying because bullies threw things 
at her and called her the R-word. Perez’s sense of the need for Disability 
Justice—justice that goes beyond what the law covers—was born from 
those early memories. But it wasn’t until she was twenty-six and entering 
law school that she understood how Disability Justice applies to her, too. 
“I suddenly realized, ‘Oh my God—it’s not just people like my sister! I 
am part of this community!”’3'1

She knows too many disabled people fall through the cracks, peo
ple like her sister for whom there are no therapies, no housing options, 
no employment possibilities, people who are utterly locked out of the 
system through no fault of their own. Perez is in a position to shine a 
light on system failures, with particular attention on the intersections of
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immigration and disabilities. (Perez isn’t an immigrant, but her grand
parents came from Mexico.) “Beefing up and enforcing disability law is 
necessary, but not sufficient,” she says. “You can’t legislate peoples hearts 
and minds. That happens at another level. You’ve got to tell these human 
stories, bring them out into the open.”

For Perez and other allies of Disability Justice, there is almost a re
sounding chorus of Hear our authentic stories. Don’t ignore us. Don't put 
us at the back of the line. Don’t assume you know what’s best for us. Don't 
speak for us. Don’t steal from us. Don’t judge us. It’s not enough topass 
legislation or “celebrate differences.” What’s needed is radical action that 
dismantles mass systems of oppression.

“It’s not that everyone has to be always on the same page, because 
there are certain issues that have to be taken up by certain groups. No 
one person can speak for all communities,” says Sachin Pavithran ofUtah 
State University.35 He runs a program that, in part, helps disabled Utahns 
receive the technology they require. Now in his early forties, Pavithran 
has been blind since childhood. He was born in India, grew up in Dubai, 
and came to the US at seventeen to further his education. He holds a 
doctorate in disability studies, with emphasis on disability policy, from 
Utah State, and he serves on the US Access Board and the Commission 
on Civil Rights.

Pavithran didn’t know about disability rights or Disability Justice 
when he came to this country. He’d never had much exposure to other 
disabled people growing up. His parents were his chief advocates. The 
US gave him a different perspective. “I was kind of in awe at first—the 
wow stage, when everything is cool,” he says with a chuckle. Then he be
gan wondering why there are still so many roadblocks for blind people. 
Gradually, he became interested in policy and systems change.

To him, part of the reason for the slow pace of progress is that cer
tain people in charge think they’ve got the problems licked already. 
They know about the ADA, follow it as best they can—so what more 
is needed? “Most legislators don’t come from a disability perspective," 
he says. “Few understand why [accessibility] should be a priority.” You 
have to go beyond the letter of the law, he says. At the same time, many 
disability advocates are nearly as frustrating. “So many activists and ac
tivist groups are compartmentalized, working in isolation on their own 
agendas,” he says. “We need to collaborate.”
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That, in part, is what Disability Justice is about—bringing the mar
ginalized people out into the open.

For a 2007 Sins Invalid show in San Francisco, a poster gives a short
hand definition of what was then a relatively new crusade: “All bodies 
are unique and essential,” it says. “All bodies are whole. All bodies have 
strengths and needs that must be met. We are powerful not despite the 
complexities of our bodies, but because of them. We move together, with 
no body left behind. This is Disability Justice.”

Nomy Lamm was at that show. She is now Sins Invalid’s creative di
rector. She describes herself as a “superfat white, genderqueer, Jewish 
woman with a lifelong physical disability and PTSD” who, in the audi
ence that day, felt “an urgency, a current in my body saying ‘This is the 
moment, step into it, this is where it’s happening.’ I wanted in,” she writes 
in a blog post.36

Disability organizations she’d known before were “dominated by 
whiteness, straightness, and maleness [and] concerned primarily with 
mobility impairments,” she explains. “Meanwhile, the radical spaces I 
had felt more drawn to—anti-capitalist, feminist, anarchist spaces, for 
example—had little awareness of disability, and often relied on high lev
els of physical and mental exertion without acknowledging limitations 
or access needs, inevitably leading to burnout and alienation.”

Disability Justice, her post continues, challenges the notion that 
worth is tied to productivity or to producing something of value to 
others. Rather, Disability Justice holds that our worth is tied to nothing 
more than our being human. “Like transformative justice, reproductive 
justice, and environmental justice, it implies a movement-building strat
egy and an anti-capitalist critique.”

In recent years, Lamm notes, the term “Disability Justice” has been 
appropriated and misused, or at best misunderstood. She quotes Patty 
Berne as saying that many people are “using DJ as a stand-in for inter- 
sectionality, referencing Brown crips only in language, but not centering 
actual disabled people of color and queer and gender non-conforming 
people. It is a movement-building framework—a practice, not an aca
demic theory.”

A lot of white disabled people bandy about the term without know
ing exactly what it means, Lamm laments. “In fact,” she says, “they are 
often using it to advance their careers as academics and consultants,
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instead of listening to and amplifying the voices of people of color in the 
movement.”

This kind of talk may alienate some white cisgender disabled people, 
but it seems a necessary exclusion to help create safe spaces for those 
who have been ignored or trod upon for too long. Listening to and am
plifying those voices is key to understanding Disability Justice—and, ul
timately, to making society more accessible for all.
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visibility, community, m oonteh

H ou could argue that no single event was as important and life-altering 
I to the disability community in the aftermath of the ADA as the de

velopment of the Internet. The online world is especially accessible and 
liberating for many disabled people. Perhaps that wasn’t so at first, but as 
technology was created to enable hands-free inputting and text-to-speech 
screen readers and other ways of interacting with cyber reality, people 
with a variety of disabilities felt a new kind of freedom, an ease of inter
action, that many had never known before. Besides, you could hide your 
disability if you wanted to—though, in time, many chose to do the oppo
site, leveraging the Internet to flaunt their disabilities and their opinions 
about ableism and accessibility to a degree that was hitherto impossible.

Make no mistake: Activists still cluster in anonymous, noisy masses 
to protest inaccessible business establishments or movie theaters that 
show films with offensive stereotypes or government offices that threaten 
to cut essential benefits or services. But it’s a lot easier—and for many, a 
lot more accessible—to express grievances and camaraderie in the vir
tual public square.

One champion of using computers to rally disability activism and 
amplify disability perspectives is Alice Wong, a woman in her early for
ties who was born with spinal muscular atrophy. She uses a motorized 
wheelchair and wears a Bi-Pap mask over her nose that’s connected to 
a ventilator device. The image of her partially covered face has become 
a kind of emblem for the open and affirming worldview she envisions
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and fights for. Growing up in Indianapolis, Wong graduated from high 
school two years after the ADA passed—an event that, she says, inspired 
her to dream big. “Learning about disability history and realizing I was 
a member of a protected class encouraged me to imagine and create the 
life that I want,” she writes in the New York Times in 2017.1

Wong went on to earn a masters in medical sociology and worked 
for more than a decade as a research associate at the University of Cal
ifornia, San Francisco, where she served as vice chair of the Chancel
lors Advisory Committee on Disability. In 2013, not yet forty', Wong was 
appointed by President Obama to the National Council on Disability. 
But her career as a semi-public figure really began in 2014, when Wong 
launched the Disability Visibility Project, a series of recorded interviews 
with a broad variety of disabled folks. Originally' an ambitious partner
ship with NPR’s StoryCorps, intended to recognize and build “an on
line community dedicated to creating, sharing and amplifying disability
media and culture,” according to the website, the project soon became 
a multimedia powerhouse. From there, her activism spread almost non
stop. “With the disability community,” she writes, “I share our stories and 
speak out against threats to our future by using my' privilege and tools 
such as social media.”2

In 2015, for a White House celebration marking the twenty-fifth 
anniversary of the ADA, Wong met Obama remotely via an Internet- 
powered robot (flying to the event was inaccessible for her), an occasion 
that itself became a media sensation.3 She was the first person to attend 
a White House event in this way. In 2016, she partnered with Andrew 
Pulrang, a disabled blogger and Forbes contributor, and Gregg Beratan, 
a disabled writer and activist with the Center for Disability' Rights, to 
launch a nonpartisan online campaign called #CripTheVote, to encour
age political participation by and for disabled people and make candi
dates pay attention to their disabled constituents. In 2017, the Disability- 
Visibility Project was adapted into a podcast. In 2018, Wong edited and 
published Resistance and Hope: Essays by Disabled People, a collection 
of provocative pieces by a cross section of disability activists, many of 
whom were people of Color, lambasting the Trump administration and 
generally targeting enemies of fair play and equality. Around that time, 
with fellow disabled authors and activists Vilissa Thompson and s. e. 
smith (not to be confused with S. E. Smith, the science fiction writer),
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she started DisabledWriters.com to promote disabled authors and jour
nalists and to help editors connect with them. With novelist Nicola Grif
fith, she created #CripLit, a series of Twitter chats for disabled writers. 
In 2019, Wong cofounded Access Is Love, a campaign to “build a world 
where accessibility is understood as an act of love instead of a burden 
or an afterthought,” according to promotional material. Her partners in 
the project were Mia Mingus, the Disability Justice writer and organizer 
mentioned in chapter 6, and Sandy Ho, a research associate with the 
Lurie Institute for Disability Policy at Brandeis University, an instructor 
of disability studies at Lesley University, and a community organizer fo
cused on Disability Justice and intersectionality. In February 2020, Time 
magazine named Wong one of sixteen standout people or organizations 
that were “fighting for a more equal America.”1 Later that year, Disability 
Visibility: First-Person Stories from the Twenty-First Century was pub
lished—a consummately curated collection of short pieces Wong intro
duced and edited, some familiar and others new. Later that year, at the 
height of the COVID pandemic, she launched the hashtag #HighRisk- 
Covidl9 to draw attention to the particular concerns of many disabled 
or chronically ill folks. In 2022, she published a memoir, Year of the Ti
ger: An Activist’s Life.

But the goals she’d originally set out to achieve proved harder than 
expected. “When you are disabled and rely on public services and pro
grams, you face vulnerability every day,” she writes. “This vulnerability is 
felt in my bones and my relationship with the state. Fluctuations in the 
economy and politics determine whether my attendants will receive a 
living wage and whether I’ll have enough services to subsist rather than 
thrive. The fragility and weakness of my body, I can handle. The fragility 
of the safety net is something I fear and worry about constantly.”5

Connecting with others online provides some degree of comfort, as 
well as access to resources, but that isn’t true for everyone. In Septem
ber 2021, the Pew Research Center released a study that concluded that 
many disabled Americans cannot or do not access the Internet. They 
don’t have the equipment or the money or the education to do it. “The 
digital divide between those who have a disability and those who don’t 
remains,” writes the Pew Research Center’s Andrew Perrin and Sara 
Atske. “Roughly a quarter of Americans with disabilities (26%) say they 
have high-speed internet at home, a smartphone, a desktop or laptop

DisabledWriters.com
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computer and a tablet, compared with 44% of those who report not hav
ing a disability.... Americans with disabilities are three times as likely as 
those without a disability to say they never go online.”6

The reasons for this digital divide are many. Part of it has to do with 
money. Disabled people are twice as likely as their nondisabled counter
parts to live in poverty, according to a 2009 report from the Center for 
Economic and Policy Research in Washington, DC.7 Computers and, es
pecially, adaptive computer input equipment such as voice-recognition 
systems and adaptive output devices such as screen readers are expensive, 
as are monthly Internet access fees. “For digital generations like mine," 
wrote s. e. smith in the blog Rooted in Rights, “many things online feel 
like second nature, but innovations happen so fast that even I often feel 
several steps behind. For some disabled people, that gap is even more 
severe, with roots in this nation’s segregated approach to education.”’

In the article, smith goes on to say that disabled students are rarely 
given the level of personalized computer instruction they need to keep 
up with their nondisabled peers. “For many disabled people, economic 
inequality and inaccessibility—the two primary obstacles to internet 
access—are solvable problems, not intrinsic barriers,” observes smith.’ 
Moreover, many websites are inaccessible; they have pictures and graph
ics that aren’t tagged with text descriptions for blind people’s screen
reading devices to interpret, or they include video clips without closed 
captioning for D/deaf people. For visually disabled folks, too, links and 
forms should be labeled as such, and users should be able to “increase or 
decrease the text size with an on-site tool or browser setting,” smith tells 
Vox media.10 For neurodivergent users, links must be maintained so they 
don’t break or fail; sites shouldn’t timeout too fast, either. For those who 
need them, trigger warnings should be employed for sensitive or violent 
material.

Many of these solutions are so simple, says smith, that there’s no 
excuse for companies not to employ them. An accessibility consul
tant should be standard in setting up and maintaining corporate sites 
and apps.

Still, for those privileged enough to be able to use the Internet, it’s 
proved a great consciousness raiser. “I grew up with the Internet, and 
while I didn’t necessarily initially use it to connect with the disability



r ilmmaker and activist Dominick Lawniczak Evans loves online gam- 
I ing. More than a hobby, it’s almost an obsession. He’s a forty-year-old 
wheelchair user with SMA, and he’s trans—or as he puts it: “a trans mas
culine non-binary queer disabled person originally from the Midwest.”

VISIBILITY, COMMUNITY, AND CONTEXT / 93

community, I did find it a convenient way to connect with people who 
understood me and didn’t judge me because of my disability—and a lot 
of those people were actually disabled,” says Nell Koneczny at the Ar
lington, Virginia-based American Anthropological Association.11 Nell 
(she prefers to use her first name) is in her late twenties, a self-described 
“white woman with short black hair [and] thick, black-rimmed glasses” 
who was born with hip dysplasia and has psychiatric and learning dis
abilities. “There was absolutely a sense of empowerment [when I learned] 
online that other people get hip replacements at a young age, too, and 
I’m not some weird freak,” she recalls.

Nell went on to earn a master’s in disability and human development 
from the University of Illinois at Chicago, and her work today is ded
icated to creating more accessible materials for educators and others 
involved in anthropology. She’s particularly attuned to people who are 
protected under the ADA but may not “own that disability identity,” she 
says. Her immigrant parents “didn’t have the generational knowledge” 
to explore their daughters rights as a disabled person. The Internet 
helped her do that. Connecting with others like her also enabled her 
to feel more comfortable in her own skin. Society often fails to provide 
what people with nonstandard minds and bodies need, she muses. “As 
multiply marginalized groups utilize the Internet to connect with each 
other, there’s an opportunity for people to recognize shared experiences 
that may not have been shared before,” she says. “Communities are be
ing built, and a lot of young adults feel safer being themselves online 
because people are less likely to be judged on appearance—or by their 
disabilities.”

Nowadays she almost feels sorry for the girl she used to be, the girl 
who was embarrassed to struggle with walking and who beamed at hear
ing she could pass for nondisabled. “It pains me to look back at that 
internalized ableism,” she says.
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Using services such as Twitch to stream interactive games, he occasion
ally makes money at it by accumulating subscribers. For him, though, 
streaming games is about more than money; it’s a way of life. He can 
play with or against any number of other players anywhere in the world, 
and he can pause or pick up a game on any number of devices that are 
accessible to him. Over the years, he’s made many friends this way. For 
him, it’s a means of building community.

But the collegiality doesn’t always come easily. “There is a lot of dis
crimination in the streaming community,” he says. “I started asking why 
people weren’t using their cameras—not that you should have to, but 
why were so few of us showing ourselves? People would say, ‘Because 1 
play games with one hand and I might get made fun of.’ I’d say, ‘Well, I 
play games lying down and, yes, people make fun of me. But so what?”’l!

Evans started playing lying down when he was sick for a long time. It 
kept him preoccupied. It staved off boredom and loneliness. “I learned 
that it’s much more comfortable than doing it while sitting in my wheel
chair,” he says, his voice rising with oxygenated excitement and obvious 
pleasure. Lying down, he can play for hours. Sometimes other players 
tease him about it, but he ignores them. “I started seeing other severely 
disabled people playing games lying down, too, and we’ve become sup
portive of each other,” he says. “It’s like, who cares?”

An element of successful game streaming is building an audience. 
Some participants are not so much players as spectators. Disabled play
ers, he says, often struggle to gain audience support. “It can be very iso
lating.” He’s tried to form clubs to support disabled gamers, but it was 
frustratingly difficult to get people to stick together. He tells about one 
group that practically kicked out a disabled member for being too de
pressing. “This person wanted to hurt themselves because they were fac
ing so much discrimination—they were really looking for someone to 
talk to, some advice—and the moderator said, ‘We don’t talk about de
pressing stuff. We are all about positivity,”’ Evans relates. “It was terrible! 
That person could kill themselves! I left the group.”

Then he says something profound. Disability doesn’t have to be posi
tive or negative. The reality, he says, is some of both. “It can just be a de
scriptor, a term, a part of who you are,” he adds. We try to put too much 
positive spin on it sometimes—to be happy and inspiring—to dispel the
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negative spin, the stereotypes of pity and pathos, he says. Disabled people 
can do amazing things, and they can also feel sad and dejected at times.

Finding a supporting community in the streaming world he loves is 
important to Evans. Growing up, he faced a lot of bullying and discrim
ination that led him to self-harm. His own mother couldn’t accept his 
disability; she insisted he’d get cured someday, either through medicine 
or exercise or prayer or a combination of these approaches. Coming out 
as queer at sixteen didn’t exactly help. There were times when his mother 
would punish him for disobedience by locking him in the middle of 
his room and turning off his power wheelchair so he couldn’t move or 
do anything; his father was mostly silent. Meeting other disabled kids 
in college, at Wright State University in central Ohio, helped him gain 
self-confidence.

Better visibility of disabled people, says Evans—truthful, meaningful 
portrayals of the lives they actually live—might’ve salved his wounded 
self-esteem growing up, and it would help him still. He is acutely aware 
that, for many people, TV and movie (and computer) screens are almost 
aspirational mirrors; people look for reflections of what they would like 
to be. Besides seeking entertainment, audiences scan for signals about 
where to place their allegiances, whom to believe, what’s right and 
wrong. Often without thinking about it, they suss out aspects of the fa
miliar, hoping for a sign of themselves in a better world. But for many 
disabled people, finding representation that’s fair, accurate, and diverse 
is an uphill battle.

Evans would like that to change. Besides being a gamer, he’s directed 
two short films—2015’s Nance + Sydney, an ironic romance, and 2014’s 
Trip, a drama about a teenage mother—and two episodes of a 2012 
TV comedy called FaceSpace. In 2021, he directed the music video for 
“Spaces,” a song written and performed by James Ian, who also has SMA. 
The media, he says, shapes and reflects our society’s views, and better 
media images will make for a better society. With his life partner, Ash- 
tyn, who has multiple disabilities herself, Evans completed a massive 
study of nearly two hundred TV shows on networks, cable channels, and 
streaming services, cataloging every portrayal of disability during the 
2018-19 season (updated in 2021). The results were not good. At last 
count, though there were more characters with disabilities than there
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used to be, the overwhelming majority—69 percent—were cisgender 
white, and only 10 percent of them were portrayed by actors identified 
as disabled.13 Almost all were written by nondisabled screenwriters.

Poor representations of disabilities aren’t new, of course. Warped por
trayals that use disabilities to connote calamity, immorality, or evil have 
been common since time immemorial. They are rooted in the classics. 
In Greek mythology, as famously dramatized by Sophocles, Oedipus 
pokes out his own eyes, blinding himself, after learning he’d inadver
tently had sex with his mother, Jocasta, who subsequently commits 
suicide. That’s disability as tragedy, a mark of depravity. Shakespeare’s 
villainous Richard III is hunchbacked, which conveys his mendacity in
side and out. The Phantom of the Opera and the Hunchback ofNotre 
Dame are deformed and considered monstrous, if misunderstood. The 
evil Captain Hook is an amputee. Witches, ogres ... we grow up with 
these images. The trope lives on in the modern day, too, in any num
ber of disfigured, snarling, misshapen, limping, or scarred baddies—the 
mottled-faced, razor-fingered Freddy Krueger, for instance, or wheez
ing, masked Darth Vader.

When not evil, disabled characters are invariably pitiful or broken; at 
best, they may exhibit a humble nobility and strength of character that 
are nothing short of inspiring. Think of Tiny Tim from Charles Dickens’s 
A Christmas Carol or the poster children of medical charities, such as the 
Muscular Dystrophy Association’s “Jerry’s kids.”

“Every story that’s written from this nondisabled lens is not a story 
of disability; it’s a story of fear of disability,” says Evans. “Until the me
dia starts showing us as full, robust, living human beings, nothing will 
change.”

To describe much of modern disability representation, the late come
dian and journalist Stella Young, a wheelchair user with dwarfism, coined 
the term “inspiration porn.” In a TED Talk in Sydney, Australia, in 2014, 
she explains, “We have been lied to about disability. We’ve been sold the 
lie that disability is a bad thing . . . and to live with disability makes 
you exceptional.” Portraying disabled people as heroic for living ordi
nary lives is like pornography, she says, in that it objectifies one group of 
people for the benefit of another group. It effectively communicates that 
disabled people only exist—or are only worth photographing or writing



about—to inspire or motivate nondisabled people and get them to think, 
However bad my life is, it could be worse. I could be that person.

“But what if you are that person?” she asks.1*1
The misinformation and community-busting isolation that have 

been prevalent in so many popular depictions of disability may seem so 
ingrained as to be unbreakable. They provide the context for much of 
our perceptions of and expectations for people with disabilities. Never
theless, in the decades since the ADA, the explosion of public disability 
on social media and elsewhere from disabled people themselves speaks to 
how they have been repositioning, recasting, redefining, and reclaiming 
what it means to live with a disability—and, in particular, how our cul
ture should view and treat them.

As an expression of activism, maintaining an Internet presence might 
seem a bit more egocentric than the protest marches of old. But often 
just being out there, being visible, is an act of defiance. Disabled people 
are no longer merely filling the streets and stores and theaters and sta
diums with wheelchairs, crutches, canes, prosthetic limbs, and service 
dogs; they’re inundating blogs and social media. The Instagram group 
@DisabilityFashionStylist has more than thirteen thousand followers, @ 
Disabled_Fashion has more than forty-six thousand fans, and the You
Tube channel Squirmy and Grubs—about the exploits of an interabled 
couple—is closing in on a million subscribers. The Internet is a mega
phone. It’s branding. It has become a way to demonstrate to the world 
that disabled people really can do and be anything. It’s a two-pronged 
approach to taking on injustice, one that can be both angry and joyous 
all at once. For many participants, that is activism; it’s fueled by a desire 
to dismantle the system, even while celebrating the glorious possibilities 
for disabled people and maybe rocking a new outfit or hairstyle.

Rosemarie Garland-Thomson, a professor of English and bioethics 
at Atlanta’s Emory University and author of Extraordinary Bodies: Fig
uring Physical Disability in American Culture and Literature, has writ
ten extensively about disability identity and its social constructs. “All of 
the identity movements, starting in the mid-twentieth century with the 
women’s movement and the Black Nationalist movement, were trying to 
destigmatize the identity for which they were seeking justice,” she says.15 
She’s a white woman in her early seventies, with round black-framed
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glasses and silver hair that sways as she speaks. At first glance, you might 
not notice that her right hand has four fingers, and her left arm ends at 
about elbow level with a sort of two-fingered hand. That’s her disability. 
In a New York Times op-ed essay, she describes herself as “born with six 
fingers altogether and one quite short arm.”16

In the Black Nationalist movement, she says, there was the slogan 
“Black Is Beautiful”; big “natural” Afros were prominent, as opposed to 
the slicked-down white-style hairdos sported by the previous generation 
of African Americans. Afrocentric clothing was trendy, too—colorful 
dashikis and kente cloth. “These were ways of bringing forward the idea 
of being proud to be part of a stigmatized identity group,” she says. “And 
in the womens movement, the idea of women wearing pants instead of 
dresses or skirts seemed radically defiant at one time.”17

These styles of dress and comportment sent a message that the way 
someone looks or acts may have been denigrated and stigmatized, but 
“we are claiming those aspects that have been devalued as our own" says 
Garland-Thomson.

Similarly, in the early 1980s, a paraplegic athlete named Marilyn 
Hamilton committed a small act of reclamation and insurrection when 
she launched Quickie brand wheelchairs. She told reporters she was 
frustrated by the boxy, cumbersome cold metal wheelchairs available 
then, so she had friends design and build her a customized lightweight 
neon-blue racing wheelchair. Soon, all her disabled friends wanted one. 
Demand soared, and Quickie became a bestseller. Before the end of the 
decade, Quickie was taking in some $40 million a year—and wheelchairs 
have never looked the same since. New aerodynamic wheelchair designs, 
from Quickie and other manufacturers, continue to be introduced. Cur
rent brands and models of power wheelchairs sound more like race cars 
than mobility aids: Quickie Q500, Permobil K450 MX, Invacare Storm, 
Jazzy Air. They boast about gearhead things such as torque, maneuver
ability, speed, and turning radius. There are front-wheel, mid-wheel, and 
rear-wheel drive configurations. There are pneumatic tires and solid rub
ber tires, knobby tread or smooth tread. Todays chairs feature functions 
that allow for not just reclining and tilting but raising the seat height up 
and down, which are therapeutic but also useful for active lifestyles. You 
can plug in a cell phone or ventilator. You can connect the joystick con
trol (choose your type of joystick) to a computer mouse. You can dec-



orate your wheels with flashing lights and reflectors. A current catalog 
of colors includes hues and tones such as “electric red,” “tangerine red,” 
"bubblegum pink,” “grape madness,” “prism black,” and “wet black.”18

But Quickie was the first to design wheelchairs with pizzazz—both 
aesthetically pleasing and ruggedly functional. “You could say that 
Quickie wheelchairs were a kind of equivalent to the Afro or miniskirt,” 
Garland-Thomson observes.

The reclamation of individual identity is aided, though, by a recla
mation of the group identity. If you’re going to have enough pride to 
demand respect from others, it helps to know and believe that the com
munity to which you belong is one you can feel proud of, too, as opposed 
to one with limits and few prospects. Better representation—in history 
books, on TV, on social media—can reinforce this idea, this reclama
tion of community identity, says Garland-Thomson. Again, she draws 
a comparison to other social justice movements. The feminist histo
rian Gerda Lerner, an Austrian-born intellectual who died in 2013 at 
ninety-three, taught that women can be proud of their heritage even 
though many of their contributions to society have gone unrecognized 
or been erased from the established canon. “Disabled people have always 
been making culture, but we haven’t had it in the knowledge record,” 
says Garland-Thomson. “We’re only now beginning to discover who 
they were.”

There’s a practical, functional benefit to all this, she says. Taking 
charge of how you feel about yourself, how you present yourself, even 
if it’s only in small ways, enables you to wrest a degree of control over 
your interactions with the world. It can also influence how other people 
treat you. It’s a kind of social finesse, Garland-Thomson clarifies, that’s 
familiar to many disabled people. Back in 1970, English author James 
Partridge was in a car fire that severely and permanently scarred his 
face at age eighteen. Twenty years later, he wrote a book called Chang
ing Faces, and in 1992 he founded an organization of the same name to 
support people with facial disfigurements. “He taught them they didn’t 
need to cover their faces or try to conceal themselves, but rather to de
velop certain social skills so other people would be less afraid of them,” 
says Garland-Thomson. It’s a kind of empowerment model, she adds. “If 
someone is treating you badly, by all means call them out on it. But if 
you want meaningful interchanges with other human beings, it’s in your
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own best interests to find ways to get them to take you seriously, to not 
let them demean you, not reduce your humanity.” It’s akin to the modern 
notion of emotional intelligence, she says—knowing how to work with 
others, not compete against them.

Some disabled trailblazers exercise that stigma management on so
cial media, while other folks do so in person. Both forms are, in a sense, 
revolutionary acts by those who are intent on changing peoples minds 
about what it means—what it looks and feels like—to be disabled.



CHAPTER 8

THE POLITICS OF BEAUTY

101

fl n the website for IMG Models, an international agency headquartered 
U in New York, there used to be a page about the disabled fashion model 
and actor Jillian Mercado, before she switched agencies. It quoted her as 
saying, “Disability doesn’t have to be ugly.”

It’s a simple yet profound pronouncement. Presenting herself this way 
was wise and pointed and historically significant. Throughout history, 
disabilities were seen as ugly—so ugly as to be unwelcome (even legally 
prohibited) on the streets of certain cities. As recently as fifty years ago, it 
was illegal in some parts of the US for a visibly disabled person to be in 
public at all. The so-called “ugly laws” started in nineteenth-century San 
Francisco, today a bastion of progressive diversity.1 It was shortly after 
the gold rush, which had brought a spate of desperate prospectors, many 
of whom ended up destitute. This in turn caused a steep rise in the num
ber of beggars clogging the streets of this bustling western metropolis. 
City officials passed the nation’s first ugly law ostensibly to remove beg
gars from the streets (much the way some politicians and demagogues 
want to do now with our unhoused population). Unsightliness was tan
tamount to an assault on public propriety and serenity, a disturbance of 
the peace. Similar statutes rose up across the country.

The longest lasting of the ugly laws was in Chicago. According to 
historian Paul Longmore, Chicago enacted its version of an ugly law 
in 1881, “a city ordinance [that] warned: ‘No person who is diseased, 
maimed, mutilated, or in any way deformed so as to be an unsightly or
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disgusting object . . . shall therein or thereon expose himself to public 
view.’”2 It’s unknown how many arrests or citations were actually made 
as a result, but Chicago’s decree wasn’t repealed until 1974, the last of its 
kind on the books.

Even if you weren’t arrested, the late nineteenth and early twentieth 
centuries were especially difficult times to be considered unprepos
sessing. The prominent social critic and pacifist intellectual Randolph 
Bourne (1886-1918), whose head was deformed from a birth accident 
and whose spine was bent from childhood tuberculosis, was judged so 
unattractive that he was barred from entering New York’s exclusive Cen
tury Club, though a member—his editor at either the Atlantic Monthly or 
the New Republic; it’s not clear which—had invited him there for lunch. 
No one at the Century Club, so far as we know, apologized or made ex
cuses. Explanations were unnecessary. Tire reason was obvious. He was 
that repulsive. It didn’t matter how widely he was published or how well 
connected he’d become. He wasn’t put in jail, as far as the historical re
cord shows, but he was repeatedly ostracized because of how he looked, 
which needless to say was beyond his control.

Today, of course, we know better. (Don’t we?)
In 2019, disabled essayist Melissa Blake became so annoyed at online 

“trolls” who said she was too unattractive to post selfies that she took a 
radical step. Blake, who was born with Freeman-Sheldon Syndrome, a 
bone and muscle disability, and who was then in her late thirties, decided 
to post a different selfie every day for a year with the hashtag #MyBest- 
Selfie. “With each selfie,” she recounts later, “I felt more comfortable in 
my own body and discovered a freedom I’d never really felt before as a 
disabled woman.”3

Blake, a white woman with dark-red hair and glasses, did not post 
selfies to be vain, she insists. Rather, they were a kind of political mes
saging. The more people saw her and got used to how she looks, the 
less stigmatizing it became. “I posted selfies to unapologetically take up 
space and demand to be seen as a disabled woman,” says Blake, who now 
has more than a 117,000 followers and counting. It was a way of “taking 
back my power. .. . People actually need to see disabled people.”

If they see more real disabled people, particularly disabled people 
who look different from nondisabled people, the general public may as
similate disabled body types into their views of what’s normal, what’s



welcome, even what’s pleasing to the eye. Disabled people shouldn’t have 
to emulate nondisabled standards of beauty; they should be able to cen
ter their representation on their authentic experiences of difference.

Beauty—or the politics of beauty—isn’t always about physical ap
pearance. Sometimes other traits are represented as appealing/desirable 
or unappealing/grotesque in ways that can have repercussions for the 
disability community. In 2019, Oscar winner Lupita Nyongb told a re
porter that she’d found inspiration for the voice of her murderous char
acterin Jordan Peele’s Us by listening to the speech of Robert F. Kennedy 
Jr.; Kennedy, an environmental activist and notorious conspiracy the
orist and anti-vaxxer, has spasmodic dysphonia, a neurological disor
der that causes involuntary spasms of the larynx. “In the film, Nyong’o’s 
hair-raising performance is defined by a haunting amplification of the 
disorder, which sounds like what might happen if you swallowed a 
cheese grater,” the New York Times reported.'1

Equating the sounds of a disability with something eerie, something 
designed to strike terror in the hearts of listeners, was so patently offen
sive that it didn’t take long for Nyong’o to apologize. “The thought that I 
would, in a way, offend was not my intention,” she told ABC’s The View a 
few days later. “I say sorry to anyone that I may have offended.”5

I illian Mercado isn’t the first disabled model to be photographed in 
v glossy magazines. In 1987, a quadriplegic college student named Ellen 
Stohl posed for Playboy. Her pictorial was considered newsworthy. The 
New York Times headline read “DISABLED MODEL DEFIES SEXUAL 
STEREOTYPES.”6 She may go down in history as the first visibly dis
abled woman to do a high-gloss nude photo shoot—though the Times 
reported that, a few years earlier, Hustler magazine had printed photos of 
amputees “in aggressive sexual poses,” which had largely been dismissed 
as being in poor taste. Stohl’s photos were comparatively refined. They 
were, in all, eight pages of soft-focus shots of a twenty-three-year-old 
woman in her wheelchair and little else. Her lower half was draped, ei
ther for reasons of modesty or to disguise a degree of atrophy. That is, 
the pictures didn’t display her most emaciated or disfigured parts; in 
fact, what was revealed didn’t look particularly disabled. In that regard, 
she didn’t go as far as some models today, who show their catheters or
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colostomy pouches. (In 2015, the paraplegic blogger Rachelle Friedman 
Chapman won media attention for posting photos in her underwear, 
with catheter and leg bag clearly visible.)7 But there were shots of Stohl 
in her wheelchair; she certainly wasn’t hiding it.

Stohl was a student at California State University, Fullerton, at the 
time. She’d grown up in Portland, Oregon, and had survived what she 
refers to as a “neck-crushing” (as opposed to “backbreaking”) car ac
cident some four years earlier, at eighteen. An aspiring actor, she at
tracted Playboy’s editors by sending, uninvited, a portfolio of photos 
“Sexuality is the hardest thing for a disabled person to hold onto,” she 
wrote in her accompanying letter. “This is not to say that they are not 
capable, but rather that society’s emphasis on perfection puts a definite 
damper on self-esteem.” She was offered a contract for an exclusive 
pictorial. Then, between 1987 and 1988, the magazine sent her on a 
publicity tour of the US and Australia; afterward, she toured England 
and Brazil on a lecture circuit. There were many articles about her, in 
many different languages.

Fast-forward thirty-two years. Now a wife, a mother, an actor, and 
a professor of educational psychology and counseling at Cal State, 
Northridge, Stohl recalls her photographic unveiling with unabashed 
pride. “No one had a layout like mine,” she says, beaming. “I planted a 
seed. There were definitely trailblazers before me, but I was the first to 
really forge a sexual identity for women with visible disabilities.”8 It was 
never her intention to be a spokesperson, she says. For her, posing was 
just a way to express her sexuality, something she feared she’d lost in her 
accident. She’d felt neutered by it. But her choice garnered considerable 
flak. Playboy wasn’t exactly feminist. Didn’t her pictures reinforce sexist 
ideals and the objectification of women?

“Sure, I succumbed to the stereotypical constructs of beauty,” she says, 
“but I also blew apart the definition of sexy by having a disability.” Too 
often, she says, disabled people weren’t seen as sexual; she likes to think 
she helped change that a little. Magazines such as Playboy that objectify’ 
women do contribute to patriarchal oppression, she concedes, but she 
had to fight to be seen as a woman first, before she could fight for wom
en’s rights. Her photos enabled women to embrace their “perceived im
perfections,” she says, and find beauty in themselves as they are. “When 
people treat you differently, you think you are different,” she says.



At fifty-five, Stohl still struggles occasionally with self-esteem. She 
wishes more disabled actors and models had been around when she was 
newly disabled. They might have helped with her adjustment. “It’s still 
hard for someone like me to get an audition for anything that doesn’t 
specifically say disabled” she groans. The media, she says, needs to show 
more “disabled parents and coworkers, disabled lawyers and doctors, 
even disabled murderers and detectives. We need to be included without 
being special or unusual.”

After Stohl, there was a prolonged gap in disability representation 
in the beauty industry. Then, one Tuesday evening in April 2012, there 
was a big leap: the Sundance channel debuted a new reality show called 
Push Girls. It was about four young paralyzed women—Tiphany Adams, 
Auti Angel, Mia Schaikewitz, and Angela Rockwood. They were, respec
tively, a model, a dancer/choreographer, a dancer/graphic designer, and 
a model/actor. They were all dynamic personalities and bombshell gor
geous. There was a lot of glamour posing to accentuate their gorgeous
ness, but mostly the show followed them in their daily lives as they did 
their makeup, tooled around the LA area, prepared for work, went out to 
lunch, and so forth. There were interviews about their sex lives and other 
activities and desires. The first season’s fourteen half-hour episodes were 
popular enough to generate a second season of ten episodes a year later, 
with additional cast member Chelsie Hill, another paralyzed dancer.

The program was the brainchild of executive producer Gay Rosen
thal, the force behind an earlier documentary series about people with 
dwarfism called Little People, Big World, a somewhat voyeuristic, no- 
holds-barred look at the lives of some disabled families, which ran for 
six seasons on TLC. In an interview with the Wall Street Journal, Rosen
thal explains her inspiration for Push Girls in rather mundane terms: 
“If I find a character that I really spark to, it’s very organic.” She admits 
she isn’t a disability advocate per se; her motivations were more about 
finding a market niche. She tells the Los Angeles Times that she’s proud 
“to make a difference, shattering stereotypes and changing perceptions.”9 
The Sundance Channel’s general manager Sarah Barnett, who effectively 
bought the show from Rosenthal, tells The Daily Beast it was an oppor
tunity to “shed some stereotypes.”10

Push Girls scored important points for disability empowerment. In 
one episode, for instance, Rockwood declares, “I can’t hold in my little
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belly, and I have these noodle arms, but I feel sexy.” That a disabled per. 
son could feel sexy, let alone look sexy, was eye-opening for some view, 
ers. But perhaps most importantly, the episodes weren’t just about these 
womens disabilities. They were about everything else in their lives as 
well. In NPR’s Pop Culture Happy Hour blog, writer Linda Holmes ob
serves: “Popular television is bad at lots of things, and one of them is rep
resentations of people with disabilities.” Push Girls, she writes, showed 
these women having worries other people don’t, yet without “even a 
whiff of pity.” This did not make them heroic, she stresses; each woman 
had narratives that were only partially related to their disabilities. “They 
seem to have the right balance here of stuff that is about the wheelchairs, 
which is interesting and helpful to share with an audience, and stuff that 
isn’t about the wheelchairs, which is important to avoiding making the 
women seem precious or one-dimensional.”11

Push Girls never raised strong political points, though. It scarcely 
addressed broader social issues or disability activism. Watching it, you 
might almost think these five women were the only wheelchair users 
in the world. And try as it might to portray them as three-dimensional 
characters, their disabilities were central to the point of the show. It’s also 
worth noting there wasn’t much diversity. They were all spinal cord-in
jured wheelchair users; although one of the women, Angela Rockwood, 
was partly of Asian descent, the others all identified as white.

As an industry, the beauty business is predominantly concerned 
with female beauty, of course. But there are a handful of disabled male 
models starting to pop up. In 2015, Jack Eyers—ruggedly handsome, his 
cream-toned skin rippling with muscles—became the first male ampu
tee to appear on the runway at New York Fashion Week, wearing outfits 
by Italian designer Antonio Urzi. Two years later he was on the catwalk 
at London Fashion Week, modeling for London-based designer Teatuni 
Jones.12 Eyers was born in Glastonbury, Somerset, England, with proxi
mal femoral focal deficiency in his right leg, meaning part of the femur 
was malformed, causing the leg to be shorter than the other. He had to 
wear a brace that made his knee unbendable. When he was about ten, 
the stigma of his leg began to bother him even more than the fact that it 
interfered with his playing rugby and soccer. “I became very ashamed of 
my leg and very unconfident,” he says. He refused to wear shorts or swim 
trunks in public; in fact, he often wore two pairs of pants at the same
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time to try to hide the differer.ee between his legs “ lhe onlx disability 
figures in the media were Captain Hook ot villains m lames Bond So I 
felt like a villain. I felt verv vulnerable. ugix.“ he sax s. '

One day, ata routine appointment to get his leg bt aee i etit ted. he met 
Louis Brownsell, an amputee stiint performer and aetot w ho had played 
an injured soldier in the movie S.n r-rg Rv,:-:. Inspiied bx this ex
ample, Eyers decided at age sixteen to have his leg amputated above the 
knee—just like Brownsell.'-"Before nw amputation. I considered nivselt 
as disabled and restricted bx- nrr condition." Execs sax s on his xvebsite. 
“However, since my amputation, rav so-called disability has actually 
opened many doors."- In an interviexv xvith A?:i;tv magazine. he adds 
that as soon as his leg xvas gone he felt “freer, lighter."''

A fitness nut whose day iob is being a freelance personal t rainer. liy 
ers performed at the opening ceremony of the 2012 Paralympic Cantes 
in London and had hoped to compete in the 2020 Paralympics in To
kyo, but the games xvere postponed bv the COVID pandemic; he would 
have represented Britain in canoeing, a sport for xvhich he's traveled 
the world. As a model, he xvas sponsored by NRGFuel Sports Nutri
tion, a British dietary supplement company; appeared on the cover of 
the British edition of Men’s Health magazine; and did a photo shoot 
for Boohoo.com, an online clothing line. Noxv in his late twenties, he’s 
represented by VisABLE, an agency that specializes in disabled models 
and actors.

A curious thing can happen when disability’ and beauty' collide. In 
2007, the actor Selma Blair—xvho had starred in a host of hit movies, 
including 1999s Cruel Intentions, 2001’s Legally Blonde, and 2004’s Hell
hoy—was named one of People magazine’s “world’s most beautiful peo
ple.” Then, in October 2018, she told Variety, the entertainment industry 
news source, that she’d been diagnosed with multiple sclerosis.17 “I am 
disabled. I fall sometimes. I drop things. My memory is foggy. . . - But 
we are doing it,” she posted on social media afterward, adding that she’d 
probably had MS for fifteen years, but it had gone undiagnosed.

In the past, when stars known for their pulchritude as much as any
thing else suddenly became disabled, their luminescence seemed to dim; 
they became personae non gratae, unbankable. But lately, people are ask 
ing why that should be. Was Christopher Reeve, the Superman star, any 
less handsome after his backbreaking equestrian accident in May 199!>?

/ in?

differer.ee
Boohoo.com
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There was a pause in this career, sure, but he did manage to make a few 
movies after becoming quadriplegic. Likewise, Michael J. Fox continued 
to appear on TV for a time after announcing in November 1998 that he’d 
had Parkinsons disease for seven years and it was getting worse.

A year after announcing her MS, Blair appeared at the Oscars red 
carpet, walking in an elegant gown with the aid of a cane. This prompted 
a photo spread and feature in the March 2019 issue of Vanity Fair, in 
which she says, “There’s no tragedy for me. ... A cane, I think, can be a 
great accessory.”18

Canes may have once been a stylish accessory for an urban gentleman 
dandy, but never before for a glamorous woman—and certainly not if it 
was a needed, crutch-like tool. It could have been a dramatic reclamation 
of what constitutes “beauty,” yet the media didn’t see it that way. “I really 
appreciate [Blair’s] talking about living with MS and relate strongly to 
many parts of her experience,” writes Katie Tastrom, a disability lawyer, 
writer, and activist, in the blog Rooted in Rights. “However, the media 
coverage and what interviewers have seemed to focus on [are] the same 
old disability tropes of: inspiration porn, being lauded for being a good 
sick person,’ and using atypical examples to generalize about what it is 
like to be disabled.”19

Disabled people do amazing things every day, Tastrom continues. 
They take care of their children and sometimes each other. They write 
and paint and sing. They are politically active. They survive all manner 
of abuse. None of this is necessarily “brave” or “inspiring”; it’s just what 
people do in the course of living their lives. So if Selma Blair is living her 
life and trying to continue her career, why is that especially gutsy? Why 
shouldn’t she try to go on with her life and career? Why is going to the 
Oscars with a cane—which she needed-—touching? For her, it was either 
that or not go at all.20

Still, if a mobility aid such as a cane can be considered not just a neu
tral, functional tool but a beauty enhancement, a fashionable accoutre
ment, that’s saying something. As with the tricked-out, brightly colored, 
aerodynamic wheelchairs that burst on the scene in the 1980s, other 
items for people with disabilities should be as cosmetically pleasing as 
they are practical.

Clothing is a good example. If past generations wanted apparel that 
was designed for disabled bodies, they' had little choice but to look



through catalogs of dull, shapeless, utilitarian garments designed to 
make life easier for “caregivers” and hospital staff. These postsurgical re
covery and rehabilitation outfits might have been comfortable, but they 
were hardly stylish. To meet the vanity needs of disabled people, perhaps 
especially younger disabled people, a whole industry of “adaptive ap
parel” began springing up in the early 2000s. These togs were both func
tional and appealing. Authored Apparel, for instance, based in Greer, 
South Carolina, makes a dress that can be pulled on from the feet, with
out standing up.21 Toronto-based IZ Adaptive manufactures a full ward
robe, including outfits for those who sit all day—jeans, say, with zippers 
on both sides, an elastic waistband at the back, no back pockets or rivets, 
an extra-long zipper fly, a wider cut across the lap and thighs, flat seams 
to avoid skin irritation, and concealed zippers at the ankles for easy on 
and off and access to a leg bag.22

It’s not just specialty retailers that are in on the act of creating accessi
ble clothing. In 2016, Target launched a special line of its Cat & Jack brand 
with soft fabrics and no tags or pockets, among other modifications. The 
same year, the designer brand Tommy Hilfiger debuted Tommy Adap
tive.23 Online retailer Zappos also sells similar fashion products, includ
ing Nike FlyEase sneakers, which have zippers and Velcro closures.24 
Such easy-to-put-on and properly fitting clothes “increase confidence 
and independence,” says Alette Coble-Temple, a wheelchair-using psy
chology professor and disability rights activist at John F. Kennedy Uni
versity in Pleasant Hill, California.25

A more customizable specialized option is Rebirth Garments, a cloth
ing maker in Chicago that aims to create gender nonconforming “wear
ables and accessories for people on the full spectrum of gender, size, and 
ability,” according to company literature. The brainchild of Sky Cubacub, 
a nonbinary queer and disabled Filipinx person with lifelong anxiety and 
panic disorders, the line is both practical and political. Garments have no 
tags and can be made with seams on the outside, for those with sensitive 
skin; most are made of colorful stretchy fabrics such as spandex, and all 
can be made to individual specifications. That’s the practical side. Politi
cally, the brand is about expressing individuality and identity, especially 
queer and disabled identity. “Trans and disabled communities have very 
particular clothing needs that are not adequately served by mainstream 
clothing designers,” Cubacub says. Rebirth Garments, on the other hand,
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opposes beauty standards that are “sizeist, ableist, and conform to the 
gender binary. Instead, we maintain the notion of Radical Visibility', a 
movement based on claiming our bodies and, through the use of bright 
colors, exuberant fabrics, and innovative designs, highlighting the parts 
of us that society' typically shuns.” The brand is dedicated to what the 
website refers to as a “QueerCrip dress reform movement.”26

Overall, the fashion choices are varied enough that Los Angeles
based Stephanie Thomas has built a career as a professional disability 
fashion stylist. In 2003, the former Chicago Bulls cheerleader, who is 
a congenital amputee with missing digits on her right hand and feet, 
began contacting fashion designers about making clothes for people 
with disabilities. At the time, she found little interest. The next year she 
launched Cur8able, a disability' fashion and lifestyle blog, and trade- 
marked her Disability Fashion Styling System, which, she says, is based 
on more than a decade’s worth of research. In 2015, Cur8able became a 
company that’s dedicated to “pulling together disability-friendly cloth
ing [and] disseminating advice,” says the website. “I use my Disability 
Fashion Styling System to curate looks for people with disabilities and 
consult fashion industry professionals on how to better meet the styling 
needs of people with disabilities,” Thomas explains.27 She also lectures in 
fashion marketing.

J he future of disability in the beauty industry rests with the up-and- 
I comers. Each new success story seems to pave the way' for the next 
one, at least until the business is saturated with disability beauty, which 
won’t happen for a long time. Still, though opportunities may remain 
scarce, they’re no longer impossible. You can imagine yourself in that 
world; it will never again be unattainable.

That’s partly because of Aaron Rose Philip. Before she was twenty 
years old, Philip—a transgender woman with CP who uses a motorized 
wheelchair and who’s originally from Antigua and Barbuda—had ap
peared in fashion and beauty ads, in a music video, and on national TV. 
Her accomplishments are even more amazing when you consider how 
she and her family were once unhoused in New York. But they managed. 
As a kid, she started a sort of comic/sci-fi blog called Aaronverse about 
a fictional land where disabilities were normal and the nondisabled mi-



nority struggled to fit in. Her blog was so clever and popular that, at 
the age of twelve or thirteen, she was invited to address the executives 
at Tumblr headquarters to explain how she’d learned to leverage their 
online platform so creatively.

The Internet also played an important role in her budding modeling 
career. One day in the summer of 2017, when she was sixteen and visit
ing her mother in the Caribbean, Philip announced her obsession with 
fashion. “I really loved it, more than I ever thought I did,” says Philip 
with unabashed enthusiasm.28 (She speaks with a New Yorkers passion
ate rapidity.) But she never saw anyone like herself in the magazines she 
enjoyed. “I had to ask myself, why is that? There was no good reason. So 
I said, let’s give it a try! That’s when I decided to try to be a model.”

At the beginning, she realized she couldn’t just go to an agency and 
get signed. She couldn’t go to open calls “like everyone else does,” she 
says. So she went on the Internet. She took selfies and composed blogs 
and posted on social media about her dream. To her surprise, her pic
tures and writings started gaining attention. “It was a slow start, but 
then things began piling up. I knew this was a long shot, I really did, but 
somehow the stars aligned. People wanted to see me and understand 
where I came from.”

Soon she was getting nibbles from fast-fashion brands such as H&M 
and American Eagle. It wasn’t long before she signed with Elite Model 
Management, which represents many well-known supermodels. (As of 
this writing, she’s moved representation to Community New York.)

Philip acknowledges she’s had to make adjustments to show the mod
eling world she’s as good as anybody else. Some people weren’t ready for 
what she had to offer. “They had to think outside of themselves. It wasn’t 
like I made a big protest. I’d just show up for work, and that made people 
think" she says. “I mean, really, why cant someone who can’t walk ex
hibit fashion? It doesn’t make sense.”

At photo shoots, there’s generally someone on hand to help her 
change clothes and do her face and hair. That’s usual for models, but 
Philip requires extra hands-on assistance with dressing. At home, her 
dad helps her get up in the morning. But he doesn’t usually accompany 
her to work.

Philip does not consider herself a disability activist, but she has be
come an advocate—ifonly by virtue of insisting on being able to do what
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she sets her mind to. She has learned about the issues disabled people— 
especially Black trans disabled people—face from personal, lived expe
rience. And her agents promise she will go on to do “amazing things,” 
she says, though as “a new face, a new concept,” she’ll have to work at 
least twice as hard as anyone else. She figures she’s young and there’s 
time. “Fashion kind of views me as ‘more than a model’ in the sense 
that my presence as a girl with a disability is valued beyond modeling,” 
she muses.

In 2019, she made her runway debut for Willie Norris Workshop, 
followed during the COVID pandemic by a digital runway for Collina 
Strada; in the fall of 2021, she sashayed down the catwalk in her wheel
chair for Moschino at New York Fashion Week. “My disability will not 
stop me,” Philip declares, reluctantly adding that sometimes people don’t 
know what to do with something they haven’t encountered before. The 
thought passes quickly. “When people start to hate on you, that means 
you’re challenging them,” she says. “It means you’re having impact.”
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H ne Sunday evening in June 2019, wearing a bright yellow off-the- 
U shoulder gown custom-made by designer Rachel Antonoff, singer and 
actor Ali Stroker raised her muscular arms in triumph after winning the 
Tony for Oklahoma! To thunderous cheers, she told the audience, “This 
award is for every kid watching tonight who has a disability, who has a 
limitation or a challenge, who has been waiting to see themselves rep
resented in this arena.”1 She was aware of the import of her moment in 
the spotlight. She wasn’t the first disabled performer to win a Tony, but 
she was the first one in a wheelchair. “When Ali Stroker rolled onstage 
in her wheelchair to accept the Tony Award for featured actress in a mu
sical, audiences at home went bananas,” the Los Angeles Times reported. 
It quoted several social media posts, including one from Twitter user 
©Meaghandances, who said: “Ali Stroker just became the first actor in a 
wheelchair to win a Tony Award and I’m legit sobbing. As a woman with 
a disability, this means everything.”2

Stroker knows she is a role model to many people. “I am making 
change every day in the world,” she says, aware that she’s “representing 
women and people with disabilities.”3 Because she’s been paraplegic since 
her spinal cord injury at age two, she says she’s very comfortable with her 
disability; it’s all she’s ever known. But her disability experience still isn’t 
always comfortable. She’s drawn to live theater, she says, because people 
are always staring at her anyway. On stage, though, it’s “a different kind 
of attention,” she says. “It feels much more powerful. I feel like I am in 
control.”'1



When she was training at New York University’s Tisch School of the 
Arts—in 2009, she became the first actor in a wheelchair to graduate from 
its drama program—she had to negotiate with administrators and instruc
tors to ensure her access requirements were met. Some of the curriculum 
had to be adapted, and there was a lot of trial and error. For instance, in a 
musical theater course there was an exercise called type-ing to help identify 
the sorts of roles for which performers were best suited. The young woman 
in the wheelchair didn’t fit any of the available types, she says, so she had to 
create her own; she had to make roles that suited her personality, talents, 
and look Since her graduation, the program has instituted several perma
nent changes to accommodate disabled students. She’s received thank-you 
notes from some of them. “To know that my experiences have helped and 
inspired others is the greatest feeling in the world,” she says.5

Still, after graduation, frustrated that she couldn’t land an audition 
anywhere, she began writing her own one-woman show. Once again, 
she felt she had to create openings for herself. Gradually, however, she 
began to get offers. Her first big break was in 2012 on Tire Glee Proj
ect, a realty television series that auditioned performers for the musical 
comedy Glee. Though she didn’t win the talent competition, it brought a 
lot of attention and more opportunities. In 2015, she garnered glowing 
notices as Anna, the kindhearted best friend who’s attuned to injustice, 
in a Broadway revival of the rock musical Spring Awakening. In 2018, 
she played disability rights activist Judy Heumann in Comedy Central’s 
reenactment of the Section 504 sit-ins for the program Drunk History. 
Then Oklahoma! came calling.

Since winning the Tony, Stroker became part of the #AerieREAL Role 
Model campaign, modeling the lingerie brand’s garments, and in De
cember 2020 she made headlines anew by starring in a Hallmark Chan
nel romance, Christmas Ever After—the first to be headlined by a visibly 
disabled actor. She says it’s “a little shocking” how few disabled people 
are represented in media, considering how many disabled people there 
are. “It has a little bit to do with people not really wanting to look dis
ability in the eye,” she says, “because it makes them uncomfortable.” It 
shouldn’t, she goes on, because disability of one sort or another is some
thing most people will have to face sooner or later.6

Back in 1980, when D/deaf actor Phyllis Frelich won the Best Actress 
Tony Award for Mark Medoff’s Children of a Lesser God (the same role
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for which Marlee Matlin would receive an Oscar six years later), it mat
tered, too. But that victory was different. Medoff wrote the part specifi
cally for her. Anyone else who has ever played the role has been D/deaf; 
it’s intended for a D/deaf actor. Stroker’s achievement, on the other hand, 
was for a part—Ado Annie, the “girl who cain’t say no”—that did not 
call for a disabled actor. Its never been performed by a visibly disabled 
person before, at least not on Broadway.
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11 cting is a tough career choice for a disabled person. Disabled char- 
11 acters have long appeared on stage and screen, though typically not 
realistically or constructively. Disabled actors, however, have not.

The list of roles that have been played in “crip face” is long and goes 
on to the present day. Arguably one of the best—and most realistic, to 
some disabled viewers—was Daniel Day Lewis’s turn as Irish painter and 
writer Christy Brown in 1989’s My Left Foot. Brown painted and wrote 
with his left foot, the only limb he could control because of his severe 
CP. The actor is not disabled, but he won an Oscar for the depiction 
the following year, mere months before passage of the ADA. Many dis
ability activists at the time forgave the casting because the portrayal felt 
true and sympathetic without pity-mongering. Disability historian Paul 
Longmore praised the film’s depiction of Brown’s “glorious rage. ... At 
last a movie hero utterly true to our experience as disabled people.”7 But 
the disability community’s acclaim was quelled when Joan Collins, star 
of the prime-time soap opera Dynasty, told a reporter that she admired 
the handsome British actor’s masterful ability to “make himself look so 
ugly.” Calling CP ugly was blatantly insulting and offensive. Activist Lilli- 
beth Navarro, then executive director of the Southern California chapter 
of ADAPT, wrote in the Los Angeles Times that Collins’s remark was a 
slap in the face. “This is Hollywood; this is where images are made,” she 
said. “Society must change its negative image of persons with disabilities, 
[and] this is where it ought to start.”8

Even post-ADA, accurate and fair renditions of disability in me
dia remain few and far between. Not long after My Left Foot, everyone 
seemed to love Forrest Gump, the multiply disabled protagonist played 
by nondisabled Tom Hanks in the 1994 film of the same name—everyone 
except certain disabled viewers, who felt the portrayal was hammy and
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preposterous. To them, it milked the character’s unspecified disabilities 
for symbolic and artificially uplifting effect.9 Then Million Dollar Baby, 
the hit 2004 movie starring Clint Eastwood and Hilary Swank—about 
a young boxer who becomes quadriplegic and ultimately decides that 
suicide is her best option—was swiftly judged a “cheap shot at disabled 
[people],” in the words of disability activist Mary Johnson.10 Swank, who 
is not disabled, played the tragic quadriplegic. “Many people with dis
abilities, including the National Spinal Cord Injury Association, a na
tional advocacy group with 13,000 members, see the film as one that 
uncritically advocates euthanasia for quadriplegics,” reported the Chi
cago Tribune.11 The 2016 romantic melodrama Me Before You evoked a 
similar morbid theme and mordant protest. In it, a quadriplegic man 
(played by Sam Claflin, who is nondisabled) chooses suicide to spare his 
lover/caregiver the burden of caring for and about him.

There were high hopes for Guillermo del Toro’s The Shape of Water, 
winner of the Oscar for Best Picture of 2017. It was touted to be an ar
tistic look at a D/deaf woman’s sexual arousal. Unfortunately, the D/deaf 
woman—portrayed by non-D/deaf Sally Hawkins—has an affair with an 
amphibious subhuman creature that’s been captured in a laboratory. For 
some viewers, this translated to “she deserves a freak like her,” as D/deaf- 
blind writer and critic Elsa Sjunneson scoffs.12 Toward the end, there’s a 
song-and-dance dream sequence in which Hawkins sings “You’ll Never 
Know.” The effect, says Sjunneson, author of Being Seen: One Deafblind 
Womans Fight to End Ableism, is to reassure the audience that the ac
tor doesn’t really need sign language. “Undercutting her disability broke 
the flow of sign language, the believability of disability, and indeed, the 
power of her words through sign,” she says. Finally (spoiler alert), the 
woman dies—like so many other disabled characters before her—only 
to be resurrected under water to join her ichthyic lover. “Society would 
rather imagine a disabled woman living under water with the only crea
ture that has ever loved her . . . than [see] her above the waves, being 
loved and desired by the other humans,” says Sjunneson.

The problem doesn’t end with these strange fantasy pictures. Even 
relatively recent, more true-to-life depictions invariably cast nondis
abled actors in roles that could have and arguably should have gone to 
disabled performers—a snub that seems to say disabled actors aren’t pre
sentable or desirable. Examples include Jamie Foxx as Ray Charles in



CASTING AND MISCASTING / 117

the2004biopic Ray, Eddie Redmayne as Stephen Hawking in 2014s The 
Theory of Everything, Bryan Cranston in 2017 s The Upside (a fictional 
story about the believable relationship between a quadriplegic man and 
his personal-care assistant), and Joaquin Phoenix as the late quadriple
gic cartoonist John Callahan in 2018’s Don’t Worry, He Wont Get Far 
on Foot. No matter how fine the performances may be, many disabled 
people see them as mimicking or lampooning the way actual disabled 
people live. They come off as phony or insulting impersonations or even 
crude caricatures.

According to research by the Ruderman Family Foundation, some 
80 percent of disabled characters on the small screen in 2018 were por
trayed by nondisabled actors.13 The study, which covered about 280 net
work and streaming shows, found that roughly half featured characters 
with physical, cognitive, or mental health disabilities. That’s a surprising 
number. The report went on to say that even when disability is present, 
it is “almost always portrayed as an undesired, depressing and limiting 
state.” If people want stories with disabled characters, why not make 
them good ones? Why not hire more disabled talent to ensure fairness 
and simultaneously differentiate these programs from the cliched fare?

Hollywood has long defended the practice of casting nondisabled 
stars on purely practical (read: mercenary) grounds. Studios need well- 
known and popular names to anchor projects and guarantee an audi
ence; besides, they claim, it’s hard to find good disabled talent. True as 
that may seem, the reasoning is a little circular. How can disabled actors 
become box office stars if they’re never given a chance? How can they 
even get a start if they can’t get into workshops and training courses? 
How can casting directors claim it’s hard to find disabled talent if they’ve 
scarcely made an effort to look?

To be fair, actors—nondisabled actors, that is—weigh in that their 
craft is all about pretending to be something they’re not. That’s part of 
the job description. They don’t have to be a detective or a murderer to 
play one, so why should they have to be disabled to play a disabled per
son? It’s make-believe, after all, and disabled people are part of the mix 
of society, fair game for impersonation.

It’s a reasonable point, or it would be in a just world. Nondisabled 
actors might be appropriate for disabled characters if more disabled ac
tors were getting tapped for parts, say advocates. But if they can’t play
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“regular” parts that don’t call for a disability, and they’re also barred 
from disabled roles because they’re not famous enough, then they are 
truly locked out. “Access needs to be a component of the art,” says Cheryl 
Green, a documentary filmmaker who has disabilities, writing for an en
tertainment industry website.14

Including more disabled talent might even attract more viewers. 
“These are critical voices with stories that are never going to be told [unless 
things change],” contends disabled sound editor and Oscar-nominated 
documentarian Jim LeBrecht. Disabled people, he says, “contribute to 
society,” and getting their stories out in the open would improve “how 
people perceive people with disabilities.”15

It would be a mistake, however, to say there are no actors with dis
abilities working today—in fact, their numbers seem to be growing. In 
the 1980s and ’90s, prime-time TV viewers could see Geri Jewell, who 
has CP, in NBC’s The Facts of Life; Chris Burke, who has Down syn
drome, in ABC’s Life Goes On; Danny' Woodburn, who has dwarfism, in 
seven episodes of Seinfeld; and Nancy Becker-Kennedy, who is quadri
plegic, in a half-dozen episodes of CBS’s The Louie Show. That was about 
it. But between 2008 and 2013, R. J. Mitte, who has CP, was on AMC’s 
Breaking Bad. From 2017 to 2021, Netflix’s Atypical featured autistic 
young adults. In 2018 and 2019, Sundance TV’s This Close portrayed 
besties who are D/deaf, one of whom is gay. Model Jillian Mercado has 
been in Showtime’s The L Word: Generation Q since 2019. Also in 2019, 
Zack Gottsagen, who has Down syndrome, starred in The Peanut Butter 
Falcon. In 2020, Kiera Allen, a wheelchair user, made her debut in the 
Hulu suspense film Run. From 2020 to 2021, Freeform TV’s Everything’s 
Gonna Be Okay included autistic actor Kayla Cromer. And in 2022, D/ 
deaf actor Troy Kotsur won the best supporting actor Oscar for Apple 
TV’s CODA, which also won best picture.

Perhaps no disabled actor has logged more on-screen appearances 
in recent years than Robert David Hall. From 2000 to 2015, he was Doc 
Robbins, the medical examiner in the hit CBS series CSI. It may not have 
been a leading role, but he kept it throughout the entire run of the series, 
even as other actors left. After the first few seasons, his name appeared in 
the opening credits—it was a big enough role for that. Hall was already 
in his fifties; decades earlier, in his early thirties, he’d lost both legs in 
an auto accident. Between then and CSI, he’d worked mostly in radio



and had voice roles in cartoons, landing only the occasional live-action 
part. He played a judge, for instance, in three episodes of L.A. Law and 
another judge in four episodes of The Practice, roles for which he could 
mostly stay seated behind a bench in a big black robe, thus hiding his 
disability. Then came CSI.

To date, Hall is the longest-running recurring disabled actor in a ma
jorseries, clocking in at some 328 CSI episodes. In that regard, he far sur
passes Peter Dinklage, the actor with dwarfism whose Tyrion Lannister 
appeared in all sixty-seven episodes of HBO’s Game of Thrones between 
2011 and 2019, its entire lifespan (though perhaps Dinklage had more 
total minutes on screen than Hall). After a decade in films, Dinklage won 
four Emmys for the role. He stands less than four and a half feet tall. 
Performers with dwarfism—sometimes called People of Short Stature, or 
Little People—have a long history in entertainment, often playing elves, 
munchkins, or sidekicks. Dinklage is rare in that he’s played major parts 
in a broad spectrum of movies and TV series, in dramatic, romantic, and 
comedic turns. His credits include 2003 s Elf (in which he was not an elf 
but rather the yuppie Miles Finch), 2017’s Three Billboards Outside Ebb
ing, Missouri, 2018s Avengers: Infinity Wars, and 2021’s Cyrano. In other 
words, he’s played many roles that did not require his particular disability.

Closing in on the record for recurring TV appearances is Daryl 
“Chill” Mitchell, the comedic actor and former hip-hop artist (and one 
ofthe few nonwhite performers on this list) who debuted the role of tech 
specialist Patton Plame in CBS’s hit spinoff series, NCIS: New Orleans, 
in 2014. Through the program’s final episode in 2021, Mitchell appeared 
in 138 episodes. Thirteen years before that role, he became paralyzed 
from the waist down in a motorcycle accident. He was already a viable 
star, having appeared in several popular TV programs, including The 
John Larroquette Show and Veronicas Closet, both for NBC. His accident 
would’ve ended his career once upon a time. But it barely paused his. 
Within about a year of becoming disabled, he starred in a short-lived 
NBC sitcom called Ed.

Abig step for disabled actors and the depiction of disabilities in general 
occurred in the fall of 2016, when ABC rolled out a provocative sitcom 
called Speechless. It focused on the lives of a “typical” middle-class TV fam
ily-frenetic but passionate mom (played by Minnie Driver), hilariously 
incompetent dad (John Ross Bowie), superior know-it-all tween daughter
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(Kyla Kenedy), sarcastic and nerdy teenage son (Mason Cook), and, finally, 
the high-school-age son who happened to be a nonverbal wheelchair user 
with cerebral palsy (Micah Fowler, who actually is a wheelchair user with 
CP, though in real life he speaks). Add to this clan a trusty-but-irreverent 
helper named Kenneth (Cedric Yarbrough).

With this motley crew, prime time seemed to recognize disability as 
a worthwhile commodity and a central theme, the linchpin for a show 
that wasn’t sentimental or maudlin. It proved to be sitcom gold. Its first 
season averaged 6.23 million viewers per episode.16 It won a Television 
Critics Association award in 2017 for outstanding achievement in youth 
programming. To the network, it was about a “special needs family,” but 
to disabled viewers the depiction was about as authentic, or at least as 
relatable, as you could hope for on television; it sparked a deep sense 
of connection. Scott Silveri, its creator and executive producer, told re
porters the series was inspired by his own childhood; he grew up with 
a brother with CP. “We don’t want the character to be defined by the 
disabilities,” he told the press, “the same way7 that people with disabili
ties don’t want to be defined by their disabilities.” The disabled kid, J.J. 
DiMeo, behaved like a normal high schooler. “Just because J.J. is in a 
tvheelchair doesn’t mean he’s not going to fight,” Silveri said. “It doesn’t 
mean he doesn’t want things. And it doesn’t mean he’s not a jerk some
times. ... We keep saying to ourselves, ‘Is this a character we would write 
even if he didn’t have a disability?’ And if it was all about the wheelchair, 
then—not interested.”17

As the series progressed, not all episodes rang true. But others felt 
dead-on. There were bits about the foibles of fighting for access to equal 
education. There were bits about affording an accessible van. There were 
bits about playing the “disability card” to gain unfair advantages. Perhaps 
best of all, J.J. felt true and relatable because the actor wasn’t faking it.

The show lasted for three seasons, or sixty-three half-hour episodes. 
That was successful enough to encourage executives to consider other 
disability-centered sitcoms. In 2019, Netflix released a series called 
Special. Told in fifteen-minute episodic segments, it was about the ex
ploits of a gay young man with CP. He walks jerkily and has some mild 
spasticity—so mild, in fact, that he tries bey'ond all reason to pass for 
nondisabled. He makes up some excuse about recovering from an auto 
accident, rather than admit his disability7 is inborn. It was a very different



type of comedy from Speechless. Where Speechless was made for prime 
time, Special was edgy and progressive. It dealt with this young man’s 
sexual awakening. It dealt with his struggle to become independent of 
his overprotective mother. It dealt more with his struggle to combat his 
own internalized ableism than his struggle to come out as gay, though 
there was that, too.

Hie program starred and was created and written by Ryan O’Connell, 
who really is a gay young man with CP, just like his character. It was 
based on his 2015 memoir I’m Special: And Other Lies We Tell Ourselves. 
In an interview in IndieWire, O’Connell says, “I wrote the book when I 
was twenty-six, so I was just kind of a dumb-dumb and I had just come 
out about my disability. I didn’t understand anything about disability or 
things like internalized ableism. I was so in my infancy with my disabled 
journey. I couldn’t talk about all the things that I want to talk about now, 
which is why Special was so incredible, because I feel like I’ve grown up 
so much and have become woke to my own damage, and the damage of 
living in an ableist society.”18

In time, as part of his coming-of-age, his character comes to see that 
his primary battle for identity and independence has to do with facing 
down that ableism. For him, ableism is worse than homophobia because 
it’s less well recognized. This is a heavy concept for a sitcom. Now in his 
early thirties, O’Connell understands that his program is an attempt to 
bridge two worlds. Growing up, he tells disabled writer Keah Brown, 
“there was my disabled life—surgeries, physical therapy, leg braces—and 
then my life at school, where I was the only disabled person. My parents 
were well-intentioned and just wanted to immerse me in ‘regular life,’ 
but I think in doing so I had limited exposure to other disabled peo
ple, which created this discomfort in my disabled identity. Also, from an 
early age, I realized disability was not really understood or talked about 
in society. So I tried to stuff it down as much as I could.”19

This kind of comedy—the comedy of searching for disability pride in 
the midst of rampant ableism—is new in its specifics, yet universal in its 
appeal. It humanizes the disability experience, or at least one important 
aspect of it, for those who are uninitiated. It gives the nondisabled a per
spective on disabled lives—and maybe helps other disabled people feel 
not quite so alone. If nothing else, it speaks to the growing cultural ac
ceptance of disabled people as a minority, and—in the gentlest terms—of
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ableism as a menace not unlike racism, sexism, homophobia, transpho
bia, and other forms of bigotry.

Almost as if in recognition of a growing trend toward more authentic 
disability representation—or at least the need for it—the Ruderman Fam
ily Foundation secured a first of its kind pledge from CBS in June 2019 
to “audition actors with disabilities with each new production picked up 
to series.”20 That means a promise to seek out more disabled talent for all 
future programs. In January 2021, NBC Universal made similar assur
ances, pledging to pursue disabled actors for its TV and movie projects 
going forward.21 Of course, similar pledges have been made for better 
representation of other minorities, with mixed results. How well will the 
media giants live up to these assurances? Will other studios follow suit! 
And to what extent will such opportunities actually lead to better and 
more varied representations of disabilities?

For Keah Brown, a twentysomething African American bi woman 
with CP and a self-avowed TV junkie, changes can’t happen fast enough. 
She’s fed up with “the monolithic view of disability” she sees in the popu
lar culture she adores. In 2017, partly in reaction to the whitewashing of 
disability in major media, she started a viral hashtag on Twitter—#Dis- 
abledAndCute. Brown, the author of The Pretty One: On Life, Pop Cul
ture, Disability, and Other Reasons to Fall in Love with Me and Sam's 
Super Seats, shares that she started the hashtag as an act of rebellion and 
self-reclamation.

“So often when you see stories about disabled people, they’re disabled 
white men,” she says.22 “People have no grasp that our communit)'is full 
of people of Color! It’s full of women! It’s full of people in the LGBTQ 
community! It’s full of people who run across multiple intersections.”

As a child, with little framework for basing self-esteem as a disabled bi 
Black girl, she tried to pass for nondisabled—and sometimes succeeded. 
Whenever she felt winded walking with friends at the mall, she would 
make some excuse for sitting down on a bench till she felt better, If that 
didn’t work—if there wasn’t a bench handy or she needed more time than 
her friends would allow—she would just grin and bear it, never wanting 
anybody to view her as needy. This changed one day7 in her early twen
ties when she looked in the mirror and decided to say four nice things 
about her appearance. It felt good, put her in a good mood, and she re
peated it the next day. And the next. After a few weeks, it became a self-
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reinforcing habit. She started feeling better about herself and feeling bet
ter able to be upfront and honest about her limitations, too. It helped 
remove any sense of shame over her body, over being disabled, over not 
looking like the celebrities she so admired. It helped her feel proud.

She has both visible and invisible disabilities. She can walk but has 
difficulty with long distances, and she has “mental health issues.” If peo
ple like her hadn’t been erased from mainstream media—let alone from 
disability narratives—it would’ve made a world of difference. She’d like 
to see more different types of people in front of and behind the cam
era-people with every manner of disability and complexion and gender 
identity. “That’s why I fight so hard to expand the idea of who is disabled, 
because it’s very white male centered right now. I want to bust up that 
theme and tell people there are people like me in the world. People who 
have CP but aren’t wheelchair users, or who have any disability and are 
people of Color.”

You can’t blame her impatience. At times the battle for better rep
resentation in Hollywood can seem hopeless. Back in 1979, the Media 
Access Office was formed to help promote actors with disabilities. “Our 
mission, our message, is to get the media to respond to the burgeoning 
civil rights movement for people with disabilities,” Alan Toy, a disabled 
actor (Beverly Hills 90210, In the Line of Fire, The Aviator, and Annie 
Live!, among other film and TV credits) who was then president of the 
Media Access board of directors, told an interviewer in 1989.23 While the 
office no longer exists, it started a tradition of presenting annual Media 
Access Awards for the best portrayals of disability. The awards continue 
to this day, now funded by Easterseals, but their impact on the industry 
is debatable.

Nevertheless, examples of disability casting keep malting headlines. 
In the fall of 2021, for example, Marvel’s The Eternals included the first 
D/deaf superhero in a movie, Makkari, played by Lauren Ridloff, who 
is D/deaf and a person of Color.24 Marvel has had disabled superheroes 
before—notably, Professor X and Daredevil—but never a visibly disabled 
actor. “It is so important to showcase people with disabilities with inter
sectional identities,” Ridloff tells Lauren Applebaum, a disabled reporter, 
“because that allows viewers to see beyond disability. People with disabili
ties are multilayered—we are complex breathing human beings.”25 Ridloff, 
who was born D/deaf, in 1978, to a Black American mother and a father
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of Mexican descent, says she’d had doubts about pursuing acting because 
she never saw people like her on screen. She tells Variety that when she 
got the part of Makkari, “It felt like it was [after] a lifetime of waiting.”26

In the comic books, Makkari is a non-D/deaf, beefy, white, blond
haired cisgender male. Marvels decision to recast the character reveals 
what Ridloff calls a growing awareness of “the need to tell new, fresh 
stories. We’ve seen so many stories out there with the same tropes, with 
the same characters, and were getting restless. . . . Hollywood sees the 
importance of bringing more representation on the screen.”27 The Eter
nals, she says, shows diversity “without actually having that become the 
point of the story. It just is. It’s just like the real world.”

Ridloff understands the power of her position, at least as far as other 
disabled people are concerned. She gets what it means to represent. 
She could hide—or at least minimize—her disability, since it doesn’t 
show, but she doesn’t. In fact, she made sure her characters sign lan
guage was accurate—unlike, say, Sally Hawkins’s crude impersonation 
of sign language in The Shape of Water. In interviews, Ridloff even high
lights “D/deaf gain,” pointing out how she didn’t need earplugs during 
loud sound effects while other cast and crew did; she also says she never 
minds sitting next to crying babies on airplanes. “There are times that 
we’re just lucky to be Deaf,” she tells the Hollywood. Reporter.28

She’s not shy about Hollywood’s shortcomings, urging “more oppor
tunities for other Deaf people [and] for people with other disabilities, 
not only in front of the camera, but also behind the camera. We need 
more people in the writers room. We need more people involved with 
pre-production. We need people who are Deaf or have disabilities.”29

Within weeks of that interview, as if on cue, Marvel introduced another 
disabled superhero of Color, Echo—aka Maya Lopez—to Hewers of its 
Hawkeye series. She is portrayed by Alaqua Cox, a D/deaf actor and ampu
tee with a prosthetic leg who is a member of the Menominee and Mohican 
Nations. “What could be better than two deaf superheroes?” blogs Mineli 
Goswami, an India-based writer with unilateral hearing loss.30

And then it did get better. Echo/Lopez is slated to return in her own 
series.
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The YouTube sensation Zach Anner, who has cerebral palsy—“the sex- 
I iest of the palsies,” as he puts it in one of his most famous bits—has 

gained an unusual degree of star power. In 2010, when Anner was twenty- 
five, he entered a contest to become Oprah’s “Next TV Star” for her ca
ble network. He won. The resulting program, Rollin with Zach, came 
with a $100,000 award. But the show was canceled after six episodes, 
ostensibly over creative differences. The producers wanted uplifting, in
spiring stories of heroic disability victories; Anner just wanted to make 
people laugh.

After Oprah, he created a weekly YouTube series called “Workout 
Wednesday,” featuring his unique klutzy and haphazard exercise routine. 
Before turning thirty, Anner landed a contract with the online enter
tainment company SoulPancake for a series called “Have a Little Faith,” 
a look at Anner s idiosyncratic take on organized religions. By that time 
he’d moved to LA. When the ABC sitcom Speechless debuted, Anner was 
hired as a writer and story editor. He even appeared in a few episodes.

In his hilarious 2016 memoir, If at Birth You Don’t Succeed: My Ad
ventures with Disaster and Destiny, Anner explains that he started mak
ingvideos in college at the University of Texas, Austin—a series of short, 
often scatological interviews with local personalities that aired on the 
university’s public access channel. With boyish enthusiasm, Anner— 
who uses a wheelchair—says that his disability has been a mixed bag 
professionally. It’s closed some doors but also given him oodles of ma
terial. His career only took off, and life became easier, when he stopped
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“trying to do things the able-bodied way, and doing them poorly.”1 He 
learned to harness his disability experience without entirely relying on 
cringe-inducing self-abasement. A good example occurred by accident 
at his first stand-up gig at Carolines, a New York City comedy club. To
ward the end of his set, his wheelchair abruptly broke apart. “Two bolts 
had shot out from the sides of the chair, causing it to slump awkwardly 
and stopping me in mid-sentence,” he recounts. “It was an unplanned di
saster. Hallelujah'. I looked around the audience, shrugged my shoulders, 
and said, ‘Ummmm ... that’s new!’ They laughed. ‘I really don’t have any 
more material, but it looks like I’m going to be here awhile, so ... how 
are you guys doin’?’ They went wild.”2

It was an I-meant-to-do-that kind of insouciance, an easy-going ac
ceptance of life’s absurdities that some might say is the epitome of dis
ability cool. We wont let the foibles of our bodies or our equipment cramp 
our style. Nothing can stop us!

Anner’s mission, if that’s the word, is to dispel common myths about 
disabled lives. They’re neither the saddest, most tragic existences imag
inable nor the happiest, most inspiring ones either. “Folks with disabili
ties are human beings just going through normal shit,” is how he puts it? 
But he only learned about disability rights when he appeared in the 2018 
Comedy Central Drunk History episode about the Section 504 sit-ins. 
(Anner played “man in wheelchair.”) In retrospect, he regrets snubbing 
the disability community when younger; he didn’t want to identify as 
one of them. “A terrible way to think! A huge mistake!” he says now. “My 
disabled friends today enrich my life so much. Having someone who 
understands what it’s like to be patted on the head by strangers—to have 
people mistake you for a dog and think that petting you is okay—does 
something good for your soul.”

Since the cancellation of Speechless, Anner has been pitching new TV 
shows with disabled characters. But he may be a victim of his own suc
cess. “A few producers are like, ‘What’s the point of another CP show?’” 
Anner says. “Of course, it’s not another CP show—it’s a show with char
acters who happen to have CP. I mean, the human experience is much 
wider than a diagnosis.”

When a character has CP, or any other disability, and it’s not the 
headline, he stresses, we’ll know we’ve made progress.



n isabled people seem to know, almost instinctively, that there’s no bet- 
11 ter tool for shaking up the status quo, no better mechanism for up
ending the Zeitgeist, than a good, enduring, eye-opening laugh. Ask any 
disabled person if there’s anything funny about their life, and chances are 
you’ll get an emphatic yes! Living with a disability can be rough. It can 
be maddening, enraging, depressing—sometimes all of the above. Dis
abled people face constant access barriers—even decades after the ADA 
made them illegal—and myriad other forms of exclusion. They deal with 
undependable technology, unreliable help staff, and endless government 
bureaucracy. They cope with poverty and isolation and loneliness. They 
wrestle with their own internal demons.

Yet through all this, their lives can be hilarious.
On any ordinary day they may experience riotous bodily mishaps, 

usually without meaning to, or quirks of fate that seem to prove the ama
teur theologian’s assertion that God has a sense of humor. And if they’re 
being honest, sometimes there is nothing quite so uproarious as the 
mealymouthed ways nondisabled people react to what disabled people 
call “normal.” They’re hysterical in their foot-in-mouth awkwardness.

So, yes, disabled people can be funny, their lives are funny, and they 
are often acute observers of other folks’ funny fears and faux pas.

The practice of laughing in the face of disability has a long lineage, 
but not always in a good way. “Too often and for too long, people with 
disabilities have been objectified as a source of amusement,” writes Mi
chael Rock, an autistic journalist and blogger. “Since ancient times, they 
have frequently appeared in such fields of entertainment as circuses. In 
medieval and Renaissance Europe, little people were highly coveted as 
court jesters.”4

But there is a difference between laughing at disabled people and 
laughing with them. Today, in its diversity of expression, technique, and 
subject matter, crip comedy knows few bounds. The humor may be vi
sual or verbal or both. It may be revelatory, scatological, observational, 
self-deprecating, or offensive. Have you heard the one about the dyslexic 
agnostic who stayed up nights wondering if there really is a dog?

The modern idea of using disability consciousness for comedic ef
fect—as opposed to fake disability buffoonery, a la Jerry Lewis’s klutzy
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faux spasticity—can arguably be traced back to the cartoonist John 
Callahan. In the 1980s and ’90s, his primitive drawings and caustic cap
tions were making people laugh and feel uncomfortable, usually at the 
same time. At its height, his work was syndicated in more than two hun
dred newspapers around the world.5

Perhaps no one was more surprised by this success than Callahan 
himself. He’d had a rough childhood. He was adopted at six months old 
by a blue-collar family in a suburb of Portland, Oregon, and he struggled 
from an early age with issues of abandonment and belonging. When he 
was eight, he was sexually molested by a nun at the Catholic school he 
attended.6 At twelve he began drinking—heavily, he says—and he strug
gled with alcoholism thereafter. In 1972, at twenty-one, Callahan was 
in a car accident that severed his spine and paralyzed him from the di
aphragm down. He wasn’t driving; he was passed out in the passenger 
seat. The driver, who was also drunk, was someone he’d just met.7

In time, he relearned to hold a pen and guide it across the page with 
his other hand. That’s why his drawings have an awkward, childlike qual
ity. After the accident, his cartoons began gaining attention at a local 
paper, before achieving widespread syndication.

His humor was unusual. In one classic cartoon, an instructor at an 
aerobics class for quadriplegics commands, “O.K., let’s get those eye
balls moving.” Another shows two disembodied human heads resting on 
wheeled boards at a street corner, begging cups on either side of them. 
One of the heads wears an eyepatch, and the other one tells him, “People 
like you are a real inspiration to me!” A third cartoon depicts a blind 
beggar with an odd haircut carrying a sign that reads, “Please help me, 
I’m blind and I think I may have a MULLET!”

Some may consider his work in poor taste, but Callahan himself 
called his style “survivor humor.”8 He wasn’t just referring to surviving 
his car accident. He struggled with psychological issues throughout his 
life. Still, it was his quadriplegia that seemed to jump-start his career. 
He went on to publish more than a dozen collections of cartoons and 
two memoirs, and his work was adapted into two animated TV series: 
Pelswick, about the adventures of an ordinary boy in a wheelchair, and 
John Callahans Quads!, an adult cartoon with a variety of foulmouthed 
disabled characters who live together in a mansion.
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In a New York Times interview in 1992, just as the ADA went into 
effect, Callahan said he wished the law protected disabled people’s free
dom to laugh at themselves. “I’m sick and tired of people who presume 
to speak for the disabled,” he added. “My only compass for whether I’ve 
gone too far is the reaction I get from people in wheelchairs, or with 
hooks for hands. Like me, they are fed up with people who presume to 
speak for the disabled. All the pity and the patronizing—that’s what is 
truly detestable.”9

On the whole, disabled people loved his work, his chutzpah. In that 
1992 Times article, Royce Hamrick, a wheelchair user who was then 
president of the San Diego chapter of the National Spinal Cord Injury 
Association, said, “In the disabled community, we make a lot of jokes 
that stay within that community. What John is doing is bringing those 
out to everyone else.”10

It’s impossible to say which of his comics were the community’s fa
vorites. Was it the blind man and his guide dog being escorted onto a 
plane as the helpful flight attendant says, “We’ve arranged a window seat 
for your dog so you can enjoy the view”? Or the two cowboys squar
ing off in a classic Western shootout—except one of them has no arms. 
“Don’t be a fool, Billy!” shouts an onlooker.

When he died in 2010, at fifty-nine, Callahan’s obituary in the Los 
Angeles Times called him a “politically incorrect cartoonist.”" To dis
abled fans, that missed the point. He was politically dead-on.

A completely opposite persona elevated Kathy Buckley—who bills 
herself as “America’s first hearing-impaired comedienne”—to national 
prominence in the early 1990s. Her stand-up routines were unabashedly 
inspirational. She talked about her troubled fife, which was almost unbe
lievably brimming with pathos. As an infant she had a blood disorder that 
required an emergency transfusion. At five she developed meningitis. At 
eight she was diagnosed with hearing loss, which may or may not have 
been caused by the blood disorder or the meningitis. She was teased, la
beled “simple,” sexually abused, and, at twenty, run over by a Jeep while 
sunbathing on the shores of Lake Erie. A few years later she was diagnosed 
with cervical cancer. After surviving all that, she got a job as a massage 
therapist, where she often told clients jokes as a form of psychological 
medicine. One of her customers was Geri Jewel, an actor with CP who
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played “Cousin Geri” on a dozen episodes of The Facts of Life in the early 
1980s and “Jewel” in Deadwood from 2004 through 2006. Jewel suggested 
Buckley join her in a comedy fundraiser for cerebral palsy. She did so well 
that she soon got gigs at comedy clubs. Appearances on The Tonight Show, 
The Today Show, and many other variety and talk shows followed.

Adhering to the “oralism” tradition that some D/deaf activists reject, 
which discourages learning sign language, Buckley wears hearing aids, 
reads lips, and speaks rather than signs. “I spent about thirteen years 
with some of the top speech therapists in this country just learning how 
to talk so people would understand me,” she says in one routine, “and 
now they all think I’m from New Yawk’.'

In recent years, she’s transitioned from comedy to motivational 
speaking. She claims to inspire thousands of people annually by sharing 
her story of “overcoming adversity.” It’s a message that flies in stark con
trast to the anti-inspirational thrust of most disability activism today, and 
certainly is a far cry from Callahan’s outrageous form of empowerment.

Closer to Callahan’s legacy is a stand-up comedian with a brash at
titude who burst on the scene in August 2006—a scruffy young doofns 
named Josh Blue, who won an NBC reality show competition called Last 
Comic Standing. He was an unlikely winner, since he very' obviously has 
CP. He’s lanky, with wild curly brown hair and a shaggy beard to match, 
and he skulks across the stage with a stoner’s lazy-looking gait (or is it 
just his CP?), decked out in a loose-fitting bowling shirt and jeans. Yet 
his hippie-dippie patter is unexpectedly sharp and intelligent, a con
trast to his loopy singsong CP-inflected cadence. He uses his spasmodic 
movements and uneven modulations to great comic effect. Some of it 
is self-deprecating—in one performance, he jokes about his inability to 
make air quotes, for instance—but a lot of his shtick pokes fun at the 
audience, at how foolishly, how painfully and self-consciously politely, 
other people react to him.

“People ask me if I get nervous before coming up on stage,” he dead
pans to the studio and TV audience. “I say, ‘Heck no. I get this many peo
ple staring at me all day!”’ A roar of guffaws ripples through the crowd, 
and he smiles appreciatively before continuing, as if drinking in their 
laughter, as if it fuels him: “I was walking downtown, and the drunk tank 
stopped and picked me up.” More laughter. “I was like, ‘Uh oh.’ I was like, 
‘Wait a minute here, fellas, there’s a misunderstanding.’... I was in [jail]
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for seven days. They’re like, ‘Damn, buddy, what did you drink?”’ The 
boisterous bursts grow louder, and he delivers his punchline: Id like to 
inform you that you’re all going to hell for laughing at me.

Blue was born in 1978 in Cameroon, West Africa, where his father 
taught American literature at a local university. (He calls himself “a white 
African American.”) He grew up in St. Paul, Minnesota, but it was while 
he was a student at Evergreen State College in Olympia, Washington, 
that he ventured into stand-up at a local open mic night. He did well 
enough to get the bug. Competition after competition eventually led him 
to reality TV. But he certainly wasn’t immune to the barriers of ableist 
prejudice. “In elementary school, I had a buddy who had palsy, too, and 
we were the first kids with disabilities to go to public school in Minne
sota,” he says. “So we definitely had a lot to educate the world on, even 
at a young age.”13

He had lots of “hang-ups” about his disability in those days, he says. 
When he was fifteen, his parents moved the family back to West Africa 
for a year, so his father could resume teaching there. (This time it was 
Senegal.) The experience changed his perspective. “Being fifteen in a 
Third World country—talk about an eye-opener!” he says. Who gives a 
shit about cerebral palsy when other people are so much less fortunate? 
They have use of their bodies, but they don’t have clean water!”

He laughs about it, but Blue sincerely feels fortunate. He’s through 
worrying about how others judge his disability and has no time for folks 
with preconceived notions. Does that make him a champion of disability 
rights? Yes and no. Blue certainly embraces disability pride; people have 
asked him if he’d take a cure if one were available, and he says he proba
bly wouldn’t. This is the only life he’s ever known. Plus, having CP pays 
dividends. “It’s what got me to this point, and I’m not struggling, you 
know?” he says. “Obviously it would be nice to tie my shoes sometimes 
without having a conniption fit, but other than that I’m more than okay 
as I am. In fact, I’m so happy with myself and my disability that, well, if 
you have a problem with it, that’s your fuckin’ problem. You don’t like 
how I look, just turn away.”

Yet he’s always been more focused on making people laugh than on 
challenging the system. He knew some of the old-time activists in Den
ver, where he’s lived for years. Beginning in July 1978—before Blue was 
born—people from Denver’s Atlantis Community, a local independent
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living center, took to blocking intersections and lying in the street in 
front of inaccessible city buses. The Gang of 19, as they came to be 
known, inspired protesters for many years and formed the basis of the 
national grassroots group ADAPT. Denvers Rapid Transit District ulti
mately became the first in the nation to install wheelchair lifts on buses.1' 
“That whole gang that was jumping out of their wheelchairs in front of 
the buses—that was amazing,” Blue reflects. “But it was the spirit of the 
times, you know? Nowadays you have to do something else to get atten
tion. We don’t need to demand ramps anymore, not like we did. Now it’s 
more about asking the world to treat us like fellow humans even though 
we move differently. Which is a weird thing to rally for.”

Instead, he prefers to push the point through his stand-up. He never 
gets in your face to demand respect. That’s not his style. “Telling people, 
‘Listen to me! This is important!’ is not a convincing, compelling way to 
educate,” he says. “They’re not going to click to it. Know what I mean?” 
By spotlighting the unspoken, though, he makes ableist bigotry look 
oblivious and absurd. His friend termed it “reverse teasing,” he says—a 
subtle technique for steering people to recognize their own prejudices. 
Comedy has always been key to this kind of consciousness raising. It’s 
not unlike how Redd Foxx, Dick Gregory, and Richard Pryor opened 
white peoples eyes to racism, or how Joan Rivers and Phyllis Diller sati
rized a certain kind of sexism—via people’s funny’ bones.

Blue knew he was having an effect when, one evening a few months 
after his Last Comic Standing win, he wandered into a bar that happened 
to be having an open mic comedy showcase, and, to his amazement, 
three other comics there also had CP. “I was like, ‘Oh my God! I’ve cre
ated a monster!”’ he recalls.

He hadn’t created them so much as inspired them. Funny people 
with CP had always existed; they tend to learn early on to grin and roll 
their eyes at the disconnect between their lives and others’ perceptions 
of them, Blue theorizes. Only now, because of his example, they had the 
courage to get on stage, and the club gatekeepers had the inclination to 
let them. But Blue believes his influence goes beyond the CP communit}’. 
“If I’m out there and I’m funny as shit, you’re going to come to the con
clusion that disabled people are just another brand of human being— 
without my having to force it down your throat.”

He pauses a moment.
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Tm still forcing it down your throat, but its coated in humor.
Still comedy can be a solemn business. Scholars have long pondered 

boa »d why it works. "Comedy enacted by disabled comed.ans is po- 
' hegemonic norms around dis-

tentially a powerful tool through a 2015 paper by
ability can be challenged and ren g $ reaRzation
British academic Sharon oc disabilities had transformed
that a growing number of comedians wim

the comedy landscape. a hard time p,eing taken se-
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’“c“'es Walden,' a longtime Philadelphia-based comic with CP, 

might agree. His impressive resume includes appearances on BET's 
Comic View, Apollo Comedy Hour, Russell S.mmons Def Comedy lam 
All-Stars, and Marlin Lawrence's First Amendments well as in the 2017 
movie Holy Htntle (as "Man with Tumor”). His subjects are far-reaching, 
touching on race and movies and cur rent events. But sometimes he uses 
bls slight spasticity for comedic inspiration. For instance he jokes as josh 
Blue does about appearing to be drunk, but his take is a 1,tile different. "1 
don't drink," he tells one crowd, "because 1 m afraid if 1 started drinking 
1 might start walking straight. And 1 know if I start walking straight. I'll 

lose my benefits.”17 .
Another approach comes from Will Marfon, an Orlando, Florida

based stand-up comedian with CP, too, who has been on TVs Late. Late
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Show with Craig Ferguson and on Sirius/XM Satellite radio. He jests just 
as much about his Irish-Filipino heritage as about his CP, which isn’t all 
that visible. But his hands appear somewhat twisted and clumsy, which 
leads him to quip that cerebral palsy means “I really suck at building 
model airplanes.” But its not so bad, he adds; friends never ask him to 
help them move.

The stand-up comic Christopher Crespo takes a slightly different 
tack Just a year old when the ADA passed, he was born in North Bergen, 
New Jersey, with complicated syndactyly, meaning his arms end at about 
his elbows and his fingers are somewhat fused together. One of his early 
stand-up routines was to start off grabbing the microphone with one 
arm—squeezing it between a partial hand and elbow—and then, with 
his other deformed arm, slowly picking up the mic stand and placing 
it behind him. This would take a while, typically to dead silence. Once 
done, he would intone, “Don’t worry, I’m just like you guys.... I put my 
pants on one hour at a time.”18

Crespo wasn’t always sure about using his disability in his act. At the 
beginning, he didn’t want to talk about it at all. He wanted to prove he 
had merit for his wit and timing, not garner attention out of pity. “I al
ways feared that I’d be booked on a show to fulfill some diversity bull
shit,” he says. “I don’t want to be on a show because they need a cripple; I 
want to be there because people want to see me perform.”

A teacher at a comedy class told him he’d better address his disability 
because it was noticeable and people would wonder about it. He later 
realized that he was full of ideas related to his disability; it was an end
less source of comedic invention—or, as he puts it, “I always go back to 
making fun of myself.”

Danielle Perez has an alternative perspective. She identifies as a 
Latina “bilateral below-the-knee amputee.” She uses a wheelchair. In 
2004, when she was twenty years old and in college at San Francisco 
State University, the Los Angeles-raised Perez was run over by a street
car. Both feet had to be amputated. She told CNN that she found heal
ing at comedy clubs. When she’s on stage, she’s not concerned about 
what people think of her disability. “I’m just worried about Are these 
jokes funny?” she said.19

Perez went to her first open mic night at “this crappy little Hollywood 
coffeeshop,” and she discovered how much she likes making people
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laugh. Most stand-up venues, however, are not very accommodating to 
disabled people. She often has to put on kneepads and crawl into base
ments or up flights of stairs to enter a club, or go in through a back al
ley, and then be lifted on and off stage; she can rarely get into the green 
rooms where comics warm up and practice and network. Its not fair 
that I miss out on that,” she says.20

These access barriers could be a career killer. In the comedy scene, 
she explains, if you don’t go out every night to an open mic showcase, 
you’re quickly forgotten. “No one’s gonna book you, she told the Disabil
ity Visibility Project podcast. “There’s so many people doing comedy . . . 
that if you don’t put yourself into people’s faces and spaces, they’re not 
gonna remember you, you know?” It’s not just architectural barriers that 
impede her exposure. She tells of a comedy club in New York that had 
booked her but then called the day of her performance to say the man
ager was “not okay” with her wheelchair. Even if she didn’t need assis
tance getting on stage, she wasn’t welcome. And it s like, what the fuck is 
that?... I can’t do a free, unpaid comedy show in an improv theater? It’s 
just kind of ridiculous,” she said.-1

In 2015, she went on The Price Is Right, the TV game show, in her 
wheelchair—and won a treadmill and walk-in sauna. You couldn’t write 
abetter springboard for comedy. She posted the clip on Twitter, it went 
viral, and she was invited to appear on Jimmy Kimmel Live! The exposure 
got her more club dates and fans.

Perez often uses her personal experiences as raw material. My jokes 
are about me and my body and my life and what I m going through, 
and it’s all from my perspective,” she says. She talks about her accident, 
her battles with depression, her abortion, her rape stuff that might not 
sound funny. But everyone has emotional baggage, which gives her rou
tines a kind of relatability—especially for women and gay men, she says 
in that podcast. “It’s more than just telling jokes, you know? You’re actu
ally touching people.”

She avoids being preachy, but she’s aware of her potential for political 
impact. “I am a Latina. I’m a woman of Color. I m in a wheelchair. I’m 
disabled-and I’m onstage, but I’m telling you fucking pussy jokes? Like, 
hey, that’s freedom! . . ■ When was the last time you saw a woman that 
looked like me have the floor and be able to say whatever she wants and 
own a room and make people laugh?
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For some, just being out there and being bold is a kind of political 
activism in itself. For other disabled humorists, though, a less direct 
approach is a better fit. Jessica and Lianna Oddi, Canadian sisters with 
SMA, follow in cartoonist John Callahans . . . tire prints ... with an In
stagram and web comic series called “The Disabled Life.” It started as a 
Twitter feed—all words, no pictures—but the fan base kept growing. The 
Oddi sisters love to draw as well as wax sarcastic, so a graphic version 
evolved as a kind of natural outgrowth. “It seemed the perfect way to 
merge the two things we love—drawing and sarcasm,” Jessica told the 
e-magazine Mashable.23

One typical drawing shows three people at a casino table. The central 
figure is a woman in a wheelchair. To her right is a woman standing with 
one hand casually resting on the wheelchair’s push handle; on the other 
side is a seated guy' with his elbow on the wheelchair armrest. The ironic 
caption reads, “Personal space.” Another is titled “Online Dating”; it has 
two panels, the first showing a woman in a wheelchair smiling at her 
dating app when it says “you matched: Some Hot Guy.” But in the second 
panel she’s puzzled and angry; the app reads, “Some Hot Guy said: 'Hey, 
you’re pretty 4 some 1 in a chair though, lol. Can u have sex, babe?’”

The sisters say' they have always used sardonic humor to cope with 
awkward interactions, particularly those involving strangers who get 
nervous or unnatural around their disabilities. It’s the comedy of mis
match, a disparity between how they' view themselves and how others 
react to them. Feelings of awkwardness—of being out of step with what 
the world seems to expect—are universal, apparently, because the comic 
strip has both disabled and nondisabled fans. “To find out that people 
can completely relate to us and our stories is just amazing,” says Jessica.2*

Laughter is the sisters’ main objective, but if the material helps au
diences learn something new, that’s even better. The website contains a 
caveat, though: “Other people with disabilities may' or may not agree 
with our views. And that’s cool! Because us disabled folks are people too, 
with a wide range of opinions.”25

If the Oddi sisters’ comics skewer the disabled-nondisabled discon
nect, Shannon DeVidos videos shatter it. DeVido, who has SMA, was in 
the 2020 romantic comedy film Best Summer Ever and appeared on Com
edy Central’s The Nightly Show with Larry Wilmore, among other venues. 
But when the New York-based comedian, actor, singer, and writer is not
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choice of roles was limited, to say the least. “When I started auditioning, 
it was really the reaction of people in the room that told me [it wasn’t 
going to happen],” she told cohosts Kallen Blair and Alie B. Gorrie in the 
2019 Amazon interview series Ability. She recalls an audition in which 
the casting director didn’t say anything to her, just stared blankly, but 
the message was clear: because of her disability, Zayid had no chance 
of ever getting cast. Instead, she was told to write her own one-woman 
show, something like Nia Vardalos’s My Big Fat Greek Wedding, which 
had started as a one-woman play in Los Angeles in 1997 before becom
ing a hit indie movie in 2002. A similar monologue, she figured, would 
showcase her talents.30

But one Thanksgiving, before she’d completed writing her script, she 
had her friends rolling on the floor hysterically when she was trying to 
tell them “heart-wrenching stories,” she says. “I was like, ‘Oh? I have a 
gift for this?”’ From then on, she knew what she wanted to do. “I’m going 
to become like Richard Pryor. He’s Brown, he shakes, he’s a comic, and 
he’s in movies. I’m totally going to do this!”31

She signed up for a comedy class that concluded with a showcase at 
Carolines. She was instantly hired and started touring. By 2003, she’d 
cofounded the New York Arab-American Comedy Festival, an annual 
variety showcase. In 2008, she appeared in the Adam Sandler comedy 
You Don’t Mess with the Zohan and more recently has been on the ABC 
soap opera General Hospital. She sold a semi-autobiographical comedy 
series that never got made and is now developing a new comedy series 
called Sanctuary about a Wall Street lawyer who gets sucked into the 
gritty world of immigration. If it ever gets made, Zayid will play the law
yer—a character who’s not written as disabled but, of course, will be be
cause Zayid is.

Despite her success, she says, the entertainment business remains 
maddeningly discriminatory. “Comedy clubs remain inaccessible, which 
means breaking in is a huge challenge,” she says, adding that she doesn’t 
usually use a wheelchair, though she does use one in airports, amuse
ment parks, and other large venues. “Intersectionality also plays a huge 
role. It is easier to get stage time if you are a man than a woman and if 
you are white rather than a minority.”32

For her, the ideal would be to have disabled people and other mi
norities appear in all entertainment venues, particularly when they aren’t



necessarily the point of the show. Not that she doesn’t firmly believe in 
being loud and proud about disability. The more disabled people who 
embrace the identity—who don’t try to pass for nondisabled—the better 
it will be for everyone, she says. She goes on to stress that it’s vital for a 
full range of disability stories to be heard and seen—provided they “are 
told by us, not about us.”

Zayid is a stickler for that authenticity. It is, in a sense, her brand of ac
tivism, filtered through her sharp sense of humor. She makes no attempt 
to be artificially upbeat or make light of her disability, as some other dis
abled comedians do. She allows negative feelings to show, something that 
might not have been possible before the ADA—when disabled public 
figures tended to adopt a grin-and-bear-it stance or be self-deprecating. 
Zayid’s powder-keg mix of acerbic wit and righteous anger can be as en
lightening as it is provocative, yet it is fundamentally fueled by the same 
kind of energy and outrage that propels all social justice movements. 
Her style and content may be unconventional and pathbreaking, but 
the issues she targets—bigotry, inequity, and oppression—are as old as 
our civilization.
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CHAPTER II

HEALTH-CARE DISPARITIES
Lessons of COVID-19
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If rom the earliest days of the COVID pandemic, it became glaringly ev- 
f ident that disabled people aren’t treated fairly by the health-care sys
tem. To some nondisabled people, that was surprising. The health-care 
world is where you might think disabled folks would find the best access 
and feel most welcome. But nothing could be further from the truth, and 
when the infrastructure of the medical establishment—the rush of the 
clinical delivery apparatus—is stressed, as it was with COVID, disabled 
folks become the most threatened. Not only were they at risk from and 
vulnerable to the ravages of the coronavirus, but they were up against 
another wholly unnecessary and preventable adversary: the negligence 
and outright prejudice of a system designed to give aid. During the worst 
of the pandemic, the disparities and injustices imposed on the disabled 
population were so egregious that some policymakers were forced to ac
knowledge it and change course.

Mainstream awareness of health-care inequities began surfacing in 
March 2020, when some state and medical authorities were considering 
rationing vital resources such as ventilators, which were in drastically 
short supply. The fancy word for rationing is “triage”; hospital workers 
evaluate who has the greatest need and who will receive attention first, 
prioritizing patients based on expected outcomes. In the face of draco
nian scarcities, disabled and elderly people were considered the most 
expendable, or at least the least likely to benefit from emergency care. In



HEALTH-CARE DISPARITIES / 143

fti

Alabama, for instance, people with intellectual or cognitive disabilities 
were specifically deemed “unlikely candidates” to receive ventilators;1 
Kansas and Tennessee,2 referring to previously established “standards of 
care,” singled out people with “advanced untreatable neuromuscular dis
eases” in their “exclusion criteria” for denying critical care during a crisis. 
The Washington State Department of Health issued guidelines telling 
doctors and hospitals to provide ventilators and other critical treatments 
to younger and healthier patients before giving them to others who may 
need them just as much.3 Arizona, Louisiana, Maryland, Michigan, New 
York, Pennsylvania, and Utah had similar exclusions.

It was a cold calculation, a brutal metric of who was most and least 
entitled to receive treatment. The University of Washington Medical 
Center issued a statement that the goal of its emergency protocol was 
maximizing “healthy, long-term survival” of the greatest number of peo
ple, defined as “weighting the survival of young otherwise healthy pa
tients more heavily than that of older, chronically debilitated patients. 
Such weighting has general support in medicine and society-at-large.”4

But to disabled people, it was unfair, discriminatory, and illegal. 
Across the country they sprang into action. Before the end of March, 
online petitions were widely circulated. In Massachusetts, Colin Killick, 
executive director of the Disability Policy Consortium in Malden, and 
Marlene Sallo, head of Boston’s Disability Law Center, said in a March 17 
letter to the editor of the Boston Globe, “Should hospitals prioritize those 
with the least resource-intensive needs or exclude from access to life
sustaining care those with lower survival probabilities, they would be 
engaging in discrimination. The disability community will aggressively 
push back against any attempt to ration care against the disabled, through 
advocacy and, where necessary, legal action.”5

On March 24, David Carlson, director of advocacy for Disability 
Rights Washington (state), one of many groups that filed a complaint 
with the federal government, told a reporter, “In these times, we need to 
be committed to our civil rights, and not adopt other methods of deter
mining value in people.” If resources are scarce, Carlson suggested, pa
tients should be treated on a first-come, first-served basis or by a random 
lottery.6 Soon after, on April 16, the Berkeley, California-based Disabil
ity Rights Education and Defense Fund (DREDF) posted the following 
warning: “DREDF reminds health care providers that longstanding federal
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and state nondiscrimination laws . . . prohibit such rationing measures 
when they result in the denial of care on the basis of disability. ... No 
one should face discrimination in the provision of life-saving care. The 
rationing of health care services away from people with disabilities or 
chronic conditions during this time of crisis is not only ethically wrong, 
it is illegal.”7

Then an additional panic shot through the disability community: 
There was alarming discussion that pandemic-strapped hospitals could 
actually take breathing devices away from people who used them regu
larly, so others could have them. As a result, many disabled people who 
already had ventilators at home said they' wouldn’t go to the hospital 
even if they needed to, for fear of having their equipment confiscated so 
someone else—someone younger or nondisabled—could use it.

The mainstream press got wind of the story. A March 23 op-ed in 
the New York Times was promptly followed by articles in The Atlantic 
on April 3, the Washington Post on April 9, Time on April 24, and else
where.6 It wasn’t long before the federal government had to react, though 
perhaps not as decisively as some might have hoped. As early as March 
23, NPR reported that Neil Romano, chair of the National Council on 
Disability, had asked the Department of Health and Human Services to 
take action.9 On the afternoon of Saturday, March 28—when, presum
ably, there was less media scrutiny—Roger Severino, director of the Of
fice for Civil Rights, issued a press release stating his office would open 
a series of civil rights investigations to ensure that states did not allow 
medical providers to discriminate. The office would not, however, tell 
states how to allocate care; it simply put “entities on notice that they need 
to start considering the civil rights implications of any crisis standards of 
care plans they may be putting into effect.”10

The official guidance Severino offered included statements such as 
“We’re concerned that stereotypes about what life is like living with a 
disability can be improperly used to exclude people from needed care.”11 
But the federal agency also provided immunity from legal liability, in
cluding civil rights claims, for “activities related to medical countermea
sures against COVID-19.”12 That was in keeping with another outdated 
standard, one that had the force of law—the Public Readiness and Emer
gency Preparedness Act of 2005, passed after Hurricane Katrina, which 
stipulated “liability immunity” related to emergency measures ... except



HEALTH-CARE DISPARITIES / 145

S- 

in matters of “willful misconduct.” The act had nothing to do with coro
navirus; it was simply an example of how the federal government pro
tects itself from accountability. In other words, if you were discriminated 
against by COVID protocols, you probably couldn’t sue.

Medical rationing and redistribution were not new. New York State, 
for example, had published “ventilator allocation guidelines” back in 
2007 that not only allowed but encouraged the removal of ventilators 
from people who depended on them regularly if there was a shortage.13 
Those guidelines were drafted in the aftermaths of Hurricane Katrina in 
2005 and the SARS epidemic of 2003, shocking events that caught the 
health-care system by surprise and “highlighted the need for prepared
ness plans,” as one New York State document says.14

By April 10, 2020, Severino’s office did step up somewhat. According 
to the autistic activist and scholar Ari Ne’eman, the Office of Civil Rights 
had required Alabama to “fully rescind guidance excluding people with 
intellectual disabilities, dementia, and others from ventilator access and 
commit to not ‘include similar provisions singling out certain disabil
ities for unfavorable treatment or use categorical age cutoffs’ in future 
guidelines.”15 That was just a starting point. Pennsylvania, Colorado, and 
Massachusetts preemptively canceled all exclusions from care. “Though 
many state plans still have categorical exclusions based on particular dis
ability diagnoses, the tide is clearly turning,” Ne’eman wrote. “But more 
work remains to be done.”16

Separately, Ne’eman told the press, “Our civil rights laws don’t go 
away in the midst of a pandemic. We don’t suddenly replace the ADA or 
other civil rights laws with generalized utilitarianism the moment things 
get difficult.”17

After the Office for Civil Rights warning to health-care providers, 
disabled people’s worries were far from over. Many faced a conundrum 
related to their home-care attendants. Because people with underlying 
medical vulnerabilities were at greater risk of contracting the disease, 
they self-isolated as much as possible. But many disabled folks still 
needed outside help to get in and out of bed, and to be washed and fed, 
which put them at risk if their helpers were asymptomatically carrying 
the virus. The workers themselves, who don’t typically have medical 
insurance or receive paid sick leave, were afraid of contracting it, too. 
Many of them preferred to stay sheltered at home.
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IOn top of that, Medicaid budgets were stretched extra thin. Many dis
abled and chronically ill folks rely on Medicaid—the joint federal-state 
program that provides medical assistance to low-income elderly and dis
abled people-to pay for their daily care. States were facing an unusual 
fiscal crunch. Unemployment rolls had soared as businesses closed or 
put employees on furlough, sales tax coffers were drained since no one 
was shopping, and there was an urgent need to offer free, widespread 
COVID testing. On March 27, Congress passed the $2 trillion Corona
virus Aid, Relief, and Economic Security (CARES) Act, which not onl) 
doled out emergency cash to businesses, individuals, and states but also 
increased federal Medicaid matching funds to help states respond to the 
pandemic. But to receive this bump up in the federal Medicaid matching 
rate, states could not alter their Medicaid programs in any way. The extra 
money was intended for unusual pandemic-related expenses and could 
not be “spent on solving problems that [the states] created for them 
selves,” as then Senate Majority Leader Mitch McConnell put it a pro 
viso that some governors found intrusive.18

In New York, site of the largest virus outbreak early in the pan 
demic, then governor Andrew Cuomo swiftly rejected the $6.7 billion 
in extra Medicaid dollars offered to his state because it would pre
vent him from executing a planned overhaul of New Yorks Medic 
aid system, an overhaul that included slashing $2.5 billion from the 
cash-strapped program.” For disabled New Yorkers, Cuomos Medic
aid cuts and his refusal to take the federal aid made no sense. The ben 
efits program needed more money, not less, so people could find and 
retain safe, reliable caregivers. In addition, before anyone on Medicaid 
can receive long-term home care, there’s a host of worker screenings 
and vaccinations to schedule and approve. Ordinarily, that’s a sound 
safeguard, but at that point many supposedly nonessential medical of
fices were closed because of a combination of fiscal belt-tightening and 
pandemic-related safety considerations. Just when people needed help 
the most, they were stalemated.

All our normal stresses are exacerbated and amplified tenfold un
der these conditions,” said Bryan O’Malley, executive director of the 
Consumer Directed Personal Assistance Association of New York, an 
Albany-based independent group that facilitates in-home personal
care services throughout the state.20 “Look, whatever disparities exist in
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health care—and there are many—are exponentially worse in the long
term care sphere. That’s just how it is,” said O’Malley.

A primary fear among many in the disability community was exac
erbated at that point: the dread of being forced into an institution. In 
the early months of the pandemic, nursing homes and other institutions 
were death traps. A disproportionate number of those who contracted 
COVID, as well as those who died from it, were living or working in 
crowded long-term care facilities. In such places, social distancing is im
possible. For a time, the facilities also couldn’t secure an adequate supply 
of masks and other personal protective equipment due to a combination 
of excessive demand, lack of foresight from government agencies tasked 
with preparing for emergencies, and competition from hospitals. Nurs
ing homes were “not the initial focus of the federal coronavirus response, 
which prioritized hospitals,” said Elaine Ryan, vice president of govern
ment affairs for state advocacy at AARP.21

If the disability community was alarmed by potential medical ra
tioning and Medicaid cuts, the most marginalized within the commu
nity were even more afraid because they were at the greatest risk. Poor 
people and people of Color—disabled or not—were becoming infected 
with and dying from COVID at a disproportionately high rate.2' There 
were two primary explanations for this: First, these people tended to 
have less access to vital health-care information and resources. Second, 
a large number of them lived or worked in prisons and institutions such 
as nursing homes, where the disease spread rapidly. Anita Cameron, 
the Black autistic lesbian activist mentioned in chapter 5, wrote a blog 
post in 2020 cautioning that federal guidance from Severino and the 
US Office for Civil Rights—the gentle warning against health-care dis
crimination—lacked clarity. It “won’t stop medical personnel steeped in 
their own biases from doing as they wish,” she wrote. Cameron called 
the pandemic a wake-up call for people to see what the results of racial 
bias, discrimination and disparities in health care look like,” and went 
on to say, Of the major organizations working on the issue of medical 
rationing and discrimination, few, if any, have Black staff or Black man
agement, so we’re not thought of. As yet, none have reached out to Black 
activists and organizations in a meaningful way.”23

In Detroit, Dawn Gibson—an African American activist, blogger, 
organizer, and consultant who advocates for more research into how
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people of Color are impacted by diseases and health-care disparities— 
also raised her voice. Gibson has ankylosing spondylitis, a type of severe 
arthritis, and other chronic conditions that limit her diet; she’s also the 
founder and host of Spoonie Chat, a weekly Twitter discussion for any
body living with an invisible illness or disability (the title is a riff on the 
notion ofspoonsasastand-in for energy). Gibson told a reporter, “There 
is a systemic resistance to the pain of Black people.”24

Additional obstacles were outraging hard-of-hearing people, who 
are estimated to number some 11.5 million Americans.25 According to 
the National Association of the Deaf’s chief executive officer, Howard 
Rosenblum, government and medical updates and guidelines related to 
the pandemic rarely included sign language accompaniment, especially 
in the smaller TV markets (and closed-captioning technology to spell 
out spoken words was dangerously inadequate). Tire worst offender: 
then president Trump. “Months into the coronavirus pandemic, the 
White House still does not have American Sign Language interpreters 
at its televised public health press briefings,” CNN reported in late April. 
Many in the Deaf community say they are growing wary [sic] of not 

having important information disseminated to them through qualified 
sign language interpreters.”26

Making matters worse, the face masks that were recommended to 
slow the spread of the disease impeded lipreading and sign language 
interpretation. “They hinder speechreading and present barriers for 
D/deaf and hard-of-hearing individuals who use American Sign Lan
guage (ASL) or Cued American English via Cued Speech (CS), wrote 
Sarah Katz in Business Insider. Both ASL and CS are visual commu
nication methods that rely on not just finger actions and hand ges
tures but facial expressions and mouth movements. She said accessible 
masks with transparent panels do exist but are almost never used, even 
in hospitals. That’s not surprising, perhaps, because hospitals are fre
quently inaccessible to D/deaf people, she said. “Many medical pro
fessionals are treating patients from behind a barrier and not allowing 
in-person interpreters,” wrote Katz.27

Rebecca Cokley, the activist mentioned in chapter 1, told Time mag
azine, You re really increasing the risks to disabled people’s health when 
they dont have access to these basic services. This is really life or death 
for our community.”28
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Nevertheless, for many disabled people, a strong, stubborn vein of 
tenacity and even good humor ran through the wrenching sense of men
ace. Increased use of telecommuting was seen as a boon for those who 
find leaving home—let alone going to an office—to be onerous. If this 
trend continues, some said, it could help reduce the high disability un
employment rate. The expanded availability of education and entertain
ment online also made life more accessible for many disabled people; 
schools put their coursework online, museums opened their exhibits to 
virtual views, and studios released more first-run movies to pay-per-view 
and streaming services.

“The COVID-19 pandemic has allowed the online disability com
munity to demonstrate its seemingly boundless collective capacity to 
care, listen, and inform,” wrote Amy Gaeta, a disability activist and PhD 
candidate in the Literary Studies and Visual Cultures programs at the 
University of Wisconsin, Madison, on the blog of the Disability Visibil
ity Project.29 “Unsurprisingly, disabled people, as well as many adjacent 
communities (people of color, trans, and queer folks), have been at the 
frontlines of coordinating COVID-19 mutual aid groups all over the 
world. Amid this pandemic ... I see how much nondisabled people need 
the disabled community. We are experts when it comes to isolation and 
pandemics.... We know how to live vulnerably, which is to live together. 
We know all this because for many of us, it’s our daily reality.”

In a way, fear of and reaction to COVID policies unified the disability' 
community' with a new and urgent sense of purpose. It created mutual 
aid groups, or “pods,” where disabled people would provide essential ser
vices to their peers. “Many disabled, elderly, fat, immunocompromised, 
and vulnerable people went to heroic measures to defend our commu
nities and ourselves,” says Leah Lakshmi Piepzna-Samarasinha, in an 
essay for the Disability Visibility Project.30 They cite the Disability Jus
tice Culture Club, which used the Internet to create infographics about 
COVID safety strategies; the Nobody Is Disposable Coalition, which 
put out patient advocacy guides; Fat Rose, which created and shared 
crowd-sourced information to help guide people who were terrified 
about medical rationing; and the Crip Fund, an ad hoc group of disabled 
friends, mostly queer and people of Color, who raised money to give 
to other disabled Black, Indigenous, and people of Color who were in 
dire need. Not to mention “organizing that was more private—all the
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calls, voice memos and online messages,” they add.31
Mutual aid can appear in many forms, whether through the distri

bution ot funds for communities, donating to help fulfill the needs of 
an individual in a marginalized community, or organizing and sharing 
resources for members of said communities,” says Teighlor McGee, the 
disabled activist of Color who started the Black Disability Collective.” 
For example, they say, a mutual aid program sprung up in Minneapolis 
tn March 2020, offering $200 stipends to women, transgender, and non- 

inary folks in need, prioritizing Black and Indigenous applicants. An
ol er, the Trans Disabled Care Fund in the Minneapolis-St. Paul area, 
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come from a multipronged approach of political, social, economic, and 
educational efforts.3'1

One alleged culprit is the for-profit insurance industry. A case in 
point: In February 2019, the disability rights activist Carrie Ann Lucas— 
a champion of disabled parenting, among other things, who had a form 
of muscular dystrophy and diabetes—died in Loveland, Colorado, at 
forty-seven, because of complications from an illness that her insurer 
refused to cover adequately. As a Facebook tribute put it, “a shero of our 
community was murdered in the name of cost containment.”

Disabled people often have expensive health-care needs. Only a 
broad-based strategy has any hope of working, considering how health
care disparities come in many forms. “People with severe intellectual, 
developmental disabilities get denied organ transplants, purely on the 
basis of their having a disability,” says Teresa Nguyen, a public health 
expert in Denver who was born with the genetic brittle bone condition 
osteogenesis imperfecta not long after her parents emigrated from Viet
nam.35 She cites a September 2019 report from the National Council on 
Disability, which warned about people with autism, intellectual disabil
ities, mental illnesses, or HIV being refused organ transplants, despite 
scientific evidence that their prognoses were no worse than anyone else’s. 
The NCD study said, “These denials are frequently based on discrimina
tory assumptions that the lives of people with disabilities are of poorer 
quality than those of people without disabilities, and on misperceptions 
about the ability of people with disabilities to comply with postoperative 
care . . . despite the existence of studies debunking those misconcep
tions.” The NCD further highlighted problems such as doctors and in
surance companies that use incorrect, misinformed assumptions about 
quality of life to score disabled patients’ feasibility for a range of other 
necessary medical treatments.36

“It’s as if the value of somebody’s life with a disability is considered 
less,” stresses Nguyen, who has repeatedly called for doctors, insurers, 
and hospitals to create guidelines for not basing medical decisions on 
a patient’s disability. Before returning to the Mile High City, where she 
was born and earned a bachelors and master’s in public health, Nguyen 
was a policy analyst at the Department of Health and Human Services in 
Washington, DC, working to improve community integration of people 
with developmental disabilities. While there, she led an initiative with
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the Federal Emergency Management Agency to compile protocols re
lated to medical ethics issues for people with disabilities. She’d like to see 
the project completed by her successors. Meanwhile, she’s now employed 
by Colorado’s Employment First Advisory Partnership, addressing dis
abled Coloradans’ work requirements by providing a range of practical 
supports, including aligning state health policies, such as those under 
Medicaid, with employment goals set by' the Department of Labor.37

Growing up as the daughter of immigrant parents, Nguyen experi
enced firsthand how difficult it can be to navigate the system. “For us, 
it involved a lot of interpreters,” she recalls, meaning literal translators 
and, figuratively, those who attempt to interpret educational and health 
policies for immigrants who aren’t accustomed to them. Her Vietnam
ese parents weren’t at all aware of what she and they were entitled to— 
and their interpreters and case managers weren’t always up to the task 
either. They might have helped with securing material objects such as 
wheelchairs and advancing Nguyen’s educational pursuits, but beyond 
that their knowledge of disability rights was frustratingly limited. “We 
as a society' are only starting to catch on to the multicultural aspects of 
disability'," she says. “Whenever legislation is passed, I always think, How 
do we ensure it gets interpreted for those who need to connect with it? That 
should be a priority' going forward.”

She says it’s high time for medical-delivery systems to catch up with 
the advances in medicine and technology that have enabled disabled 
people to live longer and more active lives. “We need sustainable pol
icies that block disability discrimination in all aspects of health care,” 
she says.38

Perhaps the most astonishing aspect of that discrimination is the 
plethora of inaccessible doctors’ offices.39 The ADA requires medical fa
cilities to accommodate all manner of impairments, but many facilities 
are not quite so obliging. For instance, very few physicians’ offices have 
exam tables that move up and down or have grab bars or, alternatively, 
have sufficient staff to help with transfers from a wheelchair or to in
terpret sign language. “Health-care services remain deeply inaccessible,” 
says Silvia Yee, an attorney with the Disability' Rights Education and 
Defense Fund, speaking at a disability law symposium in April 2O12.*10 
The situation has scarcely improved since then, if at all. She cites clinic 
restrooms that don’t have grab bars or reachable faucets, health plans
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T b' 'ut'on to health-care disparities and discrimination is almost too 
tur Tty multiIayered to contemplate. It has to do with systemic, struc- 
ura iases, of course, but whether the shortsightedness and narrow- 

min edness should be addressed from the top down (starting with state 
t departments, hospital groups, and insurance carriers) or from the 

is^T <‘1OOkins ^rst to doctors to alter their attitudes and habits) 
to say. Piobably a combination approach is needed. One might

and facilities that don’t provide essential information in braille or other 
alternate formats such as written descriptions of visual imagery, and pro
viders who refuse to assist patients with speech impairments or develop
mental disabilities in making appointments or understanding directions. 
As a consequence, necessary tests and scans may get delayed, get short 
shrift, or be skipped altogether, unless patients really insist on them.

June Isaacson Kailes, associate director of the Center for Disability 
and Health Policy at Western University of Health Sciences in Pomona, 
California, has compiled a checklist for medical offices to help them 
comply with the ADA. Even the most competent doctors, she says, “are 
missing half the body if they only look at patients who are sitting in 
a chair.”11

Yet lawsuits against medical offices have been few and far between. In 
a 2010 interview with the website Disaboom, Kailes ponders why med
ical offices have been able to skirt ADA regulations when restaurants, 
movie theaters, and stores have been taken to court for similar infrac
tions. “People talk about suing inaccessible movie theaters or stores, but 
they never think about their doctors’ offices,” she observes.12

Advocates say quiet acceptance of ADA infractions in medical facili
ties might be the worst problem of all. Disabled people could be depriv
ing themselves of complete medical care out of sheer exhaustion from 
fighting the system. Kailes says hopeless complacency is so common she 
calls it the “Four F experience: frustration, fatigue, fear, and failure. For 
some people, the effort of seeking health care is just too exhausting and/ 
or degrading,” she says.

This disregard for implementing ADA regulations, she adds, dimin
ishes opportunities for disabled people to have longer, healthier, more 
productive lives.
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almost expect the medical establishment to be steeped in stodgy and 
arrogant bureaucracies. One might expect Big Pharma and the insurance 
companies that control the purse strings to be so laser-focused on their 
bottom lines that they’re prone to forget about the lives they are affect
ing. But doctors and nurses themselves? They may not be the root of 
the problem, but they’re certainly a big part of it. They are the ones who 
directly connect with patients and are responsible for how their patients 
are treated. Ultimately, whatever plan of attack for fixing health-care 
discrimination one contemplates, fairness and safety come down to the 
behavior of individual practitioners. The system can’t change its con
duct toward disabled people if the frontline workers who implement the 
system, who ply the trade, don’t recognize their own shortcomings and 
work to repair them.

Dr. Lisa lezzoni, a Harvard Medical School professor and health pol
icy researcher at Massachusetts General Hospital’s Mongan Institute, has 
been investigating health-policy issues related to disabled people since 
1996. She’s a wheelchair user who was diagnosed with multiple sclerosis 
in 1980 while a medical student. “The vast majority of doctors view qual
ity of life for people with disabilities as less than that for people without 
disabilities,” she says. Most disabled people, however, “don’t view their 
lives as tragic. They’ve figured out how to get around in a world that 
wasn’t designed for them and view their lives as good quality.”13

In February'2021, she released the results of a twenty-year survey of 
714 practicing physicians in multiple specialties and locations across the 
US; the survey results confirmed and quantified her assertions. More 
than 82 percent of the doctors said people with significant disabilities 
have a lower quality of life than their nondisabled peers, an attitude that 
not only contradicts what disabled people themselves report but likely 
contributes to the health-care disparities disabled people experience. 
Only 56.5 percent of the physicians in the study said they “welcome” 
disabled patients in their practices, and a mere 40.7 percent felt “very 
confident" about their ability to provide them with the same 
care as other patients.44

“That physicians have negative attitudes about patients with disability 
wasn’t surprising,” says lezzoni. “But the magnitude of physicians’ stig
matizing views was very disturbing. [It] shows the erroneous assump
tions and a lack of understanding of the lives of people with disability.”
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That bias, she says, can affect treatment decisions. lezzoni notes that 
most medical education doesn’t include disability topics. She recommends 
improvements in medical school curricula and ongoing in-services for 
attTd'118 PhySiCianS t0 tra'n doctors about disabled people’s lives and

Adding to the problem, she observes, is that most clinical trials ex
clude disabled people because they’re not considered typical or average 
enough. So drug interactions with certain neurological conditions such 
as muscular dystrophy or autoimmune diagnoses such as lupus haven’t 
een tested. Among other consequences of this omission: many physi

cians first professional contact with disabled people occurs when they 
come in seeking help. That is inevitably going to affect how doctors ap
proach a person with disability,” she says.

That can be not only awkward but dangerous. The study cites examples 
°f surgeons who assume that wheelchair-using women with early-stage f?. 
breast cancer want a mastectomy instead of breast-conserving surgery— // 

whereas these doctors assume the opposite of nondisabled women— 
because they believe disabled women don’t care as much about their 
appearance. Potentially biased views among physicians could contrib
ute to persistent health care disparities affecting people with disability,” 
lezzoni s paper concludes.

Her survey may have been the most authoritative of its kind, but it 
wasnt the first to shed light on this problem. In 2012, the National Dis
ability Rights Network and Disability Rights Washington documented 
multiple cases of physicians’ withholding care from disabled patients 
without their consent. Hie doctors felt the treatments—everything from 
hydration and nutrition to transplants—weren’t appropriate given the 
patients’ prospects in life.45 In 2020, the Council on Quality and Lead
ership a Towson, Maryland-based organization dedicated to quality- 
°f life issues for people with disabilities and chronic illnesses—studied 
the attitudes of more than twenty-five thousand health-care providers, 
including physical and occupational therapists, physicians and den
tists, clinical technicians, and nurses and home-health assistants. The 
research revealed that although most of these professionals say they re 
not prejudiced against disabled people, they nevertheless have implicit 
anti-disability biases that “can contribute to inequitable healthcare ac
cess and health outcomes for people with disabilities.”46
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In addition to better training of doctors, quadriplegic attorney An
dres J. Gallegos at the National Council on Disability advocates for a 
series of legislative changes. “If physicians’ hearts cannot be changed, 
then let them be tamed by aggressive countermeasures in education, 
policy changes, and civil rights enforcement," he says.17 For instance, he 
calls for overturning state laws that allow doctors to arbitrarily remove 
life-sustaining interventions from patients before transferring them to 
a different hospital or facility—a common procedure in some places 
and sometimes performed regardless of the patients previously stated 
wishes. Such practices stem from disdain for disabled lives, he says. 
“State legislators should enact or amend legislation to require facilities to 
use an independent due process mechanism for mediating and deciding 
medical futility disputes,” Gallegos contends.

Many disabled people report feeling pressured to sign do not resus
citate orders, especially when entering the hospital. These documents 
essentially tell medical professionals not to take every reasonable mea
sure to preserve their lives in a crisis. Disabled folks doubt other patients’ 
lives are treated so cavalierly.48

It’s not an exaggeration to say that the consequences of health-care 
prejudice can be deadly. In June 2020, a forty-six-year-old quadriplegic 
man named Michael Hickson was hospitalized in Austin, Texas, for a uri
nary tract infection, sepsis, pneumonia, and COVID symptoms. Though 
the hospital was not then overrun with COVID cases, his doctors with
drew all life-sustaining treatment, including artificial nutrition and hy
dration. When the patient’s wife, Melissa Hickson, objected, a doctor 
told her matter-of-factly that the decision was based on an assessment 
of Michael’s poor quality of life as a paralyzed man. She recorded the 
conversation (you can hear it on YouTube).49 Six days later, Michael died.

Afterward, Melissa told the media that their being Black might have 
contributed to the denial of care, but “the main reason was because of 
his disabilities.”50
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mom VET IIS. THE HIGHT TO HIE
(Content note: This chapter contains information about suicide.)

I n the summer of 2013, the world was introduced to Brittany Maynard. 
A twenty-nine-year-old California newlywed, she had moved to Ore

gon to end her life. Oregon had legalized assisted suicide, and Maynard 
ad a malignant brain tumor. Her story made her a People magazine 

cover girl.' “a TERMINAL CANCER PATIENT’S CONTROVERSIAL 
CHOICE, the cover said. Maynards story was politicized and sensation
alized. She became a kind of poster child for Compassion and Choices, 
t e right-to-die organization, formerly known as the Hemlock Society 
and the Final Exit Network, which was founded by British-born Derek 
Humphry, whod published in 1991 a suicide handbook with recipes for 
poison, called Final Exit: The Practicalities of Self-Deliverance and As
sisted Suicide for the Dying.

In November 2014, Maynard’s wish was fulfilled; she died by self
directed causes in Portland, Oregon. Nearly a year later, in October 2015, 
her name resurfaced as her home state of California pushed through its 
own Oregon-like assisted-suicide law’.2 California became the fifth state 
to authorize medical aid in dying. Besides Oregon, which established 
the nations first right-to-die law back in 1997, Washington State passed 
similar legislation in 2008; Montana legalized it by court decree, not leg
islative action, in 2009; and Vermont’s version came in 2013. But after 
California, more places followed like dominoes in a row; Colorado in 
2016, DC in 2017, Hawaii in 2018, New Jersey and Maine in 2019, and 
New Mexico in 2021.
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Why this relatively sudden wave of support for assisted suicide is 
hard to say. Certainly public opinion had shifted. Back in 1947 and 1950, 
less than 40 percent of respondents to a Gallup poll favored “legally and 
painlessly” ending a terminally ill person’s life. By 1973, support had 
grown to 53 percent. Since 2013, the figure has never dipped below 69 
percent. At last count, in 2018, Gallup found that 72 percent of Ameri
cans felt doctors should be able to help terminally ill people die, though 
only 54 percent thought it was “morally acceptable”—a difference that 
can be explained by Americans’ “general tendency ... to be hesitant to 
ban behaviors even if they think they are morally wrong,” writes Gallup’s 
Megan Brenan?

A diverse coalition of disability leaders and organizations has strug
gled to stanch this trend. Their dogged opposition began decades before 
Maynard’s passing, in reaction to a series of earlier judicial decisions 
that seemed to favor the right to die. In April 1996, a disabled attor
ney named Diane Coleman launched Not Dead Yet, a grassroots activist 
group dedicated to opposing the legalization of doctor-assisted suicide. 
The practice, she argued (and still argues today), is discriminatory 
against disabled people. If a doctor or anyone else helps someone die, 
it’s illegal; why should it be legal if the person has a disability or medical 
condition? Assisted-suicide measures, which seem to be about personal 
liberty, effectively deprive ill and disabled people of their right to equal 
protection, she argues. The ADA established that people with disabilities 
and medical conditions are a protected class of citizens; if the ADA en
shrines our rights in life, she says, shouldn’t it do the same in protecting 
us from death?4

Coleman, a longtime member of ADAPT, admitted in April 2020 that 
the cheeky name for the group she started wasn’t her idea. “I was at a 
national disability rights conference in Dallas,” she explains in an online 
post. “ADAPT organizer Bob Kafka called out to me and said, ‘I’ve got a 
name for your group,’ a group that increasingly seemed to be needed to 
combat the growing public sentiment that disabled people are better off 
dead (and society is better off without us).”5 Kafka and Coleman are fans 
of the movie Monty Python and the Holy Grail, in which the line “I’m not 
dead yet" is a running gag.

Two days after naming her group, Coleman gave testimony at a 
Congressional subcommittee hearing on a proposed bill, the Assisted
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Suicide Funding Restriction Act of 1996, to prohibit using federal funds 
for euthanasia, mercy killing, or related types of suicide. Emboldened 
by endorsements from more than forty disability leaders, Coleman told 
the legislators there is a widespread misperception that disabled peoples 
lives are tragic and hopeless. The public is given little realistic informa
tion about how they cope or how those who become ill or disabled could 
cope. No wonder people who acquire disabilities often see death as the 
only viable solution, she said.6

Tlie proposed act never passed, but Not Dead Yet is still active today. 
Its grown to an international crusade with chapters and allies around the 
globe. Its objection to permitting medically enabled suicide has noth
ing to do with morality or religion; it is purely a disability rights cause. 
Not all disability activists agree on this issue. Some say assisted suicide 
is about freedom of choice at the end of life and has nothing to do with 
disabilities. Yet Coleman and her crew’s resolve has only intensified, even 
as state after state passed versions of right-to-die legislation.

The impetus to legalize assisted suicide seems founded on a deep- 
seated fear of decrepitude—an understandable yet often misinformed 
dread. Most people don’t seek a poison prescription as a solution to un
bearable pain, research shows.7 Rather, it’s the anxiety about what’s to 
come, the panic over losing autonomy and burdening loved ones, which 
cause them to consider ending their lives. “In surveys and conversations 
with counselors, many patients say that what they want most is a choice 
about how their lives will end, a finger on the remote control, as it were,” 
the New York Times reported in 2004.®

Some two months after Maynards death, in January 2015, her wid
ower, Dan Diaz, told the media, “Her decision to pursue that simply as 
a last resort kind of came early on.”9 To reiterate: It was, for her, a last 
resort chosen in the initial stages of her illness, sparked by fear of what 
she thought was to come.

Decisions made in a panic—when newly diagnosed, perhaps, cer
tainly before you learn to adjust to a new disability or chronic condition— 
shouldn t necessarily be adhered to. They are made with incomplete or 
inaccurate information about the possibilities for a good post-diagnosis 
life, contend Not Dead Yet members. Maynard may have been in her 
right mind, and her decision rational and fully cogniz.ant, but the po
tential for coercion when people are worried and vulnerable is too great.
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I egally speaking, these cases started with the right to refuse treatment, 
L and who exactly has that right—questions that precede the ADA.

In 1975, Karen Ann Quinlan, a twenty-one-year-old New Jersey 
woman, passed out after a night of partying—she’d had too much to 
drink, presumably—and fell into what’s termed a “persistent vegetative

The coercion may be subtle, or it may be downright abusive. “At less than 
$300, assisted suicide is, to put it bluntly, the cheapest treatment for a 
terminal illness,” said the late Marilyn Golden, then senior policy analyst 
at the Disability Rights Education and Defense Fund. “This means that 
in places where assisted suicide is legal, coercion is not even necessary. 
If life-sustaining expensive treatment is denied or even merely delayed, 
patients will be steered toward assisted suicide.”10

Even if the intent is not venal, missteps can occur. Nearly half of the 
assisted suicides in Oregon to date “did not have a health provider present 
at the time of death,” writes Coleman in an open letter to then California 
governor Jerry Brown in September 2015, urging him to veto that state’s 
assisted-suicide bill (he didn’t). “With no independent witness required, 
there is no evidence that they self-administered the lethal drugs, or even 
that they consented at the time of death. . . . These laws grant blanket 
immunity and effectively foreclose investigation of wrongdoing.”11

The laws may not name nonterminal disabled people as such, but 
they have real-world implications for marginalized populations such 
as the disabled, the poor, the uninsured, even the profoundly misun
derstood. These folks may easily feel pressure—psychological or finan
cial—to get out of the way, to unburden others. Governmental approval 
of physician-aided death signals that any suicidal ideations disabled or 
chronically ill people feel may be rational and reasonable. If the govern
ment says it’s okay, then it must be. That can be a blow to any tenuous 
attempt at maintaining self-esteem and pride, if not outright encour
agement to penny-pinching managed-care providers or stressed-out 
caregivers to expedite the end of their obligations to those who draw a 
disproportionate share of vital resources. “For every case such as this,” 
says Golden, referring to Brittany Maynard, “there are hundreds—or 
thousands—more people who could be significantly harmed.”

Harmed, perhaps, or even killed.
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state,” meaning she was kept alive but was largely unresponsive. Doc
tors said she had no chance of recovering. In 1976, her father won ap
proval from the state Supreme Court to remove her ventilator. She was 
still unresponsive but continued to breathe on her own for nine years, 
ultimately succumbing to pneumonia in 1985.

In 1983, a twenty-six-year-old social worker with cerebral palsy 
named Elizabeth Bouvia lobbied to end her own lifesaving treatment. 
She was not vegetative. In fact, she had recently had a miscarriage and 
her marriage had broken up. Financial troubles had also impelled her to 
withdraw from graduate school, and she was grieving the recent loss of 
her brother. But a California judge overlooked all these factors, which 
might have been treatable with psychotherapy or antidepressants, and 
granted her request to die. To everyone’s surprise, however, she never 
followed through. As of this writing, she’s still alive, in her early sixties.

In the same year, a twenty-five-year-old Missouri woman named 
Nancy Cruzan had a bad car accident that left her in a vegetative state 
similar to Quinlan’s. After five years, her parents asked to have her feed
ing tube removed. Tire hospital refused. In the end, the Cruzan case 
became the first right-to-die decision brought before the US Supreme 
Court. The high court ruled that a competent person had the right to 
refuse treatment; the only question was, was Cruzan competent? Hie 
parents subsequently convinced a lower court that this would have been 
their daughter’s wish, and the feeding tube was removed in December 
1990. It took more than a week for Nancy Cruzan to die.

Tire right to refuse treatment was again cited in the 1989 case of Da
vid Rivlin, a fully aware, awake, and responsive quadriplegic man of 
thirty-eight who petitioned a judge to have someone switch oft his ven
tilator. Rivlin’s fiancee had left him, his parents had died, and poverty 
forced him to live in a nursing home. But this time, refusing treatment 
was too scary and would have made for a painful death. So with the 
judges okay, Rivlin found a physician to inject him with Valium and 
morphine as well as disconnect the respirator. He was gone in a half 
hour12 and became the first known recipient of physician-assisted sui
cide—that is, someone who had sought medically induced death, as op
posed to simply refusing lifesaving treatment.

Also in 1989, a thirty-four-year-old quadriplegic named Larry McA
fee appealed to the Georgia State Supreme Court for the right to turn

NOT DEAD YET VS. THE RIGHT TO DIE / ISI
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off his ventilator and receive painkillers to ease his hasty demise; he also 
wanted legal immunity for anyone who helped him achieve this goal. 
He won his case, but once he had control over his own life-and-death 
decision, he no longer wanted to die. Like Elizabeth Bouvia before him, 
it was that sense of control he wanted most. McAfee was quoted in the 
news complaining, “I’m fed up. I have no control over what’s done to me, 
how it’s done or by whom.”13 He died of pneumonia in 1995.14

These cases—Cruzan’s and Quinlan’s in particular—may have in
spired Terri Schiavo’s husband to petition for removal of her life sup
port in 2005. She was a young woman in St. Petersburg, Florida, who 
fifteen years earlier had abruptly collapsed one day in her home at age 
twenty-six. It remains unclear why. Whatever the cause, her breathing 
was impacted, and her brain was deprived of oxygen for too long. She 
spent the next decade and a half in a hospital bed, nourished through 
a feeding tube and nonverbal. She could’ve gone on that way for many 
more years, but her husband, who in the interim had found a new fian
cee, went to court to have her feeding tube removed, saying she would 
never have wanted to live this way. Her parents, however, insisted she 
was responsive to stimuli. They could tell by her eyes and a furtive smile 
that occasionally snaked across her lips.

Not Dead Yet and other disability rights groups filed a friend-of- 
the-court (also called an amicus curiae) brief in support of Mary and 
Robert Schindler, Terri Schiavo’s parents. They argued that “persistent 
vegetative state” was hard to define and often inaccurate. They obtained 
testimony from disabled people who had recovered from such a state. 
They fought for more careful scrutiny of situations in which people push 
to remove life support from those who can’t give consent. Relying on tech
nology to survive does not mean your life has no value, they insisted— 
something many disabled people know from personal experience.

Their cause went all the way to Capitol Hill, an effort that received 
front-page attention. Diane Coleman told a reporter, “We very much 
wish that Congress would intervene on a broader level and create mean
ingful protections for people who are in guardianship.”15 The case was 
lost. Terri Schiavo’s plug was pulled in March 2005, and she died shortly 
thereafter, at the age of thirty-nine.

More than a decade later, in 2016, a fourteen-year-old girl in Apple
ton, Wisconsin, named Jerika Bolen, who was born with spinal muscular
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fl ssisted suicide and its consequences gained a certain national ur- 
“ gency in 1990, when suicide guru Jack Kevorkian entered the scene. 
Io this onetime physician, the right to refuse treatment wasn’t enough; 
he believed in the right to acquire death when desired, to purchase it 
as you would any commodity such as toilet paper or potatoes. At the 
time of his death, in June 2011, at age eighty-three, from kidney and 
respiratory failure, the man known as “Doctor Death” claimed to have 
helped more than 130 people end their lives. Often it was with the aid 
of the suicide machine he’d built, which—ever the showman—he called 
either the Mercitron” or the “Thanatron.” Even those who may have 
found his obsession with death somewhat creepy hailed him as a hero 
of self-determination. Yet many others accused him of not only playing 
God but actively targeting people with disabilities or chronic illnesses. 
All of his victims/clients were disabled or ill, and even a conservative es
timate by the Gerontological Society of America says that only a quarter 
of them were actually terminally ill.18 He wasn’t helping them; he was out 
to get them or, at best, he was nurturing and exploiting their depres
sion. In that, he was the opposite of disability pride incarnate.

It would be a mistake to say the disability community was en
tirely united against Kevorkian. Some bought his “free will” and “self- 
determination arguments; some of them said the possibility of being 
able to end their lives if they couldn’t bear them any longer was the only 
thing that kept them sane. They didn’t want to lose that escape route.

atrophy, lobbied to turn off the ventilator that was keeping her alive. 
News reports said Bolen was motivated by the comforting promise of an 
afterlife in which she’d be able to move freely and escape her persistent 
physical pain. Not Dead Yet tried to intervene, to offer alternatives, but 
the Bolen family was not rich and had few resources or remedies. Bolen 
had one other last request: She wanted to attend her class prom. She 
wasn’t a senior yet, so a special prom was put on in her honor. Shortly 
after, Bolen’s ventilator was turned off. She died quickly, in September 
2016, before her fifteenth birthday.16

Three months later, the US Food and Drug Administration approved 
the world’s first treatment for spinal muscular atrophy—Spinraza— 
which might have helped her.17
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But the story behind the escape route that Kevorkian offered was dis
torted. For one thing, he was no longer a licensed, practicing physician. 
He had been licensed, in Michigan, but in 1976 he moved to California to 
take up painting and writing. He reportedly lived a simple life there, wore 
clothes purchased at thrift stores and occasionally took part-time jobs at 
local hospitals. In 1984, he quietly began a campaign of offering painless 
suicide to death-row inmates. In 1988, back in Michigan, he took the 
idea a step further: He advertised in Detroit newspapers a new service he 
dubbed “bioethics and obiatry,” which included “death counseling.” Two 
years later he got his first customer, as far as we know—Janet Adkins, a 
teacher from Oregon who had Alzheimer’s. She was just fifty-four, had 
a husband and two sons, and died in Kevorkian’s Volkswagen van. She 
reportedly flipped the switch herself, which released sodium pentothal 
into her veins via an intravenous tube. It effectively put her to sleep. One 
minute later, once she was fully unconscious, it released into her blood
stream a solution of potassium chloride that stopped her heart.

Kevorkian was charged with murder. The story made the front page 
of the New York Times in June of 1990. Adkins’s death, the paper said, 
“alarmed many experts in medical ethics and confused many legal ex
perts. The case raises the specific legal question of what constitutes as
sisted suicide and the more general philosophical question of what role, 
if any, doctors should play in helping their seriously ill patients die.”19 
Vanity Fair put it this way: “Is he Socrates or Mengele?”20 But before the 
end of the year, criminal charges were dropped because, at that point, 
Michigan had no laws related to assisted suicide. Instead, civil charges 
were filed; the county prosecutor pursued and won a permanent injunc
tion barring Kevorkian from ever again using his suicide machine in 
the state of Michigan. The judge also suspended his license to practice 
medicine in the state.

Kevorkian was undeterred. More patients/victims followed at a rapid 
dip. It took four more years, and many more deaths, before the Amer
ican Medical Association effectively disbarred Kevorkian, calling him 
reckless’ and “a great threat to the public.” In 1999, he boasted on TV’s 

60 Minutes about the lethal injection he’d given a fifty-two-year-old De
troit man named Thomas Youk, who had amyotrophic lateral sclerosis 
(ALS), or Lou Gehrigs disease, and even showed a video of the incident. 
Kevorkian was found guilty of second-degree murder and sentenced to
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ten to twenty-five years in a maximum-security prison. The judge, Jes
sica R. Cooper, told him from the bench, “Consider yourself stopped.” 
In 2007, after eight years behind bars, Kevorkian was released on parole, 
promising never again to counsel or assist anyone in how to die.

Kevorkian may have been stopped, but his actions had repercussions. 
In 1994, the state of Oregon—home of his first customer, Janet Adkins- 
passed the nation’s first “death with dignity” law. It was challenged in 
the courts but ultimately reaffirmed in 1997. Then, in 2001, US attorney 
general John Ashcroft tried to block it, calling assisted suicide “not a le
gitimate medical purpose.” The case went all the way to the US Supreme 
Court, which, in a 2006 decision known as Gonzales v. Oregon (“Gon
zales” was Alberto Gonzales, the attorney general who succeeded Ash
croft and continued to pursue the case), ruled that the attorney general 
had overstepped his authority, thus upholding the Oregon law.21 This, in 
turn, opened the door for more states to follow. Which they did.

Some might say these events have had several positive results. There is 
more awareness of the need for palliative and hospice care—that is, we’ve 
gotten better at providing for peaceful, painless transitions to a natural 
death. And every state that’s passed an assisted-suicide bill has put safe
guards in place to try to prevent abuse: The laws apply only to those with 
six months or less to live; more than one physician must agree to the diag
nosis in order to prescribe lethal meds, usually barbiturates; the doctors 
must take into account the possibility of depression; and the deadly dose 
cannot be forced on a person unwittingly, as in so-called angel of mercy 
euthanasia killings—it has to be self-administered, though in some cases 
patients can designate someone else to feed them the poison.

However, though Not Dead Yet and others applaud improvements 
in palliative and hospice care, they contend that no safeguards are ad
equate against persistent anti-disability prejudice and the emotional, 
economic, and practical obstacles to maintaining a good quality of life 
for anyone with a chronic illness or disability. Those who have not lived 
with a disability may not fully understand the unnecessary pressures put 
on those of us who don’t fit a certain standard. Yes, some chronically ill 
and disabled people wish to die, but if asked why, they typically say their 
life has no meaning or joy. Rather than addressing those causes, state 
after state has rushed to provide poisoning. “When a terminally ill per
son expresses the wish to die, nearly two-thirds of Americans, including
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doctors, believe that this wish should be granted and that doctors should 
he allowed to assist in such a death without risking prosecution,” wrote 
health-care author and columnist Jane E. Brody in June 1997.

But some researchers and medical personnel who specialize in the care 
of dying patients say that before accepting at face value the requests of 
patients for help in dying, the reasons behind their suicidal thoughts 
warrant a closer look. Recent studies have revealed that most termi
nally ill patients who contemplate suicide are seriously depressed.. .. 
The end of life is always sad, but when pain and other problems are 
controlled, it does not have to be a period of grim despair. That [de
spair] is usually depression, and even as death nears it can be recog
nized and treated. When it is, thoughts of suicide can evaporate.22

Brody wrote this in anticipation of two Supreme Court decisions re
lated to challenges of state laws that specifically banned physician-assisted 
suicide. Eight days after her piece was published, the high court found 
that New York and Washington State could prohibit physician-assisted 
suicide, and no one—including terminally ill people—has a constitu
tional!)' protected right to that suicidal assistance. The upshot was that 
individual states could either bar or allow the practice; it was up to the 
state authorities.

It may sound reasonable to stipulate “less than six months to live,” 
as the laws do, but Not Dead Yet and others insist that its impossible 
to gauge life expectancy with any accuracy. Every year, Oregon’s Public 
Health Division reports on the states Death with Dignity' Act, and in the 
most recent accounting it estimates that 370 people received prescrip
tions for a lethal cocktail in 2020 alone, meaning they were medically 
determined to have six months or less to live. As of January 2021, 60 
percent of those people took the poison and died; another 18 percent 
did not take the dose but died anyway. That seems to show that 22 per
cent of the Oregonians who were determined to have six months or less 
to live survived longer than expected, or more than half of those who 
did not take the poison managed to outlive their prognoses.23 Granted, 
there may have been reporting errors; the states own tally' acknowledges 
“status was unknown for 80 patients.” But according to Michael Barnett 
of the Harvard T.H. Chan School of Public Health, as many as twelve
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million Americans are misdiagnosed every year—and that’s “a very con
servative estimate,” he said in 2018.2'1 Earlier, a 2011 study led by Dr. 
Debbie Selby, a palliative-care physician at Sunnybrook Health Sciences 
Centre in Toronto, Canada, found that doctors’ predictions for life ex
pectancy are wrong more often than not.25 Researchers laid odds on the 
time remaining for 1,622 hospice patients. Only a third of their guesses 
proved right. Most were overly optimistic, but nevertheless incorrect. 
“We are not good at being very accurate,” Dr. Selby told the Globe and 
Mail, adding that not much can be done to improve doctors accuracy. 
“We can’t tell the future,” she said.26

Certainly' many disabled people who are active today have already 
outlasted their prognoses. Even those with progressive disabilities cant 
forecast the pace of their increasing debility, let alone their lifespan. In ad
dition, biomedical advances keep changing the metric. Assisted-suicide 
laws ignore these realities. In Oregon, for instance, there is no provision 
for those who refuse (or don’t know about or cant afford) treatment that 
might extend their lives. Jonathan Modie, lead communications officer 
at the Oregon Health Division, told a reporter in 2018 that his states 
Death with Dignity Act is “silent on whether the patient” must exhaust 
“all treatment options before the prognosis of less than six months to liv e 
is made.”27

There may indeed be, as supporters maintain, scant evidence of abuse 
in places like Oregon. Yet no one can deny that other kinds of abuse 
spousal, child, or elder—are notoriously underreported, and evidence 
of such abuse is difficult to come by. Scarier still is the fact that, becaus 
self-administered poisoning is considered a private act, none of the 
state-mandated safeguards require oversight of the actual ingesti 
poison. No one has to witness how and when the lethal drug is receiv 
The possibilities for manipulation or mishandling are ghastly.

Such guile or misuse is not all that unlikely. Several of those 
obtained physician-assisted death in Oregon were first turned do ) 
their doctors—doctors who knew them and were familiar with their si 
uations. They had to search for a physician who was willing to go along 
with their suicidal leanings. For instance, in 1999, Tie Oregonian pu- 
lished the story of Kate Cheney, who was eighty-five when she ie ) 
assisted suicide under Oregon’s law. She was in the early stage 
mentia, and her physician had declined to provide the lethal prescription
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she requested. She found another physician, but the second physician 
ordered a psychiatric evaluation, which determined Cheney lacked the 
“capacity required to weigh options about assisted suicide.” The request 
was again denied. Cheneys daughter, Erika—described in the press as 
‘'fiery”—reportedly became angry and insisted on another psych eval
uation. “Her daughters assertiveness . . . made the psychiatrist wonder 
whose agenda this really was,” said Hie Oregonian.2^ A related article in 
the Weekly Standard put it this way: “It appeared that her daughter had 
more of a vested interest in Cheneys assisted suicide than did Cheney 
herself. The psychiatrist wrote in his report that while the assisted sui
cide seemed consistent with Cheney’s values, ‘she does not seem to be 
explicitly pushing for this.’”2’ In the end, permission was granted by a 
third opinion, that of a clinical psychologist (not a licensed psychiatrist 
or physician), who noted that Cheney’s request “may be influenced by 
her family’s wishes.” Cheney had said she wanted the pills not because 
she was in irremediable pain but because she feared becoming unable to 
attend to her personal hygiene and becoming a burden to others. Shortly 
after, she took the lethal dose and died.

Ten years later, in 2009, a woman named Linda Fleming became 
Washington State’s first person to die under its version of the suicide 
law. She was sixty-six, divorced with two children, and had stage IV pan
creatic cancer. Her life expectancy wasn’t good, but she’d also declared 
bankruptcy two years earlier because she couldn’t pay off her credit card 
debt of just S5,800. A former social worker who had been unable to work 
because of an unspecified disability, she was living in subsidized hous
ing on S643 in monthly disability checks, according to press coverage. 
Her life was rough even before the cancer diagnosis. So her doctors were 
reluctant to provide the poison she’d requested. Frustrated, she sought 
the aid of Compassion and Choices, the pro-suicide organization. Robb 
Miller, executive director of the local chapter, obligingly helped Fleming 
secure the lethal prescription. Afterward, he told a reporter he’d been 
unaware of her bankruptcy and other personal problems.30 They didn’t 
matter to him anyway; she wanted to die, and that was all he needed to 
know. Because of her diagnosis, he didn’t look any deeper or further.

Compassion and Choices is not a cult. It’s a collection of socially 
minded, progressive-thinking adults. But the organization’s true, unvar
nished mission is to enable suicide/or all. To take one’s own life is a God-
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given right, they maintain. The group’s official strategic plan, revised 
and adopted in 2018, is to make society one that “empowers everyone to 
chart their end-of-life journey.” It aims to gain easy access to medically 
assisted suicide for half the US population by 2028. “In addition to au
thorizing more states,” the statement goes on, “we are also addressing the 
many regulatory roadblocks that limit access.31 In other words, it seeks 
to remove the scant safeguards that exist.

The former Hemlock Society doesn t target disabled or chronically ill 
people per se; it merely sees this vulnerable population as a means to an 
end. Brittany Maynard, the young newlywed with cancer, was a means 
to an end. It’s easier, more palatable, to pass suicide laws that single out 
disabled and chronically ill people. The group knows there is a double 
standard. It’s betting on the slippery slope the rest of us dread.

What it hasn’t figured on, though, is the enduring determination of 
disability activists.



CHAPTER 13

(Content note: This chapter contains descriptions of abuse.)

no

“Easy to get in [in] ihnkiio getoot’
The Struggle for Deinstitutionalization 

and Medicaid Dollars

I] n June 2017, social media (and a smattering of conventional media, 
I too) were filled with images of protests against proposed Medicaid 
cuts. In the biggest demonstration, some sixty activists—mostly people 
with disabilities—gathered at then Senate Majority Leader Mitch McCo
nnell’s DC office. Some of them lay on the floor like corpses, disrupting 
the space in a “die-in” to signify they would rather perish than be forced 
into institutions, as the proposed cuts would almost certainly do.1

Institutions were known to be terrible, unlivable places. As far back 
in 1887, the investigative journalist Elizabeth Cochran Seaman—better 
known by her nom de plume, Nellie Bly—posed as a poor and confused 
woman to do an expose of Blackwell’s Island Insane Asylum in New 
York, from the inside. Calling it “a human rat-trap ... easy to get in [but] 
impossible to get out," she wrote of spoiled food, freezing temperatures, 
rodents, and a bath routine that was more about punishment than hy
giene.2 Bly’s expose led to a public outcry, but no major reforms took 
place. More than a century later, basic hygiene may be better, but abuse, 
neglect, and a lack of control over one’s own life remain all too common 
at today’s institutions. “Even before the pandemic,” says Laura Mills, a 
researcher at Human Rights Watch, “the US government failed to ensure 
that nursing homes were adequately staffed and regulated.”3
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The 2017 demonstration was led by the grassroots activist group 
ADAPT, the same one that began decades earlier in Denver by pro
testing against inaccessible buses; by now it had morphed from Amer
ican Disabled for Accessible Public Transit to American Disabled for 
Attendant Programs Today. Thus rebooted, its primary cause became 
deinstitutionalization.

After the Olmstead-Curtis decision of 1999, which was supposed to 
make it illegal to force disabled Medicaid recipients into nursing homes 
and other institutions, the fight to end that practice should have een ov er. 
The legislation that followed the decision plainly states that low-income 
disabled people have the right to receive state-funded supports and ser
vices in the community rather than be forced into institutions when (a 
community supports are appropriate, (b) the person wis 
>h« community (community «rvkeS c.n b. 
accommodations as defined by the ADA. Six years after the ruling, 
help states meet those demands-to reassure them that they woul 
lose federal funding by moving recipients out of institutions an 
community-congress launched the Money Follows the Person ( )
initiative as part of the Deficit Reduction Act of 2005. MFP, '^icU d^ 
go into effect until 2008, giving Congress time to organize , 
states with funding to reduce their reliance on institution 
velop community-based long-term care options.

The MFP program was mostly successful. From its star 
end of 2019, officials claim it freed nearly 101,600 people wit 
and chronic health conditions to live autonomousl} in t tQ0
or with family.' That’s the good news. The bad news, 'q°''e'.jr’bujaet re. 
many people remain stuck in institutions due to Me ica ma[fea- 
ductions, lack of affordable and accessible housing, an gen , ^.mates 
sance. The US Census Bureau’s American Community Survey dults_or 
that roughly 5.1 percent of the 61 million disabled Amer un_
some 3.1 million—live in institutions at present. That ^vejngrOup 
dercount, considering the figure doesn’t include those W °^.mates t]iat 
homes or other congregate settings. The same survey. tjons>which 
some 41 million disabled Americans are not living in ms1  disabled 
would seem to indicate that the remainder—rough y m , ubt|ess |jv.
Americans—aren’t living in their own homes.6 Some are 
ing on the streets. Whatever the number of institution
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Americans, most of them, though probably not all, would prefer to live 
elsewhere. Other studies show that the population of institutionalized 
folks with intellectual disabilities alone plunged 89 percent from its peak 
in 1967 through 2015, though that still leaves more than 21,000 of them, 
or 13.5 percent, in a “supervised residential setting” such as a nursing 
home or hospital, whether or not it’s necessary.7

As of this writing, the MFP program has not been renewed.
Other attempts to resolve Medicaids institutional bias have similarly 

fallen by the wayside. Back in 1997, during the Clinton administration, 
a bill called the Medicaid Community Attendant Services and Sup
ports Act was introduced in the House of Representatives. Supporters 
hoped it would fix the problem and enable Medicaid recipients to re
ceive noninstitutional long-term care. It took more than a decade—till 
2009—to introduce it in the Senate, where it was renamed the Com
munity Choice Act. By either name, it would require state Medicaid 
plans to cover home-based personal assistance, fulfilling the promise 
of Olmstead-Curtis. Critics called it federal overreach, butting into the 
states’ business—and as of this writing, it has not passed.

Also in 2009, when President Obama first proposed the Affordable 
Care Act, which came to be known as Obamacare, it included provi
sions for funding ongoing personal-care assistance for everyone who 
needed it, not just those on Medicaid. That portion of the bill, Title VIII, 
was dubbed the Community Living Assistance Services and Supports 
(CLASS) Act. It would have provided funding for in-home or institu
tional care—the recipient’s choice—for what was estimated to be twelve 
million Americans who require such ongoing support and aren’t eli
gible for Medicaid. Because of its flexibility, CLASS would have made 
home-based care more feasible; even a family member could be “hired” 
as personal-care help. Benefits money could also be used for home mod
ifications such as installing a ramp or roll-in shower. Though a volun
tary program, it would have encouraged all taxpayers—regardless of 
age, health, or income—to pay into the system; that is, people had to 
make premium contributions to insure against their eventual need for 
long-term care. Anyone who put in money for at least five years could 
receive benefits.

CLASS received congressional approval, and Obama signed it into 
law in March 2010. But in the election of November 2010, Republicans
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took back control of the House of Representatives and gained seven 
seats in the Senate. Thus emboldened, Republicans in both houses began 
trying to repeal CLASS (and indeed, all of Obamacare) as too expen
sive. CLASS was the low-hanging fruit, the easiest provision to attack 
and cut off. The numbers didn’t add up, opponents insisted; it wouldn’t 
draw in enough contributions to be self-sustaining over the long haul. 
The opposition grew so great that it threatened to upend the entirety 
of Obamacare. By October 2011, Obama himself announced he would 
not attempt to implement it. In January 2013, he repealed CLASS (as 
part of the American Taxpayer Relief Act), sacrificing it so the rest of 
Obamacare could stand.8

Without CLASS, Medicaid remains the only government program 
that helps foot the bill for long-term care.

Many disabled people require daily—and sometimes round-the- 
clock—personal-care assistance. They may need help with getting in and 
out bed, bathing, dressing, being fed, getting to work, receiving treat
ments, or remembering to do daily tasks. That kind of support can be 
expensive.

For those who qualify for Medicaid—you have to be low-income, a se
nior citizen, and/or disabled—it provides a degree of financial assistance 
with ongoing custodial help. As of January 2021, more than seventy-six 
million Americans receive Medicaid. But Medicaid is only partially 
funded by the federal government; most of its funds and management 
are done at the state level. Every state program is different, and the fed
eral government only has so much power over state-run programs.

If you don’t receive enough Medicaid dollars to pay for all the in-home 
help you need—and sometimes Medicaid’s estimates of how much help 
a person needs or qualifies for are woefully inadequate—and if you dont 
have family members to voluntarily provide extra help, or arent inde
pendently wealthy, you may end up institutionalized. Medicaid seems to 
prefer institutionalization, or at least find it easier—born of outmoded 
ideas or, in some cases, self-dealing officials with ties to hospital admin
istrators. Few recipients, if any, choose institutionalization if they can 
avoid it. Some folks who really can’t manage their own lives might need 
the 24/7 support of a group home or assisted-living facility, but thats 
not the same as being forcibly committed to a large institution. Even the 
safest, most hygienic institutions deprive people of certain liberties, ^ou
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wake up, go to bed, and eat meals not when you want to but when the 
staff finds it most convenient. You have so little power, so little agency, 
over your own life that the potential for abuse seems almost inescapable. 
"Once you were institutionalized, you were at the mercy of staff, recalled 
activist Mary Johnson in her 2003 book, Make Them Go Away. Incar 
cerated for no crime other than disability.”9

The systemic bias toward institutionalization has roots in age old 
prejudices against disabled, ill, and older people that they should be 
rounded up and kept out of sight. It’s billed as being for their ow n good, 
of course, but the evidence suggests otherwise. Not only do adults usu 
ally enjoy greater choice when they live in their own homes relative to 
individuals living in congregate care or group home settings, but inde 
pendent and semi-independent settings are also associated with better 
outcomes and lower costs,” says Florence DiGennaro Reed, a lead re 
searcher at the University of Kansas’s Department of Applied Behavioral 
Science.10 Similarly, the University of Kentucky conducted a quahty-of- 
life survey of Medicaid recipients both before and after moving from 
institutions to their own homes. Before, only 49.5 percent of i espondents 
answered yes when asked whether they were able to do fun things , 
after living in the community for a year, 78.2 percent answered in the 
affirmative. More significantly, when asked “Are you happy with the way 
you live your life?” just 52.6 percent of institutionalized people said yes, 
while a whopping 86.9 percent of those who’d lived a year in the commu 
nity did. “Fundamental to the movement toward full inclusion of people 
with disabilities in their communities is the belief that people should 
have the right to choose where they live and receive services, writes lead 
researcher Christina T. Espinosa.11

The benefits of deinstitutionalization apply across the board. A surx ey 
by the Association of University Centers on Disabilities, a multicampus 
academic group headquartered in Silver Spring, Maryland, concluded 
that the advantages are consistently numerous and varied, even for the 
most severely intellectually disabled people. “A review of 36 studies of 
outcomes over time for nearly 5,000 people with intellectual and de
velopmental disabilities moving from large institutions to community 
living arrangements found highly [sic] consistency in positive change 
in daily living skills for the movers,” the research found. Altogether 
31 studies indicated positive outcomes as compared with five showing
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negative outcomes.”12 Grading for “skill development” in four key ar
eas—language and communication, self-care and domestic capability, 
community living ability, and social poise—the study further found that 
those who showed marked improvement from leaving a large institution 
surpassed those with negative outcomes by a ratio of nine to one.

Still, certain state legislators resist moving people out of state-run in
stitutions. They say it’ll cost too much, and perhaps they’ve succumbed 
to pressure from the privately run nursing home industry (an estimated 
69 percent of nursing homes have for-profit ownership13). They maintain 
this position despite studies showing that allowing people to live in a com
munity setting instead of an institution not only makes them happier but 
is actually cost-effective. “Nationally, nursing home care averages about 
$75,190 per patient each year. Care in the home, through such services 
as meals-on-wheels and daily visits by a health aide, averages $18,000 a 
year,” according to a 2010 AARP study reported in USA Today.'4

For many disabled people, the twin fears of institutional bias and gov
ernmental tightfistedness are never far away. “I was born a disabled child 
with spina bifida into a working-class family,” says Stephanie Woodward, 
a wheelchair-using attorney and longtime activist. “I would not be here 
today if it wasn’t for Medicaid.”15 Medicaid, she adds, provides vital fund
ing for 30 percent of adult Americans with disabilities and 60 percent of 
disabled children. When politicians tinker with its budget, they threaten 
those people’s very lives and liberty.

Disabled people’s security always feels tentative, hanging in the bal
ance of political fluctuations. Ute Biden administration floated a policy 
initiative to expand Medicaids budget for home care, but it’s been stalled 
by fiscally conservative legislators and, as of this writing, remains far 
from a sure thing. “There are currently more than 800,000 adults and 
children on Medicaid waiting lists” for home- and community-based 
services, writes Rachael Scarborough King, an associate professor of 
English at the University of California, Santa Barbara, and wife of the 
prominent health-care activist Ady Barkan, who has ALS.16 Barkan 
advocates for free universal health care, including long-term in-home 
personal-care assistance; King is one of his primary personal-care pro
viders. For Barkan, as for many disabled people, home-based support is 
everything. Without it, King says, her husband would have to go into an 
institution—and that, she says, “would not be livable.” Biden’s proposed
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$400 billion for home care would clear the waiting lists and provide a 
living wage for caregivers, she adds, but its future remains uncertain.

To some extent, the fate of disabled people depends on where they 
live. Medicaid rules vary by state. California, the notional birthplace 
of disability rights, is often considered exemplary in its home- and 
community-based support system. As early as 1973, following years of 
demonstrations by disability activists, then governor Ronald Reagan 
signed into law the state’s groundbreaking In-Home Supportive Services 
(IHSS).17 It was the first of its kind in the nation, allocating a share of its 
Medicaid dollars to home-based attendant services.

But Nancy Becker-Kennedy, a quadriplegic actor, writer, therapist, 
and activist who has lived in California since the 1970s, says IHSS isn’t 
all it once promised to be.18 Its problems illuminate the impossible binds 
other state Medicaid recipients face.

From early on, she says, the California system struggled to connect 
workers with those who needed them. The turnover rate was high. Most 
workers were paid the minimum wage, and they had no way of orga
nizing to raise their working conditions. In 1977, followers of the farm
worker labor leader Cesar Chavez joined with home-care workers to 
form a committee that would later become a labor union, the United Do
mestic Workers of America. The new union strengthened personal-care 
aides’ bargaining power, but disparate interests feuded on other fronts. 
For instance, some unionists wanted private home-nursing registries to 
serve as their official employers to handle payroll taxes and other lo
gistical details, while others wanted to remain independent contractors. 
Many “consumers,” as the disabled people were called, didn’t want to give 
up their right to hire their own attendants directly; they didn’t trust an 
agency to provide them, preferring the control and autonomy that comes 
from being an employer.

In 1992, a new network of bureaucracies was created to serve as a reg- 
istry/agency and facilitate relations between the state, the union, and the 
end users—a nonprofit consortium called the IHSS Public Authorities.19 
“I had trepidation,” Becker-Kennedy recalls. “I’m pro-union all the way, 
but I began to wonder if the union leadership understood the needs of 
disabled consumers.”

This speaks to the importance of collaboration among social move
ments. Could the union brass, representing the personal-care laborers,



-EASY TO GET IN [BUT] IMPOSSIBLE TO GET OUT" / 177

truly comprehend and address the needs of the disabled folks it served- 
and vice versa? The quandaries were many. If a disabled person goes into 
the hospital for an extended time, which is not unusual, what happens to 
the care worker? Under current rules, the home-care worker doesn’t get 
paid during that time and has to find another job, leaving the disabled 
consumer without assistance upon returning home. Also, IHSS only 
pa) s foi one caregiver at a time, which discourages using an experienced 
attendant to train a new one. In addition, some aides work as live-ins for 
many years; if the disabled client dies, the caregiver—who may not be so 
young anymore—is out of a job and effectively unhoused. There should 
at least be some sort of pension system. Moreover, spouses and parents 
who may spend many years working as caregivers can’t earn Social Secu
rity credits (though proposed legislation would change this).

To resolve these and other grievances, California’s Public Authorities 
have governing committees—made up of disabled users and home-care 
workers, among others—which are supposed to guarantee fair represen
tation of the different interests. Yet, inevitably, infighting persists. Some 
counties conduct strenuous background checks to screen potential 
workeis; others don’t. Some have training classes for employees and em
ployers; others don’t. In 2019, when new rules were instituted to desig
nate specific tasks expected of home-care workers and the length of time 
each task should take—intended to ensure efficiency and safety for ev
eryone involved—participants on both sides argued it was an untenable 
degree of micromanaging. If what you need takes longer than the time 
allotted, your allowable hours could be cut and your needs left unmet.

In such a dysfunctional system, everyone gets hurt—disabled cli
ents and caregivers alike. Becker-Kennedy wants caregivers to get more 
money, which will attract better people to the profession and improve 
retention, but she doesn’t want disabled people to get shafted either. She 
has raised all these issues and others time and time again. “They don’t 
get it, she says. “The leadership isn’t disabled and hasn’t worked as at
tendants. They don’t seem to understand.” She feels betrayed, powerless. 
Its almost as if her home care has been turned into institutional care. 
They re trying to build an industry that’s just like the nursing homes, 

she says, except using our homes for real estate.”
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fl onceptually, Medicaid dates back to 1937, when US surgeon general 
U Thomas Parran proposed a plan to provide health care for those who 
were receiving Social Security; which was then just two years old. He 
didn’t necessarily have long-term custodial care in mind, or institutional 
reform, but it was a lot better idea than his other signature project—the 
now-notorious Tuskegee syphilis experiment that sacrificed the lives of 
128 unsuspecting Black men between 1932 and 1972. His pitch for a 
public health service didn’t last as long, though. By 1939, it had foun
dered as opponents preferred to let profit-making private insurance han
dle the nation’s health needs.20

In the 1950s, Virginia “Gini” Laurie, a St. Louis-based Red Cross vol
unteer, became an early champion of deinstitutionalization on human
itarian grounds. She wasn’t disabled, but after four of her siblings died 
from polio in the 1930s and ’40s, she decided to help in polio wards. 
The polio vaccine was introduced in 1955, but for years afterward there 
were still plenty of polio survivors in hospitals and nursing homes. In 
1957, the development of a portable, affordable, self-regulating venti
lator called the Bird Mark 7 Respirator helped make home care a viable 
option for many of them. Two years later, Laurie wrote an essay urging 
that people no longer needed to stay institutionalized, if they ever did. 
“They need a pair of hands that they can direct. They do not need to be 
buried alive in a nursing home. They need to continue to live their lives 
as they choose,” she wrote.21 She kept advocating for the independence of 
disabled people through her death in 1989 at seventy-six.

The impact of her advocacy rippled through the health-care commu
nity in various ways, reaching beyond those with physical disabilities. In 
1963, President John F. Kennedy signed the Community Mental Health 
Act to move people with intellectual disabilities out of big state hospitals. 
But Kennedy’s assassination less than a month later disrupted the initia
tive. Congress never managed to fully fund what Kennedy had imagined.

In 1965, however, President Lyndon B. Johnson launched Medicaid 
as part of his Great Society programs. Technically, it was included in 
Title XIX of that year’s Social Security amendments, its stated purpose 
to provide health care for low-income Americans—“the medically in
digent,” as the New York Times reported.22 Nothing was said about on
going personal care or institutionalization per se. In fact, Medicaid was 
somewhat overlooked at first, in light of the simultaneous passage of the



'EASY TO GET IN [BUT] IMPOSSIBLE TO GET OUT' / 179

2

R.
V

r □

broader Medicare program, which provides coverage (though not long
term care) for all Americans when they turn sixty-five. More than a 
year after its passage, Dr. Howard Rusk, an authority in rehabilitation 
medicine, reported on Medicaid as a little known provision” that was 
another step forward in providing our disabled citizens with medical 

care. Benefits, he explained, would start in “the seventh month of dis
ability” if the disability was expected to last at least a year. In those days, 
disability” generally signified an inability to earn a living (it still does 

under Social Security law), and the emphasis was on helping people get 
back to work. Medicaid was seen as a temporary fix at that point.

Yet even then, it contained a provision for anyone over age eighteen 
whod had a disability since childhood and might never be able to find 
gainful employment; the majority of these recipients, said Rusk, had in
tellectual disabilities (only he didn’t use that term)—“an increasing num
ber [of those with intellectual disabilities] are outliving the parents on 
"horn they have always been dependent.” In other words, Medicaid was 
going to fulfill a somewhat parental role. Ifyour parents died or could no 
longer look after you, and you couldn’t take care of your own needs, you 
could effectively become a ward of the state. Typically, this meant you 
would end up institutionalized.

Institutional care was still considered charitable by many people 
then, though whether it was better for its inmate-recipients or for those 
"ho didnt want to deal with others’ disabilities and concomitant needs 
is debatable. Odd as it may sound, though, Medicaid has always ex
cluded those in psychiatric facilities—or, as it calls them, “institutions 
for mental disease”—including certain residential treatment centers for 
substance abuse (those with more than sixteen beds). While that exclu
sion may sound like a way to maneuver people out of institutions, it does 
nothing to provide these people with better treatment options. Its effect 
is to leave out a whole swath of the disability community. It shows how 
the federal government didn’t put mental health in the same category as 
physical, sensory, or intellectual disabilities; it was as if it were a different 
caste altogether. Though tweaked over the years, the exclusion remains 
in force, an outdated, discriminatory federal rule that creates signifi
cant barriers to treatment for adults with severe mental illness, says the 
Treatment Advocacy Center, an Arlington, Virginia-based nonprofit 
dedicated to improving access to mental health therapies.21
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In 1972, facing a growing number of disabled Vietnam vets, President 
Richard Nixon created Supplemental Security Income (SSI), which pro
vides cash for the basic needs of low-income disabled people and senior 
citizens. At the same time, Nixon extended Medicaid benefits to all who 
were eligible for SSI. You no longer had to have your disability for at least 
seven months or surmount any of the other early restrictions. There are 
still restrictions aplenty, though, such as unreasonable income and asset 
limitations, and a marriage “penalty” that tightens those limits further 
for wedded recipients. And while these changes greatly increased fund
ing for disabled Americans, they did not address institutionalization.

A slew of lawsuits over the past half century has endeavored to free 
institutionalized people. In 1971, a fifteen-year-old Alabaman named 
Ricky’ Wyatt sued to get out of a state mental hospital where he was incar
cerated. He’d been a rambunctious youth, in and out of reform schools, 
raised by an aunt because his mother was in jail and his father was ab
sent. Though never shown to have a disability', he was forcibly committed 
at fourteen to the Bryce State Hospital in Tuscaloosa, where he was by far 
the youngest of some five thousand residents, most of whom had been 
involuntarily committed for mental illness. A year later, he became the 
lead plaintiff in a class-action lawsuit, Wyatt v. Stickney (Stickney was 
Dr. Stonewall Stickney, the state commissioner of mental health). Wyatt 
testified that he’d been made to sleep on wet floors, awakened by being 
poked with a broom, tortured with scalding water that was thrown at 
him, and made to fight other residents so supervisors could place bets 
on who would win. The case led to a ruling that Wyatt and others could 
not be locked up like criminals, and they had a constitutional right to 
humane treatment that “will give each of them a realistic opportunity' 
to be cured or to improve his or her mental condition.”25 Wyatt and his 
co-litigants were released, and statewide standards of care were estab
lished—the “Wyatt Standards,” which would become a model for the na
tion, albeit one not always followed.

Then, in 1975, a Florida man named Kenneth Donaldson sued to be 
released from the state institution where he’d been confined for nearly 
fifteen years. The primary defendant was Dr. J. B. O’Connor, superin
tendent of the state hospital at Chattahoochee. Hie case of O’Connor v. 
Donaldson went all the way to the US Supreme Court, which found that 
people cannot be committed to a facility against their will unless they
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pose a danger to themselves or others." But even that didn't put an end 
to the practice.

Also in 1975, in response to another class-action lawsuit, the state of 
New York passed a consent decree forcing New York City to shut down 
its notorious Willowbrook State School on Staten Island and find alter
natives for its more than five thousand intellectually disabled residents. 
Created in 1947, ostensibly as a compassionate response to the thou
sands of children who were “mentally and physically defective and fee
ble minded, who never can become members of society,” as then New 
^01 k governor Thomas Dewey put it, its population quickly exceeded 
its capacity.-7 Within ten years of opening, it had more than four thou
sand inhabitants; a decade later the number had swelled to more than 
six thousand. Neglect and filth were rampant. Communicable diseases 
such as hepatitis and measles became epidemic. Beatings and even med
ical experimentation were common, as was sexual abuse. Even after the 
consent decree, it took another twelve years—till 1987, forty years after 
it began—to shut the place down.28

Hie publicity generated by Willowbrook—Geraldo Rivera did an 
award-winning TV special about it—contributed to passage of two po
tentially important pieces of legislation. In May 1980, President Jimmy 
Cai ter signed the Civil Rights of Institutionalized Persons Act (CRIPA), 
which authorizes the US attorney general to file civil rights suits on be
half of residents of prisons, nursing homes, and other facilities for folks 
" ith intellectual disabilities.29 CRIPA does not, however, address system- 
wide deinstitutionalization nor create any new rights; instead, it empow
ers the Justice Department to enforce existing rights from prior case law. 
Its still in effect today.

Five months later, in October 1980, Carter signed the Mental Health 
Systems Act, which sought to improve government-funded psychiat
ric services, in part by providing grants to community’ mental health 
centers. That might have been a big boon for deinstitutionalization, but 
less than a year later, in August 1981, President Ronald Reagan repealed 
it as part of his Omnibus Budget Reconciliation Act, arguing that the 
Mental Health Systems Act cost too much. As a result, federal spending 
for mental health was slashed by’ some 30 percent, effectively ending the 
federal governments commitment to people with chronic psychiatric 

disabilities.



182 I DISABILITY PRICE

Hie results seem pretty clear: According to Harvard social scientist 
Christopher Jencks, the number of unhoused Americans in 1980, before 
Reagan entered the White House, was just over one hundred thousand.30 
As of 2020, the unhoused population as measured by the US Department 
of Housing and Urban Development is nearly six hundred thousand.31

Until a solution is found for providing housing and helping with 
the other daily needs of disabled folks, many will rely on a less formal
ized, less regimented system of mutual aid to get by. “Disabled people 
don’t do mutual aid like abled people do,” says the writer Leah Lakshmi 
Piepzna-Samarasinha.32 Disabled peer-to-peer support tends to be 
low-key, they explain, built on “crip webs of trust.” Sometimes it’s as 
simple as “people checking on each other”—connections that are “about 
disabled [people] noticing and caring.” This is in contrast to top-down 
government agencies or large-scale charities that tend to view disabled 
people as “faceless recipients of care,” says Piepzna-Samarasinha. Dis
abled people have always received help from other disabled people, and 
maybe they always will. Sometimes these gestures may seem small and 
unimportant, but they can be vital. Piepzna-Samarasinha tells of a “queer 
disabled friend” who said, “We were maybe not going to save the world, 
but we were going to save each other.”

For Piepzna-Samarasinha, that hit home. “The small, low-key things 
we do, in the crip genius ways we do them—with ease, without abled 
panic—are the opposite of nothing,” they observe. “They are everything.”
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disabled people make inroads into more and more aspects of Amer- 
ican life, there are hints they may actually be gaining some power. In 
to er 2019, Rutgers University calculated that more than 10 percent 

o elected officials in federal, state, and local government-nearly four 
ousand politicos in all—have disabilities, an unprecedented number 

or as long as Rutgers has been counting.1 They include two US senators, 
congressional representatives (another was elected in November 

2020), and a governor.
Though their numbers still pale in comparison to the percentage of 

sabled people in the overall populace, these leaders hail from both ma
jor parties and are anything but homogeneous in their positions. In fact, 
J st because they re disabled doesn’t mean they embrace disability issues.

xas gov ernor Greg Abbott, for example, who has used a wheelchair 
ce a tree fell on him in 1984, when he was twenty-six, has repeat- 
y opposed the ADA. In 2014, when he was state attorney general, he

t° block disabled Texans from filing access lawsuits. “Abbotts office 
as fought a blind pharmacy professor in Amarillo who wanted reflec

tive tape on the stairs to her office; two deaf defendants in Laredo who 
ked for a qualified sign language interpreter in their courtroom; and a 
oman w ith an amputated leg, [arguing] she was not disabled because 

s e had a prosthetic limb,” reports the Dallas Morning News. The plain-
had talid ADA cases, yet the newspaper says Abbott believes Texas 

ould be immune from ADA lawsuits because it’s unconstitutional for 
federal laws to force states to comply.2
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ADAPTS Bob Kafka, who has lived in Austin for more than thirty 
years, acknowledges pride in having someone so significantly disabled 
achieve such high office. “But that doesn’t give [him] a pass just because 
he’s a guy in a wheelchair,” he told a reporter back in 2013? “He’s totally 
two-faced on this disability stuff,” said Stephanie Thomas, the disabled 
attorney and activist?

■Whatever a politician’s qualities and duplicities, none dare express em
barrassment or negativity toward their disabilities. They might need to 
explain them—as President Joe Biden acknowledged his childhood battle 
with stuttering—but it would be impossible today to try to pull off the kind 
of deception FDR did. Not only are secrets harder to keep than they used 
to be, but hating a disability can give a candidate something in common 
with a sizable portion of the electorate. In 2014, according to the Pew Re
search Center’s American Trends Panel, 71 percent of disabled Americans 
were sufficiently engaged to feel that election results really mattered to 
them, compared ccith just 59 percent of nondisabled Americans. Unfortu
nately, only 58 percent of disabled Americans actually voted in that year’s 
midterm election, slightly less than the 63 percent of nondisabled Ameri
cans, but that may have had to do with difficulties casting a ballot? By law, 
polling places must be accessible, though some still aren’t; even at accessi
ble locations, it can be tough to manipulate a ballot within the confines of 
a voting booth. Many disabled voters prefer mail-in ballots. In 2020, when 
voting by mail was more widely available, 74 percent of disabled voters 
cast ballots by mail or in early in-person drop boxes, compared to 66 per
cent of nondisabled voters, according to a separate Rutgers poll.6

If voting continues to become more open and accessible, it may help 
bring out more disabled voters, which in turn could elevate disability 
concerns in the halls of government and maybe even put more disabled 
candidates in office.

Politicians with disabilities are not really new. In the decades after 
FDR, a number of disabled legislators held prominent positions in the 
Capitol. Most were veterans, which no doubt made their disabilities 
more politically acceptable. But people largely didn’t talk about these 
leaders’ disabilities. Decades ago, you just didn’t mention impairments. 
It wasn’t considered polite. There was an unspoken bargain between you 
and whoever happened to be with you to pretend not to notice. Disabil
ity pride scarcely existed, at least not in mainstream circles.
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Then, in 2016, a different kind of disabled veteran was elected to the 
US Senate: a woman. And she did talk about it.

Tammy Duckworth, Democrat from Illinois, was among the first 
American women to fly military combat missions. One Friday in Novem
ber 2004, while serving in the Army National Guard during Operation 
Iraqi Freedom, her Blackhawk helicopter was hit by a rocket-propelled 
grenade. She lost both legs and partial use of her right arm. “Any part of 
me that was sticking outside of the armor... was injured, or is no lon
ger with me,” she told the press. During her recovery, she says, she was 
inspired by the disabled veterans before her who had gone into politics, 
who kept trying to serve their country and change the world.7

In 2012, Duckworth was elected to Congress; she served two terms as 
the representative from Illinois’s Eighth Congressional District before be
ing elected US senator in 2016. In 2018, a little over a year into her Senate 
term, she became the first senator to give birth while in office. That April, 
she received much press coverage when she wheeled into the Capitol (she 
uses either a wheelchair or prosthetic legs and crutches) with her baby 
daughter, Made—just ten days old—cradled on her lap. “The first infant 
ever brought onto the Senate floor,” said the New York Times.6

Duckworth says she doesn’t consider herself a disability activist.5 But 
when it comes to disability pride, she’s all in. She felt the first tingling of 
pride the moment she recovered at Walter Reed, the national military 
hospital. I was proud to have earned my wounds,” is how she puts it. 
As a legislator, she’s been a champion of measures that disabled people 
care about. In October 2018, she backed an amendment to the Federal 
Av iation Administration Reauthorization Act requiring airlines to make 
public how many wheelchairs and motorized scooters they damage or 
lose each month. (It was a shockingly high number: In 2019, before the 
COVID pandemic decimated air travel, the major air carriers lost or 
damaged nearly a thousand wheelchairs and scooters every month; in 
2021, it still averaged more than eight hundred a month.)10 Travelers 
should be able to find out if certain airlines have high rates of breaking 
wheelchairs and other equipment that people depend on, just like we 
can find out if certain airlines have high rates of flight delays or cancella

tions, Duckworth said in a statement.11
In 2019, she got behind the Social Security Caregiver Credit Act, 

which would support state training programs for caregivers and enable
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certain family caregivers to receive Social Security credits for their un
paid labor. She supports the Disabled Access Credit Expansion Act, 
which would increase tax credits for small businesses that renovate for 
disability access, and the Supplemental Security Income Restoration 
Act, which would expand SSI eligibility and allow people to save more 
money without losing benefits. She pushed for the Office of Disability 
Policy Act, which would establish a new bureau to advise Congress on 
how future legislation might affect disabled Americans, and she favored 
the Disability' Integration Act, the deinstitutionalization bill that would 
enable more people who need long-term care to live in a community set
ting. In 2020, she endorsed the Accessible Voting Act, a plan to increase 
voting accessibility for disabled and/or older Americans.

Alas, none of these—except the aviation amendment—have been en
acted. They remain under consideration.

Duckworth believes the top priority for the disability community is 
bolstering the ADA. “We need to strengthen it [and] oppose efforts to 
chip away at it,” she says. She keeps an eye on those who would attack it, 
the “greater effort by businesses to try to erode” its protections. Hie Sen
ate offices themselves, she adds, have access barriers. She can’t work out 
in the gym because it’s not wheelchair accessible. “They have made ac
commodations for me in terms of making my office more accessible, but 
overall it is still lacking,” she continues. “When I see accessibility issues 
around the Capitol, I certainly bring them up and we work to fix them.”12

Then Senator Duckworth acknowledges a frustration that every dis
abled American knows too well. “The law was passed thirty years ago,” 
she says, “and yet we still don’t have full implementation.”

Employment inequities remain one of the most galling disappoint
ments. This persistent problem was on the mind of a young disabled 
man named Diego Mariscal when, in 2015, he launched a nonprofit 
business called 2Gether-International. Based in Washington, DC, the or
ganization advises and trains aspiring disabled entrepreneurs and con
nects them with possible investors and clients. Mariscal, who was born 
in New Orleans rvith cerebral palsy but grew up in Monterrey, Mexico, 
says 2Gether-International operates entirely from grants, such as a re
cent $75,000 award from the DC Deputy Mayors Office for Planning 
and Economic Development. Participants pay no fees; in fact, they re
ceive $650 a month to seed their businesses.13
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Mariscal’s premise is that disabilities can be valuable assets to busi
ness performance, not hindrances. The skills disabled people use in man
aging their lives—hiring attendants, handling bureaucracies, constantly 
adapting—are perfectly aligned with what business professionals need. 
From the moment disabled people wake up, they have to figure out how 

to get dressed, how to drive, how to communicate, how to live in a world 
that is not built to fit their needs,” says his website.” The mindset of 
disabled people is innately collaborative and communicative, oriented 
towards problem solving, good at working with limited resources, and 

used to overcoming daily challenges.”
Mariscal admits he wasn’t always so “disability positive. When he 

was growing up, his parents insisted he wasn’t really disabled; he just 
“moved differently.” It wasn’t until he went to DC to attend American 
University that he learned about the ADA. As a Paralympic swimmer, he 
had known other disabled folks before, but never from a social justice or 
empowerment perspective. “That’s when I began to gain a sense of pri 

and power,” he says.Mariscal’s program is open to anyone who “identifies as disabled and 
has a viable business goal.” He can’t yet accommodate more than P 
ticipants at a time per twelve-week session, but he plans to expand. He 
would like to open more locations across the country, noting 
Prefers “coworking spaces” that are shared with nondisabled colleagues. 
Disabled people, says Mariscal, should not be ghettoized.

Employment ghettoization is not an exaggeration. It exists g 
giously in what are called sheltered workshops—segregate &
vironments where disabled employees are paid less than mini 
for doing menial tasks. According to the latest report fr°m * 
eral Accounting Office, there could be as many as a half m.lhon dis bW 
people who are paid less than one dollar an hour to stuff envelopes 
labels on jars, or perform janitorial duties. Among the alleged emp > 
who exploit disabled labor in this way are franchise chains sue .
8 motels and big-box stores such as Walmart and Home Depo .

Sheltered workshops have been around for nearly two h” ^Y 
In 1840, the Perkins School for the Blind, near Boston, ‘asome_ 
New England Asylum for the Blind, began hiring 1 P se Tv'’CTht 
what paternalistic environment, giving menial jo
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not have found work elsewhere, but also not offering competitive wages. 
“Jobs for people who were blind were protected, or sheltered, from com
petition in order to create permanent job opportunities for them,” says 
a 2011 report from the National Disability Rights Network, a multistate 
advocacy organization established by Congress in 1975 to protect dis
abled Americans from this kind of abuse.15

It might have seemed perfectly logical at the time for the first school 
for blind children to be the first to confront the problem of what to do 
about graduates, equipped with wage-earning skills, who found every 
[other] employment door closed to them,” writes Frances A. Koestler 
in her book Tie Unseen Minority: A Social History of Blindness in the 
United States.'6 The Perkins workshop was considered a kind of progres
sive model in its day; it was soon replicated at other schools for blind 
students. A 1908 survey of sixteen sheltered workshops found that 
most produced brooms, caning for chairs, and other handwoven prod
ucts—“simple, handmade objects that... could be manufactured out of 
easily obtained materials, and could be sold in local markets,” Koestler 
writes. The workers were paid about three dollars per week, not a living 
wage even then.

So it went, with scarce objection, for decade after decade, until 
the Great Depression. In 1933, Congress passed the National Indus
trial Recovery Act; its primary objective was economic stimulus, but 
it contained a provision to give disabled workers “a productivity-based 
sub-minimum wage” of 75 percent of the standard minimum wage in 
“competitive industries” and absolutely no wage floor in sheltered work
shops, according to historian William G. Whittaker.17 Other aspects of 
the act, however, such as requiring safe working conditions (at least for 
nondisabled workers) and maximum hours of labor, infuriated the busi
ness community as anticompetitive. The Supreme Court soon declared 
the 1933 act unconstitutional, but not before President Franklin Roos
evelt issued an executive order explicitly allowing subminimum wages 
for disabled workers.18 The potential abuse was now the law of the land.

In 1937, a group of blind employees at a sheltered workshop in Pitts
burgh went on strike to protest their substandard pay. “The local press 
seemed more impressed with the oddity’ of the event than with the fact 
that a group of disabled workers were angry enough to organize a mili
tant rank-and-file job action in their place of employment,” say's the web-
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site of the Disability Social History Project.19 The results of the strike are 
unknown. But, as if to settle any question as to whether subminimum 
wages were fair, Congress soon passed the Fair Labor Standards Act of 
1938, Section 14(c) of which reopened the door to sheltered workshops 
that could pay as little as they wanted. Though Roosevelt’s executive or
der allowing the subminimum wage expired, this act of Congress re
mains on the books today.

Sheltered workshops took off after that. Between 1948 and 1976, the 
number of sheltered workshops in the USA increased from 85 to about 
3000,” writes Alberto Migliore, a senior research associate at the Univer
sity of Massachusetts’ Institute for Community Inclusion, which looks 
at policies and practices related to the hiring of intellectually disabled 
people.20 During that time, he says, the workshops began focusing on 
intellectually or developmentally disabled people, since blind folks were 
finding better-paid positions elsewhere. In 1952, the sheltered workshop 
for blind people at the Perkins school closed for good, after 112 years.

Today, many sheltered workshops receive government grants on the 
pretext of being social service organizations. Most are small nonprofit 
agencies that hire a handful of people, but big ones such as Goodwill 
Industries may employ more than two thousand Section 14(c) workers 
across the US. They say they’re providing valuable opportunities, but 
disability activists insist it’s legalized discrimination oi e\en legalize 
slavery.21

In October 2018, the National Council on Disability published a re
port urging the federal government to ban sheltered workshops, 
harm they do goes deeper than inadequate compensation. They 
all terms of employment, with little consideration for fair labor 
dards or workers’ access needs. Disabled folks, often fresh out of school 
or training programs, are “fast tracked into segregated employment and 
do not have the benefit of individualized work assessments, > 
National Disability Rights Network, a provider of protection and advo
cacy services in Washington, DC. “Loud and dusty industna sett11^^ 
often the only option for people with sensory sensith ities, or 
and busy rooms are the settings for people with autism. omeh°r_]evel 
workers would undoubtedly be able to do more comp ex, g 
tasks if their needs were met. “Ironically, a person with a dtsabi^ 
receive more individualized accommodations in a con p
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environment,” says the advocacy group, “because of the protections set 
forth in the ADA.”23

If you think this sounds illegal, you’re not alone. In 2001, Congress 
established the Office of Disability Employment Policy within the De
partment of Labor, a non-regulatory federal agency to eliminate “barriers 
to the training and employment” of disabled workers. It promotes “em
ployment first” policies, which means that, through training programs 
and grants, it encourages publicly financed employment systems and 
job-placement sendees to integrate disabled workers in regular positions 
as opposed to sheltered workshops.24 Five years later, Washington State be
came the first to implement this practice; since then, thirteen more states 
have followed suit: Alaska, California, Delaware, Illinois, Kansas, Maine, 
Mississippi, Ohio, Oklahoma, Oregon, Texas, Utah, and Wyoming.

These programs merely encourage fair employment for disabled 
workers; they don’t outlaw the subminimum wage. Then, in 2012, a class
action lawsuit in Oregon became the first legal challenge against shel
tered workshops. It accused the state’s employment services of violating 
the ADA when they excluded thousands of intellectually or develop
mentally disabled people from normal job-placement efforts by failing 
to provide supports they needed to maintain regular jobs. As a result, 
the plaintiffs were “left with little choice but to toil away in sheltered 
workshop environments,” writes Michelle Diament in Disability Scoop.25 
One witness testified that she was stuck working on an assembly line 
for sixty-six cents an hour. It took till December 2015 to reach a set
tlement. Oregon agreed to move more than a thousand disabled work
ers from sheltered workshops to jobs in the community at competitive 
wages. Some seven thousand others would receive employment support 
services to help them find work in the community, including nearly five 
thousand young folks under age twenty-four.26

It was a start. Thus encouraged, advocates urged more state inter
ventions. A few states began actually outlawing the subminimum wage. 
Between 2017 and 2018, the Department of Labor completed nearly 
two hundred investigations into sheltered workshops and ordered re
payment of nearly $2 million in back wages to disabled workers. Most 
of the time, though, officials look the other way. Only the most abusive 
situations get noticed.
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with Disabili-

One such abusive situation involved immigrant garment workers in 
California. Not disabled people per se, but the case got attention. In Sep
tember 2021, the Golden State became the tenth state to officially outlaw 
the subminimum wage.

As promising as that might sound, it won’t go into full effect until 
2025.27

IjJ olitical activism and employment reform are both vital to the future 
IT of the disability community. Yet the underlying malignancy of ableist 
bigotry can seep far and wide. If minds are closed, no amount of legisla
tive or court victories will end the attitudinal barriers that suffuse our so
ciety. Could media be a more potent solution, as many seem to think? In 
2009, Ohio University communications professors Margaret M. Quin
lan and Benjamin R. Bates asserted that mass media has a definite effect 
on perceptions of people with disabilities.28 The theme was amplified in 
2013, when Towson University’s Beth Haller and her colleague Lingling 
Zhang studied how media images of disabled people impact the dis
ability community’s own sense of identity. Positive representation, the) 
found, led to an affirmation of disability identity even when the media 
messages were perceived as unrealistic”; negative portrayals were associ„ 
ated with denial of a disability identity. Their use of disability identity 
is related to the idea of disability pride: proudly recognizing yourself as 
a member of that community. The research concludes unequivocally 
that representation plays a significant role in forming peoples opinions. 
“Mass media are not only important agents for individuals to learn and 
formulate their attitudes, values, and beliefs,” the researchers write, 
[they] also affect their self-esteem and self-perception.

The connection between media representation and peoples he 
and minds is so widely and firmly held across cultures that 
United Nations has gotten behind trying to improve disability P 
tions. In the UN’s Convention on the Rights of Persons nA
ties-the 2006 international human rights treaty modeled after the A 
but not yet endorsed by' the US—the UN said the media car 
erful force to change societal misconceptions and present pers 
disabilities as individuals that are a part of human diversity.
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Yet how exactly to put those principles into practice remains a chal
lenge for a global entertainment industry that’s often more concerned 
with reaping outsize profits than bending attitudes. Storm Smith, a 
producer at BBDO LA, the West Coast branch of the New York-based 
BBDO Worldwide ad agency, is a strong believer in the power of media 
to alter people's views. “One of the better ways to shake up perceptions 
is to get people from different perspectives in positions of influence, be
hind the scenes, to contribute to the stories we see,” she says (as trans
lated by Mandy David, her sign language interpreter).31 “For example, 
I’m D/deaf. I’m a woman of Color. I’m queer. So I have an intersectional 
identity and can provide several unique perspectives. I can deliver con
tent that’s reflective of and relevant to these nontraditional demograph
ics.” Smith is adamant that she doesn’t intend to speak for all people like 
herself. Which is why she feels it’s so important to “invite more people to 
the table to provide the input that will help change attitudes, behaviors, 
and perspectives.”

Smith’s first official job title at BBDO was art director, but now she’s a 
producer. That means she coordinates and contributes to a team of pro
fessionals, making sure they and their clients don’t forget about diversity, 
inclusion, and accessibility. Tech giant Apple, for instance, invited her 
to contribute to its Everyone Can Code campaign, an ongoing educa
tional initiative. She led the creation of video clips that showed—in sign 
language and with closed captioning—how young hard-of-hearing peo
ple can learn to write computer code as easily as they learn to sign. She 
worked with AT&T to fashion digital ads in celebration of the thirtieth 
anniversary of the ADA. She’s addressed Facebook execs, the National 
Association of Broadcasters, the business schools of Harvard and UCLA, 
and a diverse group of entertainment “thought leaders” at a Ford Foun
dation media event. Smith tells audiences about herself and quotes sta
tistics about disability in America, disabled people’s buying power, and 
how supporting this growing market can improve a company’s brand 
identity. Her message: We are not a burden. Your brand can be locked in 
the past and remain part of the problem, or it can seize the future, take 
responsibility, and become part of the solution. Not changing, not keeping 
up, means missing out on a huge opportunity.

She shares a depressing statistic: Some 55 percent of people still feel 
uncomfortable when they see disabled people on the screen or in ads.
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Perhaps that’s not surprising, considering the onslaught of regressive and 
reductive messaging that pops up randomly, unexpectedly. While watch
ing TV, say, you may suddenly be bushwhacked by an anti-smoking 
public service announcement that shows a sad-looking person with a 
tracheostomy or artificial voice box, a reminder of the horrors of to
bacco. Similar PSAs warn about the dangers of guns, firecrackers, riding 
a motorcycle without a helmet, and driving while drunk, while texting, 
or without a seatbelt. All good causes, without a doubt, but by sensa
tionalizing the shock value of scars, broken bones, nerve damage, brain 
injuries, or throat conditions—exploiting them as fear grenades—these 
well-intentioned ads thoughtlessly demonize disabilities.

Smith has no illusions about what she’s up against. Presenting better, 
more fair-minded narratives sometimes seems a hopelessly preposter
ous, soul-draining quest. Besides trying to convince image makers to 
include balanced, accurate portrayals of disabled people, shed like cor 
porations to earmark an accessibility budget so needed accommodations 
can be provided quickly and easily. No one, as far as she knows, has an} 
thing of the kind. “I’m so tired of confronting places about accessibility, 
tired of fighting,” she says. “I don’t want to hear, We cant. We dont hav 
the funds.’”

Smith says she will keep hammering away at the insiders who are r 
sponsible for the stories we see. If all else fails, she says with a smile ,
shrug, she’ll simply confront them with the sheer force of her perso t} 
and righteous pride. „

Part of Smith’s message concerns what Professor Jasmine B. Har
ris calls the “aesthetics of disability”—what the average Pers0 
disability” looks like, and what that connotes. In a January 2 )

in the New York Times, Harris-then at the University of Cali orn , 
Davis, School of Law—wrote about this and its effect on ou 
This was during the first Harvey Weinstein trial, Weinstein, 
seven-year-old former movie mogul accused of multiple d°a New 
criminal sexual assault, and predatory sexual assault,He 
York City courtroom hobbling, with a walker, an 
looked sad and defeated—more like a grumpy gran pa y 
to help cross the street on his way to feeding pigeons in ,,

busters as The English Patient, Shakespeare in
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trilogy, and The King’s Speech. The image was so stark a contrast from the 
bombastic, swaggering, smiling tuxedoed he-man we’d seen sauntering 
through the glamorous red-carpet crowds at the Oscars year after year 
that it almost looked staged.

In that moment, Harris stressed, Weinstein looked like nobody’s idea 
of a dangerous monster. Rather, he looked vulnerable. A defendant who 
appears physically disabled is more likely to be judged innocent, she 
wrote, just as a victim who appears disabled is more likely to be believed. 
“The aesthetics of disability can be used to manipulate the legal system 
while also reinforcing stereotypes of what people with disabilities look 
and sound like, and what they are capable of doing,” wrote Harris.32

If it was a cynical ploy, it didn’t do Weinstein much good. The evi
dence against him was too great. In the end, he was found guilty of rape 
and criminal sexual felony, acquitted only on charges of being a sexual 
predator. He was sentenced to twenty-three years in prison.

At any rate, Harris attributes presumptions based on impressions of 
disability to “the spread effect”—how one aspect of a person gets ex
panded and transferred to other aspects. Someone who smiles, for 
instance, is assumed to be friendly and kind; someone who appears di
sheveled and unkempt is assumed to be unreliable. Tire average Amer
ican, she says, may not be attuned to common disability inferences and 
their repercussions, but these expectations and stereotypes are nonethe
less influential. “Assumptions about what disability signifies, and what 
signifies disability, are woven into our culture,” says Harris.

As a case in point, Harris says she’s dyslexic, a fact that surprises 
many people. It shakes up their preconceived notions of what a disability 
looks like and, she hopes, broadens people’s perspectives of the Other. 
She also has a sister who has spina bifida and uses a wheelchair, which 
Harris says shows that disability issues can directly impact the lives of 
people who don’t seem like they would be affected by them. Similarly, 
she enjoys telling people that she’s Latinx, which isn’t apparent.

For Harris, this is more than a matter of not judging people by their 
looks; it’s about expanding people’s perceptions.33 Most nondisabled 
people view disabilities through a flawed lens, she says. To them, a 
wheelchair signifies neediness, whereas for most wheelchair users it’s a 
liberating tool, a mode of autonomy. In fact, the public may focus on a 
few visible markers of disability, such as wheelchairs or canes, or markers
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of accessibility, such as bigger bathroom stalls, ramps, sign language, and 
guide dogs—because they’re easy to comprehend. This limited, simplistic 
view of what disabled people need and want relieves nondisabled folks 
of responsibility; it gets them off the hook. If there’s accessible parking at 
a shopping mall, say, the developer/owner may figure their job is done: 
they don’t have to provide any other accommodations.

Most nondisabled people fail to understand the marginalization and 
stigma of disability. They favor fairness, says Harris, and they tend to 
feel kindly toward disabled people because they think thats right and 
honorable. But that’s about all. What’s more, nondisabled people fail to 
grasp that disability isn’t something alien, that its a normal, common 
phenomenon; they are clueless to the fact that they themselves are po
tential members of the disability community. They dont twig to the dif
ferences between generosity, compassion, and charity on the one hand, 
and parity, respect, and the right to accessibility on the other.

The disability rights movement has so far failed to alter nondisabled 
people’s views sufficiently, says Harris. Unlike the civil rights crusades 
of the 1960s, disability rights hasn’t generated a groundswell of expo
sure and public interest. Even demonstrations such as the 504 sit-ins, the 
Denver bus protests, and the crawl up the Capitol steps' didn t arouse the 
kind of attention that the push to end racial discrimination did and still 
does,” she says.

For the disability community, the next phase—the phase Harris says 
we’re starting now— must involve shifting the social norms, tweaking the 
understanding of what disability means and looks like. She compares 
this to the LGBTQIA+ cause; it became harder for the majority culture 
to label LGBTQIA+ people as different and separate when, over the past 
few decades, more people who didn’t seem to be queer began cominD 
out. It became harder to talk in terms of us and them. It became hard 
to stereotype. Disabled people, on the contrary, are still too easy for no 
disabled people to stereotype.

The disability community, Harris says, “needs to be strategic abou 
who are going to be the public faces of the movement, its spo esP®° 
pie, going forward.” It’s vital to present the whole spectrum o isa 
ity experiences. Otherwise, she says, the community risks coming o 
as one-dimensional, which would not only be inaccurate 
internal divisions and resentments. As a movement, disa P
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can learn from movements that have come before,” says Harris. After a 
thoughtful pause, she adds, “Segmentation and infighting plague every 
movement." In the struggles for racial justice, men have been more vis
ible than women; in the womens rights movement, white women were 
the predominant activists, at least in the early campaigns; and in the 
LGBTQIA+ movement, white, gay male activists such as Harvey Milk 
were initially the most visible. “These so-called leaders really didn’t rep
resent their entire communities,” she says.

Harris would like to see a required course in colleges and maybe high 
schools or middle schools about the aesthetics of disability. So far, only 
California, New Jersey, and Massachusetts include any disability history 
in their high school curricula. Her hope is that this education would give 
people a better sense of what prejudice and inequality really look like. 
“To the extent that we can meaningfully teach people to grapple with 
their biases, we can make change happen,” she says.
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B n the summer of 2020, the documentary film Crip Camp: A Disabil- 
I ity Revolution was on nearly every disabled persons mind. Directed 

by Jim LeBrecht and Nicole Newnham, it had received backing from 
the Obamas’ production company, Higher Ground. The film premiered 
at the Sundance Film Festival; quickly landed on Netflix, where every
one could see it, even during COVID; was translated into twenty-nine 
languages, with subtitles for D/deaf viewers; had audio description for 
blind viewers available in fifteen languages; and was nominated for an 
Oscar. (It lost.) The film showed the true story of a group of young dis
abled people who met in 1970 at a summer camp that was exclusively 
for disabled kids. Unlike others of its type, this camp didn’t patronize; it 
empowered. Many of the campers found affirmation and a sense of com
munity; they helped each other, accepted each other’s limitations, drank 
together, sang together, flirted, and made out with each other. Most had 
been segregated to special ed classes in school and felt ostracized or ig
nored at home, but at this camp they felt free and valued. A number of 
them went on to become instrumental in the movement to pass Section 
504 and, later, the ADA.

The message of the movie seems to be that from this sense of be 
longing came a capacity for righteous self-assertiveness. Many disabled 
viewers felt a connection—some remembered those days; others were 
too young or otherwise had no idea about this history. They watch 
together virtually, in online viewing parties. Social media discussior 
morphed into weekly webinars with guest presenters who delved in
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a variety of disability topics. “Crip Camp webinars every Sunday are 
like going to a church where I actually belong!” one disabled enthusiast 
posted on Facebook.

That summer, too, came the thirtieth anniversary of that sunny, hu
mid day on the White House South Lawn when the ADA was signed into 
law. There could be no disability pride marches because of the pandemic. 
A celebration of “ADA30” at the Kennedy Center in Washington, DC, 
was canceled for the same reason. There was no commemoration sched
uled at the White House—the occasion was scarcely noticed by then 
president Trump, not even in a tweet—unlike when President Obama 
held an official celebration of the AD As twenty-fifth anniversary. Never
theless, the day was celebrated with Zoom get-togethers promoted over 
social media. Major news outlets put out tributes and retrospectives: 
NPR,1 CNN, Today.com, USA Today, and a variety of local papers. If it’s 
not too reductive, the message they all shared was that the act was great 
but we have further to go. The New York Times took a different tack, 
running a whole series of pieces starting with essays two weeks before 
the anniversary and ending with an overview of disability history and 
reports on various aspects and leaders of the movement. Some elements 
were jarring, judged by a number of disabled critics as off-tune or pa
tronizing, even pathologizing—such as a science article about gene ed
iting that could effectively erase certain disabilities.2 But in all, it was an 
attention getter, a major section dedicated to exploring “how the Amer
icans with Disabilities Act has shaped modern life,” and it invited read
ers to send in questions and tips so reporters could pursue more stories 
about disability and accessibility. This was hugely different from just five 
years earlier, when the paper carried only one op-ed (by me) marking 
that ADA anniversary.

Over the past decades, the idea of disability has shifted from a med
ical signifier to an emblem of cultural identity. Being disabled no longer 
means just being limited or functioning differently from the majority 
in some fundamental way; it links you to a diverse group of others who 
share a history, a set of similar experiences, and often a sociopolitical 
axe to grind, or at least a message—an agenda—for the rest of the world 
to heed.

At the end of No Pity, Joe Shapiro’s seminal book about the early days 
of disability rights, he describes a May 1994 meeting in the East Room of

Today.com
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the White House where President Bill Clinton told some 150 disability 
activists that they were carrying on their shoulders “not only your cause 
but ours as well.” Clinton was referring primarily to the progressive 
agenda to end health-care discrimination and extend universal medical 
coverage, but Shapiro laments that the disability movement remained 
“rarely recognized and little celebrated, [though] it gives America a 
model for a more fair society that values the talents of all.”3

But now, can anyone say the disability community remains rarely 
recognized or little celebrated? Many nondisabled people may not like 
the ADA, but everyone has heard of it. You make a reservation at a hotel 
or restaurant, say, and you can’t help hearing about “ADA accommo
dations.” You might not be up on the details of what they entail, or the 
movement and the spirit behind them, but you know it’s not referring 
to special arrangements for the American Dental Association or Amer
icans for Democratic Action. Some people go so far as to try to over
turn these rules, but they can no longer ignore them. And woe to the 
politician who speaks eloquently about an inclusive society and leaves 
out people with disabilities. It still happens, but they can be called on it. 
At a June 2020 Black Lives Matter protest in front of the White House 
following the murder of George Floyd by Minneapolis police, twenty or 
more disabled people held up signs emblazoned with “Black Disabled 
Lives Matter.” Many of them had been organized by Keri Gray, the cancer 
survivor and diversity and inclusion consultant devoted to exploring the 
impact of race, gender, and disability.

Clearly, the disability community has come to enjoy an unprecedented 
degree of visibility—a presence that’s evident in social media, fashion, 
TV, movies, Broadway, and politics. In her introduction to the brilliant 
collection Disability Visibility: First-Person Stories from the Twenty-First 
Century, published in 2020, the disability activist Alice Wong remarks 
on the difference: “In 2014, disabled people throughout the United States 
were preparing for the following year’s twenty-fifth anniversary of the 
ADA. I wanted to mark the upcoming milestone, but wasn’t affiliated 
with any major advocacy or media organization and wasn’t certain how 
I could contribute as an individual.” Wong says she wanted to see more 
stories about “the disabled experience in the present while honoring the 
past.” She felt there should be more attention paid to the lives of everyday 
disabled people, not just the few “supercrips” who always got attention
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and praise. She wanted to increase the diversity of disability represen
tation. “I believe I am living in a time where disabled people are more 
visible than ever before," Wong continues. “And yet while representation 
is exciting and important, it is not enough. I want and expect more. We 
all should expect more. We all deserve more."'

The demand for more is hard to argue with. We may have become 
more conspicuous, but we still don’t have enough accurate or diverse 
representation. We may have laws against discrimination, but we still 
have discrimination. We may have legal protections, yet a third to a half 
of those killed by police are disabled.5 Disabled, sick, and elderly people 
were targeted to be deprived of needed care during a pandemic simply 
because they were considered the most expendable, or at least the least 
likely to benefit. We may have rights, but we don’t yet have justice.

Before I started research for this book, I thought I understood what 
the disability movement was all about. I understood about not medi- 
calizing us, about embracing our identity as a marginalized minority, 
about not just tolerating but valuing disabled peoples perspectives and 
contributions, about respecting us as full human beings. I didn’t cot
ton to the fact that these basic principles leave so many people out. 1 
knew that folks with mobility, sensory, and cognitive impairments were 
members of the disability community, of course, but I didn’t understand 
autistic self-advocacy, neurodiversity, or psychiatric disabilities. I didn’t 
know about intersectionality or heed the wisdom of the Disability Justice 
framework. As a white cisgender heterosexual man, a person of privi
lege, I hadn’t contemplated the extent of the racism, sexism, homopho
bia, transphobia, or other exclusionary, dismissive, hateful practices 
within the disability community. Tire disability tent is much bigger than 
I'd realized. We are not monolithic.

I’ve come to know a new generation that’s pointing out the many dis
abled folks who’ve been erased from the mainstream disability identity. 
That’s vital. After all, being left out is sort of what started the disability 
rights movement in the first place: who is included and who is excluded 
from society?

Today, we the disabled may not always be united, we may have factions, 
but we’re not fractured. We are dynamic, whether opposing cuts in Med
icaid, education, health care, and affordable housing or objecting when 
the Trump administration floated the idea of using “neurobehavioral”
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tech to combat shootings—collecting data from smart devices and else
where to predict violent behavior, in effect blaming mental illness for 
mass brutality. “This is scary and dangerous,” autistic activist Lydia X Z 
Brown told Vanity Fair. “Negatively racialized disabled people WILL be 
the most likely to be victimized/targeted by increased psychiatric and 
police surveillance.”6

People are tired of having to explain themselves, their issues, and why 
those issues matter. They want to see more disabled people in leadership 
positions, more disabled people aiding and empowering other disabled 
people. They’re fed up with of politicians and social service do-gooders 
who talk to them like they’re children. They feel “heard” when disabled 
people are the ones staffing agencies and providing guidance.

At the same time, disabled people are sick of feeling isolated. Many 
of them are lonely. They want the world to know that they are sexual 
beings. Urey are fed up with feeling left out, locked out.

In its diversity and complexity, the disability community is ceaselessly 
engaged in heartfelt endeavors to challenge the status quo—not because 
they want to but because they have to. Too many disabled people are still 
institutionalized. Too many feel threatened by the ongoing encroach
ment of so-called right-to-die laws. Too many disabled folks are policed.

Yet I have hope. Even if they come haphazardly, drip by drip, the ef
forts to upend ableism in all its manifestations may cause a ripple effect. 
In small towns and big cities, from coast to coast, disabled people of all 
colors, genders, ages, orientations, backgrounds, political leanings, abil
ity levels, sizes, religions, and socioeconomic circumstances are doing 
their part. Their crusades may be varied, their targets wide-ranging and 
diverse, but their dream is largely the same: to improve the lot of the 
disability community’, and therefore all of society.

There’s Tyrone Starkie, a man in his thirties with a form of muscu
lar dystrophy, who helped start a nonprofit called Community’ Heroes. 
Through its website and social media, the Goldsboro, North Carolina
based group highlights disabled people who are giving back to at-risk 
populations.7 Starkie knows what it’s like to be stared at, both as a dis
abled person and as a Black man married to a white woman in the South. 
Strangers, he says, often make rude comments; they assume his wife is 
his nurse. It makes him angry. “You have to laugh,” he says, not laugh
ing. He decided to channel his frustration into giving back. Through

fl
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Community Heroes, he aims to spotlight and inspire, to promote the 
dream of an all-inclusive society.8

In Parker, Colorado, Wayne Connell became frustrated by people’s 
reactions after his wife, Sherri, was diagnosed with multiple sclerosis and 
Lyme disease. Many outsiders didn’t believe she needed certain mod
ifications because her disabilities weren’t visible. So, in 1996, Connell 
started the Invisible Disabilities Association, a nonprofit all-volunteer 
group to help raise awareness and offer support for others like Sherri. It 
gives annual awards to organizations and individuals making a positive 
difference. The association started the Invisible Disabilities Community, 
an online peer-support group. It also received government approval 
to designate the third week in October as Invisible Disabilities Week. 
No matter the diagnosis, the group maintains, invisible disabilities and 
needs are real.’

In Frisco, Texas, Michele Campanelli-Erwin is waging a quiet war 
to get air carriers to allow passengers to stay in their wheelchairs, just 
like buses and trains do. In the early 2000s, she became incensed at how 
difficult it was to fly to Disney World with her son, Grayson, who uses a 
wheelchair because of spinal muscular atrophy. Soon after, she launched 
All Wheels Up, a research and advocacy initiative that makes a point of 
arguing its case for better airplane access in technical, engineering-sawy 
language that business executives can’t ignore.10

If I listed all the examples of grassroots advocacy, this book would 
weigh a ton.

hat’s wrong with that kid?” I heard a lot growing up.
II Other kids were always pointing, staring, questioning. They weren’t 

bullying, not exactly, and I guess I now understand their curiosity. But 
that kind of attention is something you don’t forget. I tried my best to 
ignore these interruptions, these incursions. If I’m honest, I wanted to 
minimize my disability the way every successful disabled role model I 
knew of at the time did. To get on with my life and hope nobody no
ticed my wheelchair, curved spine, or soggy-hotdog arms. But that was 
impossible.

“Tell them you have amyotonia,” my mother advised.
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Amyotonia was my diagnosis before doctors had settled on spinal 
muscular atrophy; it’s a fancy, nonspecific term for muscle weakness. She 
might as well have asked me to recite a Hamlet soliloquy.

“If it’s easier, just tell them you can’t walk,” said Mom.
I tried. I didn’t like saying it. It sounded defeatist. I tried making it 

come out neutral, almost clinical, never pitiful. Sometimes this admis
sion just brought more queries. “Why can’t you walk? Did you get hurt? 
I’ll bet you fell down. Will you get better soon?”

The endless questioning made me feel like an exhibit in the museum. 
Mom kept insisting I be truthful and brave, not confrontational, but I 
didn’t like having the job of explaining my existence to strangers.

“Tell them you were born this way,” she suggested next.
Those words weren’t hard to say. They were truthful, simple, straight

forward, easy to pronounce. And somehow they worked! No more 
follow-up inquiries or remarks.

In the years since, I’ve come to understand why that simple decla
ration of “I was born this way” proved so effective, why it satisfied the 
curious onlookers. Even if my disability had come later—if I hadn’t been 
born this way—the straightforward statement communicated that noth
ing was wrong. I could as easily have said, I just am this way or This is the 
way I am. I think that was my mother’s point. My disability was nothing 
to shy away from or be embarrassed about.

Later, as a young adult, I’d try to remember another sentence she 
taught me a line from a seventeenth-century sonnet by John Milton: 
“They also serve who only stand and wait.” Milton was going blind, and I 
believe he was affirming that his existence still mattered, his life still had 
purpose. It told me that my life mattered. I had purpose. It was, I think 
now, an early expression of disability pride.

We the disabled serve a purpose. We count. We matter, just as we are.
Over time, I’ve come to see that my disability is about more than 

myself. It’s a connection to a rich, multifaceted history and culture. I am 
inextricably linked to a community that endures. The more I know about 
my disabled siblings—past and present—the better I feel about being a 
member of the club. Recognizing and celebrating disability as an identity 
helps me know there’s nothing wrong with the way I am. It also tells me 
I’m not alone.
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Today when kids stare, point, or question, I always try to stop and ex
plain. “I can’t walk. I don’t have muscles like you do. I drive my chair with 
this little joystick, you see?” I say, demonstrating. “Pretty cool, huh?” 
Sometimes the adult with them pulls them away, discourages their in
quisitiveness. But I try to encourage it.

It’s different tvhen the interrogations come from adults. Especially 
medical professionals. “How do you live? You’re really an inspiration!” I 
hear too often. I smile, take the compliment if I can stomach it, but I can’t 
help feeling I’m a puzzle to them, an anomaly that disrupts their consid
ered expertise. It feels like they’re saying, Why aren’t you more pitiful—or 
dead? As though I’m living on borrowed time. Even now, at my age, it 
can make me wonder, Do I belong here?

I understand the struggle to feel okay in one’s own skin, the epiph
any that comes from learning to love a body or mind that society' seems 
to call shameful. Almost everyone I interviewed for this book acknowl
edged they, too, had gone through a similar transition; they’d had to 
wrestle with bitter self-loathing before coming out into the sunlight. The 
more we make friends with our disabilities and come to value, even cher
ish, our existence, the easier that path may become for other disabled 
people. Maybe one day disability pride will be universally' acknowledged, 
and those who would question and doubt our place in society will be the 
oddballs, the out-of-touch, the ignorant.

The ADA empowered many of us to dream of such a reality'. To imag
ine a fully inclusive society where unramped stairs and stares of pity are 
reminders of a vile past, known only in history' books. Thirty-plus years 
on, perhaps some of that change has already started happening. Little 
hints of progress keep popping up. But, without a doubt, the pace of 
improvement is discouragingly slow. Sometimes, evolution is so tiny and 
gradual you miss it entirely. Yet new ideas, new views, new spokespeople, 
new websites, new performers, new books and articles and surveys, new 
legislative wins, new advocates and activists keep arriving on the scene. 
You couldn’t get disabled people to hide their opinions and talents (or 
their disabilities) if you tried.
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7 hanks, first, to you: the readers. Without you, there would be noth- 
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Writing the end of a book is a fearsome task; I want to be sure I hav
en’t left out anything important, though odds are I’ve inadvertently over
looked some crucial detail, meaningful event, and people who matter. 
I’m grateful for all the great disabled people and their allies—past, pres
ent, and future—without whom my life and my book wouldn’t have been 
possible. I only wish I could’ve included more of you herein.

That said, here’s a partial list of the folks who helped shape the words 
and ideas on these pages. I’m beholden to my loyal, enthusiastic edi
tors, Joanna Green and Catherine Tung, who took my raw concept and 
molded it into a narrative arc. Susan Lumenello and Rebekah Cotton 
made sure I didn’t repeat myself too much, too much. I’m indebted to my 
devoted, passionate agent, Jennifer Lyons, to whom I owe nothing less 
than my entire authorial career—you’ve always believed in me, Jennifer, 
even back in high school! I owe much of this project to the many folks 
who aided and abetted its completion, including my family of origin, for 
unflagging encouragement and financial support; Kim, the transcriber 
(and sometimes researcher); Janine, my late publicist; my many friends 
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how disabled people have never given up 
their fight for parity and fair play.
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Beautifully written, without anger or pity, 
Disability Pride is a revealing account of 
an often misunderstood movement and 
identity, an inclusive reexamination of 
society’s treatment of those it deems 
different.
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‘‘When discussing pride regarding our disabilities, Ben Mattlin gives 
the community a source of reflection, inclusion, inspiration, and, more 
importantly, a sense of belonging. The disability community is often 
marginalized and demonized for our mere existence—this book is an 
important step toward full inclusion and acceptance of what and who 
we are.”—Keith F. president of SoulTouchin’ Experiences

“Passionate, deeply researched, and full of insight, Disability Pride 
probes the most profound legacy of the ADA: the ways that it forever 
transformed how disabled people feel about themselves, from passive 
recipients of charity to active agents in the transformation of society 
and leaders in a new kind of civil rights movement. A brilliantly written 
and timely book.”—StCVC Silberman, author of NeuroTribes: The Lega

cy of Autism and the Future of Neurodiversity
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“Ben Mattlin’s Disability Pride is a highly readable narrative of a post
ADA US, where those of us with disabilities have more visibility but 
whose stories, and lives, are still controlled by mainstream media, 
which still does not provide true authentic disability depictions.” 
“Kenny FHBc author of In the Province of the Gods

“Ben Mattlin takes us on a brilliant tour of the post-ADA world. . . . 
Mattlin is clear-eyed about what he believes is needed: more. More 
laws, more inclusion, more understanding. Disability Pride is both a 
compelling travelogue and a much-needed rallying cry.” /MSW Cohen, 

author of Supreme Inequality: The 
Supreme Court’s Fifty-Year Battle for a 
More Unjust America


