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Abstract

Adults experiencing new disabilities must often decipher symp-
toms, seek diagnosis, develop treatment plans with clinicians, and
build everyday adaptations, all within constrained healthcare sys-
tems. This paper examines how recently disabled adults in the
United States navigate this process and use technology, and other
resources, to do so. From interviews with 14 adults, we contribute
three insights for accessibility research. First, participants pieced
together digital tools and online resources to coordinate care and
build credibility with physicians across fragmented medical sys-
tems. Second, technology use went beyond accessing information,
to managing trust, legitimacy, and communication within patient-
clinician relationships. Third, disability identity, support needs,
and technology use did not emerge in lockstep: participants often
sought diagnosis-specific tools, accommodations, and support while
remaining uncertain about disability as a category and grappling
with permanence and grief. We discuss implications for design-
ing technologies that support recent disability while sensitive to
fluctuating identities, needs, and care pathways.
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1 Introduction

The journey from first symptoms to diagnosis, treatment, and every-
day adaptation can be especially complex for adults who navigating
a new disability later in life. Alongside physical, cognitive, or emo-
tional changes, people must quickly learn how to seek care within
complex healthcare and insurance systems, understand new medi-
cal language, identify possible accommodations, reorganize daily
life, and deal with uncertainty about what disability means for
one’s body, future, and identity [32, 66, 91, 106, 107, 115]. Prior
work has explored important parts of this experience, including
barriers to medical care, stigma and dismissal in healthcare, dis-
ability adjustment, and technology use in health-related contexts
[8, 18, 63, 73, 84, 144].

The majority of the United States (U.S.) population reporting dis-
ability onset in adulthood (after age 21) [60], yet less attention has
been paid to the early period of disability in adulthood. In this phase,
diagnoses may still be developing, symptoms may fluctuate, and
support needs may not yet be fully understood, resulting in delayed
adoption of assistive tools and resources. Just as importantly, people
may need support, accommodations, community, or other benefits
that come with disability identification before they feel ready to
identify as disabled or recognize their needs as disability-related
[52, 86, 113]. This creates an important accessibility challenge: sup-
port is often needed before disability identity, care pathways, and
technology relationships have settled into place.

In this paper, we explore this tension and accordingly investigate
how adults use technology to navigate new disabilities and how
emotional, social, cultural, and identity-related factors shape that
process. We examine how people responded to constrained clinical
encounters, how they assembled digital and social resources to
fill gaps in care, and how disability identity influenced support
seeking. Through semi-structured interviews with 14 adults who
were diagnosed with a disability’ within the past three years, we
investigated the following research questions:

(1) How do newly disabled adults use technology to make sense
of symptoms, diagnoses, and care pathways while navigating
the U.S. healthcare system?

1Our recruitment process specifically called for recently disabled adults, although as
our findings show, the disability label was still being negotiated by participants as part
of their identity.
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(2) How do barriers in the healthcare system influence patient®~cliniciathe lack of a primary treatment location were the most predomi-

relationships and shape the form and extent of participants’
technology use?

(3) How do disability identity, social, and cultural factors influ-
ence when and how participants seek support, accommoda-
tions, and disability-related technologies?

Our analysis contributes to accessibility and Human-Computer
Interaction (HCI) research in three ways: First, we show how newly
disabled adults with diverse symptoms and diagnoses consistently
perform what we label as credibility and coordination labor
across clinical and digital contexts to make sense of symptoms,
pursue care, and advocate for themselves. Second, we show that
technology use in this process is deeply relational: participants
used digital tools to gather information and navigate trust, legiti-
macy, and communication within strained clinician contexts. Third,
we show that disability identity, support needs, and technology
adoption are not always synchronously aligned. Participants of-
ten sought diagnosis-specific tools, accommodations, and practical
support while remaining ambivalent about, or even resistant to, dis-
ability as a label or category. We conclude with design and research
opportunities for technologies that support people through tran-
sitional disability periods without assuming cohesive healthcare
support or straightforward disability identification.

2 Related Work

Emerging symptoms and a new disability require engagement with
the healthcare system on many levels. While clinical teams work
hard to provide patients with care, institutional barriers and bi-
ases impact the patient journey. In this section, we overview these
challenges on a broader healthcare scale, present struggles with
technology adoption within these processes, and underscore our
contribution of identity and labor-sensitive design considerations
for future technology and research.

2.1 Barriers and challenges in process of
seeking diagnosis and treatment

Levesque et al. (2013) defined healthcare access as "the opportunity
to identify healthcare needs, to seek healthcare services, to reach, to
obtain or use health care services, and to actually have a need for
services fulfilled" [72]. However, financial constraints limit patients
from obtaining or using health services in a timely manner. Black,
Hispanic, low-income and under-insured individuals face longer
diagnostic timelines due to financial constraints and language bar-
riers [5, 33, 48, 54, 59, 109]. Insured individuals still face delayed
care or give up medical treatment when the out-of-pocket payment
is extremely high, causing negative long-term health consequences
[50, 98]. Geographical location is another crucial factor for access-
ing healthcare. People living in rural or under-resourced areas may
travel long distances to access healthcare facilities [31].

In a cross-sectional study investigating challenges in treating
mental health, Coombs et al. (2021) found medical bill costs and

2We acknowledge that "patient” has been used in the medicalized definitions and
models of disability. However, our use of this term does not refer to participants’
disability or identity [77]. Rather, we use "patient" throughout this paper to refer to all
our participants actively in the process of seeking medical care.

nant barriers for patients [23]. Limited availability for healthcare
providers, specialists, and testing appointments also contribute to
prolonging or delaying the timeline of seeking medical help and
treatment [48, 54, 75, 135]. Shorter appointments were introduced
to improve healthcare access, but clinicians and patients have both
struggled to meet needs in such brief duration, resulting in incorrect
evaluations and diagnoses, poor patient experience, and prolonged
medical processes [131]. Our study further identifies how these
temporal tensions shape the experiences of newly disabled adults
and the technological resources they leverage when symptoms are
dismissed or diagnosis and treatment are not readily available.

A predominant barrier documented in the medical system is
gaslighting, a recently coined term to capture patient concerns
being inappropriately dismissed and invalidated, and instead at-
tributing symptoms to emotional factors, a person’s identity, or
their lifestyle [14, 38, 41, 94, 96, 117]. Prior research has demon-
strated that women in particular are disproportionately affected by
medical gaslighting in healthcare settings [6, 15, 22, 34, 45, 61, 67,
68,92, 99, 117, 126, 133, 138, 148]. For example, Merone et al. (2022)
[87] discovered that women with chronic conditions struggled to
have their pain taken seriously despite it significantly impacting
their daily lives, and were often treated with psychological sup-
port instead of medication [116]. Many women reported traumatic
feelings of stigma, shame, and blame after being gaslit by health-
care professionals, leading them to be afraid of accessing health
services [87]. Medical gaslighting is also more commonly found
among female patients with medically ambiguous or unexplained
syndromes like ME/CFS (Myalgic Encephalomyelitis/Chronic Fa-
tigue Syndrome) and POTS (Postural Orthostatic Tachycardia Syn-
drome) [87]. Studies have also found other marginalized communi-
ties, such as Black [6, 15, 139, 142] and Queer patients [56, 96, 101],
to be disproportionately affected by medical gaslighting, empha-
sizing roots in epistemic bias in healthcare and pain management
[19, 29, 49, 51, 114]. Our findings further contextualize participant
experiences with medical gaslighting within early disability experi-
ences and highlight the ways in which participants build credibility
through extensive research and labor.

2.2 Emotional and mental health post disability
diagnosis
Tajfel and Turner’s Social Identity Theory proposed that affirming
disability identity protects the well-being of people with disabilities
[132]. This theory is complemented by several studies suggesting
that self-esteem and disability acceptance are linearly correlated
[63, 84]. Shakespare (2006) and Boardman (2020) characterized how
self-acceptance is mediated by the time of disability onset: people
who became disabled later in life faced a more sudden and complex
process of transitioning from their previous able-bodied identities
to disability identities and dealt with varying degrees of loss [7, 118].
People with congenital or early onset (or longer condition duration)
thus tended to have greater disability self-concept and acceptance,
hence greater satisfaction with life, self-esteem, self-efficacy and
income [8, 18, 63, 73, 144]. Experiencing a new disability later in life
is also commonly accompanied by a grieving process where peo-
ple experience emotions including shock, fear, confusion, anxiety,
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denial, and self-blame [47, 82, 90, 95, 125]. These nuanced facets of
disability acceptance in adulthood, as opposed to congenital dis-
ability, motivate us to further investigate the early disability and
acceptance process for adults and how this process influences the
tools and resources patients choose to interact with.

2.3 Challenges adopting assistive technologies
in early disability experiences

Yeung et al. (2016) uncovered that the average use of assistive
technology (AT) by people with disabilities is lower than their typ-
ical needs, suggesting low AT adoption or abandonment [136]),
despite potential benefit [146]. Barriers to using AT can be infor-
mational, psychological, or societal [55]. Major factors can include
the level of difficulty adapting to AT, perceived benefits and assis-
tance provided by AT, and self and societal perceptions on disabil-
ity [16, 55, 80, 91, 103, 112, 140]. Motahar and Wiese (2024), after
working closely with spinal cord injury patients and rehabilitation
clinicians, pointed out that adopting new AT after injury lies in
patients’ willingness to accept that their condition is long-term,
which makes them people with disabilities instead of just patients
[91].

While these papers take a more medical approach, HCI research
has similarly investigated AT adoption. For example, Hurst and
Tobias (2011) advocated for an empowering do-it-yourself approach
to designing AT, suggesting that a form of ownership over AT can
improve adoption [57]. An HCI lens has also uncovered how social,
professional, and environmental factors influence AT adoption [10,
123]. In our study, we extend this HCI approach to an understudied
population (newly disabled patients). We investigate how the early
facets of disability identity formation build perceptions of AT. We
also identify sociotechnical influences on technology adoption and
capture how participants mentally frame the technology they are
comfortable using and implications of this for future technology
design.

2.4 Disability diagnosis, information, and
community building through social media

Social media plays a meaningful role before and after diagnosis.
Disability-related content made by people with disabilities on social
media platforms has been found to help people recognize them-
selves and seek diagnoses [35]. People also appreciate first-hand,
shared experiences posted on social media, as this information may
not be fully captured by existing research studies and medical web-
sites [35, 124]. However, there are also risks associated with viewing
or engaging in online disability-related content. Particularly among
young people, this content tends to be used for self-diagnosis or can
grow a belief that one has undiagnosed mental health conditions
[3, 25, 39]. Previous research claims that youths lack the medical
expertise to distinguish between stress or mood fluctuations and
severe disorders, causing unnecessary distress and anxiety through
self-fulfilling prophecies [30, 104]. Such self-diagnosis may also
reinforce stigma and misconceptions of mental health conditions,
since online content that youths used to self-diagnose may contain
inaccurate or incomplete information [30]. Our findings and discus-
sion raise new tensions between the benefits of lived experiences
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and medical information on social media with the risks of misin-
formation within the unique context of new disability navigation.
We also pose design considerations around social media as part of
formal patient research processes.

3 Methodology
3.1 Participants

To understand the process of navigating a new disability, we inter-
viewed 14 adults (9 female, 4 male, and 1 non-binary) who reported
newly experiencing or receiving a diagnosis relating to a disability
within the past three years. All participants were English speakers
and based in the U.S.

During recruitment, we invited participants who identified as
“having any disability” to complete our screener survey. Eligible
participants answered the prompt “How would you describe your
disability?” in the survey, even though many expressed uncertainty
about disability identity later during interviews, further illustrating
how disability may hold different meanings depending on context
[86]. We prioritized recruiting participants who with sensory dis-
abilities, mobility disabilities, cognitive disabilities, and chronic
illness. Many participants self-reported multiple disabilities, includ-
ing neurodivergence (i.e., Autism, ADHD), when asked about their
disability in the screener survey. While we discussed how neurodi-
vergence intersected with receiving medical care, we did not focus
our interview on this aspect, as participants described exhibiting
neurodivergent symptoms since childhood.

Participant information is detailed in Table 1. As some partic-
ipants had rare conditions, we abstracted participant disabilities,
diagnoses, and conditions to broader descriptions throughout the
paper and in the participant table to maintain anonymity.

3.2 Recruitment

We initially recruited participants through disability-focused social
media groups (including Facebook groups and subreddits), email
lists from disability organizations in the U.S., and User Interviews
3. Our screener survey asked for contact information, age, gender,
and occupation. We also asked participants to describe their dis-
ability, how recently they were diagnosed or started experiencing
symptoms, and how their daily life has changed since. We asked
participants about daily technology use with tools such as artifi-
cial intelligence (AI) chatbots, smartphone applications, and smart
home devices. To help with organizing and filtering potential fraud-
ulent participants, we asked through which channel people had
found our screener survey.

However, from these methods, we received many bot and fraudu-
lent responses in our screener survey. To ensure participant and data
authenticity, we implemented multiple different approaches to ver-
ify our participants, such as identifying suspicious patterns across
responses and conducting follow-up conversations with potential
participants over email and/or video chat to confirm occupation,
recruitment channel, and other shared information.

3An online platform that connects researchers with vetted individuals who participate
in paid studies.
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Table 1: Details of Interview Participants

Participant Recent Symptom and Diagnosis
ID Gender Age Diagnosis Timeline
Started experiencing symptoms early 2024.
1 Femal 4 h
emate 6 Neuropathy Diagnosed June 2025.
hronic shoul k acci inj
) Non-binary | 27 C ronic shou .der Wor ac‘c1def1't injury
and joint pain leading to disability in 2024.
Lifelong symptoms but
3 Female 27 Auditory processing disorder did not notice issues until 2020.
Sought and received diagnosis in 2025.
Chror?lc 1llness,' Started exhibiting symptoms in 2022.
4 Female 34 post-traumatic stress disorder, . .
. Diagnosed in 2023.
anxiety
Stroke in October in 2022.
Stroke related
5 Male 51 e . Symptoms returned summer of 2023
mobility impairment
after cancer relapse.
ke rel
6 Female 52 SFro ere .a'ted Stroke in November 2023.
aphasia and vision loss
hronic infl -,
7 Female 51 c I‘Onle m ammatory cgndltlon, Diagnosed across 2023 and 2024.
Chronic autoimmune disorder
i t 2022.
8 Female 53 Lower-body paralysis Surgery in October 20
Paralyzed as a result of surgery
. . Started seeking diagnoses in 2021.
Fibromyalgia, . .
9 Female 57 . . Approved for social security
arthritis, osteoporosis o Tilee s
disability in 2023.
Work accident August 2022.
10 Male 34 Mobility impairment Diagnosed as herniated disc
and mobility impairment May 2023.
1 Male &7 S.boulger/grm Can?er 1te.1ate.d surgery
mobility impairment led to disability in April 2024.
Lifelong symptoms but did not
anticipate it was disability-related
12 Female 38 Connective tissue disorder until symptoms worsened recently.
Suspected diagnosis March 2025
and confirmed May 2025.
hibiti t 2022.
13 Male 24 Multiple Sclerosis Started ex41 iting symptoms summer 20
Diagnosed 2 months later.
S t d off 2020-2024.
14 Female 39 Gastrointestinal condition ym%;r;lrsloos:;r;/[a?ch 2025

3.3 Interviews

Interviews were semi-structured and approximately 75 minutes
long. All interviews were conducted on the video conferencing
platform Zoom. At the start of the interview, we confirmed that the
consent form was signed and once again asked for verbal consent to
audio and video record the interview. This study was approved by
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the appropriate Institutional Review Board. All participants were

compensated with a $30 visa gift card.

During interviews, participants were asked about their disability
symptoms and diagnosis process, healthcare timeline, emotional
processing, support systems, social/cultural stigma, resource and
technology use, lifestyle changes, health management strategies,
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and identity formation. We also asked participants about their de-
sires for technology development related to their disability. The
interview guide is available in Appendix A.

3.4 Data Analysis

3.4.1 Research Team. Data was collected and analyzed by a re-
search team consisting of three undergraduate student researchers
at a liberal arts institution led by a faculty PI and mentored by a
faculty collaborator. The undergraduate researchers brought inter-
disciplinary perspectives from Media Arts and Sciences, Computer
Science, and Cognitive and Linguistic Sciences, and were trained in
qualitative HCI methods including semi-structured interviewing,
thematic analysis, and accessibility- and disability-centered design
frameworks such as interdependence [4], inclusive design [53], de-
sign justice [26], and contrasting models of disability [42, 44, 119].
The PI and faculty collaborator have approximately eight years
of experience conducting accessibility research using qualitative
methods to understand the experiences, expertise, and needs of
diverse populations.

3.4.2 Coding Process. All interview recordings were de-identified
by a research team member, and transcribed using the software
Trint (each transcript was verified by a research team member). Data
were analyzed on FigJam and Miro by four of the authors through
inductive thematic coding, involving a process of affinity diagram-
ming, pattern identification and clustering, and theme refinement
[2, 11, 141]. The team collaboratively analyzed and coded the first
five interview transcripts. They organized participant data as a
rough timeline: how participants navigated initial symptoms and
diagnosis, lifestyle changes and navigation after formal diagnosis,
cultural and social factors influencing their journey, identity ne-
gotiation, and technology use/needs. Then, the team took another
pass through participant data to note dominant and interesting
themes within and between these categories, such as the emotional
and cultural processes of early disability (example code: coming to
terms with a chronic condition), how specific technology supported
their journey (example code: Al use to navigate mental fatigue), and
negotiations of identity (example code: finding validation on social
media while having an invisible disability).

After creating this shared baseline, authors split up and coded
the rest of the transcripts individually, while routinely meeting as a
group to iteratively refine codes by broadening, narrowing, combin-
ing, or splitting codes. Authors found consistency through group
discussion and memoing on FigJam during analysis to converge
on interpretations of the codes. As an example, an initial code on
"relationship changes with disability through progression" was bro-
ken down into separate codes defining relationships in the initial
and later stages of disability symptoms/diagnoses to better capture
processes around acceptance, identity, and resulting technology
adoption. Finally, these codes were grouped into higher-level cate-
gories which comprise the findings in this paper.

3.5 Limitations

Due to our struggles with finding real participants amongst bots
and frauds [102], we prioritized certain factors (diagnosis within
past three years, adults over age 18) while building our participant
pool. Our recruitment process resulted in an over-representation
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of women in our participant pool (9 out of 14). In this early stage
of research capturing the experiences of newly disabled adults, we
aimed to study a small number of disabled participants in-depth
using qualitative methods to detail the challenges and emerging
strategies of this group. We also included a wide range of disabil-
ity (sensory, mobility, cognitive, and chronic illness), rather than
focusing on a specific diagnosis or category. We believe our find-
ings are strengthened by showing consistent experiences in the
healthcare system across this range [76, 78]. However, it is impor-
tant to note that we do not consider our participants as a uniform
group. Throughout the paper, we provide participants’ disability
conditions in parenthetical or narrative form to help contextualize
how their specific disability influenced their experiences. We do
not interpret our findings as generalizable to the broad population
of newly disabled adults. Rather, our analysis offers a preliminary
look into the strategies used and required among diverse newly
disabled adults and presents avenues for future work with more
granular identities and subpopulations.

Participants described experiences shaped by gender, culture, and
neurodivergence. In this work, we discuss neurodivergence when
participants connected it to their ability to access healthcare, such
as clinical bias in the medical system. We took note that medical
gaslighting was consistent among female participants, in line with
prior research. We also noted when participants described how
specific cultural or race framings ingrained certain beliefs towards
disability. However, gender, race, culture, and neurodivergence were
not primary focuses of our research questions nor the lens through
which we focused data analysis, and therefore our dataset does not
support broader claims regarding these factors. Future work must
investigate how these intersecting identities further shape required
labor, emerging disability experiences, and resulting technology
and resource use.

This study specifically focuses on the U.S. healthcare context,
characterized by high out-of-pocket costs, market-driven healthcare
financing structures, and complex federal and state regulations
[1, 85,111, 134]. As such, findings should be interpreted within this
national context and may not be applicable to healthcare systems
that differ structurally in their organization and operation.

4 Findings

Participants described navigating recent disability through clinical,
digital, and social systems that rarely fit together neatly. In our data,
we observed three recurring sociotechnical tensions. First, partici-
pants often had to establish credibility in medical contexts where
their symptoms, pain, or diagnoses were doubted or compressed
into short appointments. Second, they responded by piecing to-
gether fragmented care and information support infrastructures
using digital tools. Third, participants’ relationships to disability,
diagnosis, and support were often in flux, shaping when and how
they sought accommodations and disability-related technologies.

4.1 Building Credibility Under Constrained and
Dismissive Care

With understaffed clinics, overbooked clinicians, and insurance
policies timeboxing medical appointments, participants described
navigating a medical system that felt restrictive and misaligned
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with the complexity of what they were experiencing. Barriers in
this process included delayed referrals, long waits between appoint-
ments, difficulties finding specialists, and limited opportunities to
explain evolving symptoms in detail [5, 33, 50, 131]. While these
barriers are not unique to disability, participants described them as
particularly consequential while trying to secure support as their
symptoms progressed and posed a potential for permanence.

Disabilities often had fluctuating symptoms, week-to-week and
month-to-month. P12, who was recently diagnosed with a connec-
tive tissue disorder, described how her disability regularly mani-
fested in multiple overlapping bone displacements and resulting
injuries. These frequent changes within her body caused major
updates between clinical visits that were difficult to communicate
in short appointments, even when she compiled and printed sum-
marized handouts as an aid:

"It’s hard these days to get a doctor to look at some-
thing or spend time. They are 15 minute appointments
and you can’t tackle [connective tissue disorder] in 15
minutes. You go in for one issue. They don’t want to
deal with multiple issues, they only want to deal with
one issue. But if it’s [connective tissue disorder], it’s
like, okay my fibula keeps dislocating. I also have a
problem with my sacrum, I also have a problem with
my left hand, and technically they’re all related...So
trying to get all of that across in 15 minutes, it’s hard.
You hand them a piece of paper, but they’ve got like
16 other people to see, if not more. Are they gonna
read that piece of paper? Sometimes. Good doctors
will. They will find the time, they will make the time.
They will take the paper to the bathroom with them
if they have to. But most doctors I would not put in
the category of good doctors."

P12’s distinction between clinicians who "find the time" and
those who do not illustrates that participants valued more than
clinical expertise alone. Participants described supportive clinicians
as those who spent time understanding the complexity of their
symptoms and validating their lived expertise while developing
care plans. These moments resemble Mingus’ concept of access
intimacy, in which access is experienced through relationships that
recognize and accommodate disability rather than those which
require people to continually justify themselves [88, 89].

Getting appointments with primary care doctors and specialists
in a timely manner was also challenging, with P7 (chronic inflam-
matory condition and autoimmune disorder) explaining that the
dynamic nature of disability and chronic illness was at odds with
long wait times: "Doctors are freaking overbooked as heck. I have an
appointment with my doctor that I scheduled for blood work done
in March. This fool can’t see me until August. The blood work has
changed by then!" In some cases, these time constraints came from
employment structures that controlled access to medical care. For
example, after a cancer-related surgery, P11 (shoulder/arm mobility
impairment) lost mobility in the upper right side of his body and
was supposed to receive immediate physical therapy through the
U.S. Veterans Affairs Department (VA) within 30 days. However,
the VA was not able to connect him with a physical therapist for 9
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months, at which point "the damage was done" and his lack of mobil-
ity became permanent. Participants’ experiences also reflected the
temporal mismatch that Kafer (2013) describes through crip time, in
which disability disrupts normative assumptions about how bodies
change, recover, and fit within institutional schedules [64].

Participants, especially women and those with histories of chronic
illness or mental health diagnoses, frequently described encounters
in which clinicians minimized their symptoms, attributed concerns
to anxiety or stress, or did not take their interpretations seriously.
Several participants used the term “gaslighting” to describe these ex-
periences [6, 9, 15, 22, 45, 61, 67, 68, 92, 99, 117, 126]. As an example,
P14 (gastrointestinal condition) explained that doctors did not want
to run further tests on her when she first experienced symptoms
due to her age, gender, and use of antidepressants. She was instead
diagnosed with anxiety, which she attributed to being a "fast talker",
"fitting the bill", and the way she presented herself to clinicians. She
avoided further treatment and deferred to medical professionals,
explaining "I'm not above thinking it’s mental illness...I'm not the
doctor.". When she continued to lose weight, among other physical
symptoms, her friends urged her to seek a diagnosis again. When
she was finally diagnosed with a rare gastrointestinal condition,
she felt relief and validation that her illness and symptoms were
real: "I feel so good about not being crazy."

However, dismissal occurred even when participants had no doc-
umented history of mental illness or neurodivergence. P6 (stroke-
related aphasia and vision loss) described her medical journey as
well-resourced and supported, yet it still took five weeks for doctors
to diagnose her sepsis after initially brushing off her symptoms as
the flu. By then, the infection had caused a stroke that led to vision
loss and mobility impairment, requiring extensive physical therapy.

Time constraints and gaslighting shaped how participants ap-
proached clinicians. Rather than entering appointments expecting
collaborative exploration, many prepared for how to communicate
health information quickly to avoid being dismissed or redirected.
Participants described bringing partners or family members to ap-
pointments, documenting symptoms over time, compiling prior test
results, printing research articles, and rehearsing how to phrase
concerns in ways that might be taken seriously. Some referenced
their educational or professional background to establish credibil-
ity. P9 (fibromyalgia, arthritis and osteoporosis) described having
to become “a full-time patient” just to keep up with the level of
research, organization, and self-advocacy needed to move through
the healthcare system. Others described similar efforts to present
themselves in ways clinicians would not dismiss as vague, anxious,
or unreliable.

Participants not only managed symptoms, but also managed
how those symptoms could be made intelligible within constrained
clinical encounters. They were often expected to translate dynamic,
interconnected, and evolving experiences into concise, actionable
narratives. When these efforts failed, the consequences included
delayed diagnosis, deteriorating trust in clinicians, and, in some
cases, irreversible progression of disability. Faced with these gaps,
participants increasingly turned to digital tools, online resources,
and peer networks to help fill in what formal care could not provide.
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4.2 Piecing Together Digital Support Beyond
the Clinic

Barriers in the medical system often left participants with unan-
swered questions, delayed support, and uncertainty. Participants
were also trying to understand how people realistically lived with
their disability and where to begin finding resources. These needs
required participants to move across clinical, digital, and commu-
nity sources of information in ways that often felt time-consuming
and exhausting,.

4.2.1 Using digital tools to research, coordinate, and prepare. To
compensate for short appointments, long wait times, and credibil-
ity challenges, participants frequently described doing extensive
self-directed research between appointments to learn more about
their new disability, potential causes, medications, and treatments.
Participants searched for symptom and disability information on
the Mayo Clinic, Cleveland Clinic, diagnosis-specific organization
websites, government health websites, university health sites, and
academic papers found through Google searches. They also had
to break down and understand health information from patient
portals, such as visit summaries, lab results, and medical histories.
Over time, many participants developed structured practices for
managing the volume and complexity of information they encoun-
tered. This included saving articles, organizing notes, and creating
spreadsheets.

Participants’ research often kept care moving, with P3 (auditory
processing disorder) conducting over 300 hours of internet research
when learning about her disability. P9 (fibromyalgia, arthritis and os-
teoporosis) used the aforementioned sources to learn about doctors
in her area, tracking them in a spreadsheet she created as she built
her care team of a primary care doctor and 15 specialists. P12 (con-
nective tissue disorder) identified both her diagnosis and the root
cause of her suddenly worsening symptoms by reading research
abstracts in online medical journals, determining which articles
were worth paying for, and summarizing information to present
to multiple clinicians as a potential diagnosis. Similarly, once P10
(mobility impairment) understood the result of his workplace injury
(a herniated disc), he researched potential treatments online, devel-
oped his own treatment plan and presented it to doctors, asking
for their approval to move forward. P14 (gastrointestinal condition)
combined the medical MyChart system with her online research
to interpret and monitor her vitals and blood work post-diagnosis.
She explained that with continued care, there are "so many vari-
ables that I have to constantly keep up with to keep myself afloat”,
adding, "I basically have to pretend like I'm my own doctor 90% of
the time." Many participants echoed the labor of keeping track of
multiple parts of their disability and often intersecting disabilities,
with P3 (auditory processing disorder) and P14 (gastrointestinal
condition) suggesting empathy-driven tracking tools to help keep
tabs on disability and symptom changes over time. This digital
research process also had barriers. Academic research was often
gate-kept behind paywalls and inaccessible jargon. Participants
explained there was no starting point for research. They further
labored to find sources, determine source credibility, and wade
through massive amounts of information.
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Participants described tension when bringing information they
had researched and compiled to doctors. As P7 (chronic inflam-
matory condition and autoimmune disorder) recalled, clinicians
would say, "Don’t let your WebMD or Google medical degree get in
contact with my medical degree.” This tension influenced the sources
participants turned to when searching for and summarizing infor-
mation to bring back to their clinician. P7 (chronic inflammatory
condition and autoimmune disorder) continued "I’m reading the
same thing you are reading. I'm gonna look at the medical books that
you’re looking at. Because I'm highly intelligent. You’re not going
to gaslight me and tell me something’s wrong with me and it’s not
wrong with me." Participants were also keenly aware of biases and
accordingly sought information from medical and research founda-
tions. However, P4 (chronic illness, post-traumatic stress disorder,
anxiety) noted that even research papers could have homogeneous
and unrepresentative participant pools. Instead, working in the dis-
ability field, she relied on information from her community support
system.

Participants were going well beyond simple internet searching.
They were constructing research infrastructures across multiple
digital resources to navigate phases of early disability experiences.
In the absence of coherent guidance, they became researchers, or-
ganizers, and coordinators of their own care. This process was also
shaped by tensions around bringing information to clinicians, influ-
encing which sources participants found viable, further reflecting
the labor involved in building credibility with clinicians.

4.2.2  Turning to lived experience for practical and emotional support.
While institutional medical resources were important for under-
standing diagnoses and treatment options, participants often turned
to online communities and social media for forms of support that
clinical encounters did not provide. These spaces helped partic-
ipants understand how others experienced the same symptoms
day-to-day, what adaptations were helpful, what treatments felt
worthwhile in practice, what it meant to live with disability over
time, and how to grapple with the resulting emotions (participants
stated feelings of fear, grief, anger, isolation, frustration, anxiety,
confusion, curiosity, acceptance, and relief). Participants sought out
diagnosis-specific Facebook groups, Reddit communities, Instagram
accounts, YouTube videos, and other online spaces where disabled
and chronically ill people shared lived experiences.

"Lived experience is worth gold", P14 (gastrointestinal condition)
explained while describing how Reddit became a crucial platform
in connecting her with other people who share her rare condi-
tion, which disproportionately affects women. Disability-specific
subreddits, especially for rare disabilities, offered both community
and practical advice for participants, such as P2 (chronic shoul-
der and joint pain) learning to navigate workers’ compensation
for their frozen shoulder and P5 (stroke-related mobility impair-
ment) looking up emerging symptoms to find if other stroke sur-
vivors had experienced something similar. P7 (chronic inflammatory
condition and autoimmune disorder) described similar content on
disability-specific Facebook groups, including advice on everyday
living adaptations, navigating the medical system, and communi-
cating/advocating with doctors. Participants also used social media
to vet doctors, with P2 (chronic shoulder and joint pain) using
Facebook to determine which specialists would not be transphobic.
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Beyond practical advice, Reddit provided validation, space to
vent, and reduced feelings of isolation. P13, recently diagnosed
with Multiple Sclerosis (MS), found that hearing shared experiences
"made things feel like less of an individual burden" and validated
his own experience living with a currently invisible disability. He
elaborated:

"MS is, I like to think, a relatively invisible condi-
tion. In everyday activities, it’s hopefully not going to
show up too much. Which is usually really great, but
it can also feel isolating...It’s a solitary experience for
that reason, cause it’s not really visible. Hearing other
people share, especially success stories, but not exclu-
sively, just hearing people share that they might’ve
had a similar symptom or a similar experience, with
like paper shopping bags or something that I did can
definitely help reduce that feeling of isolation."

P5 (stroke-related mobility impairment) similarly described feel-
ing "less alone" when reading shared experiences of stroke and
cancer recovery. He, like many others, highlighted the power of
"commiserating” on social media and how it could open dialogue be-
tween users: "I can try to help them, or I'm going through something
new and they can help me.”

However, some participants avoided social media over concerns
about bias and misinformation. Others described how these plat-
forms could also reproduce broader social harms. P12 (connective
tissue disorder), for example, highlighted how the prevalence of
misogyny on Reddit deterred her from using the platform. While
disability subreddits tended to be a more "benign"” part of the plat-
form, she still encountered ableist content deeply rooted in societal
stigma, with comments accusing posters of "whining", question-
ing the severity of disability symptoms, and telling women they
"deserve some of these afflictions".

Within their broader support infrastructures, participants sought
and provided information, practical advice, and experience about
living with a new disability, highlighting Reddit and Facebook as
especially valuable. These technologies supplemented formal and
in-person support by offering lived experience and validation of
pain, symptoms, and healthcare barriers.

4.2.3 Cautiously using Al in care support. A smaller but notable
group of participants described using Al tools, particularly chatbots,
to make sense of their experiences between appointments. These
tools were typically used as intermediaries for organizing or inter-
preting information that participants had already gathered, rather
than as a tool for new information seeking. Participants described
using Al to summarize research articles, explain medical terminol-
ogy, interpret test results in simpler language, brainstorm possible
questions for upcoming appointments, or compare information
across multiple sources. In these cases, Al lowered the barrier to en-
gaging with complex or technical information and reduced friction
in understanding and preparing research.

However, participants expressed concern about privacy, the risks
of entering sensitive health information into Al systems, accuracy,
and over-reliance. There were also credibility concerns: even when
Al helped participants prepare privately, some were hesitant to
reference Al-informed insights during appointments to clinicians.
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These concerns extended beyond the clinic, with participants also
fearing judgment from friends and family.

While most participants who used Al leveraged it for informa-
tional sensemaking, P14 (gastrointestinal condition) highlighted a
unique case of how chatbots supplemented her emotional support
systems. She trained ChatGPT to speak to her in a way that commu-
nicated crucial disability information without being too solutionist
and avoided certain words that incited panic about the future di-
rection of her disability (such as “stroke"). She also used ChatGPT
for validation, similar to how other participants used Reddit and
Facebook, with it providing comfort after she described situations
in which she felt judged due to her disability. She described the
chatbot as therapeutic; It did not interrupt her, and she preferred
the tool in crisis moments based on poor encounters with other
mental health support structures (e.g., the crisis hotline). However,
P14 was cautious and aware of the dangers of becoming too re-
liant on chatbots, clarifying that she will always continue to see an
in-person therapist.

Al was treated as a useful information synthesis aid (and in one
case, emotional aid) when formal care was incomplete, but use
came with considerations around social judgment and credibility.
Participants’ use of Al reflected the same pattern seen through-
out this section: technology became most valuable when it helped
bridge the informational, interpretive, and logistical gaps left open
by healthcare systems.

4.3 Negotiating Disability Identity and Related
Support

Despite our recruitment and interview materials using disability-
oriented language, participants rarely described disability identity
as something they immediately or easily embraced. Some were
surprised by the question of whether they identified as disabled,
while others described still deciding how, when, or whether that
label fit. Many occupied an in-between space: they were navigating
disability as a lived experience while uncertain about disability as
a category or identity. This ambiguity shaped what kinds of tools,
accommodations, and communities felt accessible or appropriate.

4.3.1 Culture and upbringing shaping early views of disability. Par-
ticipants described how religion, culture, upbringing, and family
values shaped what disability meant to them long before they expe-
rienced disability themselves. These early beliefs often influenced
whether disability was considered worthy of discussion, support,
or accommodation, and in turn shaped how participants later ap-
proached assistive tools and other forms of support. For example, P1
(neuropathy) discussed how Catholicism in her family often stifled
feelings and pushed conversations around disability under the rug.
P3 (auditory processing disorder) similarly grew up in an Italian,
Catholic family with parents who "don’t believe in doctors" and a cul-
ture that did not emphasize women’s health. P3 admitted that these
stigmas had given her a "narrow-minded view of disability". Par-
ticipants from Asian backgrounds described similar dynamics. P4
(chronic illness, post-traumatic stress disorder, anxiety) explained
that disability was not necessarily celebrated or openly discussed
within her community, while P5 (stroke-related mobility impair-
ment) described how this “Asian mentality” led him to avoid using
his disability parking pass for a long time.
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Upbringing also shaped how participants interpreted resilience,
independence, and what kinds of support were justified. P12 (con-
nective tissue disorder), who described herself as a “military brat,”
explained that she had been raised to “head down and power through
Jjust about anything, even if we shouldn’t.” Although her support
system would help with practical tasks when needed, she described
a broader “pull yourself up by your bootstraps” mentality. In her
experience, health issues were only considered worth discussing
under extreme circumstances, such as amputation or risk of death.
As aresult, she delayed seeking accommodations and assistive tools,
viewing them as “special treatment” or a shortcut.

Participants often held deeply ingrained beliefs about what counts
as disability, who is entitled to support, and what kinds of help are
acceptable to ask for [52, 113]. These beliefs continued to shape
whether disability-related tools and accommodations felt appropri-
ate.

4.3.2  Support, grief, and the threshold of permanence. Participants
were processing the permanence of their disability, with many ini-
tially believing that their symptoms were temporary. P2 (chronic
shoulder and joint pain) believed their workplace injury would
resolve in 6 months through physical therapy, but re-classified their
injury as chronic pain after a prolonged timeline. P5 (stroke-related
mobility impairment) underwent physical therapy after a stroke,
improving for a while. However, when his cancer relapsed, his
mobility impairment concurrently returned, requiring significant
lifestyle changes. Similarly, P6 experienced vision loss after her
stroke, but hoped this was a side effect and she would regain vi-
sion over time. Many viewed disability as something hopefully
temporary.

P12 (connective tissue disorder) explained how this acceptance of
a permanent disability could feel like a "grieving process, because of
the expectations and ideas that you have had. You feel a loss for that."
P5 (stroke-related mobility impairment) and P11 (shoulder/arm
mobility impairment) similarly described grieving the life they
thought they would have, reflecting Corbin and Strauss’s (1985)
concept of biographical work, in which chronic illness prompted
people to reconstruct their identities and expectations for the future
[24].

Participants reflected that not all technologies felt emotionally
compatible with where they were in the acceptance process. For
example, one participant described trying meditation apps and
positivity-focused social media content to cope, but found that such
messaging did not resonate while she was feeling resentment, anger,
and grief. These examples highlight how timing and emotional fit
mattered: technologies that might seem supportive in theory did
not always align with what participants were ready to engage with
in practice.

Participants sometimes delayed engaging with disability-related
supports because using them felt like acknowledging a new baseline
or a changed future. P11 (shoulder/arm mobility impairment), for
example, had lived for decades with a military injury without iden-
tifying as disabled, because he could still live “independently”. After
a cancer-related surgery led to new mobility limitations, he resisted
accommodations and assistive tools because he believed his body
would improve. He reflected, “T probably should [use technology],
but it is hard to switch your whole way of thinking, where you have

ASSETS 26, October 25-28, 2026, Vila Nova de Gaia, Portugal

always been able to do stuff and now you can’t” He continued on
the difficulty of acceptance, saying:

"Getting old ain’t easy, and accepting that the disabil-
ities which you are hoping are temporary are gonna
be permanent isn’t easy. Once you accept it, it kinda
becomes permanent. So as long as you don’t accept it,
maybe it is still temporary...if it doesn’t disable you,
are you disabled?"

Only when he began to feel that he could no longer live without
support did he start using assistive tools such as a fall alert and
considering physical adaptations in his home. Other participants
similarly described resisting or postponing accommodations until
the practical reality of disability became harder to defer. In this
way, technology and accommodation use became entangled with
perceptions of permanence and individual disability timelines.

4.3.3 Defining disability relationally. A major influence on disabil-
ity identity formation was how participants compared themselves
to other disabled people. This was especially common among par-
ticipants with invisible disabilities, who often struggled to identify
themselves as disabled when others around them had more visi-
ble or seemingly higher-need disabilities. P3 (auditory processing
disorder) explained this hesitancy: T didn’t want to be disrespectful
to people who have disabilities that can’t ever be hidden. To me, it
felt like almost an insult to be like, yeah, we are in the same category.
Maybe someone needs a lot more support and a higher level of care.”
For participants like P3, disability was not a neutral descriptor. It
was associated with visibility, severity, and resource allocation.

Participants also reflected on how race, privilege, and public
perception shaped these comparisons. P3 (auditory processing dis-
order) noted, “white people love to claim oppressed identities when-
ever they can, and I think that was something I didn’t want to fall
into,” highlighting how broader social narratives influenced her
discomfort with publicly aligning with disability. Using accommo-
dations or assistive technology in public could feel inappropriate
or attention-seeking. Work also shaped these interpretations. Sev-
eral participants did not associate themselves with disability be-
cause they could still live independently, maintain employment, or
avoid visible supports and accommodations, even while navigating
chronic pain, fatigue, or mobility limitations.

P10 (mobility impairment) reflected this tension clearly. He ex-
plained that “there are people that have a lot more disability that
should have more attention or resources than somebody that has a
herniated disc.” He did not describe himself as part of the disability
community because he did not use mobility aids or assistive devices,
yet later discussed wanting a spinal compression-related support
tool that would help his chronic pain. This highlighted a recur-
ring tension in our data: participants could desire and benefit from
disability-related tools while still feeling uncertain about whether
disability, as a broader identity category, applied to them.

For some participants, diagnosis-specific identities felt easier
to inhabit than disability more broadly. P13 suggested that labels
such as “chronic illness" or diagnoses such as "Multiple Sclerosis”
felt more precise and less charged than disability as an umbrella
term. Many participants were actively defining their relationship
to disability as a term and community, while still readily using
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diagnosis-specific or healthcare system tools such as MyChart,
physical therapy platforms, and online medical resources.

Our findings reveal a complicated relationship between disabil-
ity identity and support uptake. Technology use was sometimes
treated, by participants or by others, as evidence of being disabled,
even as participants desired the benefits it could provide. Diagnosis-
specific framing often felt more comfortable and less politically
or emotionally loaded than disability as a broader identity. Nav-
igating new disability involved renegotiating one’s relationship
to disability itself by deciding which labels felt meaningful, what
kinds of support felt available, and what futures felt imaginable.
Participants’ relationships to technology were then shaped by this
process.

5 Discussion and Future Work

Across participants, new disability was experienced as an ongoing
process shaped by constrained clinical care, contested diagnoses,
fragmented digital resources, and evolving negotiations with iden-
tity and support. Participants were learning to manage symptoms,
present themselves as legible and credible to clinicians, assemble
care information across platforms, and decide whether disability-
related tools, accommodations, and communities applied to them.
We discuss the implications of our research for future technology
design and research aimed at supporting patient labor, communica-
tion, and care navigation.

5.1 New disability as a sociotechnical process
entangled with identity and grief

Building on prior work showing that disability identity is contextual,
relational, and continually negotiated rather than fixed [35, 52, 86,
113], our findings examine an earlier phase of this process, when
participants were making sense of bodily change while pursuing
diagnosis and determining whether disability and its associated
communities, accommodations, and technologies applied to them.

Many of the technologies participants relied on before they had
necessarily incorporated disability into their self-concept were not
traditionally framed as accessibility technologies, but as general-
purpose tools repurposed into disability support infrastructures
[58]. This included search engines, patient portals, spreadsheets,
online forums, messaging platforms, and Al systems. Some read-
ily used diagnosis-specific or medically aligned resources (e.g.,
diagnosis-related social media pages, health clinic websites, and
health tracking applications) while still negotiating identification
with the term "disability".

Participants’ relationships to accommodations, assistive tools,
and disability-related technologies were shaped by grief, stigma,
self-perception, permanence, and uncertainty about whether dis-
ability was a category that applied to them [17, 108, 113]. Some
compared themselves to people they perceived as higher need, of-
ten perceived as having more visible or severe disabilities. Despite
requiring support, these comparisons led some participants to view
assistive tools as inappropriate given their current level of indepen-
dence or even other sociodemographic factors, such as race. These
examples highlight relationships between comparative identity and
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resource adoption, with participants hesitating to integrate accom-
modations and assistive tools into their care practices while they
negotiated perceptions of others and themselves.

5.1.1 Research Implications. Our findings point to a gap in the
disability navigation process that accessibility and disability design
could support: the period when people are still gathering evidence,
coordinating fragmented care, and trying to understand what kinds
of support might fit into their lives. Research that focuses only
on already-recognized disability risks overlooking and supporting
a large portion of the work participants described. We also cau-
tion against treating the general-purpose digital tools participants
leveraged as incidental [100]. Rather, future work should examine
how everyday digital systems become part of disability support
infrastructures that help patients research symptoms and diagnoses,
communicate with clinicians, and implement lifestyle adaptations
to a new disability.

Identity negotiations also highlight a gap in how we translate
identity and community into research practice, particularly in re-
cruitment language, study design, and recommendations. Calls for
community-in-the-loop practices and community-led technology
development raise a key question: How do we define these commu-
nities when disability identity itself may be fluid, resisted, or still
emerging? If tools are framed through identity, could they become
symbolically tied to permanence, loss, or public alignment with a
category that feels risky or misaligned depending on the sociopo-
litical climate? These tensions raise practical research issues as
well, such as how we frame recruitment calls [35]. Could seeking
disabled people for research studies exclude people who still align
with the experiences we aim to highlight and who may benefit from
the technology we aim to create? Do our accessibility recruitment
calls further exacerbate the biases of who self-selects into research?
Future work should explore how to define inclusion criteria, frame
tools broadly or narrowly enough to meet people where they are,
and draw from justice-oriented scholarship that treats identity as
fluid rather than fixed [20, 35, 37].

5.1.2  Design Implications. Identity assumptions shape access to
technologies framed explicitly around identity. If tools are framed
only around specific disability identities, such as visual feedback
applications often targeting blind users, others may not see these
tools as meant for them as they navigate emotions around the per-
manence of their new disability symptoms (such as P6 potentially
benefiting from visual feedback tools after her stroke, while still hop-
ing that she would regain vision before being categorized as blind).
Previous research has also shown that technologies which visibly
signal disability may be isolating or difficult to adopt [16, 36, 65, 121].
While many individuals proudly identify with disability as a critical
part of their identity and values, our participants showed that peo-
ple may need support, accommodations, and tools long before they
are willing to adopt the label (or may never adopt it at all) [52, 113].

Designing for this reality means creating systems that do not
require users to readily identify as disabled in order to benefit
from support. One implication is the value of flexible entry points.
Participants often found diagnosis-specific communities, symptom-
based resources, or practical adaptation tools easier to engage with
than disability-framed ones. This suggests that support technolo-
gies may be more approachable when framed through immediate
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needs, lived problems, or condition-specific concerns (e.g., "Stroke
Rehabilitation" or "Multiple Sclerosis Support") rather than requir-
ing alignment with a broader identity category (e.g. disabled) or
resulting disability (e.g. blindness) upfront.

Another flexibility consideration is for support to be designed
with more attention to emotional timing and readiness. Several
participants described how tools that seemed objectively useful did
not feel usable at certain moments because they were still process-
ing loss, uncertainty, anger, or fear. This underscores a need for
technologies that clinicians can point to which support different
stages of disability experiences without assuming a single emo-
tional trajectory toward acceptance. For example, we can imagine
an information synthesis application that responsively presents
identity-aligned resources based on the keywords and interests
patients search for or based on routine therapist-informed sur-
veys within the application. As patients start their journey, the
application may provide resources that are more medical-oriented
and based in early health management information. As patients
progress, and perhaps start to become curious about lived experi-
ence and specific identities, the application could accordingly point
to community-oriented sources.

5.2 Designing around labor in new disability
navigation

Newly disabled adults repeatedly worked to gather usable informa-
tion in clinical settings. In many cases, this work was what kept
care moving forward.

We interpret one part of these patient practices as a form of
credibility labor: the work participants undertook to make their
symptoms, concerns, and self-knowledge recognizable within con-
strained and often skeptical clinical systems. This often meant
summarizing complex symptom histories between appointments,
curating evidence from sources participants believed clinicians
would respect, developing potential diagnoses or treatment plans
to propose to doctors, and bringing documentation to appointments.
Importantly, this labor was shaped by power. In particular, women
and non-binary participants often described their symptoms being
dismissed as psychosomatic and had to do even more work to be
taken seriously, including bringing male partners to appointments
and disclosing their academic and professional background to doc-
tors. This finding reflects previous research identifying gaslighting
[70] and gender bias in medical care [22, 34, 45, 61]. For newly
disabled adults, these dynamics can further delay diagnosis, treat-
ment, accommodations, and access to support, compounding the
consequences of dismissal and gaslighting [120, 130, 138]. Our find-
ings build on epistemic injustice scholarship in healthcare [27, 40]
by examining the consequences of dismissing lived expertise and
highlighting clinical power imbalance during early disability experi-
ences. Specifically, while epistemic injustice describes the credibility
deficits patients experience, we identify the concrete forms of labor
participants performed to counteract these harms.

We define another part of participant effort as coordination la-
bor: the extensive work participants did to manage multiple threads
of their healthcare journey in order to ensure ongoing care, at times
at the cost of maintaining employment. This included researching
symptoms and treatments, coordinating specialists, tracking test
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results, comparing online sources, interpreting medical records,
documenting symptom changes, preparing for appointments, and
more. Coordination labor builds on the concept of illness work while
illustrating how during early disability experiences, the amount of
illness work increasingly disrupts everyday life work [24]. Partici-
pants described coordinating healthcare as so consuming that em-
ployment, finances, and household management became secondary,
with some leaving their jobs to manage their disability full time.
This level of work was non-negotiable for participants, although at
varying levels, raising questions around how community, socioeco-
nomic, medical access, geographic, and demographic factors could
impact the severity of labor in this process [71, 97, 143, 145].

We suggest that credibility and coordination labor fall under the
umbrella of invisible labor of access, a documented form of work
from the accessibility and HCI research communities. Previous
research in this area suggests that the additional labor people with
disabilities must perform to create access often goes unnoticed in
the contexts they build access within, particularly in mixed-ability
settings, such as employment and educational environments [10, 28,
122,128, 137]. We extend this research by identifying manifestations
of invisible labor of access that newly disabled participants had to
take on while managing their care in medical environments and in
highly collaborative processes with clinicians.

5.2.1 Design Implications. Designing for new disability requires
designing for the work people are already doing. Our findings advo-
cate supporting the coordination and credibility labor participants
engage in, while considering how information can be made useful
across unequal and time-constrained care encounters.

One design direction is to partially shift labor from patients to
technology, with appropriate human oversight. Systems should not
further reward only those who can already produce polished medi-
cal summaries or present as more credible. Designing around these
assumptions risks reproducing the same inequities participants
were already encountering in care, such as clinical assumptions
around gender, and other inequities found in related research, such
as language-based discrimination [21, 43, 127]. Instead, we propose
tools that draw on clinician-vetted resources to aggregate disability
and medical information, reducing the time patients spend search-
ing across the web and piecing together credible information. Tools
that better support longitudinal tracking and information aggrega-
tion could help people distill large amounts of lived and medical
information into forms that are meaningful both to themselves and
to providers, therefore reducing the credibility and coordination
labor placed on patients.

For these information-seeking components of early disability
navigation (e.g., understanding initial symptoms, learning about the
healthcare system, exploring potential diagnoses), and the shifting
of labor we propose, Al is appealing [13, 93, 147]. Large language
model (LLM)-based systems can synthesize research, reduce cog-
nitive load, and deliver information aligned with patients’ mental
models. Such systems could also serve as a shared reference point
during visits, allowing patients and clinicians to review synthe-
sized information together and interrogate potential inaccuracies.
Patients could have immediate access to clinician-supported infor-
mation through interacting with an LLM as an intermediary while
waiting for formal, in-person or virtual face time with a doctor.
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Rather than encouraging autonomous diagnosis, we envision these
systems as supporting clinical communication by helping patients
prepare questions, summarize their guiding research, and orga-
nize their health history. This orientation positions Al as a scaffold
for patient-clinician interaction, not as a replacement for clinical
expertise nor as an encouragement for inappropriate self-diagnosis.

However, participants expressed privacy and accuracy concerns
when sharing disability-related information with Al systems. Exist-
ing scholarship also suggests that LLMs are not currently able to
comply with HIPAA* in meaningful ways, and HIPAA itself does
not yet fully address Al-era privacy concerns [79, 83, 105, 110]. At
the same time, recent HCI work demonstrates that people often
knowingly disclose sensitive information to Al systems because
the perceived benefits (immediate access to information, emotional
support, and personalized assistance) outweigh privacy concerns
[62, 69].

Accuracy, credibility, and privacy already underlie tensions be-
tween patients and clinicians and further complicate Al integration.
Future work must explore the potential of Al as a mediator of clini-
cal relationships through its ability to streamline patient research
and labor processes. This research must go beyond clinician- and
patient-in-the-loop co-design processes to identify vetted sources,
reconcile lived experience with formal medical research, and it-
eratively validate outputs: It must also investigate the substantial
work required to guide dataset construction, annotation, and valida-
tion safely. Given the high-risk consequences of hallucination and
misinformation in medical contexts [12, 46, 81], ongoing clinician
oversight would remain necessary even post-deployment, as user
warnings and disclosures may not be strong enough signifiers to
protect patients. Enforcing human oversight into the system work-
flow introduces new forms of labor that must be acknowledged and
defined, particularly in a healthcare system that is already strained
in resources and imposes immense labor on clinicians.

5.2.2  Societal Considerations. We do not suggest that design alone
can solve structural failures in healthcare. Short appointments, de-
layed referrals, medical gaslighting, insurance constraints, and bias
are institutional problems. However, HCI and accessibility research
can still intervene meaningfully by designing tools that support
patient self-advocacy while making visible and addressing the hid-
den labor that newly disabled people are already performing. As
we design these tools, we must be attentive to ensuring technology
is not applied as a band-aid to institutional healthcare problems,
which in turn exacerbates infrastructural harm. Furthermore, we
must be sensitive to existing patient-clinician relationships within
these systems by building tools attuned to interpersonal dynamics
that rely on communication, credibility, and trust.

5.3 Integrating lived experience into support
infrastructures

Although participants’ use of social media could be at odds with
credibility labor, these spaces became valuable in meeting needs
that formal care could not [35, 74, 129]. Clinical encounters often
helped participants pursue diagnosis and treatment, but they rarely
offered enough space to address broader questions of daily life,

4HIPAA refers to the Health Insurance Portability and Accountability Act, which
regulates patient privacy and data security.
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adaptation, validation, identity, or what disability might actually
look like in practice.

Participants situated social media as a way to leverage lived
experience as supplemental expertise. Online communities, such
as Facebook groups and Reddit threads, offered lived experience,
practical adaptation strategies, and emotional recognition. For some
participants, Al tools such as ChatGPT also helped bridge between
these forms of support. Participants were often moving among
resources strategically, establishing each as offering something
different.

5.3.1 Design Implications. Future patient research and support
tools must contend with multiple forms of expertise and credibility,
moving beyond simplistic binaries such as formal and informal
information. Rather than imagining one ideal support system, a
more realistic design goal may be to better support navigation
across heterogeneous sources of care and knowledge.

There may be value in tools that help people move between
medical information, Al-supported synthesis and streamlining, and
lived experience without collapsing the distinction between them.
Designing while integrating lived experience through community
and public forums also requires attending to moderation, trust,
and emotional safety: Participants encountered misinformation,
misogyny, and ableism on social media. The value of these spaces
did not come from them being inherently safe or accurate, but from
the validation and practical knowledge that participants could not
find elsewhere.

With these considerations in mind, we can imagine an applica-
tion that allows users to streamline their formal research while also
creating space for community-based forums with other patients and
pointing to social media content creators, or even specific videos,
that discuss diagnoses, lifestyle adaptations, and practical advice.
Rather than replacing existing communities, these future systems
could preserve their strengths while making risks more visible and
manageable in a smaller scale, context-specific space. For exam-
ple, the imagined application could distinguish lived experience
from medical guidance, provide pathways to trusted clinical re-
sources when appropriate, and establish a more moderated setting
to minimize harms that participants found in larger social media
platforms.

6 Conclusion

Semi-structured interviews with recently disabled adults shed light
on how people use technology to navigate various stages of early
disability within the United States healthcare system, from expe-
riencing symptoms to seeking specialists and diagnoses to man-
aging ongoing care. We found that participants moved through
fragmented medical systems, digital informational tools, online
support communities, and shifting understandings of and identifi-
cation with disability itself. Participants often had to perform sub-
stantial credibility and coordination labor to secure care, piece
together support across multiple technologies to fill in healthcare
gaps, and make decisions about using tools and accommodations
while negotiating grief, permanence, and disability identity.

Our findings highlight that new disability is not only a medical
or personal transition, but also a sociotechnical one. This work calls
for more attention to the fluctuating and early phases of disability
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navigation, and raises considerations for HCI research practices
using identity-forward language to recruit participants and inadver-
tently excluding those who may still benefit from assistive tools. We
advocate for a shift in labor from patient to technological support
while seeking, synthesizing, and presenting health information.
Finally, we ask these tools to balance heterogeneous sources of
information in patient research processes, such as vetted clinical
sources along with social, community-based forums that provide
practical and lived experience.

Designing for new disability experiences means that in addition
to supporting access, mediating clinical relationships, and allevi-
ating patient labor, we must also design for uncertainty, evolving
needs, and people who may not yet see themselves as aligned with
disability-oriented systems.

Acknowledgments

We thank our participants for their generosity and time. We also
thank our friends and fellow scholars, including the Wellesley
Women and Gender Studies Works-in-Progress Group, for their
insightful feedback on this paper. This work was in part supported
by the Wellesley College Science Center Summer Research Pro-
gram. ChatGPT and Grammarly were used to copy edit this paper
for clarity, typos, and grammatical errors.

References

[1] 2008. Achieving a High-Performance Health Care System with Universal Ac-
cess: What the United States Can Learn from Other Countries. Annals of
Internal Medicine 148, 1 (2008), 55-75. arXiv:https://doi.org/10.7326/0003-4819-
148-1-200801010-00196 doi:10.7326/0003-4819-148-1-200801010-00196 PMID:
18056654.
Sirwan Khalid Ahmed, Ribwar Arsalan Mohammed, Abdulqadir J. Nashwan,
Radhwan Hussein Ibrahim, Araz Qadir Abdalla, Barzan Mohammed M. Ameen,
and Renas Mohammed Khdhir. 2025. Using thematic analysis in qualitative
research. Journal of Medicine, Surgery, and Public Health 6 (2025), 100198. doi:10.
1016/j.glmedi.2025.100198
[3] Sarah Armstrong, Elizabeth Osuch, Michael Wammes, Owen Chevalier,
Stephanie Kieffer, Medina Meddaoui, and Lauren Rice. 2025. Self-diagnosis
in the age of social media: A pilot study of youth entering mental health treat-
ment for mood and anxiety disorders. Acta Psychologica 256 (2025), 105015.
doi:10.1016/j.actpsy.2025.105015
Cynthia L Bennett, Erin Brady, and Stacy M Branham. 2018. Interdependence as
a frame for assistive technology research and design. In Proceedings of the 20th
international acm sigaccess conference on computers and accessibility. 161-173.
David Blumenthal, Elizabeth L. Malphrus, and McGinnis Jm. 2015. Vital Signs:
Core Metrics for Health and Health Care Progress. Military medicine 181 6
(2015), 505-6. https://api.semanticscholar.org/CorpusID:33079564
Priscilla N Boakye, Nadia Prendergast, Annette Bailey, McCleod Sharon, Bahareh
Bandari, Awura-ama Odutayo, and Eugenia Anane Brown. 2025. Anti-Black
medical gaslighting in healthcare: experiences of Black women in Canada.
Canadian Journal of Nursing Research 57, 1 (2025), 59-68.
Felicity K. Boardman. 2020. Letter to the editor. Gene editing and disabled
people: a response to Inigo de Miguel Beriain. Journal of Community Genetics
11, 3 (2020), 245-247. doi:10.1007/s12687-020-00465-5
Kathleen R. Bogart. 2014. The role of disability self-concept in adaptation to
congenital or acquired disability. Rehabilitation Psychology 59, 1 (Feb. 2014),
107-115. doi:10.1037/a0035800
[9] Allyson C Bontempo, John M Bontempo, and Paul R Duberstein. 2025. Ig-
nored, dismissed, and minimized: Understanding the harmful consequences of
invalidation in health care—A systematic meta-synthesis of qualitative research.
Psychological Bulletin 151, 4 (2025), 399.
[10] Stacy M Branham and Shaun K Kane. 2015. The invisible work of accessibility:
how blind employees manage accessibility in mixed-ability workplaces. In
Proceedings of the 17th international acm sigaccess conference on computers &
accessibility. 163-171.
Virginia Braun and Victoria Clarke. 2012. Thematic analysis. American Psycho-
logical Association.
[12] Jean-Christophe Bélisle-Pipon. 2024. Why we need to be careful with LLMs in
medicine. Frontiers in Medicine Volume 11 - 2024 (2024). doi:10.3389/fmed.2024.

[2

[4

[5

=

7

[8

[11

[13

[14

[15

[16

[17

[18

[19

[20

[21

[22]

[23

[24

[25

[26

[27

[28

[29]

[30

[31

[32

[33

[34

[35

ASSETS 26, October 25-28, 2026, Vila Nova de Gaia, Portugal

1495582

Kimberly Arellano Carmona, Deepti Chittamuru, Richard L. Kravitz, Steven
Ramondt, and A. Susana Ramirez. 2022. Health Information Seeking From an
Intelligent Web-Based Symptom Checker: Cross-sectional Questionnaire Study.
Journal of Medical Internet Research 24, 8 (Aug. 2022), 36322. doi:10.2196/36322
Christina Caron. 2022. Feeling dismissed? How to spot ‘medical gaslighting’and
what to do about it. The New York Times 29 (2022).

Chelsey R Carter. 2022. Gaslighting: ALS, anti-Blackness, and medicine. Feminist
Anthropology 3, 2 (2022), 235-245.

Pamara F. Chang and Rachel V. Tucker. 2022. Assistive Communication Tech-
nologies and Stigma: How Perceived Visibility of Cochlear Implants Affects
Self-Stigma and Social Interaction Anxiety. Proc. ACM Hum.-Comput. Interact.
6, CSCW1, Article 77 (April 2022), 16 pages. doi:10.1145/3512924

Stephenie R. Chaudoir and Jeffrey D. Fisher. 2010. The Disclosure Processes
Model: Understanding Disclosure Decision Making and Postdisclosure Out-
comes Among People Living with a Concealable Stigmatized Identity. Psycho-
logical Bulletin 136, 2 (2010), 236-256. doi:10.1037/20018193

LivnehH ChiuSY et al. 2013.  Acceptanceofdisabilityand itspredictorsa-
mongstrokepatientsinTaiwan. Bmcneurol 13 (2013), 175.

Ryoa Chung. 2021. Structural health vulnerability: Health inequalities, structural
and epistemic injustice. Journal of Social Philosophy 52, 2 (2021).

Susan Clayton and Susan Opotow. 2003. Justice and identity: changing per-
spectives on what is fair. Personality and Social Psychology Review: An Official
Journal of the Society for Personality and Social Psychology, Inc 7, 4 (2003), 298-310.
doi:10.1207/S15327957PSPR0704_03

Hannah Cohen-Cline, Hsin-Fang Li, Monique Gill, Fatima Rodriguez, Tina
Hernandez-Boussard, Harry Wolberg, Jacob Lippa, and Keri Vartanian. 2021.
Major disparities in COVID-19 test positivity for patients with non-English
preferred language even after accounting for race and social factors in the United
States in 2020. BMC Public Health 21, 1 (Nov. 2021), 2121. doi:10.1186/512889-
021-12171-z

Grace Connelly. 2023. " Our medical system doesn’t heal; it creates lifelong
patients": Patient Narratives of Symptom Invalidation as the Contemporary
Phenomenon of Medical Gaslighting. (2023).

Nicholas C. Coombs, Wyatt E. Meriwether, James Caringi, and Sophia R. New-
comer. 2021. Barriers to healthcare access among U.S. adults with mental health
challenges: A population-based study. SSM - Population Health 15 (2021), 100847.
d0i:10.1016/j.ssmph.2021.100847

Juliet Corbin and Anselm Strauss. 1985. Managing chronic illness at home: three
lines of work. Qualitative sociology 8, 3 (1985), 224-247.

Anjuli Corzine and Ananya Roy. 2024. Inside the black mirror: current per-
spectives on the role of social media in mental illness self-diagnosis. Discover
Psychology 4, 1 (April 2024), 40. doi:10.1007/s44202-024-00152-3

Sasha Costanza-Chock. 2020. Design justice: Community-led practices to build
the worlds we need. MIT press.

Paul Crichton, Havi Carel, and Ian James Kidd. 2017. Epistemic injustice in
psychiatry. BfPsych bulletin 41, 2 (2017), 65-70.

Maitraye Das, Darren Gergle, and Anne Marie Piper. 2019. " It doesn’t win you
friends" Understanding Accessibility in Collaborative Writing for People with
Vision Impairments. Proceedings of the ACM on Human-Computer Interaction 3,
CSCW (2019), 1-26.

Brandon Del Pozo and Josiah D Rich. 2021. Addressing racism in medicine
requires tackling the broader problem of epistemic injustice. The American
Journal of Bioethics 21, 2 (2021), 90-93.

R Sonali Devi and S Sudarmathy. 2024. A Study on the Impact of Self-diagnosis of
Mental Health among College Going Students in Chennai. International Journal
For Multidisciplinary Research (2024). doi:10.36948/ijfmr.2024.v06i03.20101
Emanuelle M. Dias, Joe R. Padilla, Paula M. Cuccaro, Timothy J. Walker, Bijal A.
Balasubramanian, Lara S. Savas, Melissa A. Valerio-Shewmaker, Roshanda S.
Chenier, and Maria E. Fernandez. 2024. Barriers to and facilitators of imple-
menting colorectal cancer screening evidence-based interventions in federally
qualified health centers: a qualitative study. BMC Health Services Research 24, 1
(July 2024), 797. doi:10.1186/s12913-024-11163-0

Jinlei Du, Xiaoling Wu, Qiyu Zhang, Yuanxia Wang, Yao Chen, and Chencong
Nie. 2025. Latent profile analysis of fatalism and its influencing factors among
community-dwelling disabled elderly individuals. Frontiers in Psychology 16
(Jan. 2025), 1507591. doi:10.3389/fpsyg.2025.1507591

Simo Du, Laura Carfang, Emily Restrepo, Christine Benjamin, Mara Meyer
Epstein, Ricki Fairley, Laura Roudebush, Crystal Hertz, Leah Eshraghi, and
Erica T. Warner. 2022. Patient-Reported Experiences of Breast Cancer Screening,
Diagnosis, and Treatment Delay, and Telemedicine Adoption during COVID-19.
Current Oncology 29 (2022), 5919 - 5932. doi:10.3390/curroncol29080467
Shravani Durbhakula and Auguste H. Fortin. 2023. Turning Down the Flame
on Medical Gaslighting. Journal of General Internal Medicine 38, 15 (2023),
3426-3427. doi:10.1007/511606-023-08302-4

Tessa Eagle and Kathryn E Ringland. 2023. “You Can’t Possibly Have ADHD”:
Exploring validation and tensions around diagnosis within unbounded adhd so-
cial media communities. In Proceedings of the 25th International ACM SIGACCESS


https://arxiv.org/abs/https://doi.org/10.7326/0003-4819-148-1-200801010-00196
https://arxiv.org/abs/https://doi.org/10.7326/0003-4819-148-1-200801010-00196
https://doi.org/10.7326/0003-4819-148-1-200801010-00196
https://doi.org/10.1016/j.glmedi.2025.100198
https://doi.org/10.1016/j.glmedi.2025.100198
https://doi.org/10.1016/j.actpsy.2025.105015
https://api.semanticscholar.org/CorpusID:33079564
https://doi.org/10.1007/s12687-020-00465-5
https://doi.org/10.1037/a0035800
https://doi.org/10.3389/fmed.2024.1495582
https://doi.org/10.3389/fmed.2024.1495582
https://doi.org/10.2196/36322
https://doi.org/10.1145/3512924
https://doi.org/10.1037/a0018193
https://doi.org/10.1207/S15327957PSPR0704_03
https://doi.org/10.1186/s12889-021-12171-z
https://doi.org/10.1186/s12889-021-12171-z
https://doi.org/10.1016/j.ssmph.2021.100847
https://doi.org/10.1007/s44202-024-00152-3
https://doi.org/10.36948/ijfmr.2024.v06i03.20101
https://doi.org/10.1186/s12913-024-11163-0
https://doi.org/10.3389/fpsyg.2025.1507591
https://doi.org/10.3390/curroncol29080467
https://doi.org/10.1007/s11606-023-08302-4

ASSETS 26, October 25-28, 2026, Vila Nova de Gaia, Portugal

[36

[37

[38

[39

=
=

[41

(42

[43

(44

[46

[47

[48

(49]

o
=

[51

[52

[56

(57]

o
&,

[59

Conference on Computers and Accessibility. 1-17.

Heather A. Faucett, Kate E. Ringland, Amanda L. L. Cullen, and Gillian R. Hayes.
2017. (In)Visibility in Disability and Assistive Technology. ACM Trans. Access.
Comput. 10, 4, Article 14 (Oct. 2017), 17 pages. doi:10.1145/3132040

Michaele L. Ferguson. 2023. Justice and the Politics of Identity: Becoming and
Structure in Iris Young. Democratic Theory 10, 2 (Dec. 2023), 44-55. doi:10.3167/
dt.2023.100205

Ashley Fetters. 2018. The doctor doesn’t listen to her. But the media is starting
to. The Atlantic (2018).

Alma Foster and Natasha Ellis. 2024. TikTok-inspired self-diagnosis and its
implications for educational psychology practice. Educational Psychology in
Practice 40, 4 (Oct. 2024), 491-508. doi:10.1080/02667363.2024.2409451
Miranda Fricker. 2007. Epistemic injustice: Power and the ethics of knowing.
Oxford university press.

Alexandra Fuss, Christina H Jagielski, and Tiffany Taft. 2024. We didn’t start the
fire... or did we?—a narrative review of medical gaslighting and introduction
to medical invalidation. Translational Gastroenterology and Hepatology 9 (2024),
73.

Sara Goering. 2015. Rethinking disability: the social model of disability and
chronic disease. Current reviews in musculoskeletal medicine 8, 2 (2015), 134-138.
Alexander R. Green and Chijioke Nze. 2017. Language-Based Inequity in Health
Care: Who Is the “Poor Historian”? AMA Journal of Ethics 19, 3 (March 2017),
263-271. doi:10.1001/journalofethics.2017.19.3.medu1-1703

Justin Anthony Haegele and Samuel Hodge. 2016. Disability discourse: Overview
and critiques of the medical and social models. Quest 68, 2 (2016), 193-206.
Nikki Harnage. 2024. A Call to Study the Bidirectional Relationship Between
Healthcare Accessibility Issues and Medical Gaslighting for Marginalized Groups
with Chronic Pain. (2024).

Rami Hatem, Brianna Simmons, and Joseph E Thornton. 2023. A Call to Address
Al “Hallucinations” and How Healthcare Professionals Can Mitigate Their Risks.
Cureus (2023). doi:10.7759/cureus.44720

Allen W Heinemann, Mary Bulka, and Susan Smetak. 1988. Attributions and
disability acceptance following traumatic injury: A replication and extension.
Rehabilitation Psychology 33, 4 (1988), 195.

Daniel Hind, Sheffield Ctru, Elena Sheldon, George Lillington, Vicky Buckley,
Tawfik Alhashemi, and Alan Lobo. 2024. Sources of diagnostic delay for people
with Crohn’s disease and ulcerative colitis: Qualitative research study. PLOS
ONE 19 (2024). https://api.semanticscholar.org/CorpusID:270376794

John Hoberman. 2012. Black and blue: The origins and consequences of medical
racism. Univ of California Press.

Catherine Hoffman and Julia Paradise. 2008. Health Insurance and Access to
Health Care in the United States. Annals of the New York Academy of Sciences
1136, 1 (June 2008), 149-160. doi:10.1196/annals.1425.007

Kelly M Hoffman, Sophie Trawalter, Jordan R Axt, and M Norman Oliver. 2016.
Racial bias in pain assessment and treatment recommendations, and false beliefs
about biological differences between blacks and whites. Proceedings of the
National Academy of Sciences 113, 16 (2016), 4296-4301.

Megan Hofmann, Devva Kasnitz, Jennifer Mankoff, and Cynthia L Bennett. 2020.
Living Disability Theory: Reflections on Access, Research, and Design. In Pro-
ceedings of the 22nd International ACM SIGACCESS Conference on Computers and
Accessibility (Virtual Event, Greece) (ASSETS "20). Association for Computing
Machinery, New York, NY, USA, Article 4, 13 pages. doi:10.1145/3373625.3416996
Kat Holmes. 2018. Mismatch: How inclusion shapes design. Mit Press.

Liza A. Hoveling, Melinda Schuurman, Sabine Siesling, Kristel M. van Asselt,
and Christina Bode. 2025. Diagnostic delay in women with cancer: What do we
know and which factors contribute? The Breast 80 (2025), 104427. doi:10.1016/j.
breast.2025.104427

Jonathan Howard, Zoe Fisher, Andrew H. Kemp, Stephen Lindsay, Lorna H.
Tasker, and Jeremy J. Tree. 2022. Exploring the barriers to using assis-
tive technology for individuals with chronic conditions: a meta-synthesis re-
view. Disability and Rehabilitation: Assistive Technology 17, 4 (2022), 390-408.
arXiv:https://doi.org/10.1080/17483107.2020.1788181 doi:10.1080/17483107.2020.
1788181 PMID: 32663110.

Mikayla Hunter. 2024. Beyond LGBT: a qualitative exploration of the primary
healthcare experiences and needs of underrepresented 2SLGBTQIA+ young
adults in Manitoba. (2024).

Amy Hurst and Jasmine Tobias. 2011. Empowering individuals with do-it-
yourself assistive technology. In The proceedings of the 13th international ACM
SIGACCESS conference on Computers and accessibility. 11-18.

Institute of Medicine (US) Committee on Disability in America. 2007. Assistive
and Mainstream Technologies for People with Disabilities. In The Future of Dis-
ability in America, Marilyn J. Field and Alan M. Jette (Eds.). National Academies
Press (US), Washington, DC, Chapter 7. https://www.ncbinlm.nih.gov/books/
NBK11418/ Accessed: April 16, 2026.

Kshama Jaiswal, Madelyne Hull, Anna L. Furniss, Reina Doyle, Natalia Gayou,
and Elizabeth Bayliss. 2018. Delays in Diagnosis and Treatment of Breast Cancer:
A Safety-Net Population Profile. Journal of the National Comprehensive Cancer
Network 16, 12 (Dec. 2018), 1451-1457. doi:10.6004/jncen.2018.7067

[60]

[61

[62

[63

[64
[65

[66

[67

[68

[69

[70

[71

[72

[73

[74]

[75

[76

[77]

[78

[79]

Xue et al.

Eric W Jamoom, Willi Horner-Johnson, Rie Suzuki, Elena M Andresen, Vin-
cent A Campbell, and RRTC Expert Panel on Health Status Measurement win-
genfe@ ohsu. edu. 2008. Age at disability onset and self-reported health status.
BMC Public Health 8, 1 (2008), 10.

Anabhita Jannesari. 2024. BIPOC Identity, Delayed Diagnosis, Pain, and Medical
Gaslighting as Predictors of Post-traumatic Stress Symptomatology in Adults With
Endometriosis. Alliant International University.

Yeeun Jo, Mahnoor Jameel, Camille Cobb, and Adam Bates. 2025. "I'm not as
afraid as a woman might be about sharing my exact location:" On the Intersection
of Identity and Privacy Concerns in Fitness Tracking. In Proceedings of the 2025
CHI Conference on Human Factors in Computing Systems (CHI "25). Association
for Computing Machinery, New York, NY, USA, Article 234, 23 pages. doi:10.
1145/3706598.3713941

Yun Hwa Jung, Soo Hyun Kang, Eun-Cheol Park, and Suk-Yong Jang. 2022. Im-
pact of the acceptance of disability on self-esteem among adults with disabilities:
A four-year follow-up study. International journal of environmental research and
public health 19, 7 (2022), 3874.

Alison Kafer. 2013. Feminist, queer, crip. Indiana University Press.

Shaun K Kane, Chandrika Jayant, Jacob O Wobbrock, and Richard E Ladner.
2009. Freedom to roam: a study of mobile device adoption and accessibility for
people with visual and motor disabilities. In Proceedings of the 11th international
ACM SIGACCESS conference on Computers and accessibility. 115-122.

Evelyn K Andolo Kathungu. 2019. Adjustment of Persons with Acquired Dis-
ability and Its Impact on Caregivers. The International Journal of Humanities &
Social Studies 7, 9 (Sept. 2019). doi:10.24940/theijhss/2019/v7/19/HS1909-041
Japneet Kaur Dhillon. 2025. Psychological Effect of Medical Gaslighting on
Female Patients: A Systematic Review. International Journal of Innovative Science
and Research Technology 10, 6 (2025), 845-852.

Kianaat Khan, Saima Majeed, et al. 2024. Psychological impact of medical
gaslighting on women: a systematic review. Journal of Professional & Applied
Psychology 5, 1 (2024), 110-125.

Agnieszka Kitkowska, Farzaneh Karegar, and Erik Wistlund. 2023. Share or
Protect: Understanding the Interplay of Trust, Privacy Concerns, and Data
Sharing Purposes in Health and Well-Being Apps. In Proceedings of the 15th
Biannual Conference of the Italian SIGCHI Chapter (Torino, Italy) (CHItaly °23).
Association for Computing Machinery, New York, NY, USA, Article 15, 14 pages.
doi:10.1145/3605390.3605417

Farina Kokab, Stephen J Williams, Niha Hussain, and Nicola Gale. 2026. From
‘dismissal’ to ‘medical gaslighting’: a literature review of women’s experiences
of reproductive health services in the UK. Midwifery (2026), 104823. doi:10.
1016/j.midw.2026.104823

Michael Anne Kyle and Austin B. Frakt. 2021. Patient administrative burden
in the US health care system. Health Services Research 56, 5 (2021), 755-765.
arXiv:https://onlinelibrary.wiley.com/doi/pdf/10.1111/1475-6773.13861 doi:10.
1111/1475-6773.13861

Jean-Frederic Levesque, Mark F Harris, and Grant Russell. 2013. Patient-centred
access to health care: conceptualising access at the interface of health systems
and populations. International Journal for Equity in Health 12, 1 (2013), 18.
do0i:10.1186/1475-9276-12-18

Li Li and Dennis Moore. 1998. Acceptance of disability and its correlates. The
Journal of social psychology 138, 1 (1998), 13-25.

Yibai Li and Xuequn Wang. 2018. Seeking Health Information on Social Media:
A Perspective of Trust, Self-Determination, and Social Support. J. Organ. End
User Comput. 30, 1 (Jan. 2018), 1-22. doi:10.4018/JOEUC.2018010101
Jin-Mann S Lin, Dana J Brimmer, Roumiana S Boneva, James F Jones, and
William C Reeves. 2009. Barriers to healthcare utilization in fatiguing illness:
a population-based study in Georgia. BMC Health Services Research 9, 1 (Dec.
2009), 13. doi:10.1186/1472-6963-9-13

Kelly Mack, Emma McDonnell, Venkatesh Potluri, Maggie Xu, Jailyn Zabala,
Jeffrey Bigham, Jennifer Mankoff, and Cynthia Bennett. 2022. Anticipate and
Adjust: Cultivating Access in Human-Centered Methods. In Proceedings of the
2022 CHI Conference on Human Factors in Computing Systems (New Orleans,
LA, USA) (CHI ’22). Association for Computing Machinery, New York, NY, USA,
Article 603, 18 pages. d0i:10.1145/3491102.3501882

Kelly Mack, Emma J. McDonnell, Leah Findlater, and Heather D. Evans. 2022.
Chronically Under-Addressed: Considerations for HCI Accessibility Practice
with Chronically Ill People. In Proceedings of the 24th International ACM SIGAC-
CESS Conference on Computers and Accessibility (Athens, Greece) (ASSETS °22).
Association for Computing Machinery, New York, NY, USA, Article 9, 15 pages.
doi:10.1145/3517428.3544803

Kelly Avery Mack, Jesse ] Martinez, Aaleyah Lewis, Jennifer Mankoff, James
Fogarty, Leah Findlater, Heather D. Evans, Cynthia L Bennett, and Emma J
McDonnell. 2025. Modeling Accessibility: Characterizing What We Mean by
“Accessible”. In Proceedings of the 27th International ACM SIGACCESS Conference
on Computers and Accessibility (ASSETS °25). Association for Computing Ma-
chinery, New York, NY, USA, Article 77, 20 pages. doi:10.1145/3663547.3746344
Kiran Kumar Maguluri, VKAT Ganti, and Tulasi Naga Subhash. 2024. Advancing
Patient Privacy in the Era of Artificial Intelligence: A Deep Learning Approach


https://doi.org/10.1145/3132040
https://doi.org/10.3167/dt.2023.100205
https://doi.org/10.3167/dt.2023.100205
https://doi.org/10.1080/02667363.2024.2409451
https://doi.org/10.1001/journalofethics.2017.19.3.medu1-1703
https://doi.org/10.7759/cureus.44720
https://api.semanticscholar.org/CorpusID:270376794
https://doi.org/10.1196/annals.1425.007
https://doi.org/10.1145/3373625.3416996
https://doi.org/10.1016/j.breast.2025.104427
https://doi.org/10.1016/j.breast.2025.104427
https://arxiv.org/abs/https://doi.org/10.1080/17483107.2020.1788181
https://doi.org/10.1080/17483107.2020.1788181
https://doi.org/10.1080/17483107.2020.1788181
https://www.ncbi.nlm.nih.gov/books/NBK11418/
https://www.ncbi.nlm.nih.gov/books/NBK11418/
https://doi.org/10.6004/jnccn.2018.7067
https://doi.org/10.1145/3706598.3713941
https://doi.org/10.1145/3706598.3713941
https://doi.org/10.24940/theijhss/2019/v7/i9/HS1909-041
https://doi.org/10.1145/3605390.3605417
https://doi.org/10.1016/j.midw.2026.104823
https://doi.org/10.1016/j.midw.2026.104823
https://arxiv.org/abs/https://onlinelibrary.wiley.com/doi/pdf/10.1111/1475-6773.13861
https://doi.org/10.1111/1475-6773.13861
https://doi.org/10.1111/1475-6773.13861
https://doi.org/10.1186/1475-9276-12-18
https://doi.org/10.4018/JOEUC.2018010101
https://doi.org/10.1186/1472-6963-9-13
https://doi.org/10.1145/3491102.3501882
https://doi.org/10.1145/3517428.3544803
https://doi.org/10.1145/3663547.3746344

Navigating New Disability as a Sociotechnical Process

(80

(81

[83

[84

(85

(87

(88

[89

[91

[92

[93

[95

[96

[97

[98

[99

[100

]

]

to Ensuring Compliance with HIPAA and Addressing Ethical Challenges in
Healthcare Data Security. International Journal of Medical Toxicology & Legal
Medicine 27, 5 (2024).

André Maier, Cornelia Eicher, Joern Kiselev, Robert Klebbe, Marius Greuél, Dag-
mar Kettemann, Marcel Gaudlitz, Bertram Walter, Ursula Oleimeulen, Christoph
Miinch, Thomas Meyer, and Susanne Spittel. 2021. Acceptance of Enhanced
Robotic Assistance Systems in People With Amyotrophic Lateral Sclerosis—
Associated Motor Impairment: Observational Online Study. JMIR Rehabil Assist
Technol 8, 4 (6 Dec 2021), e18972. d0i:10.2196/18972

Negar Maleki, Balaji Padmanabhan, and Kaushik Dutta. 2024. AT Hallucinations:
A Misnomer Worth Clarifying. In 2024 IEEE Conference on Artificial Intelligence
(CAI). 133-138. doi:10.1109/CAI59869.2024.00033

V K C Manchaiah and D Stephens. 2012. The ‘patient journey’ of adults with
sudden-onset acquired hearing impairment: a pilot study. The Journal of Laryn-
gology &#38; Otology 126, 5 (2012), 475-481. d0i:10.1017/5S0022215111003197
Mason Marks and Claudia E Haupt. 2023. AI chatbots, health privacy, and
challenges to HIPAA compliance. Jama 330, 4 (2023), 309-310.

Chiara Martis, Annalisa Levante, Elisa De Carlo, Emanuela Ingusci, Fulvio
Signore, and Flavia Lecciso. 2024. The Power of Acceptance of Their Dis-
ability for Improving Flourishing: Preliminary Insights from Persons with
Physical Acquired Disabilities. Disabilities 4, 4 (2024), 815-829. d0i:10.3390/
disabilities4040050

Ricardo Correia de Matos, Generosa do Nascimento, Adalberto Campos Fernan-
des, and Cristiano Matos. 2025. Health and Social Care Integration: Insights
from International Implementation Cases. Journal of Market Access & Health
Policy 13, 2 (2025). doi:10.3390/jmahp13020028

Emma ] McDonnell and Wanda Pratt. 2025. From Chronic Health Condition to
Disability Identity: Opportunities for Health Informatics Engagement. In AMIA
Annual Symposium Proceedings, Vol. 2024. 861.

Lea Merone, Komla Tsey, Darren Russell, and Cate Nagle. 2022. "I Just Want
to Feel Safe Going to a Doctor": Experiences of Female Patients with Chronic
Conditions in Australia. Women’s Health Reports 3, 1 (2022), 1016-1028. doi:10.
1089/whr.2022.0052

Mia Mingus. 2011. Access Intimacy: The Missing Link. https://leavingevidence.
wordpress.com/2011/05/05/access-intimacy-the-missing-link/. Leaving Evi-
dence blog.

Mia Mingus. 2017.  Access Intimacy, Interdependence and Disability
Justice. https://leavingevidence.wordpress.com/2017/04/12/access-intimacy-
interdependence-and-disability-justice/. Leaving Evidence blog.

Erin N. Moser and Jill L. Bezyak. 2022. Psychological Impact of Acquiring a
Disability. https://rockymountainada.org/resources/research/psychological-
impact-acquiring-disability Accessed: 2025-09-08.

Tamanna Motahar and Jason Wiese. 2024. Investigating Technology Adoption
Soon After Sustaining a Spinal Cord Injury. Proc. ACM Interact. Mob. Wearable
Ubiquitous Technol. 8, 1, Article 14 (March 2024), 24 pages. doi:10.1145/3643507
Melinda Wenner Moyer. 2022. Women Are Calling Out ‘Medical Gaslighting’.
The New York Times (Digital Edition) (2022), NA-NA.

Gargi Nandy, Srishti Gupta, Farhad Mohammad Afzali, Eric Peeples, Betsy Pilon,
and Chun-Hua Tsai. 2025. Balancing Health Information-Seeking through
Retrieval-Augmented Generation-Based LLM Chatbot. In Adjunct Proceedings
of the 33rd ACM Conference on User Modeling, Adaptation and Personalization
(UMAP Adjunct "25). Association for Computing Machinery, New York, NY, USA,
249-254. doi:10.1145/3708319.3733709

Isaac KS Ng, Sarah ZL Tham, Gaurav Deep Singh, Christopher Thong, and
Desmond B Teo. 2024. Medical gaslighting: a new colloquialism. 920-922 pages.
Elizabeth Nicholls, Tara Lehan, Silvia Leonor Olivera Plaza, Xiaoyan Deng,
Jose Libardo Perdomo Romero, Jose Anselmo Arango Pizarro, and Juan Carlos
Arango-Lasprilla. 2012. Factors influencing acceptance of disability in individu-
als with spinal cord injury in Neiva, Colombia, South America. Disability and
Rehabilitation 34, 13 (2012), 1082-1088.

Dustin Z. Nowaskie, Dehandra Blackwood, and Frank Garcia. 2025. Pervasive
systemic disparities: medical-related gaslighting, trauma, and distrust among
LGBTQ+ people in the United States. Frontiers in Sociology Volume 10 - 2025
(2025). doi:10.3389/fs0c.2025.1488888

Michelle E. Olah, Gregory Gaisano, and Stephen W. Hwang. 2013. The effect
of socioeconomic status on access to primary care: an audit study. Canadian
Medical Association Journal 185, 6 (April 2013), E263-E269. do0i:10.1503/cmaj.
121383

Committee on Health Care Utilization, Adults with Disabilities, Board on Health
Care Services, Health, Medicine Division, Engineering National Academies of
Sciences, and Medicine. 2018. Health-Care Utilization as a Proxy in Disability
Determination. National Academies Press, Washington, D.C. doi:10.17226/24969
Marika Orlov, Gwenyth L Day, and Sarah Jolley. 2025. Coming Up for Air:
Unraveling the Bestowed Legacy of Hysteria in Medicine. Annals of the American
Thoracic Society 22, 4 (2025), 475-477.

Joyojeet Pal, Anandhi Viswanathan, Priyank Chandra, Anisha Nazareth, Vaish-
nav Kameswaran, Hariharan Subramonyam, Aditya Johri, Mark S. Ackerman,
and Sile O’Modhrain. 2017. Agency in Assistive Technology Adoption: Visual

[101

[102]

[103

[104

[105]

[106

[107

[108

[109

[110

[111]

[112]

[113

[114

[115

[116

[117

[118

[119]

[120

ASSETS 26, October 25-28, 2026, Vila Nova de Gaia, Portugal

Impairment and Smartphone Use in Bangalore. In Proceedings of the 2017 CHI
Conference on Human Factors in Computing Systems (Denver, Colorado, USA)
(CHI ’17). Association for Computing Machinery, New York, NY, USA, 5929-5940.
doi:10.1145/3025453.3025895

Celeste Pang, Brittany AE Jakubiec, Kimberly Seida, and J Garrett-Walker. 2025.
“You have to do mental gymnastics to get any form of care”: How Two Spirit,
Lesbian, Bisexual, Trans, and Queer Women and Gender-Diverse People Nav-
igate Racism and Cisheterosexism in Canadian Healthcare. Social Science &
Medicine (2025), 118298.

Aswati Panicker, Novia Nurain, Zaidat Ibrahim, Chun-Han (Ariel) Wang, Se-
ung Wan Ha, Yuxing Wu, Kay Connelly, Katie A. Siek, and Chia-Fang Chung.
2024. Understanding fraudulence in online qualitative studies: From the
researcher’s perspective. In Proceedings of the 2024 CHI Conference on Hu-
man Factors in Computing Systems (Honolulu, HI, USA) (CHI °24). Associa-
tion for Computing Machinery, New York, NY, USA, Article 824, 17 pages.
doi:10.1145/3613904.3642732

Betsy Phillips and Hongxin Zhao. 1993. Predictors of Assistive
Technology Abandonment. Assistive Technology 5, 1 (1993), 36-45.
arXiv:https://doi.org/10.1080/10400435.1993.10132205 doi:10.1080/10400435.
1993.10132205 PMID: 10171664.

Vit Pisl, Anna Hodkova, Jan Hudecek, Martin Pav, and Jan Vevera. 2025. From
adventures to diagnosis: adolescent behavior in classic fiction through the eyes
of newly licensed Czech psychiatrists — a vignette study. Frontiers in Psychiatry
16 (2025), 1592912.

W Price and II Nicholson. 2021. Problematic interactions between Al and health
privacy. Utah L. Rev. (2021), 925.

Justyna Putek, Aleksander Truszynski, and Edwin Kuznik. 2024. Impact of
disability in patients with diabetes on the declared quality of life. Przeglad
Epidemiologiczny 77, 3 (Feb. 2024), 327-336. do0i:10.32394/pe.77.24

Michelle Putnam and Susan L Stark. 2025. Bridging the Accountability Gap
Between Aging and Disability Research. The Gerontologist 65, 6 (May 2025),
gnaf121. doi:10.1093/geront/gnaf121

Diane M. Quinn and Valerie A. Earnshaw. 2013. Conceal-
able Stigmatized Identities and Psychological Well-Being. So-
cial and Personality Psychology Compass 7, 1 (2013), 40-51.

arXiv:https://compass.onlinelibrary.wiley.com/doi/pdf/10.1111/spc3.12005
doi:10.1111/spc3.12005

Kristin N. Ray, Amalavoyal V. Chari, John Engberg, Marnie Bertolet, and
Ateev Mehrotra. 2015. Disparities in Time Spent Seeking Medical Care in
the United States. JAMA Internal Medicine 175, 12 (12 2015), 1983-1986.

arXiv:https://jamanetwork.com/journals/jamainternalmedicine/articlepdf/2451279/ild150037.pdf

doi:10.1001/jamainternmed.2015.4468

ABM Kamrul Islam Riad, Md Abdul Barek, Md Mostafizur Rahman, Mst Shapna
Akter, Tahia Islam, Md Abdur Rahman, Md Raihan Mia, Hossain Shahriar, Fan
Wu, and Sheikh Igbal Ahamed. 2024. Enhancing HIPAA Compliance in Al-driven
mHealth Devices Security and Privacy. In 2024 IEEE 48th Annual Computers,
Software, and Applications Conference (COMPSAC). IEEE, 2430-2435.

Goran Ridic, Suzanne Gleason, and Ognjen Ridic. 2012. Comparisons of Health
Care Systems in the United States, Germany and Canada. Materia Socio Medica
24, 2(2012), 112. doi:10.5455/msm.2012.24.112-120

Marti Lynn Riemer-Reiss. 1997. Factors associated with assistive technology
discontinuance among individuals with disabilities. Ph. D. Dissertation. University
of Northern Colorado. UMI No. 9827969.

Kathryn E. Ringland, Jennifer Nicholas, Rachel Kornfield, Emily G. Lattie,
David C. Mohr, and Madhu Reddy. 2019. Understanding Mental Ill-health
as Psychosocial Disability: Implications for Assistive Technology. ASSETS. ACM
Conference on Assistive Technologies 2019 (Oct. 2019), 156-170. doi:10.1145/
3308561.3353785

Janice A Sabin. 2022. Tackling implicit bias in health care. New England Journal
of Medicine 387, 2 (2022), 105-107.

Geraldine Scanlon, Annelies Kamp, and Andy Cochrane. 2020. Transition(s) to
work: the experiences of people with disabilities in Ireland. Disability & Society
35, 10 (2020), 1556-1576. arXiv:https://doi.org/10.1080/09687599.2019.1696748
d0i:10.1080/09687599.2019.1696748

Grainne Schifer, Kenneth M. Prkachin, Kimberley A. Kaseweter, and Amanda C.
de C. Williams. 2016. Health care providers’ judgments in chronic pain: the
influence of gender and trustworthiness. PAIN 157, 8 (Aug. 2016), 1618-1625.
d0i:10.1097/§.pain.0000000000000536

Jennifer CH Sebring. 2021. Towards a sociological understanding of medical
gaslighting in western health care. Sociology of health & illness 43, 9 (2021),
1951-1964.

Tom Shakespeare. 2006. Disability Rights and Wrongs (1 ed.). Routledge. doi:10.
4324/9780203640098

Tom Shakespeare. 2006. The social model of disability. In The disability studies
reader. Routledge, 16-24.

Kryss Shane and Anthony D. Slonim. 2026. Medical Gaslighting and its Impact
on Vulnerable Populations. Journal of Racial and Ethnic Health Disparities (2026).
doi:10.1007/s40615-026-02850-1 Published online: 4 February 2026.


https://doi.org/10.2196/18972
https://doi.org/10.1109/CAI59869.2024.00033
https://doi.org/10.1017/S0022215111003197
https://doi.org/10.3390/disabilities4040050
https://doi.org/10.3390/disabilities4040050
https://doi.org/10.3390/jmahp13020028
https://doi.org/10.1089/whr.2022.0052
https://doi.org/10.1089/whr.2022.0052
https://leavingevidence.wordpress.com/2011/05/05/access-intimacy-the-missing-link/
https://leavingevidence.wordpress.com/2011/05/05/access-intimacy-the-missing-link/
https://leavingevidence.wordpress.com/2017/04/12/access-intimacy-interdependence-and-disability-justice/
https://leavingevidence.wordpress.com/2017/04/12/access-intimacy-interdependence-and-disability-justice/
https://rockymountainada.org/resources/research/psychological-impact-acquiring-disability
https://rockymountainada.org/resources/research/psychological-impact-acquiring-disability
https://doi.org/10.1145/3643507
https://doi.org/10.1145/3708319.3733709
https://doi.org/10.3389/fsoc.2025.1488888
https://doi.org/10.1503/cmaj.121383
https://doi.org/10.1503/cmaj.121383
https://doi.org/10.17226/24969
https://doi.org/10.1145/3025453.3025895
https://doi.org/10.1145/3613904.3642732
https://arxiv.org/abs/https://doi.org/10.1080/10400435.1993.10132205
https://doi.org/10.1080/10400435.1993.10132205
https://doi.org/10.1080/10400435.1993.10132205
https://doi.org/10.32394/pe.77.24
https://doi.org/10.1093/geront/gnaf121
https://arxiv.org/abs/https://compass.onlinelibrary.wiley.com/doi/pdf/10.1111/spc3.12005
https://doi.org/10.1111/spc3.12005
https://arxiv.org/abs/https://jamanetwork.com/journals/jamainternalmedicine/articlepdf/2451279/ild150037.pdf
https://doi.org/10.1001/jamainternmed.2015.4468
https://doi.org/10.5455/msm.2012.24.112-120
https://doi.org/10.1145/3308561.3353785
https://doi.org/10.1145/3308561.3353785
https://arxiv.org/abs/https://doi.org/10.1080/09687599.2019.1696748
https://doi.org/10.1080/09687599.2019.1696748
https://doi.org/10.1097/j.pain.0000000000000536
https://doi.org/10.4324/9780203640098
https://doi.org/10.4324/9780203640098
https://doi.org/10.1007/s40615-026-02850-1

ASSETS 26, October 25-28, 2026, Vila Nova de Gaia, Portugal

Kristen Shinohara, Cynthia L. Bennett, Wanda Pratt, and Jacob O. Wobbrock.
2018. Tenets for Social Accessibility: Towards Humanizing Disabled People in
Design. ACM Trans. Access. Comput. 11, 1, Article 6 (March 2018), 31 pages.
doi:10.1145/3178855

Kristen Shinohara, Mick McQuaid, and Nayeri Jacobo. 2021. The burden of
survival: How doctoral students in computing bridge the chasm of inaccessibility.
In Proceedings of the 2021 CHI Conference on Human Factors in Computing Systems.
1-13.

Kristen Shinohara and Jacob O Wobbrock. 2011. In the shadow of misperception:
assistive technology use and social interactions. In Proceedings of the SIGCHI
conference on human factors in computing systems. 705-714.

Ingjerd Skafle, Elia Gabarron, and Anders Nordahl-Hansen. 2024. Social media

Xue et al.

and efficiency. Rural and Remote Health 9, 1 (2009), 1142.

Frank Woodrich and Jeanne Boland Patterson. 1983. Variables related to accep-
tance of disability in persons with spinal cord injuries. Journal of Rehabilitation
49, 3 (1983), 26.

Abid Yaseen, Izhar Khan, Muhammad Hamza Javed, and Ali Nawaz. 2026. Admin-
istrative Bottlenecks in U.S. Hospital Management: Lessons from Post-Pandemic
Workforce Shortages and Bureaucratic Overload. Journal of Health, Wellness
and Community Research 4, 1 (Jan. 2026), €1203. doi:10.61919/0kgtf012
Kwok-Tak Yeung, Chung-Hui Lin, Ya-Ling Teng, Fen-Fen Chen, Shu-Zon Lou,
and Chiung-Ling Chen. 2016. Use of and Self-Perceived Need for Assistive
Devices in Individuals with Disabilities in Taiwan. PLOS ONE 11, 3 (March
2016), €0152707. doi:10.1371/journal.pone.0152707

shaping autism perception and identity. Autism 28, 10 (Oct. 2024), 2489-2502. [147

doi:10.1177/13623613241230454

Wendy Smith. 2010. Grieving an Acquired Disability. https://www.goodtherapy.

org/blog/grieving-acquired-disability/ Accessed: 2025-09-08. [148

Genesis Maria Sorrick. 2023. A systemic account of medical gaslighting and its

moral implications.

Brea M. Stanton, Matthew J. Rivera, Zachary K. Winkelmann, and Lindsey E.

Eberman. 2022. Support Systems and Patient Care Delivery for Nonnative

English-Speaking Patients: A Study of Secondary School Athletic Trainers.
ournal of Athletic Training 57, 2 (Feb. 2022), 148—157. doi:10.4085/1062-6050- . .

Jourmat of g7 20 ) A Interview Guide

Susan Leigh Star and Anselm Strauss. 1999. Layers of silence, arenas of voice:

The ecology of visible and invisible work. Computer supported cooperative work

(CSCW) 8,1 (1999), 9-30.

Kristine Stifjell, Torkjel M. Sandanger, and Charlotte Wien. 2025. Exploring

Online Health Information-Seeking Behavior Among Young Adults: Scoping

Review. Journal of Medical Internet Research 27 (2025), €70379. doi:10.2196/70379

Danielle L. Sullivan, Kimberly Goddard, Noelle K. Kurth, and Jean P. Hall. 2025.

“I'm in Hell ...”: Experiences of Unmet Health Care Needs Among People with

Pre-Existing Disability and Long COVID. Journal of Health Care for the Poor

and Underserved 36, 2 (2025), 572-589. doi:10.1353/hpu.2025.a959114

Kristi M. Swanson, John C. Matulis, and Rozalina G. McCoy. 2022. Associa-

tion between primary care appointment lengths and subsequent ambulatory

reassessment, emergency department care, and hospitalization: a cohort study.

BMC Primary Care 23, 1 (Dec. 2022), 39. doi:10.1186/512875-022-01644-8

Henri Tajfel and John C. Turner. 1979. An Integrative Theory of Intergroup

Conflict. In The Social Psychology of Intergroup Relations, William G. Austin and

Stephen Worchel (Eds.). Brooks/Cole, Monterey, CA, 33-48.

Cecilia Tasca, Mariangela Rapetti, Mauro Giovanni Carta, and Bianca Fadda.

2012. Women and hysteria in the history of mental health. Clinical practice and

epidemiology in mental health: CP & EMH 8 (2012), 110.

Theodore H. Tulchinsky. 2018. Chapter 8 - Bismarck and the Long Road to Uni-

versal Health Coverage. In Case Studies in Public Health, Theodore H. Tulchinsky

(Ed.). Academic Press, 131-179. doi:10.1016/B978-0-12-804571-8.00031-7

Simona Z Vasileva-Metodiev, Drew Spargo, Eric G Klein, Frances-Catherine

Quevenco, Sarah Cotton, Pascual Sanchez-Juan, Yoshiki Niimi, and Nicole R.

Fowler. 2025.  Diagnostic journey and management of patients with

mild cognitive impairment and Alzheimer’s disease dementia: A multina-

tional, real-world survey.  Journal of Alzheimer’s Disease 104, 4 (2025),

1212-1234.  arXiv:https://doi.org/10.1177/13872877251322978 doi:10.1177/

13872877251322978 PMID: 40112330.

Annalu Waller, Susan A. Balandin, David A. O’Mara, and Andrew D. Judson.

2005. Training AAC Users in User-Centred Design. doi:10.14236/ewic/AD2005.2

Emily Q Wang and Anne Marie Piper. 2022. The invisible labor of access in

academic writing practices: A case analysis with dyslexic adults. Proceedings of

the ACM on Human-Computer Interaction 6, CSCW1 (2022), 1-25.

Katie Wang, Joan M Ostrove, Robert B Manning III, Sarah Fodero, Samuel L

Ash, Jessica Whang, Kathleen R Bogart, Rebecca Cipollina, Michelle R Nario-

Redmond, Jonathan M Adler, et al. 2024. Ableism in mental healthcare settings:

A qualitative study among US adults with disabilities. SSM-Qualitative Research

in Health 6 (2024), 100498.

Gaynor Watson-Creed. 2022. Gaslighting in academic medicine: where anti-

Black racism lives. cmaj 194, 42 (2022), E1451-E1454.

Trish Wielandt, Kryss Mckenna, Leigh Tooth, and Jenny Strong. 2006. Factors

that predict the post-discharge use of recommended assistive technology (AT).

Disability and Rehabilitation: Assistive Technology 1, 1-2 (Jan. 2006), 29-40.

d0i:10.1080/09638280500167159

Michael Williams and Tami Moser. 2019. The art of coding and thematic ex-

ploration in qualitative research. International management review 15, 1 (2019),

45-55.

Margot Gage Witvliet. 2022. How COVID-19 brought medical gaslighting to

the forefront and made invisible illness visible: Lessons from the BIPOC Long

COVID Study. In COVID-19 Pandemic, Mental Health and Neuroscience-New

Scenarios for Understanding and Treatment. IntechOpen.

Sabrina T. Wong and Sandra Regan. 2009. Patient perspectives on primary

health care in rural communities: effects of geography on access, continuity

Hye Sun Yun and Timothy Bickmore. 2025. Online Health Information-Seeking
in the Era of Large Language Models: Cross-Sectional Web-Based Survey Study.
Journal of Medical Internet Research 27, 1 (March 2025), €68560. doi:10.2196/68560
Tessa Zirnsak, Rachael Elwyn, Grace McLoughlan, Elizabeth Le Couteur, Cather-
ine Green, Nicole Hill, Rebecca Roberts, and Chris Maylea. 2024. "I have to fight
for them to investigate things": A qualitative exploration of physical and mental
healthcare for women diagnosed with mental illness. Frontiers in Public Health
12 (2024), 1360561. doi:10.3389/fpubh.2024.1360561

[125

[126

[127

[128

[129

[130

[131

[132

[133

[134

[135

[136

[137

[138

[139

[140

[141

[142

[143


https://doi.org/10.1145/3178855
https://doi.org/10.1177/13623613241230454
https://www.goodtherapy.org/blog/grieving-acquired-disability/
https://www.goodtherapy.org/blog/grieving-acquired-disability/
https://doi.org/10.4085/1062-6050-0181.21
https://doi.org/10.4085/1062-6050-0181.21
https://doi.org/10.2196/70379
https://doi.org/10.1353/hpu.2025.a959114
https://doi.org/10.1186/s12875-022-01644-8
https://doi.org/10.1016/B978-0-12-804571-8.00031-7
https://arxiv.org/abs/https://doi.org/10.1177/13872877251322978
https://doi.org/10.1177/13872877251322978
https://doi.org/10.1177/13872877251322978
https://doi.org/10.14236/ewic/AD2005.2
https://doi.org/10.1080/09638280500167159
https://doi.org/10.61919/0kgtf012
https://doi.org/10.1371/journal.pone.0152707
https://doi.org/10.2196/68560
https://doi.org/10.3389/fpubh.2024.1360561

Semi-structured interview questions

e Demographic Questions
o How old are you?
o What gender do you identify as?
o How would you describe your disability? When did you receive your diagnosis for

each of them (if multiple)?

e Disability Acquisition and Diagnosis
o When did you start to exhibit traits associated with [their disability]?

m  What were some of your initial emotions when these symptoms started to
appear?

m  Who did you talk to about it?

o Did you receive a formal diagnosis for these conditions?

m  What prompted you to seek formal diagnosis?

m Can you walk me through what the process of seeking and receiving your
diagnosis was?

e What was your reaction to receiving this diagnosis?

e What tools did you use to learn about specific disabilities or to
understand information from doctors? Specific websites? Books?
Blogs? Chatbots? [Expand with follow up questions on the tools
they mention, how they used it, why they used it, challenges, what
the tools did well, etc.]

e Who was your support system at this time? How did they provide
support?

m If no formal diagnosis was sought, why not?

o How did the symptoms progress over time?

m  What resources did you use to learn more about your symptoms?
Doctors? Friends? Books? Etc.

m  What tools/technologies did you use to learn more about your symptoms?
Specific websites? Blogs? Chatbots? [Expand with follow up questions on
the tools they mention, how they used it, why they used it, challenges,
what the tools did well, etc.]

m  Who was your support system as you were noticing these changes? How
did they provide support?

m  What were some emotions that you were feeling as you learned more
about symptoms and your disability?

o How will your disability change over time?
m  What are you doing to prepare for these changes? Either emotionally or
practically?
e Identity and Lifestyle Changes
o Do you consider disability as part of your identity? Do you consider yourself part
of the disability community? Why?
o Are there cultural factors that have influenced how you think about your
disability? (Cultural background, religion, etc.)



o Are there social factors that have influenced how you think about your disability?
(Friend group, family, workplace, etc.)
o Can you describe a few lifestyle changes that you have made due to your
disability?
m  What tools/technologies are helping you make these lifestyle changes?
m  Who is supporting you through these changes? How do they provide
support?
Can you describe some of your health management strategies?
What resources are you using to continue understanding and adapting to your
disability? (Books, movies, social media, music, etc.)
o Any other tools/technologies are you using to continue understanding and
adapting to your disability?

Have you tried out any tools or apps for your disability that did not work for you? Which
ones? What were your challenges with them?
Are there any tools you wish you had but don’t have access to because of certain
constraints?
If you had a magic wand and could instantly create a tool that would help you in any
aspect regarding your disability, what would it do?
o Follow up questions such as: Why that feature/tool format (app, website, etc.)?
o Who else do you think could benefit from this tool?
Other Tech Use?
o We have talked about how [insert tech they have mentioned] has helped you so
far. More broadly, are there any other technologies that you use regularly?
Is there anything else you would like to share that we haven’t already covered today?
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