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Abstract

Approximately 90% of African American patients with newly diagnosed breast cancer have
multimorbidity — with obesity as one of the most common conditions. Obesity is related to negative
impacts across all aspects of cancer care as well as more adverse side effects of cancer treatment. African
American breast cancer survivors (BCS) show higher incidences of chronic conditions, like obesity, with
barriers to body wellness. Lifestyle interventions can improve survivorship outcomes, but most have not
been adapted to African American BCS needs. The purpose of this research is to explore and honor the
lived experiences of breast cancer survivorship among African American women with obesity to better
understand their experiences and perceptions of how their cancer journey intersects with other health
behaviors and to identify barriers to health-promoting behaviors. A co-design approach with five
participants was used to understand specific barriers to a healthy weight and lifestyle as well as potential
solutions that would benefit African American or Black BCS entering an evidence-based lifestyle
intervention that targeted weight and body wellness. Participants completed one co-design session for
problem identification. This initial session identified the participants' most impactful cancer- and non-
cancer-related barriers to building health behaviors. Cancer- and non-cancer-related barriers to a healthy
lifestyle were identified from artifact creation and affinity diagramming for intensity and frequency. Top
cancer-related barriers were pain and fatigue related to cancer treatment and its side effects. Non-cancer
related barriers included time and responsibilities, lack of nutritional information and culturally, medically
sensitive exercise resources, as well as restrictive definitions of health used by medical professionals. Both
cancer-related and non-cancer-related barriers were identified as contributing to difficulty in maintaining
health behaviors. Further research should examine how these barriers can be addressed in lifestyle
interventions targeted to African American BCS.
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Introduction Additionally, African American breast cancer
survivors (BCS) have an alarming 41% higher
Breast cancer is the leading cause of cancer- death rate compared to their white peers

related deaths among African American women. (American Cancer Society, 2022). The high rates



of cancer deaths in female African American
BCS are more troubling considering their lower
breast cancer incidence. African American
women have particularly high co-occurrence of
at least two chronic conditions (i.e.,
multimorbidity), which is a driver of these
increased cancer-related deaths (Meneses et al.,
2015). Obesity is a cardiometabolic disease that
adversely impacts African American women
with breast cancer — both because obesity leads
to earlier development of multimorbidity and
more complex multimorbidity (four+ comorbid
diseases) and because weight bias undermines
patient care (i.e., women with obesity are less
likely to be screened for breast cancer) (De
Pergola & Silvestris, 2013; Lee et al., 2019).
Obesity-cancer multimorbidity also adversely
impacts cancer treatment, as it is linked to more
treatment-related side effects (De Pergola &
Silvestris, 2013). Though this is a known and
important issue, individuals with obesity are less
likely to receive standard preventative care,
further impacting cancer outcomes.

The impact of multimorbidity continues long
after treatment is completed. Obesity is linked to
an increased relative risk of recurrence of 40-
50% (Martin et al., 2023) and a greater risk of
tumors due to the metabolic impacts of obesity
(Kiplagat et al., 2022). Cancer survivors with
obesity are at an increased risk of developing
more complex multimorbidity and developing
other chronic conditions (Husain et al., 2019).
African American BCS are shown to exhibit
more chronic conditions, such as obesity, which
can have deleterious effects on their quality of
life and overall mortality (Husain et al., 2019; Ko
et al., 2023). Specifically, central obesity and
higher adiposity are associated with higher all-
cause mortality among African American BCS
(Bandera et al., 2021). Additionally, excess
weight and body changes after treatment can
further 1mpact survivors' quality of life.
Recommendations for cancer survivors include
losing weight as a way of managing multimorbid
risk. However, in general, African American
women have more difficulty losing weight

compared to their white counterparts (Fitzgibbon
et al., 2012). These difficulties can be related to
systemic  socioeconomic  deprivation  in
childhood and beyond and greater exposure to
obesogenic environments, discrimination and
stigma, and chronic stress which contribute to
weight gain and weight maintenance behaviors
(Kiplagat et al., 2022).

Although physical activity and nutritional
interventions are the standard for treating obesity,
qualitative studies have found that health
guidelines for survivors are overlooked in cancer
care as the adaptation of physical activity and
nutritional recommendations for specific BCS
populations, especially African American BCS,
are not available (Patel-Kerai et al., 2017). This
oversight is particularly troubling due to the
adverse impact of obesity on cancer reoccurrence
but also because African American BCS are less
likely to meet physical activity requirements and
are less likely to be recommended nutritional
services (Burse et al., 2024). Further, lifestyle
interventions can  improve  survivorship
outcomes, but most lack cultural competence,
and  African  American  women  are
underrepresented in clinical trial samples for
lifestyle interventions (Husain et al., 2019).

Given the vast health disparities experienced
by African American BCS, the theoretical
foundation of this research program, including
this study report, is informed using a health
equity framework. The theory developed by
Chapman et al. (2023) explores the downstream
impacts of experiencing intra- and inter-personal
related racism and existing within structures of
systematic racism such as healthcare policy and
social and economic policy. The downstream
effect impacts attitudes, behaviors, stress, and
mood. These then impact the physiological
systems which can impact oxidative stress,
immune response, gene expression, DNA repair,
and general inflammation, which impacts cancer
incidence, mortality, and the risk of developing
multimorbidity. We applied this framework as a
foundation in our approach and in the overall
study design (e.g., choice of an African American



facilitator in co-design to elevate -cultural
representation, to create safe spaces, and to
counter exclusionary systems; planned inclusion
of systems-relevant variables such as the
Everyday Discrimination Scale (Williams,
1997); verifying coded results with the
participants to ensure their voices were heard and
heard with accuracy; oversight from African
American health expert, etc.). The current study
(and associated report) is the first in a series
designed to enhance cancer care in the context of
multimorbidity like obesity in underserved
groups, and the equity framework informs both
the current and future sessions/programming.

In sum, the purpose of this present study is to
explore the lived experiences of breast cancer
survivorship among African American women
with obesity in order to better understand their
experiences and perceptions of how their cancer
journey intersects with other health behaviors.
Specifically, this study aims to identify the
barriers to changes in diet, physical activity,
stress management, and/or other targets of
lifestyle interventions and body wellness. While
initially focusing on weight management as our
target health behavior, we expanded to include
behaviors related to body wellness more
holistically given early feedback from our
participants. Accordingly, we hope to better
understand: What are the main barriers that
African American BCS face when trying to
achieve body wellness? By understanding these
issues, we can begin to adapt existing evidence-
based lifestyle interventions or create new
interventions to meet the needs of African
American BCS, particularly those living with
comorbidities such as obesity. A co-design
method (Simonsen & Robertson, 2013) was used
to center and elevate the voices of individuals
with lived experience (i.e., under-represented
BCS with obesity), as described in detail below.

Methods

A co-design approach with five planned co-
design participants was used to understand

specific barriers to a healthy weight and lifestyle
as well as potential solutions that would benefit
African American or Black BCS entering an
evidence-based lifestyle intervention that
targeted weight and body wellness. This N = 5
sample was planned given that five participants
are not only within the standard range of
participants used in participatory co-design
research (Simonsen & Robertson, 2013), but also
were feasible to recruit and appropriately
reimburse given the timeline and budget of the
pilot funding. This study will inform future
development of and trials testing adapted
lifestyle interventions specifically designed for
African American BCS and focus on the
identified solutions provided by the initial co-
design planning process. The protocol and
procedures were approved by the Indiana
University Institutional Review Board.

Research team and reflexivity

The larger research team included nine
university academic mentors and one graduate
student mentee. Concerning racial categories,
research team members identified as two African
American women, one Black woman, one Black
man, one Middle Eastern man, one Native
American-white woman, and four white women.
With regards to body size, the team identified
with a range of body frames: medium athletic,
normal or average, petite/medium, a surgically
altered overweight body, and a larger body
(obese). None of the team members have had a
personal cancer history, although several
members have strong collaborations with the
cancer survivor community. Because the first
author mentee does not identify as African
American, deliberate efforts were made by the
diverse mentorship team to 1) ensure oversight
and racial safety training/consultation from team
members with expertise in African American
health and wellness and 2) to center the voices
and direct quotations from the African American
participants so as not to deviate from or
incorrectly represent their lived experience and



expression (i.e., to engage in cultural deference).
The larger research team assisted with the study
conceptualization, guidance on the co-design
process, the review of study materials, data
interpretation, and/or reporting on study findings.

With regards to the co-design sessions,
specific consideration was given to the research
team members in the room during the session to
establish a trustworthy and psychologically safe
environment between the researchers and
participants. The primary facilitator has an
extensive background in working with cancer
survivorship and African American women’s
mental health and self-identifies as an African
American woman. Additional members of the
research team present have an established
relationship with participants, although they do
not identify as African American. Coding and
transcribing of the co-design sessions were
conducted by two female research assistants who
identified as white; thus, results were relayed
back to the African American co-design
participants for accuracy checking and edits were
made to correct any identified errors.

Co-Design Participants and Recruitment

Co-design participants meeting the following
inclusion criteria were enrolled in the study: 1)
aged 21-65; 2) had a BMI 30 through 45 kg/m?;
3) identified as African American or Black; 4)
had a diagnosis of stage I-IIIA breast cancer
without evidence of distant disease (e.g.,
metastatic spread of cancer from its original
location) at the time of the study; and 5) had
completed surgery, radiation therapy,
chemotherapy, and/or biologic therapy at least
two weeks before beginning the study but within
the past six years (ongoing endocrine therapy
was allowed). Recruitment utilized an existing
dataset of breast cancer survivors who have
participated in previous research studies, thus
employing an  opportunistic ~ sampling.
Specifically, participants who indicated an
interest in participating in future research studies
were asked to participate in the co-design

sessions. These participants had participated in a
randomized controlled trial testing acceptance
and commitment therapy for fear of recurrence in
breast cancer survivors (RO1CA255480, PI:
Johns). From this sample, five female BCS who
identified as African American or Black and met
the eligibility criteria for the present study were
selected to complete the co-design sessions.

Although we had a homogenous sample in
regard to racial identity, we sought
socioeconomic diversity in our co-designer
sample; thus, our five participants were
intentionally recruited with sociodemographic
diversity in mind (e.g., differences in age,
relationship and employment status, and
education level). Our sample characteristics
were: mean age 57.4 = 4.03 years; relationship
status (1 single, 1 divorced, 1 widowed, 2
married); educational attainment (I some
college/no degree, 3 bachelor’s degree, 1
master’s degree); employment (4 employed for
wages full-time, 1 unable to work due to
health/disability); income situations (1 do not
have enough to make ends meet, 1 have just
enough to make ends meets, and 3 comfortable);
medical multimorbidity (mean number of
medical conditions in addition to breast cancer
was 4.0 = 2.83). With regards to cancer history,
co-designers were diagnosed with early-stage
breast cancer (2 with stage I, 2 with stage II, and
1 with stage IIIA). Co-designers completed
curative treatment for breast cancer an average of
44.8 + 20.38 months prior to enrollment, with a
few still receiving endocrine therapy. Completed
treatments included surgery (4 co-designers),
radiation therapy (3 co-designers), and/or
chemotherapy (3 co-designers).

Co-Design Session for Problem Identification

The five enrolled African American BCS
completed one co-design session for problem
identification. This initial session identified the
participants' most impactful cancer- and non-
cancer-related barriers to building health
behaviors. Future co-design sessions will focus



Figure 1

Word Clouds Summarizing Data from Affinity Diagrams about Barriers to Healthy Life

Summary: Top Cancer-related
Barriers from Most to Least
Intense/Frequent
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Medication side effects

Family not supportive of healthier
eating habits

Fear of not being able to
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No desire (motivation)

Tightness in chest

Summary: Top Non-cancer-related
Barriers from Most to Least
Intense/Frequent
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responsibilities
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Lack of motivation

Too busy

Injury

No support
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eating habits
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10. Personal definitions of health
11. Gym inaccessible
12. Challenge finding healthy recipes
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style issues
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definifion of healthy weiht



on solution-generating and/or desired treatment
adaptations and will be intentionally presented
separately to allow comprehensive reporting and
honoring of the identified barriers.

The first co-design meeting was in person and
took place at the Regenstrief Institute, which is
located near familiar hospital and cancer care
systems. This location was determined for our
study as most of the participants have attended
community events at Regenstrief Institute and/or
have received cancer care at the nearby hospitals.
Further, one of the primary investigators of this
project can ensure that there is a space for our
participants that is private and equipped with
audio recording.

Participants met at an agreed time in the
afternoon, and the session was a total of two hours
and 27 minutes. The session plan and content
included the following steps: 1) Prior to the in-
person session, priming prompts were sent to
participants via email and/or phone (see below);
2) The session opened with introductions and an
experiential mindfulness activity; 3) Co-
designers shared their reflections/answers to the
priming questions; 4) The primary co-design
activity began with participants generating
artifacts (i.e., written sticky notes) of key barriers
to healthy behaviors; 5) An affinity diagramming
process where the artifacts were organized by
intensity and frequency of the barriers according
to the co-designers evaluations; and 6) The
session ended with a debrief.

Priming questions for the problem
identification co-design question included: How
has your cancer journey impacted your
relationship with your body, and with food, and
with movement?

Do you remember what the relationship with
your body was prior to being diagnosed with
cancer? Or is it the cancer diagnosis made you
more aware of a relationship with your body?

What do you wish that people would know to
be more healing? To create a more healing
environment?

Notably, these questions assumed that the
cancer journey did impact one’s relationship with

their body based on our reading of prior literature
(Przezdziecki et al., 2013). However, we did
deliberately try not to make assumptions about
the direction of these changes (e.g., negatively or
positively).

Next, the first question prompts to generate
artifacts were: On the sticky notes we've
provided, write down as many barriers to healthy
weight RELATED to your cancer survivorship as
you can in the next 10 minutes. Think about things
that have been barriers for you from diagnosis to
treatment to survivorship.

The second set were similar except they
probed for barriers “NOT RELATED to your
cancer survivorship” and to “Think about things
that are barriers at home, work, in your
relationships, and as you go about your daily life
(also known as ‘daily barrier’).” Participants
were then asked to rank their identified barriers
by intensity and frequency and to place them into
one of four quadrants (e.g., affinity
diagramming): 1) high intensity and frequency, 2)
low intensity and frequency, 3) high intensity but
low frequency, and 4) high frequency but low
intensity. We then transcribed the written artifacts
(i.e., sticky notes) onto electronic diagrams for
ease of review and reporting to the group.

Data Analysis

Artifact creation and affinity diagramming
were done in sessions by the co-designers, then
verified by review of the transcript and created
artifacts and diagrams. The team later verified by
sharing the diagrams and word clouds with the
co-designers to ensure accuracy of the identified
barriers list (see Figure 1).

Results

Five breast cancer survivors with excess
adiposity who identified as African American or
Black participated in the co-design sessions.
Participants identified barriers to healthy
weight/lifestyle that were organized into cancer-
and non-cancer-related categories.



Figure 2

Affinity Diagrams Created from Participant Artifacts Describing Cancer-related Barriers to a Healthy
Life

Cancer-related Barriers to a Healthy Life
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Tiredness/Fatigue
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Mental fatigue of dealing with side effects of medications
Neuropathy

Stiffness in joints (from meds)

Bone & joint pain

Pain

Body hurts when | move

Family not wanting to eat healthier

Fear of not being able to do all activities in a fitness class
Style/dressing issues

A

Frequency

Feeling tightness in my chest No desire




Cancer-Related Barriers

Participants identified that pain and fatigue
were among the most prominent barriers to
developing and maintaining health behaviors
through discussions, artifact creation, and
affinity diagramming (see Figure 2). The
survivors relayed the experience of cancer
treatment and the lasting side effects that
continued to impact them into survivorship.
Multiple survivors reported being physically
hindered and unable to exercise due to medical
procedures, pain, and low energy. One survivor
elaborated by saying:

It hurts to move. And I didn’t have that before.
And so I feel like, sometimes I feel like I’'m 80
years old. You know? Its everyday is a
reminder. When I get out of bed, I'm stiff - I
get out of the car, when I stand up from this
chair, I’'m gonna be a little slow. So, the — I
think the, but then they’re like, “You should
probably be exercising.” Well, it hurts. Like -
I just feel like energy level is just no. And I
know it’s like, “Okay, you should probably
exercise and get more energy.” But, I don’t
have energy to exercise. (SID 202)

Additionally, survivors identified direct
health-related symptoms like neuropathy that
also contributed to experiencing pain in
movement. Regarding the fatigue experience,
one survivor described the fatigue as “not just
physical,...it’s emotional, and it’s spiritual, even.
Because you get tired of that feeling of, you
know, trying to be positive and trying to move
forward” (SID 201). These lasting effects were
also brought up in the experience of how
survivors experience their bodies.

Accompanying the reported feelings of pain
was also the experience of betrayal from their
bodies. One survivor remarked that the residual
side effects and pain are “a daily reminder that
your body turned on you. And it, you know, it still
could. You think about recurrence and whatnot.
So I think that daily reminder, because again

before my feet hit the floor... and so that’s just a
reminder of what happened to me (SID 201).”
Another survivor reported that her body ‘“has not
felt the same or what was normal to me since my
diagnosis and the loss of my breasts” (SID 204)
and that there is a sense of grief that accompanies
moving forward as a cancer survivor. While not
being a direct barrier, this disconnection from the
body may impact health behaviors. Importantly,
while some women did express a lack of trust and
negativity toward their bodies post-diagnosis,
others found a deep appreciation for the strength
of their body in carrying them through a stressful,
frightening medical experience. Thus, it is
essential not to assume that all body changes
were aversive; some were indicative of a post-
traumatic growth experience (Marziliano et al.,
2020).

Non-Cancer Related Barriers

Non-cancer-related barriers fell into four main
categories including responsibilities, nutrition,
exercise, and the definition of health.

In both written and oral reports (see Figure 3)
from participants, responsibilities and family
obligations were reported as the most intense and
consuming barrier. Participants noted that “the
realities of life get in the way” when trying to
build healthy behaviors. Participants particularly
reported that responsibilities at home required
time and energy. One survivor corrected the
coder-summarized barrier of “caring for others”
to mean the following:

Caring for others doesn’t literally mean I'm
changing diapers or I’'m doing something for
someone. But sometimes the lack of
prioritizing myself is what leads me to call it
caring for others. By that, I mean like, I know
[ have to cook a meal and everybody has to eat
it because I don’t want to cook multiple things.
So it’s not so much that I’'m just caring for
other people, but it’s that ’'m not prioritizing
what’s best for me in that moment or I can’t
prioritize my time or my choices because I feel



like others and their needs or their wants are a
higher priority. (SID 201)

This theme was also seen in the introductions
from the survivors. There was a general
consensus that these survivors played the role of
the “strong” figure in their lives. When asked
what something that they wished others knew
about her, one survivor shared that “sometimes
they think I’'m the strong one, and sometimes I'm
weak” (SID 203). Another survivor shared that “I
would say strong in a different way, strong in that
I can like listen and take things on and offer, you
know, resources” (SID 201).

Nutrition was also a common theme. This
theme overlapped with the cultural theme that
also came up. Nutrition was discussed as a point
of confusion, and many survivors cited a lack of
information provided to them regarding food
choices. One survivor commented that she felt
“confused about what I should eat, what is good
for me” (SID 203). She elaborated that mixed
messaging makes it difficult to determine what
areas of nutrition and foods should be focused on.
Nutrition label literacy was also mentioned as a
barrier to changing food choices. One survivor
mentioned that “not understanding how to read
labels, as far as food in general,” as well as how
to make healthy food choices when grocery
shopping has impacted her ability to create a
healthy life (SID 202).

Nutrition was also brought up in ways that
related to comfort. The participants reported that
food also held emotional significance to them.
This emotional significance of food made
changing behaviors difficult. One survivor
shared:

I grew up eating certain foods, and it is hard to
just stop eating those types of foods. These
foods are what I am used to — they are familiar
and comforting. Trying to cut them out of my
life completely is very unenjoyable and hard
to implement. How do I mentally shut off 50
years of bad eating to switch to more

corrective eating? Is there something wrong
with my willpower? (SID 204)

Another survivor reported similar feelings
about wanting food that was comforting and
enjoyable. This survivor expressed confusion
regarding how to adapt healthy food into
enjoyable food.

Non-cancer-related exercise barriers were also
noted as a barrier to developing healthy
movement patterns. One survivor reported that
adaptable exercise was unavailable or hard to
find. Specifically, survivors expressed a desire
for exercise that is adapted for larger bodies and
exercise that accounts for the pain that is
commonly  experienced  during  cancer
survivorship. Swimming was brought up as an
alternative form of exercise that has been
suggested. However, one survivor reported that
hair coverings, like swim caps, for African
American women are unreliable or do not fit
right. The need to fix and restyle hair after getting
it wet, from water or sweat, was a noted barrier
for these African American BCS given the
financial and time costs of hair care in the
community.

The final barrier discussed was the idea of
health. The participants reported that their
definition of healthy, and the definition of healthy
by medical professionals, are not aligned. One
survivor shared her experience:

It is unhelpful that my doctors are overly
focused on my weight and do not address my
real-world challenges to implementing the
things they tell me to do. I’ve had unpleasant
experiences with doctors being shocked at my
weight, telling me [ don’t fit the insurance
chart, pressuring me to fit into their ideas and
standards, dismissing my efforts, assuming all
my issues are about my eating habits and
weight, and not providing direction for
implementing their instructions. (SID 204)

This participant identified the lack of support
in defining her own idea of health and the



Figure 3

Affinity Diagrams Created from Participant Artifacts Describing Non-cancer-related Barriers to a
Healthy Life

Non-cancer-related Barriers to a Healthy Life
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influence of this lack of support on the other
barriers previously discussed.

Discussion

A co-design session was conducted with five
African American BCS with excess adiposity as
part of the problem-identification phase of a four-
part participatory co-design process to adapt an
evidence-based therapeutic lifestyle intervention.
This first session explored barriers to creating
and maintaining healthy behaviors. Barriers fell
into two main categories: cancer-related and non-
cancer-related.

Cancer-related barriers contained two primary
subcategories relating to pain and fatigue. Pain
related to treatment for breast cancer was
reported to persist after completion of cancer
treatment. This pain made survivors feel
physically hindered, making exercise and
motivation for movement very difficult. Fatigue
also contributed to difficulties in movement due
to its severity. This barrier to movement was also
found in the non-cancer-related barriers,
although in this context, the survivors were
mostly discussing lack of resources. However,
the lackluster resources related to the adaptation
of movement to account for larger bodies as well
as bodies with cancer symptoms. Pain and
fatigue were primary barriers, and without proper
adaptation of movement, BCS with excess
adiposity have found it difficult to create a habit
of healthy movement. Similar results have been
found in previous studies with white BCS where
the pain and fatigue associated with cancer
treatment was a noted barrier to movement and
physical activity (Przezdziecki et al., 2013;
Marziliano et al., 2020). Such findings suggest
that adaptations for physical activity that account
for cancer-related symptoms would be
appreciated across multiple racial groups. As
discussed below, additional, more nuanced
adaptations/accommodations to physical activity
are also needed for factors unrelated to disease or
multimorbidity such as differential time and
stress regarding aspects of self-care (e.g., more

time-consuming or costly hair care routines) or
other care (e.g., expectations of emotional
restraint, independence, and caretaking from the
Strong Black Woman schema) (De Pergola &
Silvestris, 2013; Lee et al., 2019; Donovan &
West, 2015).

Regarding non-cancer-related barriers, time
was one of the most cited. In this context, it was
related to responsibility to family and to caring
for others. One survivor phrased this as “not
prioritizing” herself in that her needs and choices
were not as valued or important as the needs and
values of others around her. As discussed in the
results, the idea of being strong was often
associated with the idea of taking care of others.
In this context, the expectation to be the models
of resilience and masters of caretaking (Platt &
Fanning, 2023) is related to being emotionally
strong for those around them by being a support
system or holding things together in stressful
times. Previous literature has also found that the
traditional gender roles of women interfere with
health-promoting behaviors (Przezdziecki et al.,
2013) in cancer survivors, but African American
women experience more stress related to gender
roles than their white counterparts due to the
compounding effects of this Strong Black
Woman concept (Marziliano et al., 2020, Parks &
Hayman, 2024). While this concept was not
directly named by the women, results indicate
that this ideology may be impacting participants
above and beyond traditional gender roles. With
regards to physical activity, participants echoed
barriers endorsed by the nearly 40-50% of
African Women in non-cancer populations who
avoid exercise at times due to hair-related issues
(Hall et al., 2013) or thinking that their hair care
practices are not “exercise-
friendly.”(Huebschmann et al,  2016).
Additionally, nutrition, specifically a lack of
nutritional information, was brought up as a
barrier to healthy living. The survivors reported
feeling that there was a lack of education
regarding how to read nutrition labels and how to
make healthy alternatives of food they liked so
that they could find comfort in the food they were



eating. Resources related to understanding the
adaptation of food and how to read food labels to
inform healthy choices should be provided to
assist in changing behaviors around food.
Another qualitative study assessing nutrition
barriers among cancer survivors also noted a lack
of information as a barrier to healthy food
choices. However, this lack of knowledge related
to how to eat healthily, affordably, and cook
healthier meals (Donovan & West, 2015).
Defining health was also a noted barrier.
Participants discussed that the medical focus on
insurance standards of the body has hindered
their care and their feelings toward building and
maintaining health behaviors.

Overall, participants expressed wanting
individualized treatment in their care. To create a
less harmful healing space for these survivors,
one survivor voiced wanting acknowledgment
for the effort and progress survivors are making:

I am trying. It is not helpful to hear your
canned responses about what I should do. I
know the things I need to do — eat less, move
more — but unless you are going to give me
ways to mentally and physically get over the
barriers to achieving this, I don’t want to hear
it because I am already trying the best I can.
(SID 201)

African American BCS have been harmed by
being held to “cookie-cutter” standards of the
medical community, which has led to and
continues to contribute to inequities in cancer
treatment and cancer survivorship. Future
research should examine how to address these
identified barriers and focus on specific solutions
for African American BCS as they are differently
nuanced.

Implications for Health Behavior Research

This study reveals significant gaps in cancer
care that are disservices to African American
BCS. Narratives provided by survivors revealed
that care beyond initial cancer treatment is

lacking even though cancer symptoms and side
effects of care treatment continue to persist long
after the initial treatment(s) have concluded.
While this lack of continuity of care has been
documented in previous cancer literature, the
long-standing problem of how to specifically
treat multimorbid obesity (or other related
conditions) during survivorship has not been
accounted for in ongoing care.

Explicitly, our study has revealed several gaps
in knowledge among survivors on how to adjust
and adapt diet and exercise for bodies that have
fought cancer and survived while experiencing
obesity. As African American BCS are more
likely to be impacted by pain and are less likely
to meet physical activity requirements, there
must be a better adaptation of exercise and
physical activity provided in survivorship care to
account for pain-related symptoms. Specific
nutritional information was also found to be
lacking in survivorship care. Previous literature
(Patel-Kerai, 2017; Burse et al., 2024; Keaver et
al., 2023; Smith et al., 2017; Hefferon et al.,
2013) has found that this is a known need among
BCS. However, our survivors confirmed that it
has not been adapted into cancer care standards.
When examining dietary notices provided by
leading cancer resources like the American
Cancer Society (ACS) (Rock ey al., 2022;
Bandera et al., 2021), the guidelines provided in
this notice do not include cultural considerations
and how food and movement may be impacted
by these cultural needs. Additionally, there is a
lack of examples of how to incorporate these
healthy suggestions into practice. For example,
the notice states that survivors should include a
variety of foods, limit red and processed meats,
incorporate plant-based foods, and many other
suggestions, but does not provide examples of
what meals falling within these guidelines could
look like while still being culturally relevant.
This creates a barrier as more energy is required
to plan and execute these meals that may or may
not be considered healthy, and cancer survivors
noted that pain and fatigue deplete these energy
stores. Further, within this guide, there are no



guidelines on how to read nutrition labels to
critically evaluate food choices, which was a
barrier specifically noted by our survivors. To
provide just a few simple examples of specific
and culturally informed nutritional guidance, our
team has identified resources such as Patti
LaBelle’s Lite Cuisine cookbook as useful for
identifying specific recipes to provide, (LaBelle,
2003) experiential activities on reading food
labels, (Forman & Butryn, 2016) as well as
information on levels of food processing (Petrus
et al., 2021).

When examining the physical activity
guidelines provided by the ACS, there are
minimal examples of different types of exercise
that are listed, and they typically do not account
for cancer-related symptoms. There is a link to a
separate document of an adjusted exercise plan
for cancer-related symptoms, but the exercise
types are not well explained to a layperson (i.e.,
the use of terms like “aerobic” and “resistance”)
and do not provide specific examples. A glaring
gap in this resource is that pain is not generally
acknowledged as a cancer-related symptom. As
an example of a specific activity
recommendation that is sensitive to cancer-
related neuropathic pain, our team identified a
series of YouTube exercise videos (GrowwithJo,
2022) using “seated cardio” in order to provide
an option for a survivor with neuropathy in her
feet.

In conclusion, informational resources are
available, but the incorporation of clear, detailed
plans with examples for how they might be used
are lacking. We recommend that practitioners
consider these barriers when recommending
nutritional and physical intervention and offer
clear, specific recommendations for
implementation that can be used as a starting
point. Specifically, behavioral scientists and
practitioners need to consider that these barriers
are far more complicated to overcome than just
providing generic information or resources.
African American BCS would like for there to be
more understanding that the incorporation of this
information into their daily lives is the biggest

barrier they are facing — not the lack of
understanding of information.

Another consideration revealed in this study is
the lack of support felt by African American
BCS. A common theme discussed in the co-
design session were the responsibilities of caring
for family members, friends, and other people in
their lives. Many survivors reported being the
“strong” one and not being able to prioritize their
own needs (i.e., supporting the burden of the
Strong Black Woman Stereotype) (Donovan &
West, 2015; Platt & Fanning, 2023). This is
another area that should be addressed by cancer
care professionals as a barrier to receiving care.
Acknowledgment of family members and
support systems (or lack thereof) need to be
incorporated into survivorship care.

While a co-design methodology was
employed to gather data and the experiences of
our survivors, there are some key limitations to
this design. A main limitation is that our co-
design group was comprised of only five
members. This has been found to be acceptable
in the co-design literature, but the small sample
size can result in a lack of saturation. Despite
some limitations, scientists and practitioners
should consider co-designing sessions with the
target population when building health behavior
interventions for their target population.
Literature and theory provide a foundation for
assessing and addressing problems in building,
maintaining, and changing health behaviors, but
these lack nuance concerning the target
populations’ experiences. Thus, health behavior
change interventions may be ineffective in
achieving the desired health behavior goals. By
hearing the experiences directly from members
of the targeted community, researchers and
practitioners can anticipate barriers and create a
plan for overcoming them together using shared
decision-making (Mhaimeed et al., 2023)

Discussion Questions

Our findings indicate that living in a body with
obesity impacts the cancer journey and vice



versa. Our findings also indicate that being an
African American woman with obesity uniquely
impacts survivorship above and beyond obesity-
cancer multimorbidity.

What approaches moving forward will best
address both intersecting medical conditions and
cultural considerations to enhance whole person
care?

What other medical conditions and identities
may increase care complexity for patients and
require a tailored, shared decision-making
approach to be sensitive and efficacious?
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