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Abstract 
Technology for disabled people is often developed by non-
disabled populations, producing an environment where the 
perspectives of disabled researchers – particularly when 
they clash with normative ways of approaching accessi-
ble technology – are denigrated, dismissed or treated as 
invalid. This epistemic violence has manifest material con-
sequences for our lives as disabled researchers engag-
ing with work on our own states of being. Through a series 
of vignettes, we illustrate our experiences and the associ-
ated pain that comes with such engagement as well as the 
consequences of pervasive dehumanization of ourselves 
through existing works. Our aim is to identify the epistemic 
injustice disabled people experience within HCI, to question 
the epistemological base of knowledge production leading 
to said injustice and to take ownership of a narrative that all 
too often is created without our participation. 

Author Keywords 
Disability; Epistemic Violence; Epistemic Oppression; Ac-
cessibility; Cripistemologies 

CCS Concepts 
•Human-centered computing → Accessibility theory, 
concepts and paradigms; Interaction design theory, con-
cepts and paradigms; •Social and professional topics → 
Disabled people; 
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As Disabled Scholars 
As disabled scholars1, we find strength in community and 
share deep bonds with each other. Within these commu-
nities, there is fierce loyalty. There is a strength within that 
seems dangerous to the outside. We are unruly bodies2, 
classified by society into a plethora of interlocking sets of 
dysfunction and disorder – because our neurology and our 
physiology cannot be contained into normative expressions 
by medicine, by discipline, nor even by our own shame. 
Though, when it comes to academia, we see a lack of rep-
resentation [7] and a lack of conditions enabling us in taking 
part in scholarship with self-determination [24]. 

As disabled scholars researching, our experiences, par-
ticularly when researching technologies within the context 
of our own conditions, share peculiar commonalities. Be it 
around physical, sensory, cognitive, or psychological con-
ditions, we find ourselves represented in the literature as 
objects of inquiry – systematically belittled, disregarded, ig-
nored and dehumanized. Despite several calls for the inclu-
sion of disabled people in technology research about them 
[30, 48, 54], work that claims inclusive methods continues 

1This identity is not shared by all authors. While most self-describe 
as such, some prefer to refer to their identity “as neuro-diverse (and from 
this sometimes being disadvantaged and getting disabled)” (personal cor-
respondence). We chose the language within this article politically [2]. 
However, it is fundamentally necessary to attend to dissenting positions 
(also within our group) and acknowledge individual preferences. 

2In using this particular language, it is paramount to acknowledge that 
all authors of this piece are white and–at least currently–employed and 
funded. Subsequently, we hold a significant amount of privilege within the 
disabled community, which is largely not even considered part of “the work 
force” [32]. We might be unruly, but we have been able to parlay our white-
ness for access to spaces that more violently exclude our BIPOC peers 
[17]. We take the limitations that come with our partial perspective [21] as 
well as the privilege that entails seriously. Please consider reading up on 
works by disabled BIPOC scholars, e.g., Therí Alyce Pickens (e.g., [41]), 
Lydia Brown (e.g., [6]), Karen Nakamura (e.g., [38]), Sami Schalk (e.g., 
[45]), and more (e.g., [15, 23, 37]). 

to distance disabled people from the shared construction 
of knowledge through tokenistic forms of “voice”3 that fail 
to redistribute power and agency to disabled people [4]. In-
stead, disabled people are often persistently excluded from 
making meaning about technologies presumably for them 
[50]. Such epistemic exclusion allows the circulation of im-
plicit bias against disabled subjects as producers of knowl-
edge. Privileging, for example, neurotypical perspectives 
on neurodivergent needs [49], demarcating the space for 
technologies almost exclusively to domains of cure, therapy 
and intervention – all of which are tied to rhetorics remov-
ing the intricacies of disabled lives from the range of human 
experiences [11, 52]. 

As disabled scholars navigating the academy, we find our-
selves related to by our non-disabled peers as a problem, 
needy, difficult, unruly. We face disbelief in light of our di-
agnoses (“You don’t really look autistic!”, “How did you 
get through school with ADHD?”, “Dyscalculia isn’t really 
a thing, you know?”, “I never would have thought!”), dis-
missal of access needs as too costly, our complaints4 being 
framed as aggression and continuous erasure of our situ-
ated, lived expertise as “too much” (“You have to be more 
appreciative about what came before.”, “We are just learn-
ing about all of this!”, “You’re so emotional!”, “If this is a per-
sistent issue for you, maybe the issue isn’t other people.”). 

As disabled scholars researching our own conditions, we 
are deeply hurt. We read about ourselves as disordered, 
as an emotional, financial and overall burden to the peo-
ple around us, as incapable of forming social relationships, 

3A use of “voice” that often fails to acknowledge the intricate issues 
involved, particularly when voice (understood as expression of agency) is 
rarely recognized when not facilitated through speech (see also, [3]). 

4This term should be understood with Ahmed’s “Complaint Biography” 
in mind [1], particularly as “statements that are not intended as complaints 
can be received as complaints” (p.515). 
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undesirable, less than, limited, incapable, as fundamen-
tally lacking—echoing the worst nightmares of our internal-
ized ableism [10]5. The texts are full of the “language of the 
helping professions” [16]; even though we assume that au-
thors do mean well, those who do not position their work 
to disability as politicized may be subscribing to a notion of 
doing good, while not realizing and reflecting that what is 
allowed to be understood as “doing good” is reliant upon 
entrenched sociocultural traditions of ableism6. 

As disabled scholars, we say this, (pain)fully acknowledg-
ing that we have, in previous publications and inadvertently, 
done our fair share to uphold this system ourselves, and 
acknowledge that we cannot claim to be free from doing 
so with this piece or any in the future. This issue goes be-
yond individual blame, it persists as a systemic cultural bias 
that seeps into academia which is dominated by Western 
positions [8]. Even as unruly parts of the system, we find 
ourselves complicit in holding it up, sometimes to survive it, 
but still often simply because we have not yet disentangled 
ourselves from hegemonic understandings of “doing good”. 
Yet, we are hurt. Our (becoming)7 disabled beings seem to 
splice our human selves. 

5Ableism is “a network of beliefs, processes and practices that pro-
duce a particular kind of self and body (the corporeal standard) that is 
projected as the perfect, species-typical and therefore essential and fully 
human. Disability, then, is cast as a diminished state of being human” [9, 
p44]. Internalized ableism is then a form of“epistemic invalidation: to make 
disabled people not know themselves” [20, p640]. 

6This is somewhat parallel to how “doing good” has been previously 
critiqued in connection with colonialist design tendencies [39]. 

7We deliberately do not intend to disentangle the myriad of tensions 
related to how disability can be conceptualized along different models 
and experienced (and/or attributed) as external and/or internal. However, 
we do acknowledge that technologies have a particular role to play in the 
negotiation of presumed disabilities, abilities and capabilities [36]. 

Knowing about Violence 
When people discuss violence, they often mean material vi-
olence. Cutting, hurting, harming; reducing. Making some-
one less of a person. They often separate the discussion of 
such violence from the acts of violence described. 

Epistemic violence is violence against one’s status as a 
knower ; one’s role as a creator and communicator of knowl-
edge. It is the dismissal of people as credible sources of 
information, because of our presumptions about them, or 
because of how their communicative means (or what they 
have to communicate) clashes with how we would like to 
believe the world works. When the fervent critic of colo-
nialist modes of knowing, Spivak, asked “can the subal-
tern speak?” [51], she was referring to epistemic violence 
– she was not asking literally whether the subaltern can 
speak, but whether anyone would listen. And whether, in 
an orchestra of silence, the subaltern would bother con-
tinuing. The boundaries on who is acknowledged and at-
tended to as a knower are, hence, fervently drawn on sev-
eral accounts, disability being just one of them, whereas 
all of them, like the undisputed acts of violence exemplified 
above, have fundamental material consequences. 

Extending Spivak’s work, scholars such as Fricker, Med-
ina and Dotson have articulated ideas of epistemic injustice 
and epistemic violence: harm done when one’s status as 
a knower, and, consequently, one’s personhood, is denied 
and delegitimized [14, 19, 33]. We argue that disability de-
marcates a type of knowing and lived experience that is 
systematically subverted (see also, [31]). Disabled ways of 
knowing and disabled researchers are often marginalized 
away from “real” research deemed to produce the appro-
priate kinds of knowledges and the way that disability is 
frequently taken to identify someone as not only incapable 
of testifying as to themselves, but as to anything [46]. 
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The Autistic Self Advocacy 
Network (ASAN), joined with 
other disability organizations 
to form the first annual Dis-
ability Day of Mourning in 
2012. Since then, over 700 
people have become part 
of the litany of our dead – 
disabled children and adults 
murdered by their family or 
caregivers. Over 100 deaths 
have been logged in 2019 
alone. 

On November 28th, 2018, 
Max Benson, an autistic ado-
lescent, was held in a prone 
restraint by his teachers for 
over an hour. He became 
unresponsive during the re-
straint, but the staff believed 
he was “faking” being asleep 
in order to be released. He 
died the next day. 

Earlier that year, four-year-
old Je’Hyrah Daniels was 
dragged from a car and 
thrown into the Hillsborough 
River by her mother. She 
drowned. Nine months prior, 
the mother posted a Go-
FundMe asking for money to 
help her purchase therapeu-
tic equipment after Je’Hyrah 
was diagnosed with autism. 

But epistemic violence begins by rejecting that separation 
with an understanding that knowledge – the circumstances 
of its creation, circulation, and credibility – has power and 
material consequences [18]. As disabled people, people 
whose lives are often shaped by the knowledge others in-
sist they have about the “truth” of who we are and how we 
live, we know this all too well. And if knowledge has mate-
rial consequences, as it does in the social spaces we write 
in (e.g., by setting priorities in research funding [40]), then 
the treatment of knowledge and who counts as someone 
producing valid knowledge has consequences. 

The treatment of knowers has consequences. For our ma-
teriality – and by extension, our personhood. In a society 
defined by an insistence on universalizing rationality that 
rejects the specificity of the knowing of disabled bodyminds 
[11], we cannot know, or our knowledge cannot be taken 
seriously. Hence, our knowledge and critique is dismissed 
without much consequence. It is improper. 

We draw out what epistemic violence can mean for disabled 
researchers within the HCI community as we are required 
to explain the nature of our own oppression, over and over, 
hoping that eventually we will say it in a way that you will 
believe [5]. Each of the vignettes in the following section 
is written by a disabled community member, and each is 
anonymized (or not) according to author preferences8. They 
demonstrate both the breadth of what epistemic violence 
can be (in regard to the types of events and actions), and 
how they comprise various contingencies (material, bodily, 

8We need to acknowledge the many researchers who cannot share 
their experiences here both because disability is figured such an undesir-
able experience they do not, cannot, or will not know they can identify with 
or even name those experiences as disabling, and because their experi-
ences telling these stories have led to such violence that they cannot risk 
sharing them anymore. 

written, verbal) and the depth to which they impact our ca-
reers and health. We speak to our own experiences as dis-
abled people and caution readers to recognize that disabled 
people each have complicated and nuanced relationships 
with their bodymind and the circumstances of their disable-
ment, some of which likely differ significantly from ours. 

We need to talk about... 
... violence, again || Rua 

“It is rather difficult for [people] to handle their emo-
tions when being around children with impaired social 
interaction” ... “Higher social function would be an im-
provement for children with autism (not to mention the 
potential positive impact on [their] caregivers)” ... “Dif-
ferent therapies exist to attempt to lessen the [social] 
deficits and family distress” ... “a stepping-stone for 
autistic children to interact with humans.” 

The excerpts above all come from ACM publications9. The 
cited studies center around the use of Socially Assistive 
Robots for Autism Therapy. The premise in each is that 
robots can be used to augment social therapies that seek to 
train normative social responses – training which presum-
ably leads to an increased quality of life. However, this sup-
posed improved outcome of normative sociality is, in each 
of these papers, centered around the relief such normativity 
will bring to a family and wider society. Autistic people are 
described predominantly as lacking something, having a 
deficit instead of acknowledging differences in communica-
tion and embodiment [13]. 

9While these are actual excerpts, we chose not to reference them 
directly as to not ‘call-out’ researchers, who are, essentially, a product of 
their own ableist environment. We focus on strong statements specifi-
cally to illustrate the repetitive aspect of such instances across a range of 
publication, inflicting pain over and over and over and over10again. 

10And people say echolalia would be meaningless. hah. 
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The Judge Rotenberg Cen-
ter (JRC) is a residential 
institution in Massachusetts 
where children and adults 
with Intellectual and Develop-
mental Disabilities, referred 
to as “students” are forced 
to wear a Gradual Electronic 
Decelerator (GED). The GED 
is used to deliver punitive 
electroshock to control “un-
desirable behavior”. In 2014, 
the FDA held a hearing and 
determined the use of the 
GED was an unreasonable 
risk to health and should be 
banned, but to this day, the 
ban has not been put into 
effect. The JRC is still shock-
ing its residents, resulting in 
psychological and physical 
trauma. We are still waiting. 

Rather than explore what it is that compels society to reject 
the sociality of autistic people [22, 25, 34, 44], computing 
researchers are largely perpetuating the cultural narrative 
that the child must change to access society11. Such a nar-
rative puts the burden of the social stigma and exclusion 
faced by autistic people on the very victims of sociocul-
tural bias — bias which can lead to death (see sidebars). 
What does it mean for computing researchers to continue 
to focus on social normativity in autism intervention? What 
would it mean for the field to denaturalize and delegitimize 
the premise that as autistic people behaving autistically, we 
are naturally at risk for unnatural death, and thus must be 
protected not from violent abuse, but from our own bodies? 

I want readers to understand that when I critique the di-
rection of research inquiry in our field, I am attempting to 
hold us accountable to our participants, their communities, 
and their future. The assumptions and frameworks we use 
to ground our inquiry has consequences. These conse-
quences ripple outward, from individual interactions in the 
lab, to the research community, to public discourses, to in-
dividual interactions in the world. When I demand this ac-
countability from you, it is because I hold you in the highest 
regard. I believe in you, in us. I believe we can do better. 

During ASSETS 2019, five separate people asked me to 
explain what I meant when I referred to “violence” in re-
search and the academy. A chain of memories rippled 
in my mind. A room of over 200 assistive technology re-
searchers, laughing at the video of young participants, a 
boy’s autonomous play mocked as intractable stereotypy. 
A girl’s hands as they were forcibly taken by the aide to 
make sure she participated “in time”. A small child, cow-
ering in a corner while a robot pursued them, an overhead 

11Though, rare positive examples doing so, exist, e.g. [42]. 

camera collecting data to train an algorithm to identify “neg-
ative” social responses. The boy in a Judge Rotenberg 
Center surveillance tape, begging for the shocks to stop. 
Max Benson, held prone, his throat too compressed to even 
allow him to cry for his mother. Je’Hyrah Daniels at the bot-
tom of the Hillsborough river. 

What is violence? 

Building an industry on the premise that children must be 
normalized, shaped away from “unruly”, to prevent their own 
murders... I find it quite violent. 

...the radar || Eva 
When I was a child, dyslexia was not really known, let alone 
dyscalculia. I was in my 40s, when a friend suggested I 
might be dyscalculic, after we were joking about some of 
my difficulties with numbers and mental calculations12. And 
indeed, even if not formally diagnosed, I recognize myself 
in all descriptions. Spreadsheets are a life saver, I’ll redo 
all calculations several times, and I’ve developed a num-
ber of workarounds so I’ll not have to deal with numbers 
greater than 20 in my head. . . All the time, I had the feel-
ing that I need to disguise and hide my inability to deal with 
numbers, as it can feel embarrassing and requires a lot of 
explanation. People are incredibly unwilling to believe that 
somebody with my education (and somebody who studied 
computer science) struggles with numerical thinking and 
will repeatedly question whether this is true. 

So, I’ve ended up frequently having to improvise and de-
velop tricks to avoid being ‘found out’, such as delaying any 
calculations or getting somebody else to calculate how to 
split the bill... trying to remain below the radar. 

12Please note: dyscalculia does not affect the ability for abstract math. 
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...collaboration 
Katta: You might be interested in being involved in our 
alt.chi paper. 
A(nonymous): Oh? 
Katta: This is the premise: “I would prefer to set it around 
the epistemic violence that is caused on us and exemplify 
this through personal vignettes. Sharing this pain can be 
powerful and also might allow people to reflect more on how 
they treat us particularly as we speak as colleagues." 
A: That’s interesting! I am not sure if I have the courage the 
rest of you have in spades though. hm. 
Which I guess is sort of the point. 
That I, for instance, am terrified of compromising my, now 
less impressive as of two days ago, job opportunities by 
throwing myself into a fight. 
Katta: That’s fair. We’re pondering setting up some infras-
tructure for anonymous vignettes. 
A: I’m definitely interested, don’t get me wrong... I am just 
terrified of my future, hehe. 

... being a problem || Judith 
I have ADHD. My surroundings (home and office) will for-
ever be a mess as I rush from one idea to the next. I can 
never plan and prioritise: instead my day is structured by 
urgent emails saying my response/contribution is overdue. 
And please don’t ask me to take notes at a meeting: I can-
not multitask. Hell, on many days, I can’t even task. 

On the other hand, I have a huge amount of enthusiasm. 
I’m constantly excited by the next new thing, and I’m able to 
motivate and enthuse others. I can think across disciplines 
and bring together disparate ideas. I’m also an excellent 
proofreader: because concentration is such an ongoing and 
sustained effort, I read very slowly, word by word, picking 
up things that others might miss, whilst at the same time 
worrying that I might be missing the overall picture. 

Although I don’t claim to speak for anyone else with ADHD13 

(or any other disability, for that matter), there is something 
that concerns me. Much of HCI research focuses on finding 
a solution to a “problem”, typically by designing a new tech-
nology that can solve this problem, or go some way towards 
addressing it. This forms the introduction to most papers, 
and to be fair, I’ve often advised my PhD students to start 
their papers with the following points: 1. What is the prob-
lem/issue? 2. Why should you care? 3. Here’s what we’ve 
done to address it. 

Within such a worldview, the implicit assumption is that 
the worse the problem/issue, the more any solution will be 
noteworthy and important. And in order for people to jump 
through academic hoops and show that what they are do-
ing has real value, they need to portray the issue as a real 
and severe one. Which is probably why, when reviewing re-
search on ADHD within the HCI field, I came across such 
phrases as “burden on society ”, “unable to make meaning-
ful connections to other people”, “strain on families”, “high 
likelihood for criminal conduct” and, always and persistently, 
“deficits in academic performance” (see also, above). 

So we’re in a bit of a Catch 22. If my colleagues acknowl-
edge positive aspects of ADHD (or any other disability), and 
all of the strengths that we can bring to the table, then that 
diminishes the potential impact of their “solution” to a “prob-
lem”, makes their work potentially less publishable, and 
could impact negatively on their careers. 

What to do? I don’t know. 

...the labour of access || Cynthia 
During my career, I have often done expert user or diversity 
work. Being a blind researcher working on projects to en-

13The idea that we might view any disability as some monolithic, homo-
geneous entity that manifests uniformly is problematic in and of itself. 
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hance quality of life for blind and visually impaired people 
with technology probably meant this was inevitable. But this 
work represents a spectrum from delightful to exploitative 
and I hope that these snippets can demystify which types of 
interactions should be avoided and cultivated. 

For example, I’ve been asked to participate in studies at 
professional development events. During one, someone ex-
claimed “Do you actually know how to read braille?” when I 
could not complete several braille-related tasks. The phrase 
that was supposed to assure me, and one I repeated to my 
own participants, “It’s not you we’re testing, it’s the tech-
nology”, I certainly did not believe in that moment; I was 
ashamed. But I was also angry because I do read braille. 
But at the same time, I felt guilty for being angry. Addition-
ally, braille literacy is a rare gift withheld from most blind 
children, so if I could not read braille, it would probably have 
more to do with poor education than my capabilities, and 
certainly more to do with education than my ability to oper-
ate a prototype. During another encounter, someone inter-
rupted me in conversation with someone else to place their 
business card, which I could not read, into my hand. They 
wanted me to test something. I didn’t. But again, the guilt. If 
I am fighting to not be cast a user, what of our users? I am 
building up the same hierarchy I disagree with. 

I am now more assertive about my boundaries around 
meeting new people. In turn, some of my initial interactions 
are awkward, and these negotiations have slowed develop-
ment of relationships with some remarkable researchers. I 
clarify that I can speak with them as a researcher; we can 
talk about methods, epistemologies, being academics, but 
I cannot give feedback on individual projects. For now, it is 
the trade-off I accept because I have watched people re-
frame their requests of me in what I hope is a realization 
that their seemingly innocuous ask for my time and exper-

tise feeds into ableist hierarchies (which presume I attend 
professional development events to act as a user) that keep 
my attendance a rarity in the academy. 

I’ve gotten a handle on the expert user work. I avoid most 
of it now. But with that relief comes a new challenge—diversity 
work. Many of us are familiar; it is the work of turning what 
can become deep loneliness finding fewer and fewer people 
like you, particularly as you move up the academic ladder, 
into hope, hope that something you will do will raise aware-
ness and most importantly, representation. But this work is 
scary. First, this work is often not even cast as such; dis-
ability is rarely part of diversity efforts. Second, I am told to 
not do it; it will interfere with my productivity. But my inbox 
greets requests for my diversity work regularly. It seems 
that I should care for myself until the advising mentor needs 
access to my expertise. And I do the same thing; I ask of 
others what I wish wasn’t asked of me. As my demands to 
be treated as more-than-user downplays the importance 
of disabled users if it also widens how disabled people are 
figured in HCI, my diversity work is similarly tensioned. 

What I find interesting is that many conversation partners 
(myself included), whether warning against or encouraging 
me to do, diversity work, assume that it is my choice (see 
also, [47]). But as our lived experiences demonstrate, if 
I do not name it and claim it, what I do in the hallways at 
conferences, during the reflections with researchers about 
the legitimacy of (even angry) disabled perspectives, in the 
lengthy education and explanations on how to do research 
or conduct class accessibly, I will get even less credit than 
the insufficient recognition offered me. Where, to some, I 
am immediately figured a user to some, I am also figured 
the diversity worker. In other words, I will be expected to do 
the work; I will do the work; it isn’t a choice. So, if it leads to 
my downfall, naming it and claiming it at least makes clear 
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... 

how my productivity (as if diversity could or should even be 
separated from productivity) is insufficient. 

... material consequences || Katta 
I have an interview for a job I am highly qualified for. The 
interviewer and I have good rapport. She says that I am 
the most aptly qualified candidate for this job. We share the 
same ideas about how the study programme I might teach 
for should look like and we share the same ideas about how 
this fits into research. She asks me about my specific ap-
proaches to teaching. Excitedly, I start: “Well, having ADHD 
myself...” and her eyes narrow “... I want to make space for 
different ways of learning...” one eyebrow raises “... and, 
uhm, so... I try to create visual markers for content and...” 
her eyes dart away from me towards the CV “... provide stu-
dents with different options for how they might want to take 
their exam and...” – “So, you have ADHD?” 

Within five minutes, the interview ends and we say good-
bye. She assures me, I will hear from her soon, but also 
that there are quite a few good candidates (that did not 
seem to be there before). After two months, I receive a no-
tification: “In spite of your impressive Curriculum Vitae and 
excellent qualifications, we regret to inform you that your 
profile does not fully match the requirements for the vacant 
position.” On my way home, I try my hardest to keep my 
thoughts from spiralling into self-damnation about not being 
able to keep my damn mouth shut. 

... how it’s not all bad || Cynthia 
I began work in a lab with several researchers who re-
spected me as a professional and most of all, as a hu-
man. I learned from senior graduate students how to do 
the day-in and day-out of research work. I was mentored 
by faculty who began to give me language and direction 
to grow my passion, confusion, and uncertainty into a re-
search program. Sometimes, researchers asked me to 

troubleshoot their prototype to ensure that when they re-
cruited blind participants, they could answer the questions 
they hoped to answer. Sometimes, the same researchers 
tagged my PDF submissions because at the time, making 
them screen reader accessible was less possible to do with 
a screen reader (it is still not accessible in many circum-
stances). Sometimes, I advised the project, the methods, 
the framing of the paper. Sometimes I helped researchers 
build bridges to communities because of my ongoing friend-
ships and rapport with blind people. And sometimes, I make 
mistakes. During one project meeting, some researchers 
and I contemplated whether guide-dog users would provide 
the information we sought to answer our research ques-
tions. We decided ‘no’. A passionate discussion on that 
exclusion criterion circulated on an email list of blind peo-
ple. They rightfully pointed out that our recruitment was 
ableist and would benefit from perspectives of guide-dog 
users. I felt ashamed of my mistake, discussed it with the 
other researchers, and we eliminated that exclusion crite-
rion and apologized. I will never repay the guide-dog users 
who taught me, but these stories are not meant to disap-
pear discomfort; recognizing the complexity is an important 
first step. These experiences have been extremely valuable. 
The variety of work I have encountered, some certainly rel-
egated to me because I am disabled, for example, seeded 
my dissertation which points out the ironies of our field and 
extractive nature of our relationships with disabled peo-
ple when inclusion and accessibility fail to account for the 
(in)accessibility of our methods and cultures. 

What now? 
The vignettes illustrate a range of experiences we’ve had 
as disabled academics. In collating those, we often shared 
similarities across the conditions we embody and the liter-
ature we read. We created community in sharing our expe-
riences within the group of authors and hope to extend that 
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community beyond our group, reaching out to those who 
cannot be with us and those who are not yet. 

We could have told more stories. We could have told sto-
ries on the persistent violations of our physical boundaries, 
stories on our failure to be on equal footing with colleagues 
who hone their CV while we keep on putting in the addi-
tional labor organizing our very presence in the academy, 
stories on organizational structures more focused on a 
rhetoric of financial decisions that benefit nondisabled peo-
ple more than those which may help make participation 
more equitable and welcoming, stories on the ways non-
disabled mentors have tried to pit us against each other as 
the ‘good’ and the ‘bad’ crip14 and so many more stories 
on the sustained epistemic exploitations, often framed as a 
‘positive experience’ for non-disabled people. 

We could have told more stories. And yet, we also couldn’t. 
Some didn’t make it into this version of the paper. Because 
they felt too dangerous, rendered us too vulnerable, be-
came a place for personal torment and risked marginalising 
us further. Until the final submission, drafts changed drasti-
cally, and comments and email threads filled with questions 
and fear. Stories were deleted; stories were edited specifi-
cally to remove content we believed would further threaten 
our careers. Part of this paper are all the untold stories. 

We found that our marginalisation within academia not 
only requires us to be competitive within our respective 
fields, it ultimately requires more labour from us. Whereas 
most academics have the luxury of choosing whether they 
engage in activism, the privilege of their actions not be-
ing reflexively labeled as such, we have to continuously 
work additional hours to gain access to the events, pub-

14We use the term crip to “denote the desire to unsettle, to contest and 
challenge normalcy” [29, p.2]. 

lication venues, teaching support and opportunities for 
service work. We are tired and exhausted. And even in 
cases where we have done the work academically and 
have fought for our own access, we then still face regu-
lar ableism, such as that which increases the already high 
baseline precarity within the academic job market. 

All the while, when reading about our conditions, we are 
bombarded with dehumanising content within our field. We 
read work framing us as incapable, as burdens to others, 
as unlovable, as deficient. This comes paired with the prej-
udiced behaviour by our colleagues through physical intru-
sions, epistemic exploitations, implicit and explicit dismissal 
and belittled pain. On top of that, we find an utter disregard 
for passionate engagement [26, 53], where our perspec-
tives remain systematically silenced until we scream, upon 
which they are declared irrelevant due to lack of ‘civility’. 

As researchers researching our own condition exposes us 
to the painful realization of how knowledge about our con-
ditions is constructed within technological research. We 
feel stripped bare, made an argument for technical solu-
tions which reduce costs, as if our humanity is not sufficient 
to be considered worthy of life and love. In return, the per-
spectives of disabled people are actively erased in multiple 
ways: sometimes framed as ‘personal’ and ‘emotional’ and 
‘unscientific’, sometimes due to a privileging of “medical ex-
pert” knowledge and carer’s needs, sometimes in overt or 
subtle othering, sometimes in more tacit and fleeting ways. 
Research that fails to seek the perspectives of disabled 
people at all keeps being validated and published without 
a scrutiny towards ableist tendencies. Or, in other words, 
“the majority of academics do not consider disability to be 
part of their social conscience” [12, p32]. This epistemic 
violence, in terms of prioritising ableist ways of knowing 
and ableist research, leads to material consequences in 
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our acquired heightened suspicion towards non-disabled 
colleagues due to repeated intrusions, lack of time to in-
crease our research portfolio due to increased efforts made 
in gaining access for ourselves and others, as well as less 
security for our livelihood given the difficulties of disclosing 
disability in the highly competitive academic job market. 

What we ask is for nondisabled people to remove some of 
the questions and uncertainty from us and replace them 
with evidence that we are becoming your peers. For ex-
ample, assume disabled people will be present, will read, 
review, or even chair the committee your paper is assigned. 
When you want to introduce someone to your disabled col-
league ask why. Insure this person will come to the con-
versation prepared so the humanity of disabled people is 
not debated, and mundane disabled interactions are no 
longer a spectacle. When you are angry at your disabled 
colleagues, ask why. What are the histories and lived ex-
periences that might make a disabled person upset? Have 
you read at least three disabled people who wrote about 
the topic on their blogs, memoirs, podcasts and academic 
journals? When you are given accessibility requests and 
believe it is unreasonable, ask why believing someone’s 
request is unreasonable is easier than believing that per-
son is making an honest effort to articulate what they need 
to access a space, instead of asking them which accom-
modations they should live without. When you ask some-
one to give their time and talents, what is one, two, three 
things you will change to ensure that next time you need 
their help, they can teach you something new instead of 
repeating their diversity work. How many disabled people 
have you recruited as participants and how many disabled 
people are your friends? If the latter number is lower, what 
are you doing to even them out? Whereas this paper expli-
cates some ways how disabled identity is taken for granted 
(itself reductionist), we am still part of this harmful system. 

These all touch on aspects of our work that are very much 
in progress; they represent growth from our own mistakes 
and accountability mechanisms to hopefully help us prevent 
and quickly notice future mistakes. But these are the ex-
pectations given to students and as academics, we should 
be nurturing the lifelong student inside all of us. This is not 
about arguing for or condoning a notion of censorship, we 
ask those researching within this space to more actively re-
flect how they position their research within larger systemic 
factors (see also, [43]). And to acknowledge that we all can 
always do better. 

We are collectively committed to putting different works for-
ward, works that center the perspectives of disabled people 
(e.g., [27]), works that propose a position of pride against 
prejudice15, work that is oriented at dissolving the dispari-
ties between funding structures and the research questions 
that are relevant to disabled people [40]. In this, we’re not 
asking nicely for more charitable treatment, we’re demand-
ing to not be violated, epistemically or materially. Counter-
acting this epistemic injustice starts with questioning the 
disembodied and dispassionate ways we deem appropriate 
for knowledge production. One place where this might start 
is making more space for cripistemologies, “the production 
of knowledge about disability comes not only from being 
disabled but from being with and near disability, thinking 
through disabled sensations and situations, whether yours 
or your friend’s” [28, p141]. 
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Unfortunately, five years on after I wrote about 

SIGCHI’s mistreatment of disabled people within HCI, 

there remain many problems with the community 

failing to make reasonable accommodations and 

adjustments. It is not only SIGCHI, either, with the 

University system at large failing to adequately meet 

its obligations towards disabled students and 

academics. The concerns raised by the authors about 

failure to meet access needs and victimization for 

simply declaring a disability are well made and much 

to my frustration still need to be properly addressed. 

Their other complaints are entirely inappropriate. A 

natural consequence of the present circumstances is 

that the people who call themselves “disabled 

scholars” are wholly unrepresentative of disabled 

people. This group is skewed towards people who are 

not that affected by disability (relatively speaking) in 

their day-to-day lives, or have had the extra help that 

comes from a well-off family able to afford (often 

expensive) assistive technology. As science degrees 

are harder to make accommodations for, this group’s 

background is also skewed towards people who lack 

the required technical skills to actually make assistive 

technology. What’s more, there are entire groups of 

disabled people who are will never access university at 

all, let alone have an academic career. So, rather than 

being “epistemistic violence”, the simple truth is that 

our duty is to point out that ‘disabled scholars’ are 

unrepresentative of most disabled people and it would 

be wrong to give their opinions the special weight the 

authors “demand”. After all, whilst being a “disabled 

scholar” can be a rough ride, it’s certainly not life at 

the sharp end, especially when compared to the large 

number of disabled people being subject to “grave 

[and] systematic violations” of their human rights (see 

the UN report CRPD/C/15/R.2/Rev.1) due to their 

disability (and that’s just in the United Kingdom, one 

of the world’s wealthiest countries). 

Sadly, the authors are largely pursuing their own 

vested interests and narrow causes, as opposed those 

of disabled people at large. Rather than having the 

assistive technology community focus all their efforts 

on developing effective assistive technology, the 

authors “demand” (their word) this community spends 

its time doing what “[they] deem appropriate for 

knowledge production.” One thing they “demand” we 

stop doing is “dispassionate” analysis: they would like 

us to move away from making rational decisions based 

on evidence. They then propose we should adopt a 

bunch of ideas they have taken from Critical Disability 

Studies, which they fail to mention is literally a branch 

of postmodernism closely related to ‘grievance studies’ 

and designed to exclude people who disagree 

(especially people with certain types of disabilities) by 

using a memeplex of pompous jargon. Notably their 

demands for censorship are the exact opposite to what 

the human rights model of disability expects (and 

which disabled people’s organizations have actually 

signed up to), i.e. the free expression of ideas, 

including those which might offend (or even shock) a 

section of society. The authors strange “demands” are 

essentially based on pseudolaw and deserve the same 

weight as other fringe groups like the Church of the 

Ecumenical Redemption, i.e. none. 

Looking forwards, I hope that we can focus our efforts 

on what we are actually paid to do, namely producing 

effective assistive technology for people at the sharp 

end of being disabled, as opposed offering a cushty 

sinecure for the practice of postmodernism at the 

expense of helping disabled people at large. 
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Grounded in disability studies, this paper reflects on 

the lived experiences of disabled scholars within HCI. 

Particularly, noting the dominant trend of epistemic 

violence (rejection of one’s position as a producer of 

knowledge) and centering non-disabled ideals. 

Through a series of vignettes, the authors affirm that 

ableism and erasure is fundamental to the academy 

and not merely isolated incidents. Understanding the 

lived experiences of disabled scholars is imperative 

for critical HCI praxis. It is a first step towards 

dismantling ableist power structures. 

In this work, the authors reject academia’s epistemic 

violence and privileging of non-disabled, pathological, 

viewpoints when it comes to the lives and wellbeing 

of disabled people. The authors utilize a systematic 

approach, recognizing that we all live in a social 

system in which oppression is hegemonic. This view 

asserts that we have all involuntarily (or voluntarily) 

participated in such oppressive structures and are a 

part of the issue at large.  

The authors began by noting the state of living in an 

ontological dichotomy as both academics and 

“objects of inquiry.” I appreciated that the authors 

acknowledged white privilege and its relation to 

access. Given their “partial perspective,” the authors 

cite and highlight BIPOC disabled activists & 

academics.  

Reflecting on ACM transcripts, the “... violence, 
again” vignette discusses the deadly violence when 

technology designers choose to design for 
normativity. The vignette poses a set of questions on 
the implications of centering normativity for autism 
intervention in spite of the on-going violent  

outcomes. In essence, this vignette reminds me of 
Erevelles work (Erevelles, Nirmala. "Toward Justice 

as Ontology: Disability and the Question of (In) 
Dierence." Toward What Justice?. Routledge, 2018. 
77-110.) which claims that the targeted destruction 
of disabled and racialized bodies via discourses of 
“cure” and normativity marked them as 
unmournable. This large material consequences are 

undoubtedly reflected in the design of computing 
systems and especially those thought be “assistive.”  
 

Conceptually, the authors complicate how academia 

situates disabled people in research. In one hand, 

academia is fueled by imaginary perceptions of 

“doing good” because disabled people are 

represented as “burdens” to be fixed. On the other 

hand, the “…being a problem” vignette explores the 

Catch 22 around how only research that sets to solve 

a problem is seen as worthy and publishable which 

forces scholars to propagate and reproduce the deficit 

narrative of disability.  

I do not wish to further regurgitate their amazing and 

well-written vignettes. I thank the authors for their 

bravery and courage in writing this work. To end this 

commentary, I affirm the authors claim that “[p]art 

of this paper are all the untold stories.” Moving 

forward, I envision a coalition between marginalized 

academics who share the materiality of epistemic 

violence in HCI along the lines of race, gender, 

sexuality, disability and socioeconomic class. I am 

interested in learning and understanding what could 

solidarity look like within shared systems of 

oppression. 
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