Perspectives of Patients with Pre-existing Mobility Disability
on the Process of Diagnosing Their Cancer

Nicole D. Agaronnik, BS', Areej E-Jawahri, MD??, and Lisa I. lezzoni, MD, MSc'?

Check for
updates

Health Policy Research Center-Mongan Institute, Massachusetts General Hospital, 100 Cambridge Street, Suite 1600, Boston, MA, USA;
’Department of Medicine, Harvard Medical School, Boston, MA, USA; ®Division of Hematology and Oncology, Massachusetts General Hospital,

Boston, MA, USA.

BACKGROUND: Mobility disability is the most common
disability among adult Americans, estimated at 13.7% of
the US population. Cancer prevalence is higher among
people with mobility disability compared with the general
population, yet people with disability experience dispar-
ities in cancer screening and treatment.

OBJECTIVE: We explored experiences of patients with
mobility disability with the process of cancer diagnosis.
DESIGN: Open-ended individual interviews, which
reached data saturation. Interviews were transcribed ver-
batim for conventional content analysis.
PARTICIPANTS: We interviewed 20 participants with pre-
existing mobility disability that required the use of an
assistive device or assistance with performance of activi-
ties of daily living and who were subsequently diagnosed
with cancer (excluding melanoma).

KEY RESULTS: Concerns coalesced around five broad
categories: inaccessibility of medical diagnostic equip-
ment affecting the process of cancer diagnosis, attitudes
of clinical staff about accommodating disability, dismissal
of cancer signs/symptoms as emotional responses to
chronic health conditions, misattributing cancer signs/
symptoms to underlying disability, and attitudes about
pursuing legal action for substandard care. Participants
provided examples of how erroneous assumptions and
potentially biased attitudes among clinicians interfered
with the process of their cancer diagnosis, sometimes
contributing to an insufficient workup and diagnostic
delays.

CONCLUSIONS: Physical and attitudinal barriers affect
the process of cancer diagnosis in people with mobility
disability. Though people with mobility disability may be
clinically complex, clinicians should be aware of the risks
of diagnostic overshadowing (i.e., the misattribution of
cancer signs/symptoms to underlying disability) and oth-
er erroneous assumptions that may affect timeliness of
cancer diagnosis and quality of care. Further efforts, in-
cluding educating clinicians about challenges in caring
for persons with disability, should be considered to im-
prove the process of cancer diagnosis for this population.
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INTRODUCTION

Healthy People 2020 called for eliminating barriers to health-
care for people with disability, highlighting disparities in their
access to cancer screening and other preventive services.'
Mobility disability is the most common disability among adult
Americans, estimated at 13.7% of the US population.? Cancer
prevalence is higher among people with mobility disability
compared with the general population,® raising questions
about the possible contribution of lower cancer screening rates
among people with disability to this disparity.* Most research
on disparities in cancer diagnosis among people with mobility
disability have utilized large survey databases.*® However,
few studies have explored in-depth the experiences of patients
with mobility disability with the process of cancer diagnosis.””
' One such study from the United Kingdom identified broad
factors within their healthcare delivery system that might
affect the process of diagnosing cancer among people with
mobility disability, including physical access barriers, lack of
recognition of disability-related needs, and lack of consider-
ation of aspects of living with disability that may affect cancer
care (e.g., various required accommodations).”

Thus, little information is available about important aspects
of cancer care for a population that, despite relatively high
rates of camcer,3 nonetheless experiences disparities in screen-
ing and barriers to accessing care.* ' To explore aspects of
cancer care contributing to disability disparities, we framed
our study around the model of disability adopted by the World
Health Organization (WHO) in 2001. This model views dis-
ability as “a dynamic interaction between health conditions ...
and contextual factors,” including physical and social environ-
ments.'* As part of a larger mixed-methods study,® '* '* we
conducted in-depth interviews with people with pre-existing
mobility disability subsequently diagnosed with various types
of cancer and identified common themes concerning aspects
of physical and social environments as they relate to the
process of cancer diagnosis. Our findings are especially
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relevant for general internists, who often order or perform
evaluations (e.g., screening tests, physical examinations, ini-
tial diagnostic studies) that may lead to a cancer diagnosis.

METHODS

The Massachusetts General Hospital (MGH)/Partners Health-
care Institutional Review Board (IRB) approved this study.
Participants were informed of interview procedures, including
audio-recording, and we obtained verbal informed consent.
Below we report items consistent with the COnsolidated cri-
teria for REporting Qualitative Research checklist (supple-
mentary material).

Interview Protocol

Drawing upon the literature and previous studies, we designed
an open-ended interview protocol (see supplementary
material) to examine the cancer experiences of people with
mobility disability. The protocol contained modules, including
general medical and social history; disability history, such as
underlying diagnosis, duration, and use of assistive devices;
cancer history, such as symptoms, diagnostic tests, treatment
decisions, and overall outcomes; and recommendations for
other patients. We intended the interview to take up to 2 h.
We treated the first three interviews as pilot tests; the protocol
required no changes following these interviews.

Participant Recruitment

We aimed to recruit 20 adult participants who met the follow-
ing eligibility criteria: 21 to 72 years of age at the time of
cancer diagnosis; mobility disability requiring the use of an
assistive device and/or assistance performing activities of dai-
ly living; disability duration for at least 1 year preceding
cancer diagnosis; no prior cancer history; and exclusion of
skin cancers, including melanoma. We recruited a conve-
nience sample of participants through posting information
about the study on social networks, including local and na-
tional disability advocacy organizations, support groups for
people living with specific medical conditions (e.g., spinal
cord injury, post-polio syndrome, multiple sclerosis, Parkin-
son’s disease, cerebral palsy, Friederich’s ataxia), cancer ad-
vocacy organizations and support groups, social media recruit-
ment (e.g., Facebook, Reddit, online forums), and the Partners
HealthCare Rally research recruitment website. Potential par-
ticipants had to contact us to express interest in the study.
Eleven individuals who contacted us did not meet eligibility
criteria (mostly because they had disability but no history of
cancer). We scheduled all eligible participants for an inter-
view; all scheduled participants provided consent and com-
pleted the interview (i.e., no eligible participants dropped out).
While screening potential participants, we did not ask how

participants learned about our study. We did not confirm self-
reports about mobility disability or cancer histories (e.g.,
through medical record reviews), instead relying upon the
veracity of the interview candidates’ statements.

Interview Procedures

All interviews were conducted via telephone by L.LI. (MD,
MSc), a woman and professor of medicine and health policy
researcher, with extensive experience conducting in-depth,
open-ended research interviews with participants on various
disability topics. The moderator and participants did not have
a relationship prior to study commencement, and participants
were not informed of the research goals beyond learning about
their experiences with cancer and disability. The research team
did not report biases that may have influenced the study’s
outcomes.

The audio-recorded interviews averaged 57 min; only the
participant and interviewer were present for the duration of
each interview. Field notes were not taken during the inter-
view. A commercial transcription service provided verbatim
transcripts of the audio-recordings. We did not conduct repeat
interviews and did not send interview transcripts to partici-
pants (i.e., they did not provide feedback). We mailed $50 gift
cards to participants in thanks for their time. N.A. compared
interview audio files to transcripts and corrected minor tran-
scription errors.

Analysis

Using a consensus-driven qualitative process,'® N.A. (re-
search assistant) and L.LI. (interviewer/principal investigator)
analyzed the interview transcripts, with face validation of
findings by A.E.J. (oncologist co-investigator). The research
team employed conventional content analysis,'” a qualitative
descriptive method'® '? that draws explicitly from data with-
out overinterpretation of results. We used an iterative process,
discussing and identifying themes, and a consensus-driven
process to confirm themes and their relevance to clinical
practice; we did not use qualitative analysis software or spe-
cifically code texts. We analyzed transcripts as the interviews
were completed, and we reached data saturation for the broad
general themes with the completion of the 20 interviews.

RESULTS

Table 1 presents demographic information about the 20 partic-
ipants. Their mean (SD) age was 59.6 (12.8) years, and they lived
in 11 different states. Participants had nine different cancer types,
and eight different underlying disabling conditions. Five major
themes describing diagnostic experiences for persons with pre-
existing mobility disability emerged from the data. Below, we
present these themes with verbatim quotations to exemplify key
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points. We sometimes indicate counts of observations not to
suggest that our findings are quantifiable but to avoid frequently
using vague terms, such as “many,” “most,” or “often.”
Inaccessibility of Medical Diagnostic
Equipment Affects Process of Cancer Diagnosis

Inaccessible medical diagnostic equipment interfered with
routine evaluations. Fifteen participants indicated that they
were not routinely transferred to examination tables, and 11
reported that they were not routinely weighed. Some voiced
concerns about substandard quality of care and questioned
whether failure to receive complete physical examinations
delayed their diagnostic workup.

“They got a six-foot-high table that regular people sit on,”
said one participant with spinal cord injury (SCI), “but I can’t
jump on, because that’s like me climbing Mount Everest ... I
have to be ... observed or diagnosed sitting in the [wheel]-
chair. To me, it’s not professional.” This participant noted that
being examined seated in his wheelchair is the norm during
office visits, and he believed this contributed to delaying his
Hodgkin lymphoma diagnosis:

I had a lot of pain in my groin. ... [ went to the doctor,
and it was the size of about a bean. .. They don’t put me
on a table. ... [The doctor] stuck his finger [into the
patient’s groin, with the patient seated], and he goes,
‘Oh, that's an infection. ... Take these antibiotics for
seven days.’...The problem is, after the seven days,
that bean turned into a little tennis ball. ... Three weeks
later, the golf ball had grown into the size of a grape-
fruit.Participants raised concerns about how inaccessi-
ble equipment might affect their quality of care. One
participant with double amputations stated that doctors
had offered to examine her in her wheelchair, but she
“really wasn’t comfortable with [that].” The participant
wanted to be in the best position for the physician to
perform her exam, “rather than trying to accommodate
me on my chair.” Another participant diagnosed with
prostate cancer, who cannot climb onto an examination
table, raised concerns about an inadequate physical
exam: “The rectal exam was just kind of standing up
and leaning over the table.” He described his prostate
biopsy being performed in a similar fashion.

Inaccessible equipment generated other concerns, including
physicians asking patients to provide their own assistance to
transfer onto examination tables. “This is not okay, “said a
participant with cerebral palsy. “I’ve heard things in the back-
ground, ‘Did she come with someone? Can someone put her
on the table?’ I would chime in, ‘I don’t have to come with
anybody. You have to have the ability to help me get on the
table.””

Participants also highlighted concerns with inaccessible
weight scales. “I don’t think I’ve ever been weighed at a

doctor’s appointment,” said a woman with cerebral palsy.
“They always just ask me. The only place I’ve ever gotten
consistently weighed the right way is when I joined Weight
Watchers.” Another participant indicated that he has his
weight measured when he visits the veterinarian with his
dog: “Every time I bring my dog [for a checkup], I weigh
the dog, and then I weigh me.” Lacking an accessible weight
scale “was a huge factor in why I was misdiagnosed,” said one
woman. She added:

I was going to the doctor, and I got down to 67 pounds
...andI'm 5'11"... When I would go to the doctor, they
wouldn't weigh me, but they could see that I was very
thin. But I think if they would have weighed me,
maybe they would be like, ‘Oh, wow. We need to get
this girl in to the doctor or hospital right now. Get her
tested out. See if there's something bigger going on.’
Because there was.The inaccessibility of other medical
diagnostic equipment also posed challenges for diag-
nostic workups. “MRIs, and the CAT scans, and the
bone scans ... They’re kind of hard to get onto,” said
one participant. “Even when you go to the hospital,”
said another participant, “when you got to do an ultra-
sound or a CAT scan, I can’t climb on that thing. It’s
too high ... PET scans, none of that.” Another partic-
ipant who needed a standing breast biopsy recounted:

“You are required to stand so that you can be very still
and not move, which are issues for me. But in addition
to that, I'm a bigger girl. ... I was over the ‘weight
limit* for the chair that they allegedly use [for breast
biopsies] when people can't sit down. And I'm like,
“This is not an amusement park ground.’The partici-
pant observed that the hospital “could do a better job of
dealing with people’s bodies as they see them, whether
it’s a mobility issue or if it’s a size either too little, too
short, too tall.”

Attitudes of Clinical Staff About
Accommodating Disability

Participants observed that clinical staff have complex attitudes
about providing disability accommodations. “Doctors are not
very accommodating with disability,” stated one participant.
Another participant observed, “I often find that when they just
don’t listen to you, don’t respect you, and then that makes
everything hard.” She added:

I can remember one technician who was rough... But
once I got positioned and if they listened to me about
what they needed to do to get me comfortable, then I
can lie and do a test, an MRI for a long time or,
certainly, a CAT scan ... I think the hardest time for
me is that, really, when people just don't believe you.
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Table 1 Demographic Characteristics N =20

Characteristic

Age at diagnosis, mean (SD) years 59.6 (12.8)
Gender, n
Male 8
Female 12
Race, n
White 18
Non-White 2
Hispanic ethnicity, n 1
Education, n
Less than high school
High school or GED
Some college
Bachelor’s degree or higher
Marital/partner status, n
Married
Partnered
Divorced
Widowed
Single
Health insurance, n
Medicaid
Medicare
Private
Other*
None
Underlying disabling condition
Spinal cord injury
Polio
Multiple sclerosis
Other
Cancer type
Prostate cancer
Colorectal cancer
Ovarian cancer
Non-Hodgkin lymphoma
Breast cancer
Thyroid cancer
Other
Family history of their cancer type, n
Yes
No
Not reported
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*History of other combinations of insurance (e.g., private, Medicaid,
and/or Medicare)

They don't believe you need to have what you need to
have. I used to tell the MRI people, ‘If you get me
settled on the table, I will be yours for however long
you want. But if I'm not settled well on the table and 1
have some spasticity in my foot or whatever, then I’'m
going to be really hard to test.’Participants expressed
frustration about the inability to accommodate disabil-
ity. “I feel like they should care a little bit more because
of the disability.” Another participant concurred: “I
really think just because of the barriers to healthcare
that there’s got to be a higher instance of cancer among
people with significant physical disabilities.” She was
surprised at the lack of preparedness in clinical settings
to accommodate disability.

Dismissal of Cancer Signs/Symptoms as Emo-
tional Responses to Chronic Health Conditions

Participants suggested that physicians did not always take their
cancer signs or symptoms seriously, often because of errone-
ous assumptions that they were caused by emotional responses

to chronic health conditions rather than valid medical con-
cerns. “When I was younger, my 20s, my 30s,” one woman
recalled, “before I had developed my identity as a person with
a disability ... it was like, ‘No, I’'m not depressed. I feel this.
This is real.”” A woman with difficulty ambulating due to an
orthopedic condition, later diagnosed with ovarian cancer, had
experienced abdominal pain and fatigue for 2 years, but her
clinicians told her, “‘Oh, because of 9/11, you’re just de-
pressed.” And I said to them, ‘It is not depression. Something
is very wrong.”” Another woman asserted it took 2 years to
diagnose her colon cancer: “Everyday it was like, “Well you
need to go see pain management,” which is basically, “You
need to go see the psychologist.”” She added:

I got a phone call from a senior resident who said to me
over the phone... “There's something that’s seriously
wrong with you that you come in and call us as much
as you do.” And I said, ‘Because nobody should go to
the bathroom every hour to two hours with diarrhea.’
... The chief of GI did the colonoscopy at [MAJOR
ACADEMIC MEDICAL CENTER]. She said,
‘There’s nothing wrong. You’re complaining for noth-
ing. This is your fifth colonoscopy. There’s nothing
wrong with you.” Three days later I get a phone call
back that it’s cancer.

Misattributing Cancer Signs/Symptoms to Un-
derlying Disability

Ten participants appeared to have their cancer diagnosed on
routine screening or routine follow-up tests performed to
assess their symptoms. However, the other half of the partic-
ipants experienced diagnostic delays resulting from the erro-
neous attribution of cancer signs/symptoms to underlying
disability. In some instances, participants themselves delayed
seeking care because they thought their symptoms were
disability-related; in other instances, the participants’ clini-
cians made these erroneous assumptions. In some situations,
these delays had severe consequences.

A man with paralysis from neuromyelitis optica, who had
an indwelling suprapubic catheter, indicated that developing
urinary tract infections (UTIs) was common for him. When he
began experiencing more UTIs, he thought, “maybe the cath-
eter got plugged up.” He suggested that misattribution of the
UTTIs may have delayed his prostate cancer diagnosis: “If T had
not had all these UTIs, the urologist would have done the MRI

. it probably would’ve been found maybe a year earlier.”
Another man with prostate cancer had attributed his cancer
symptoms to multiple sclerosis: “I always think it was mostly
the MS was the problem with the bladder because the bladder
symptoms are about the same since, for the last 10 or 15 years
for me.” A woman with difficulty ambulating said, “Well, 1
had symptoms, but I didn’t associate it with ovarian cancer. |
thought I was just having pain because maybe I was
constipated.”
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Sometimes clinicians attribute cancer symptoms to the par-
ticipants’ underlying disability. “For two years ... I was just
losing weight,” said a patient with SCI. “They diagnosed me
with gastroparesis. They said that my stomach, because of the
[spinal cord] injury, was digesting food slower, and that that
was the issue.” The participant had visited the emergency
room five times across 2 years. The gastroparesis diagnosis
stuck, although, “They never even did any testing to even say
that it was gastroparesis.” Eventually, with life-threatening
weight loss, the participant needed a feeding tube inserted.
“So, they gave me an X-ray to place it,” said the participant,
“and that’s finally when they found a mass that was right next
to my lung. And it was stage Il Hodgkin’s lymphoma... I
didn’t even have gastroparesis.”

One woman with SCI experienced increased episodes of
autonomic dysreflexia. Her primary care physician attributed
the dysreflexia to her SCI but did not recommend further
investigation of its increased frequency, telling the participant
that testing would be intrusive. However, the participant’s
rehabilitation specialist was alarmed by the increased dysre-
flexia, and a subsequent workup revealed uterine cancer.

A woman with cerebral palsy experienced difficulty swal-
lowing, a recognized complication of her disability. She later
developed a cough and was given cough suppressant. She was
concerned about seeking follow-up, “because they attribute it
to my disability, and they don’t really pay attention.” She was
subsequently diagnosed with thyroid cancer, which she
believes contributed to her swallowing difficulties and cough.

Participants warned about the dangers of misattributing
cancer signs/symptoms to underlying disability. “Not every-
thing is polio related,” said a participant with post-polio syn-
drome. “So, you have to be careful, right?” Another partici-
pant observed, “It’s always easy to blame everything on the
MS. So, you have to think very carefully about what’s going
on and what’s not going on.”

Attitudes About Pursuing Legal Action for
Substandard Care

Some participants raised questions about pursuing mal-
practice claims for substandard care. “I’ve never even
gotten an apology,” said one participant who experienced
a delayed diagnosis for 2 years because her cancer symp-
toms were misattributed to SCI. “I never even heard from
that doctor.” She had considered suing about her missed
diagnosis, but “I’ve gone through a lawsuit before, and
I’'m like, ‘No.” It makes life more stressful.”” Another
participant suggested that clinicians are not worried about
lawsuits from people with disability. “They don’t care,”
said another participant with SCI. “You know why they
don’t care? Because the odds of that happening is few and
far between. First of all, litigation costs are a lot of money
for people with disability.” The participant thought that
clinicians are reluctant to transfer him onto an exam table
because of liability concerns: “The office don’t want to

take liability, lifting me, because they think that if T fall,
that I’'m going to sue them. ... So, they just leave me in
the chair.”

Participants expressed concerns that if they complained,
their care would suffer: “The bottom line is, if they don’t want
to do it, I’'m not going to break their arm to do it. ... What kind
of treatment am I going to get?” Another participant observed
that he is “not a zealot when it comes to accessibility ... All
care about is function over form.”

DISCUSSION

Few studies” ® have explored the experiences of people with
mobility disability with the process of cancer diagnosis. We
believe that this is the first US-based research study to explore
these issues across various cancer types. Our findings about
inaccessible medical diagnostic equipment (e.g., exam tables,
weight scales, diagnostic imaging equipment) are consistent
with prior literature.> 2! Less reported are our findings about
how erroneous assumptions and potentially biased attitudes
among clinicians might interfere with the process of cancer
diagnosis, sometimes contributing to an insufficient workup
and diagnostic delays. Table 2 summarizes potential recom-
mendations for addressing concerns raised by each identified
theme.

Of note, some interview participants reported that clinicians
misattributed physical signs and symptoms of cancer to their
underlying, pre-existing mobility disability, a practice called
“diagnostic overshadowing” in the context of other types of
disability. The concept of diagnostic overshadowing was ini-
tially formulated in the setting of intellectual disability.
Researchers identified instances where emergency department
physicians would erroneously attribute various presenting
clinical symptoms of patients with intellectual disability to
their disability rather than to their actual medical illnesses.”*~
2 In our study, participants suggested that diagnostic over-
shadowing might also occur for persons with physical disabil-
ity, as physicians misattributed signs and symptoms of cancer
to their underlying disabling condition (e.g., misattributing
symptoms of Hodgkin lymphoma to presumed, albeit never
proven or even tested, gastroparesis from SCIL.)

Participants also described that attitudinal barriers can
contribute to misattribution of cancer signs and symp-
toms to emotional reactions related to living with chron-
ic health conditions. Research on the health experiences
of older people supports this finding, suggesting that
physical health issues can sometimes be misattributed
to undiagnosed depression related to aging.>> Erroneous
assumptions about quality of life of people with disabil-
ity are similarly pervasive in society and may also affect
clinician-patient interactions. The disability paradox con-
cept®® describes discordance between positive percep-
tions of quality of life among people with disability
and negative societal perceptions. Disability simulation
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Table 2 Themes and Recommendations

Theme

Recommendation

Inaccessibility of medical diagnostic equipment affecting
the process of cancer diagnosis

Attitudes of clinical staff about accommodating disability

Dismissal of cancer signs/symptoms as patients’ emotional
responses to chronic health conditions

« Install accessible medical diagnostic equipment including wheelchair accessible weight
scales, height-adjustable exam tables, and/or transfer devices (e.g., Hoyer lift)

* For specific equipment requirements, seek guidance from the federal Standards for
Accessible Medical Diagnostic Equipment (e.g., height-adjustable exam tables should
lower to 17-19 in. above ground to facilitate transfers)

* Develop procedures for appropriate patient positioning (e.g., for MRI or biopsy)

* Staff training should include modules on disability cultural competence

* Develop policies and procedures for proactively inquiring about patients’
accommodation needs to anticipate accessibility difficulties

* Train staff in their legal responsibilities for accommodating patients with disability and
how decisions about reasonable accommodations are made

* Train staff in ergonomic transferring and patient positioning techniques to maximize
patients’ comfort, reduce risk of injury to clinical staff, and improve technical quality of
diagnostic test (e.g., appropriately and comfortably positioned patients have better
diagnostic imaging quality)

 Improve staff training about risks of misattributing patients’ signs/symptoms to
psychological factors

« Improve staft training about potentially biased attitudes towards disability (e.g.,
through taking an online disability implicit association test)

Misattributing cancer signs/symptoms to underlying dis-
ability

* Train staff about the risks of “diagnostic overshadowing” in the context of pre-existing
conditions including mobility disability

« Consider consultation with physician experts in disability (e.g., physiatrists)

Attitudes about pursuing legal action for substandard care

* Train staff about their responsibilities towards patients under the Americans with

Disabilities Act (ADA)

modules, commonly used in educating trainees about
disability, may have the unintended effect of amplifying
erroneous assumptions that disability causes poor quality
of life and mental health. These simulations often gen-
erate distress, pity, and negative perceptions about living
with disability.27’ 28 Because cancer, depression, and
stress can share similar nonspecific symptoms (e.g.,
fatigue, weight loss), clinicians’ erroneous assumptions
about living with disability could possibly affect their
clinical assessments.

Nonetheless, participants provided nuanced perspec-
tives on misattribution of cancer symptoms. Partici-
pants themselves sometimes assumed that physical
signs and symptoms were related to their underlying
disability, potentially delaying care. Whether patients
can pursue legal action due to diagnostic overshadow-
ing is unclear—only cases where overshadowing
caused major delays that harmed the patient and met
other criteria as malpractice claims may warrant con-
sideration.?? Inability to obtain routine preventive
screening due to inaccessible medical diagnostic
equipment and inadequate disability accommodations
constitutes violation of the Americans with Disabil-
ities Act (ADA).*® However, as participants recognize,
patients may be unlikely to pursue litigation given the
time, cost, and stress involved. Under ADA mandates,
clinical practices have an obligation to provide dis-
ability accommodations.

Challenges examining patients in the absence of acces-
sible medical diagnostic equipment are well-documented
in the literature.?® 2" 3! However, the direct implications
for the process of cancer diagnosis are a novel finding,

with participants providing vivid descriptions that clari-
fied the implications. Transferring patients to exam tables
is critical for thorough examinations, as for the partici-
pant with non-Hodgkin lymphoma whose initial
symptom—a mass in the groin area—was inadequately
assessed as he sat in his wheelchair. Unexplained weight
loss can also be a nonspecific cancer symptom—as for
the interviewee with Hodgkin lymphoma who experi-
enced life-threatening weight loss—suggesting the impor-
tance of accessible weight scales. Because the absence of
accessible medical diagnostic equipment can lead to sub-
standard care, training from undergraduate through con-
tinuing medical education should include modules
addressing practice accessibility requirements under the
ADA. Federal Standards for Accessible Medical Diag-
nostic Equipment were promulgated in 2017°°; practice
settings across the US healthcare system should consider
implementing these standards.

Participants also described accessibility barriers with
more specialized diagnostic procedures, including im-
aging services (i.e., MRI, CT, PET scans) and biopsies.
Appropriate patient positioning is critical for ensuring
image quality—inability to accommodate mobility dis-
ability can interfere with diagnosis. Furthermore, atti-
tudes of clinical staff about providing accommodations
can be just as important as physical accessibility.
Patience with transferring and positioning patients and
proactively inquiring about accommodation needs
can anticipate accessibility difficulties. Nevertheless,
broader attitudes and biases towards people with dis-
ability®® can interfere with efforts to proactively ad-
dress access barriers.
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Limitations

Our findings have important limitations, notably
concerning generalizability to patients with different
cancer types and conditions causing mobility disability.
Given the opt-in recruitment strategy, we have no infor-
mation on non-participants (i.e., the number of people
who chose not to participate and their reasons). The
experiences of people choosing not to participate may
differ from those reported here. For example, our find-
ing that most participants experienced physical access
barriers and other barriers for cancer diagnosis may
potentially reflect recruitment bias (i.e., people dissatis-
fied with their care might be highly motivated to voice
their concerns).

Limitations caused by mobility disability and cancer
signs and symptoms can be highly variable, limiting our
ability to draw conclusions about specific aspects of
diagnosis and treatment across patients. Furthermore,
given the diversity of disability and cancer type combi-
nations in our study sample, we cannot compare sub-
groups of participants based on these characteristics.
Nevertheless, our ability to reach data saturation for
general themes suggests the salience of these observa-
tions to diagnostic experiences. Despite limited general-
izability, the findings are transferrable to physician prac-
tices more broadly, given that both general internists
and oncologists play important roles in the process of
cancer diagnosis.

CONCLUSION

We found that participants with pre-existing disability
subsequently diagnosed with cancer report physical bar-
riers to healthcare (i.e., inaccessible medical diagnostic
equipment), attitudinal barriers among clinical staff (i.c.,
reluctance to accommodate disability), and the misattri-
bution of signs and symptoms to patients’ emotional
concerns or underlying disability. Further efforts to im-
prove the process of cancer diagnosis for this sometimes
complex population are warranted, including training
clinicians about the potential risks of diagnostic
overshadowing.
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