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Abstract

Background: Cancer care for people with disabilities (PWD)
is rife with uncertainty and obstacles. Not only do PWD have
to contend with cancer and treatment-related sequelae, but
also its impact on disabling conditions and functional capac-
ity, as well as a health care system lacking accessibility and
disability competence. Peer support can address important
needs for emotional and informational support. mHealth
tools for smart phones, tablets, or laptops hold promise to
deliver such support in an accessible and scalable manner.
This concept is unexplored for use among PWD with cancer.

Objectives: To describe a community-based participatory
study that 1) identifies consumer-reported support needs
and priorities among PWD and cancer and 2) integrates
consumer perspectives into the design of an mHealth cancer
support tool to address these needs and priorities.

Methods: Part 1 is a thematic analysis of semistructured,
qualitative interviews with a purposive sample of experts
in health and cancer care for PWD (n = 7) and a convenience

ifty-seven million Americans (or 22% of adults over
the age of 18 years) live with disabilities, making PWD
one of the largest minority groups in the country.!
Compared with their nondisabled peers, PWD live with a
thinner margin of health.? Despite myths that “lightening

won’t strike twice,”?

cancer is the second leading cause of
death among PWD.* Cancer and its treatment can trigger
an array of negative psychosocial responses such as social

withdrawal and isolation, depression, and anxiety and can
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sample of cancer survivors with preexisting disabilities
(n =9). In part 2, results were integrated to develop an
mHealth peer support tool to addresses identified needs.

Results: Themes included 1) barriers across the cancer care
continuum, 2) strengths within the disability community,
and 3) recommendations for mHealth and peer support.
Based on the qualitative findings, we designed a mHealth
tool for peer support and information sharing among PWD
with cancer.

Conclusion: Consumer-informed mHealth tools hold great
potential to leverage strengths in the disability community to
address emotional and informational needs created by a lack
of disability competence across the cancer care continuum.

Keywords

Cancer, people with disabilities, mHealth, community-
based participatory research, health disparities

significantly impact a person’s health-related quality of life,
including physical, emotional, cognitive, social, functional,
and spiritual well-being.>® Cancer and its treatment has
been called a “double whammy” for PWD and can lead
to the development of secondary medical conditions as
well as the exacerbation of the disabling condition itself.””
Notwithstanding, PWD are an “unrecognized health disparity

»10

population”® and are largely absent from the cancer dispari-

ties agenda.
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PWD encounter a variety of unique challenges during
cancer diagnosis and treatment, including physical inacces-
sibility of examination and treatment equipment, concerns
over injury, and poor quality examinations owing to unsafe
transfers, and inappropriate positioning and handling in
response to some patient’s uncontrollable and/or restricted
movements during examination.! Treatment decisions for
PWD are complicated by the uncertain impact that surgical
approaches and chemotherapy may have on their existing
disability, functional status and mobility, capacity to live
independently at home, and overall ability to manage side
effects or consequences of treatment in the midst of preex-
isting comorbidities, such as pain and fatigue.'>* The need
to self-advocate for accommodations adds to the stress of
navigating the cancer care system." The lack of disability-
competent care contributes to treatment delays, inadequate
follow-up care, and nonadherence, all of which can negatively
impact outcomes.'*"

The disparities in the quality of cancer care for PWD
prompted disability health advocates and academic research-
ers in the Chicago area to work together to find a solution.
With National Cancer Institute funding support, a project
team of disability community and health policy leaders and
academic researchers with expertise in health care justice
for PWD, psychosocial and behavioral support for people
with cancer, health communications, and peer support, have
come together to design and develop a community-informed
mHealth (i.e., mobile health) tool for peer support and infor-
mation sharing to address the needs of people with preexisting
disabilities and cancer.

mHealth is the use of mobile technologies, such as smart
phones and tablets, to support medical and public health prac-
tices.'® The past decade has seen a proliferation of mHealth
apps to help people across the cancer care continuum, includ-
ing, for example, apps focused on addressing cancer-related
fatigue,'” quality of life and well-being,'® and depression and
pain.’ Although PWD own smartphones at the same rate
as nondisabled adults (71% and 68%), they are one-half as
likely to report using mHealth apps.?® Given the potential for
mHealth interventions to positively impact cancer and health
outcomes, it is important to understand and address PWD’
identified needs and priorities, as well as perceived barriers

to the use of mHealth apps.?
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Evidence supports the efficacy, accessibility, and accept-
ability of peer support interventions (both face to face and
online) as a source of information sharing and social support
for people with cancer.”’-* Peers offer expertise that is sub-
stantially different from that offered by health care providers.
Peer support is also a central tenant of the independent living
movement for PWD and is grounded in the personal experi-
ence of confronting the day-to-day challenges of living with a
health condition, such as cancer or a disability. Peer support
can help bridge information gaps and allay some of the fear
and uncertainty associated with this disease.?** mHealth
technologies are uniquely suited to offer a viable solution
to address barriers to face-to-face peer support, such as lack
of time, lack of transportation, lack of local resources, and
limited social networks®?; yet, access to culturally tailored,
technology-enabled peer support interventions are lacking for
people with cancer and disabilities. In this article, we reveal
the actions taken and findings from the project team’s design
phase of an mHealth tool that removes barriers to support for

this target population.

OBJECTIVES

The goal of the design phase of app development was
to leverage best practices of qualitative, community-based
participatory research (CBPR) to:

1. Determine patient and provider identified needs and
priorities for social support and information sharing,

and

2. Determine community perceived benefits and concerns
for mHealth peer support interventions.

METHODS

Study Design

Cross-sectional, semistructured, qualitative interviews
were conducted as part of a CBPR process to inform col-

laborative mHealth app development.

Target Community

For this project, we defined the disability community as
a group of people who share the lived experience of having a
body or mind that functions differently from the norm and

who frequently experience barriers to full and equal social
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participation owing to socially constructed factors in the built,
social, economic, and political environment.’® Within this
community, we targeted people who experience the “double
whammy” of cancer and preexisting disabilities.”* Consistent
with the priorities of our community partners, we sought to be
broadly inclusive and welcomed participation by people with

physical, cognitive, mental health, and sensory disabilities.

Research Partnerships

As part of the National Cancer Institute-funded Chicago
Cancer Health Equity Collaborative, this project was built
on several long-standing research partnerships. Academic
researchers with expertise in mHealth, psychosocial and
behavioral cancer support and health communications (J.B.,
D.V., B.H.) had previously worked with members of the Latina
community on an National Cancer Institute-funded project
to develop an mHealth peer support tool called Maestra for
Latinas with breast cancer survivors.*? Simultaneously, the
lead author (S.M.) and members of the disability community
(J.P.R., T.W.) have had more than a decade-long history of
collaborative research across multiple federal and foundation
grants focused on understanding and addressing health and
cancer care disparities among PWD (e.g., Magasi et al.,”* in
this issue). Our community partners, who have a lived experi-
ence with disability, were members of the health care policy
team at a local center for independent living at the time of
the study.

Centers for independent living are part of a network of
disability rights organizations run by PWD for PWD. Centers
for independent living have a mandate to serve the cross-
disability community. This focus on the cross-disability com-
munity helped to inform the scope and target population for
this study.

From its inception, our work has been intensively partici-
patory and collaborative. As a team, we decided to capitalize
on our strengths and experiences to design and develop a
mHealth tool modeled on Maestra’s peer-to-peer support plat-
form to address the unmet needs of the disability community.
We used a CBPR approach for this work because it (1) is
compatible with the disability community’s mantra “Nothing
about Us without Us,” which articulates the community’s
demands for inclusion, shared decision-making and lead-

ership,*¢ and 2) represents best practices in user-centered
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design app development, which increasingly recognize the
value of stakeholder input in all stages of app development.””
Community partners have been involved in all stages of the
research process from the formative research that identified
the community need, up through the grant writing, data col-
lection and analysis, and app design. They (J.P.R., T.W.) are

co-authors of this article.

Recruitment and Data Collection

The study team purposively sampled seven experts in
disability research, advocacy, cancer rehabilitation, and
health policy. Experts provide a broad perspective on can-
cer care owing to their clinical, research, and policy work.*
Our experts were selected from across the United States for
their breadth of knowledge on issues facing the disability
community across the cancer care continuum. Experts
where recruited via an introductory email sent by the lead
author (S.M.) explaining the scope of the study and inviting
them to participate. All agreed to participate. Interviews
were conducted over the phone by the lead author who has
extensive experience in CBPR and qualitative research with
the disability community. Interviews lasted approximately
1 hour and were audio-recorded and transcribed verbatim
with identifiers removed.

In collaboration with our community partners, we also
recruited a convenience sample of cancer survivors with
preexisting disabilities. Cancer survivors with a disability are
recognized for their ability to provide an in-depth view into
their lived experience.” Interested individuals were screened
for eligibility. Eligible individuals were scheduled for indi-
vidual interviews. After obtaining informed consent, research
team members with experience in qualitative interviewing
with PWD (S.M.,K.T., D.V.) conducted interviews in person
or by phone per the participant’s preference. Emphasis was
on understanding PWD’s cancer care experiences and their
recommendations regarding peer support and app develop-
ment. Interviews lasted approximately 90 minutes and were
audio-recorded and transcribed verbatim with identifiers
removed for analysis. Institutional review board approval was
obtained at the academic researchers’ participating institu-
tions, including Northwestern University (the institutional
review board of record), University of Illinois at Chicago, and

Northeastern Illinois University.

WeCanConnect
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Data Analysis

Deidentified transcripts from both sets of interviews were
analyzed using a thematic two-phase process,***! proceeding
from descriptive to conceptual coding using an iterative cod-
ing dictionary. Two coders (S.M., ].B.) independently coded
all of the interview transcripts to develop a list of descrip-
tive codes. Then, in collaboration with the academic and
community partners, codes were organized into conceptual
categories based on extensive team discussion and debate. In
this report, we focus on the conceptual categories that helped
us to understand the experiences of PWD across the cancer

care continuum and informed our design of an mHealth tool.

RESULTS

We present our findings in two parts. First, we present the
findings from our qualitative interviews. Second, we apply
these findings to the conceptualization, architecture, features,
and framing of a new consumer-driven peer-to-peer social

support and connection app for PWD with cancer.

Part I: Qualitative Interviews

A total of seven experts participated in the study from varied
professional backgrounds, including health services research-
ers (n = 3), disability health policy and advocacy (n = 3), and
cancer rehabilitation (n = 1). Six of the experts have conducted
research and policy work that directly explores the intersection
of disability and cancer prevalence, diagnosis, and/or care.
Five of the experts self-identified as a person with disability,
three of whom were cancer survivors. The cancer survivors
included in this study were predominantly White (n = 7 of
9), female (n = 7 of 9), and with a history of breast cancer
(n = 6 of 9), as well as a variety of congenital and acquired
disabilities, including spina bifida, cerebral palsy, muscular
dystrophy, spinal cord injury, traumatic brain injury, multiple
sclerosis and intellectual/developmental disabilities. All par-
ticipants were cancer free at the time of the interview. Based
on the thematic analysis of the qualitative data, we identi-
fied three broad themes: 1) barriers across the cancer care
continuum, 2) strengths within the disability community,
and 3) recommendations for mHealth and peer support as
adjuncts to cancer treatment. Each theme is described below

and supported by descriptive quotations from participants.
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Theme 1: Barriers Across the Cancer Care Continuum. The
cancer survivors described with some satisfaction that they
had received the “able-bodied” version of cancer care that
aims to aggressively treat the cancer while also offering sup-
portive services in a welcoming environment. As the following
quotation indicates, this “Cadillac” version of integrated care

contrasted with their usual health care experiences as PWD.

It was very interesting being a part of the cancer
treatment and the whole process because there’s so
much support through—for women with breast cancer
available in general for patients with breast cancer. .. I
almost had to laugh, I thought, gee, I feel like I joined a
great club, so, yeah, I mean it’s like everyone is so nice
and supportive and there’s all these services that are
available to you. I was just like wow, I wish they had a
club for disabilities like this or MS. (Cancer survivor

with multiple sclerosis)

There was, however, a consensus that the cancer care
system was not accessible or accommodating to the needs
of people with a range of physical, functional and cognitive

impairments.

I was totally unaware until I got thrown into the whole
cancer system how inaccessible it is. (Expert and can-

cer survivor with a physical disability)

Participants provided numerous examples of inaccessible
treatment environments and equipment, as illustrated by the

following quotations:

They are not equipped in the hospitals; they don’t know
how to lift . . . T had a couple of tests run . . . the scan-
ning process would require me being transferred.. . . it
took like an hour longer to find somebody else in the
hospital who could lift . . . It all adds . . . frustration, a

whole other layer of stress. (Cancer survivor with MD)
and

We gave up on change rooms just because they’re not
too accessible. For a variety of reasons like too much
hassle for me with leg braces and mobility impair-
ments . .. I just stripped completely everyday [for my

treatment]. (Cancer survivor with spina bifida)
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Participants recognized that the existence of a preexisting
disability complicated their treatment experiences owing in
part to providers’ lack of training in disability, in general, and
the limited research to support evidence-informed decision
making at the intersection of disability and cancer. As one

expert indicated:

Little has changed in the last 30 years regarding how
disability is taught in medical school . .. So when you
are disabled and get cancer there is just a tremendous
amount of uncertainty and confusion on how to pro-

ceed. (Expert and person with a physical disability)

This perspective was supported by several examples from

other participants, such as,

[A friend with post-polio] was diagnosed with colon
cancer and her colon cancer surgery resulted in almost
total loss of muscle function. She is this older per-
son who had polio and had very significant muscle
function in her back and abdomen and that’s what
allowed her to sit in a wheelchair and function quite
well. She lost all of that function as the result of the
surgery . . . Her docs had no idea what to do with
her . . . The outcome was totally devastating from a
disability standpoint and not from cancer standpoint.

(Expert and cancer survivor with disability)

Cancer survivors also reported that providers often failed
to recognize the realities of living day to day with a physical
disability and that “standard” recommendations and treat-
ments may lead to additional functional limitations for people

with preexisting disabilities.

After the outpatient surgery [lumpectomy], they say
shit like you’re not supposed to lift anything over
ten pounds, I'm like, you don’t understand how I lift
myself . . . How do you think I transfer (move from
wheelchair to bed, toilet)? I don’t float . . . I was like
a unicorn . . . I live in Chicago, Illinois, I should not
be a unicorn in a major metropolitan area. (Cancer

survivor with a spinal cord injury)

The lack of accessibility and disability competence within

the cancer care system complicated care, added stress to an

Magasi et al.

already emotionally demanding time, and created a sense of
isolation among people with preexisting disabilities.

Theme 2: Strengths within the Disability Community.
When confronted with a cancer diagnosis and barriers within
the cancer care system, people with preexisting disabilities
mobilized their internal and external resources, as described

in the following quotations:

[PWD] start their experience with cancer armed with a
set of coping strategies and a way of looking at impair-

ment and disability that is gonna help them. (Expert)

[The cancer diagnosis] didn’t faze me much atall ... It
was really no big whoop. . . . because of my reference
point . .. I didn’t sit around like worrying about if I
was going to die or not because frankly, I should’ve
already . . . I was more interested in the pragmatics.

(Cancer survivor with a spinal cord injury)

However, given the lack of disability competence within
the cancer care system, many of the participants recognized
peer support was a way to mobilize the strengths within the
disability community. Peer support also provided opportuni-
ties to break down some of the isolation and uncertainty they

were experiencing as PDW in the cancer care system.

You must have peer support. Use technology and they
can contact someone ... with a similar disability for
peer support or further knowledge. (Expert and person
with a physical disability)

People feel they are the only ones going through a cer-
tain situation. Peer-to-peer approaches would have a
tremendous potential to break down isolation.(Expert

and person with a physical disability)

Unfortunately, many participants indicated that they hardly

ever encountered other PWD when they were in treatment.

I've never met someone else and my friends have said
they’ve never met someone who’s had both cancer and
TBI [traumatic brain injury] . . . [It would be helpful]
that someone knows about the side effects of both
cancer and TBI, and someone that—that—for the
TBI, someone that doesn’t talk down to me.” (Cancer

survivor with a traumatic brain injury)

WeCanConnect
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When I was going through treatment, . . . I never saw partnering with existing cancer support organizations and
anybody with a physical disability . . . I think I would’ve integrating disability content.

felt a little bit better just to have somebody to talk

I feel like there’d be usefulness t thing, there’d b
to ... The Cancer Society offered peers, but I just didn’t celikeTCre ADe USCIness 10 SOMETng, There €

innovation in an app that is useful and productive ...
feel comfortable. (Cancer survivor with MD) 24 P

I don’t necessarily see us looking at a disability-specific

Although there was no consensus on what makes for the app . .. why can’t it just be a category . . . or that
ideal peer, participants offered their perspectives on what they partners with an organization ... I feel like the power
would like in a peer, lies in the combining . .. We just need to get the com-

munity at large to see how everyone can get served
Someone who’s positive, . . . has coped and adjusted ¥ & gl &

versus keeping the camps discrete and they don’t know
to their disability . . . It doesn’t have to be the exact Pig P Y

hat the oth le’s i b they don’t
same type of disabilities and somebody who probably what the ofher people s issties are becanse they don

. have to look at it. (Cancer survivor with a spinal cord
has breast cancer because, other cancers are just so o
» . . injur

different.” (Cancer survivor with MD) jury)

. o o Partici Iso di he i f ibil-
Someone with my similar type of disability and articipants also discussed the importance of accessibi

. . ity when designing mHealth tools for people with a range of
someone who also is as active as me and someone Y gning peop 8

who . . . lives in the big city . . . and has the same physical, sensory and cogitive abilities.

feelings with missing out on stuff . . . For me age I Accessibility needs a lot of attention. (Expert and

think would matter . . . I'm thinking young men have cancer survivor with a disability).

worries that are specific to them about romance, about

fitting in, about different stuff. (Cancer survivor with I have a really hard time with apps . .. I can’t use

cerebral palsy) a touchscreen phone . . . So that kind of limits the

amount of apps I use. So something that has a web

As indicated in the previous quotations, participants interface that I can access on the web. (Cancer survivor

recognized value in connecting not only around disability with CP).

and cancer type, but also based on specific areas of interest

or concern. Participants also emphasized that accessibility should not
Participants did, however, express some skepticism about compromise design quality and that creation of a welcom-

the limits of peer support and the need for accurate evidence- ing, esthetically appealing user experience was important to

informed information from trusted sources. counteract disability-related stigma.
I think that a peer, they would just increase my anxiety You not only feel disadvantaged because you don’t
honestly. I think I would much rather talk to a profes- go anywhere that serves your needs ‘cause they don’t
sional . .. Tjust think it would increase my anxieties know what they are. But also you're also feeling like a

because somebody who’s a lay person they’re gonna
have fears even if they’ve gone through it. Like I feel
everyone is an individual . . . T like experts . . . I only
like to rely on people that actually know what they’re

talking about.” (Cancer survivor with spina bifida)

Theme 3: Recommendations for mHealth and Peer Support.

Although participants saw some value in connecting PWD

second-class citizens because your medical brochure
looks like a fifth grader made it on Microsoft Paint and
then you got slick brochures that resonates . . . And
there’s ways to do that [so] that doesn’t alienate the
people that are scared of us. But wouldn’t you be
scared of the community that got ugly brochures?

(Cancer survivor with a spinal cord injury)

and cancer, some were skeptical that a mHealth tool exclu- Given the abundance of information available about

sively for PWD was the best approach. Instead, they suggested cancer, there is a need to guard against information overload

Progress in Community Health Partnerships: Research, Education, and Action Special Issue 2019 - vol 13



and many participants reported that they were advised not to

search for cancer information online.

You know, with the uncertainty, you're confused,
you’re being bombarded by information. ... We all
go through that with that diagnosis. So, I would try
to help and say how I coped with that information
overload. .. [by choosing] not to read on the Internet.
That’s just commonality stuff that doesn’t have to do

with disability. (Cancer survivor with MD)

Part II: Envisioning and Assembling WeCanConnect App

Based on the qualitative findings, we used a collaborative,
user-centered design process to design a mHealth support
tool for peer support and information sharing among patients
with cancer with disabilities called WeCanConnect (WCC).
“We” represents the concept of community and togetherness,
“can” represents both cancer and ability, and “connect” is the
purpose of the tool.

WCC is explicitly designed to help patients with cancer
with disabilities form connections with people with shared
experiences via their smartphones and mobile devices. This
is important given PWD’s perceptions about the lack of dis-
ability competence within the cancer care system as well as
people’s lack of access to peers within their social networks
and local communities.

Rooted in the concept of peer support and information
sharing based on experiential knowledge, WCC ofters users
multiple circles of support that can help address their support
needs, including one-to-one peer support, as well as topically
focused community forums and an evidence-informed virtual
library. Careful attention has been given to creating an estheti-
cally appealing, disability friendly landing page (underscoring
the importance of seeing oneself reflected in the app design
and features) and an accessible design that meets or exceeds
international web accessibility standards (WCAG 2.0). WCC’s
primary features are People like Me (one-to-one matching),
community forums, and a virtual library.

People Like Me (One-to-One Matching). WCC will facili-
tate the matching of members based on a variety of cancer and
demographic variables collected in member profiles, subject to
each member’s privacy and disclosure preferences. Matched

members will be able to reach out to one another to form

Magasi et al.

connections. Information and social connection needs will
not be determined by any single variable but can change over
time, depending on the stage in the cancer journey, cancer
type, and treatment side effects, as well as individual roles,
responsibilities, and relationships. Therefore, members can
perform customized searches based on their individual infor-
mation and support needs

Community Forums. WCC will provide users with oppor-
tunities to engage around topical focus areas. This feature
responds to research participants’ discussions of the complex-
ity of their cancer experiences and recommended discussion
topics ranging from the pragmatics of managing transfers and
adaptive equipment during treatment to social participation
and work to sex and fertility. Community forums will allow
the user to decide how they want to engage at any particular
time, for example, actively reaching out for support or infor-
mation, silently following conversation threads, or sharing
their own expertise. Users will be able to post questions, join
existing conversation threads, and search old conversations
for relevant information. Conversations can be tagged with
key words to allow information to be easily filtered, thus help-
ing to mitigate some of the information overload experienced
in traditional internet searches

Virtual Library. WCC will provide evidence-informed
educational content from trusted sources that users can
download or read online. The virtual library is being developed
in response to participants’ expressed concerns about the reli-
ability of peer delivered information. Content for the virtual
library will come from reputable evidence-informed sources,
but will be formatted to be accessible and understandable
(e.g., using plain language formats). We will use a limit and
layer approach so that users who want more information on a
topic can follow the links to primary sources. We will identify
the best available evidence to develop content to address the

information needs of PWD.

DISCUSSION

There is a paucity of research on the cancer experiences
and cancer care needs of PWD. Moreover, there is little to
no research that shows how a peer-support mHealth app
can support those needs. Our findings support the evidence
that people with preexisting disabilities have complicated

treatment experiences and altered treatment choices.*> By
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gathering data from multiple stakeholder perspectives, we
were able to identify both strengths and opportunities for
PWD across the cancer continuum of care who might benefit
from a mHealth peer support tool.

Although participants were generally satisfied with their
cancer care provider’s knowledge and attention to treating the
cancer itself, they identified a need for greater person-centered
care that recognizes the functional and impairment issues that
PWD bring to cancer treatment process. Increased provider
training and disability competence have been identified as
important for health care providers in general,* and our find-
ings point to their salience within care cancer in particular.
Working groups across the United States are developing cur-
ricula for health care providers to increase awareness about
the physical, social, and attitudinal factors that shape PWD’s
health care experiences.*** Building a disability-competent
cancer care workforce to provide accessible and appropri-
ate services will increase quality of care for all patients with
cancer, including those with preexisting disabilities and those
who acquire disabilities and functional limitations as a result
of their cancer and its treatment.

There is a critical need to increase the accessibility of can-
cer treatment facilitates to ensure that PWD have equal access
to quality cancer care. Unfortunately, while federal laws (the
Americans With Disabilities Act of 1990 and Section 504 of
the Rehabilitation Act of 1973) mandate that health care set-
tings be accessible to patients with disabilities, these laws are
inadequately enforced in both public and private health care
settings.*® There is a need for increased compliance among
health and cancer care providers and for increased oversight
by regulatory agencies.

As disability rights advocates work to increase accessibility
and disability competence, there also is a need to develop
services that ensure PWD’s information and support needs are
met across the cancer continuum of care. In an increasingly
under-resourced cancer care system, with a growing number
of survivors to attend to each year, efforts have been made to
engage peer volunteers in offering emotional and informa-
tional assistance to newly diagnosed individuals.*”** Although
social support from family and friends has been shown to help
mitigate cancer-related distress, * patients with cancer and

disabilities have specific needs that often go unmet. These

Progress in Community Health Partnerships: Research, Education, and Action

support needs can be more readily addressed by peers who
have had similar personal experiences.” Several systematic
reviews of one-to-one peer support programs in oncology
have reported significant benefits to support recipients,
including increased knowledge, self-management self-efficacy,
and psychological adjustment; improved decisional support;
lower emotional distress; and a greater sense of empower-
ment.?**-** Positive outcomes have also been reported for peer
support providers, such as empowerment, personal growth
and satisfaction.”

Asapart of the Chicago Cancer Health Equity Collaborative
infrastructure, we shared the findings of our research at com-
munity forums. This provided opportunities for both formal
presentation of findings as well as informal conversation with
community members and cancer care providers. We have
also partnered with community partners at local disability
right organizations, including centers for independent living
to discuss study findings in a town hall setting. Finally, we
have engaged members of the disability community in the
process of developing the WCC app. Further participatory
design activities are planned as we continue to move this work
forward to implementation and commercialization.

Other under-served communities can build on our par-
ticipatory design approach by seeking to truly understand
and respond to community needs. The participants’ emphasis
on the need for integration and visibility within the broader
context of cancer care and cancer support is a call to action
for the providers to acknowledge and respond to the requests
of the disability community. This includes the recognition
of PWD within their own communities, clinics and cultural
groups. Disability is a great equalizer cutting across racial,
economic, and social boundaries. It is the one minority
group that anyone can join; therefore, this study’s findings
can empower communities to promote access and inclusion

of all member regardless of disability status.

LIMITATIONS

Given the diversity of both the disability and cancer
care communities, one major limitation of this study is its
relatively small sample size, even for a qualitative study. We
were not able to recruit people living with all types of dis-

abilities or all types of cancer. We were also restricted to
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cancer survivors rather than people in different stages along
the cancer care continuum. As survivors, participants were
able to reflect back on their experiences of cancer care, but
they may not have had the immediacy or urgency they did
at the time. They also had the benefit of knowing that theirs
was a positive outcome, people in the uncertain phases of new
diagnosis and active treatment may offer different insights
into their needs and priorities. The WCC app is still being
developed and has not yet seen widespread implementation;
therefore, we can speak only to its promise not its adoption,

acceptability, or impact.

CONCLUSION

This research provides deep insights into PWD cancer care
experiences and highlights the needs for greater attention to
accessibility and disability competence across the cancer care
continuum. For people with preexisting disabilities and cancer
lack of accessibility and disability competent care complicate
their treatment and recovery processes and lead to isolation,
uncertainty and unmet needs. Although it is critically impor-
tant to change the cancer care system to better meet the needs
of PWD, systems change is slow and people need services and
supports now. Peer support is an important adjunct to dis-
ability competent cancer care. mHealth tools, such as WCC,
may provide an opportunity to form peer connections beyond
their immediate social circles. There are still unresolved ques-
tions whether a standalone mHealth tool for PWD or broad
reaching mHealth tool that integrates and embraces disability
has the greatest potential impact on the target population of

people with disabilities and cancer.
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