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Abstract Disparities in cancer survivorship exist among spe-
cific populations of breast cancer survivors, specifically rural
African American breast cancer survivors (AA-BCS). While
effective survivorship interventions are available to address
and improve quality of life, interventions must be culturally
tailored for relevance to survivors. Here, we report the results
of our formative research using focus groups and in-depth
interview to better understand unique rural AA-BCS survivor-
ship experiences and needs in the Alabama Black Belt.
Surveys were used to gather sociodemographic and cancer
treatment data. Fifteen rural AA-BCS shared their experiences
and concerns about keeping their cancer a secret, lack of
knowledge about survivorship, lingering symptoms, religion
and spirituality, cancer surveillance, and general lack of sur-
vivorship education and support. Rural AA-BCS were unwill-
ing to share their cancer diagnosis, preferring to keep it a
secret to protect family and friends. Quality-of-life issues like
lymphedema body image and sexuality were not well under-
stood. They viewed spirituality and religion as essential in

coping and accepting cancer. Participants also discussed the
importance of and barriers to maintaining health through reg-
ular check-ups. They needed social support from family and
friends and health care providers. Overall, rural AA-BCS
expressed their need for knowledge about survivorship self-
management by providing a vivid picture of the realities of
cancer survival based on shared concerns for survivorship
support and education within the context of culture.
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Background

Nationally, breast cancer survivors (BCS) represent about
22 % of the 14.5 million cancer survivors and 41 % of all
female cancer survivors making them the largest group of sur-
vivors [1, 2]. Breast cancer is the second leading cause of
cancer mortality among all female cancers in the USA [3]. In
Alabama, breast cancer is the second leading cause of death
and accounts for 22.6 deaths per 100,000 [1–4]. Breast cancer
among African American (AA) women accounts for 32.1 per
100,000 deaths in Alabama, compared to the national rate of
30.2 per 100,000 [4, 5]. For AAwomen, the incidence of breast
cancer has increased by 0.3 % and is the most common cancer
accounting for 33 % of new cases in the USA [4, 5]. Along
with bearing an unequal burden of the disease with late-stage
diagnosis, AAwomen have a lower overall survival compared
with Caucasian women [1–5]. AA women in Alabama like-
wise have higher rates of late-stage diagnosis and higher death
rates when compared to their Caucasian counterparts [4].

Alabama is a largely rural state, with 55 of its 67 counties
(82 %) designated as rural [6]. AA BCS living in rural areas
may be particularly vulnerable to barriers of access to cancer
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survivorship services. For instance, poverty is a major prob-
lem that can affect rural residents. Of the three counties in the
Alabama Black Belt, which the authors sought to identify
rural AA-BCS needs, 22 to 28 % of rural citizens live below
the poverty level compared to the state average of 14.5 % [7,
8]. The unemployment rate is elevated within the three
counties ranging from 8.7 to 11.5 % compared to the
Alabama state average of 6.1 % [9, 10]. Access to care is
limited based on the percentage of primary care physicians
in the Black Belt rural communities, which is 4.6 %, a figure
lower than the Alabama average of 6.5 % and the national
average of 7.2 % [8].

Disparities exist in cancer diagnosis, treatment, morbidity,
and mortality among minority BCS [11–14]. Recently, inves-
tigators identified unique challenges faced by rural BCS in
North Carolina [13, 14]. They found that despite increased
public awareness, silence on the topic of cancer remains per-
vasive within the AA community due to fear of the social
stigma associated with a cancer diagnosis [13, 14].
Investigators also found that AA-BCS lacked access to ade-
quate support services or culturally appropriate cancer re-
sources across the cancer continuum (diagnosis to post-
cancer care) [13, 14]. Rural AA-BCS expressed significant
concerns about interactions with their health care providers,
as they perceived a lack of empathy and patience [14]. Poor
interaction with health care providers contributed to the over-
whelming fear of cancer and the lack of information about
pain, body image changes, and cancer recurrence [13, 14].
On the other hand, rural AA-BCS engaged in positive coping
strategies through personal faith and support of family and
friends [13, 14].

Given the paucity of data about rural AA breast cancer
survivorship education needs and access to survivorship ser-
vices, the aim of this descriptive study was to explore the
survivorship experience, concerns, and needs of AA-BCS in
rural Alabama with the goal of modifying an existing
evidence-based breast cancer survivorship intervention for
cultural relevance to rural AA-BCS.

Methods

Design and Approach

A qualitative research design using focus groups and individ-
ual interview was used to explore the experiences of rural
AA-BCS in the Alabama Black Belt. The authors workedwith
the Deep South Network for Cancer Control (DSNCC) to
establish local partnerships with local county coordinators
and Community Health Advisors as Research Partners
(CHARPs) in three rural Black Belt counties [14, 15]. The
DSNCC is an academic-community-based infrastructure
funded by the National Cancer Institute Center to reduce

cancer health disparities. Using the existing structure of the
University of Alabama at Birmingham’s Comprehensive
Cancer Center since 2000, the DSNCC addresses cancer
health disparities in AAs living in underserved communities
[14, 15].

Participants for this study were recruited through the
CHARP network within the rural counties. The CHARPs pro-
vided vital information to ensure study participation. For ex-
ample, CHARPs noted that some community members would
not likely participate on Wednesdays because of prior church
obligations. Others may not participate because of transporta-
tion barriers. They also suggested that focus groups be held
during early evening hours so that survivors would have time
to manage their family responsibilities. They mentioned that
both focus group and individual interview could be offered to
enhance the acceptability of study participation. They advised
against asking interested participants to call our 1-800 toll free
number because they could be wary. County coordinators se-
cured local facilities for the focus groups and distributed flyers
with CHARP’s assistance within their counties. Interested sur-
vivors provided their names and contact information via the
CHARPS for study contact.

Inclusion criteria were as follows: at least 19 years of age,
self-reported diagnosis of breast cancer, living in one of three
rural Alabama Black Belt counties, and willing and able to
participate in the focus group or interview. The study protocol
was approved by the University of Alabama at Birmingham
Institutional Review Board.

Data Collection

Two focus groups and one in-depth interview were conducted
in three Black Belt counties. One focus group was held at the
local county health department; the second focus group and
the interview were held at the fellowship hall of a church. To
create a comfortable and open atmosphere, participants were
provided with refreshments before the start of the program.
Consent and demographic forms were distributed for partici-
pants to complete.

Using a semistructured interview, participants were asked
four open-ended questions: (1) how do you feel about being a
BCS? (2) How do you find support as a BCS? (3) What is the
experience of being a BCS? (4) What local resources are
available for BCS in your community? The focus groups
and the individual interview lasted from 60to 90 min and were
conducted by the two members of the research team. At the
conclusion of each session, participants received a monetary
incentive in form of a $25 check.

Data Coding and Analysis

The focus groups and interview were digitally recorded and
professionally transcribed. The completed transcripts were
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uploaded into NVivo® software for data analysis about the
four focus group question domains: being a rural AA BCS,
finding support as a survivor, experiencing survivorship in a
rural community, and identifying survivorship resources. Two
research team members initially read the transcribed data.
Based on an examination of the responses to each of the four
questions, they generated 30 initial themes. A third research
team member evaluated the initial themes and discussed over-
lap with the two research members. Together, the team col-
lapsed the 30 initial themes into 14 subthemes. From the sub-
themes, they grouped the data into four overarching themes:
cancer is a secret, we perish with lack of knowledge, start with
a good prayer life, and need for survivorship support and
education. Table 1 lists the four overarching themes, 14 sub-
themes, and illustrative quotes.

Results

Fifteen rural AA-BCS participated in two focus groups and
one selected the individual interview. The typical participant
was 56 years old (range 41–73 years; SD 10.7 years) with an
average of 5 years in survivorship (range 0–16 years; SD
5.7 years). The majority (40 %) were married with either some
college education (40 %) or were college graduates (20 %).
They had an annual salary range between $10,000 and $30,
000 USD. About 73 % were not aware of nor used cancer
support services. Table 2 displays additional demographic
details.

Cancer is a Secret

The majority of participants were highly reticent to disclose
their cancer diagnosis and treatment, relegating cancer as a
secret during their survivorship experience. A typical state-
ment that summed up the sentiment is as follows: Bbut for
some reason I didn’t share that [cancer] with anybody. I just
kept it a secret.^ Three subthemes maintained the status of
cancer as a secret: fatalism at diagnosis, delay in treatment,
and fear of disclosure. Cancer fatalism was prevalent in the
focus groups. Sometimes, cancer fatalism was a shared family
concern among mothers and sisters as in this statement,
BCancer to me wasn’t cancer to my mom and my sisters. To
them, cancer was ‘oh Lord, let’s start making arrangements’.
You know, it wasn’t to me.^

For others, fatalism was the first response when finding a
lump in the breast. A lump was often deemed cancerous even
before a confirmed diagnosis. They also expressed disappoint-
ment with their families’ negative perception of cancer as a
death sentence. One stated, BAnd when I did tell her I said,
you know I’ve got a lump. I’m going to go check it out. And
she said, if it don’t bother you, you don’t you bother it. Lo and
behold she didn’t know that I knew it was cancer and had

already set the date up.^ Lack of familial support at the start
of diagnosis tended to continue throughout the cancer journey.

Participants voiced that they delayed treatment from sever-
al months and up to a year, as they struggled to come to terms
with having cancer. The large amount of information about the
various treatment options led some to delay in an effort to
understand what was being presented. Others explained that
their delay was related to their families’ fatalistic attitudes and
beliefs about cancer and feeling the need to protect their chil-
dren and family from Bcatching^ cancer.

Fear of disclosure was viewed as a common and accepted
cultural norm. Nondisclosure was preferred over disclosure of
one’s diagnosis with family and friends. Cancer remained a
secret during active treatment. Being ill or looking bad was
unacceptable because it was a signal to others that they were
sick. Thus, participants went to great lengths to not disclose
their breast cancer diagnosis or treatment. Others did not want
to be pitied.

We Perish with Lack of Knowledge

Participants recalled that they were unaware of cancer treat-
ment side effects such as lymphedema, sexuality and body
image changes, menopausal changes, and fatigue. Lacking
knowledge about side effects coupled with an inability to com-
municate with their cancer team led to an exacerbation of some
problems. For example, one participant expressed surprise over
having developed lymphedema, BLymphedema? I didn’t know
what it was, you know. Because I didn’t know what was caus-
ing the swelling…. And it was kinda scary too because my arm
was swelling and I didn’t know why it was swelling.^ Other
participants echoed the lack of knowledge about lymphedema.
Another survivor said, BBecause I had amastectomy, one of the
hardest things for me to recover from was to getting my arm to
work again.^ For another, arm swelling prompted her to seek
care at the Emergency Room (ER) of a local hospital. The
participant further described that the ER staff did not know
what caused the swelling and began to treat her for a blood clot
until her oncologist was contacted and intervened.

Participants were reluctant to discuss other topics such as
changes in sexuality and body image, often becoming quiet
and reserved when the moderator introduced the topic of sex-
uality. They made vague statements like Bsee, that’s what I
was talking about, those sexual issues.^ Others redirected the
topic to body image, for example, Bbecause for me [sexuality],
especially being young or old, I guess it doesn’t matter. You
worry about the body image.^

Participants conveyed a strong need for more discussion on
the topics of menopausal symptoms, anti-hormonal treatment
effects, and fatigue. One participant stated it was important to
address hormonal treatment effects because Bif you are on the
medication you are going to have side effects. Like, I have to do
tamoxifen for five years.^ Another participant went further on
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Table 1 Selected quotes from the qualitative analysis of Black Belt rural breast cancer survivors

Themes Subthemes Quotes

Cancer is a secret But for some reason I didn’t share that with anybody, my doctor or anybody.
I just kept it a secret.

Fatalism at diagnosis BCancer to me wasn’t cancer to my mom and my sisters. To them cancer was
oh Lord, let’s start making arrangements. You know, it wasn’t to me^

I’ve got a lump. I’m going to go check it out. And she said, if it don’t bother
you, don’t you bother it. Lo and behold she didn’t know that I knew it was
cancer and had already set the date up.

For one reason I didn’t want to share because I, I didn’t want to hurt my children.

Delay in treatment I waited a whole year before I went back for another mammogram.

Well, I wanted to say you actually have to be ready to accept the diagnosis
because in 2008 I had a lumpectomy. And when I first went to the doctor he
wanted to take the breast off, but I was in denial and I told him no.

Fear of disclosure Everybody don’t open up when they’ve been diagnosed because this is my
cousin right here, [points to cousin] and she had been through it for a year
before I even knew anything about it. She didn’t even tell me. I didn’t know.

For some reason I think just the thought of cancer, it really, it, I don’t know, I
can’t describe what it does.

Perish with lack
of knowledge

We perish with lack of knowledge.

What is lymphedema? Because I had a mastectomy, one of the hardest things for me to recover from
was to getting my arm to work again.

Lymphedema I didn’t, like I say, I didn’t know what it was, you know. Because
I didn’t know what was causing the swelling…. And it was kind a scary too
because my arm was swelling and I didn’t know why it was swelling.

What are side effects of
hormonal therapy

And then if you are on the medication you are going to have side effects. Like,
I have to do Tamoxifen for five years.

But see, somebody needs to educate you on your medication.

Sexuality and body image See, that’s what I was talking about, those sexual issues.

Because for me, especially being young or old, I guess it doesn’t matter. You
worry about the body image.

Fatigue I guess I didn’t expect to feel as weak.

It makes me feel better to know that fatigue is an effect.

Fear of weight loss You might done lost a lot of weight and you might be looking bad.

I told them, I’m still fat as you know what. I ain’t lost no weight. I still look
good, just ain’t no hair. I said, you don’t kill no hog for no hair, baby you
want the meat.

Depression I just stopped everything I was doing. I think I was fixing to go into a
depression.

I mean I went through some changes you know…

Start with a good
prayer life

If I was to give any advice to anybody who has been diagnosed with or going
through or surviving, it starts with a good prayer life.

Religion and spirituality And just again, you know, I prayed, I believe in supernatural healing, I do. I
believe in medicine, but I believe in supernatural healing from God.

I said Doctor, let me tell you something right now. You sit down. I said the God
that I serve is all the psychiatrist that I need.

But, I thank God who is the head of my life that I’m still here. I used to tell myself,
you know, I used to ask myself, why me? And I thought about it, why not me?

Limited survivorship
support and education

Family/ friend support So, my husband, he was in there, and he said ‘well it’s cancer’ and he was
almost crying. He said I’m supposed to be strong for you.

Education and support It really helpful if you have someone that can support you and give you
literature, give you researches and put you in touch with somebody else
that have gone through.

I said we need a support group. We need a support group in [this] county.

Cancer surveillance You need to go and have check-ups.

But beyond that I try to eat well.

Awareness of breast
cancer advocacy

If it is I don’t know anything about it [advocacy organization]
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to say BExactly, but see somebody needs to educate you on
your medication.^ Participants also expressed little knowledge
about how fatigue could change their day-to-day living with
statements such as BI guess I didn’t expect to feel as weak,^ and
B…it makes me feel better to know that fatigue is an effect.^

Participants collectively expressed that they did not under-
stand that weight gain was a common treatment effect.
Instead, they expected weight loss. They explained that pro-
found weight loss was commonly seen within their commu-
nity among survivors nearing the end of life. To them, losing
weight meant nearing death. One participant shared that
friends refused to visit her during treatment because Byou
might done lost a lot of weight and you might be looking
bad.^ The majority of participants expressed similar senti-
ments surrounding their concern about weight loss.

On the other hand, some participants welcomed weight
gain after treatment ended. They viewed weight gain as a
positive sign of health and overcoming cancer. As one partic-
ipant said, BI told them, I’m still fat as you know what. I ain’t

lost no weight. I still look good, just ain’t got no hair. I said,
you don’t kill no hog for no hair, baby you want the meat.^

The topic of depression prompted discussion. Participants
were aware that depression was a side effect and felt comfort-
able discussing it. Over half of the participants said that they
had been depressed. When discussing their experience of de-
pression, most of the participants explicitly stated being de-
pressed. BI just stopped everything I was doing. I think I was
fixing to go into a depression.^ However, a few participants
were reticent in stating that they experienced symptoms of
depression. Instead, these participants would allude to it or
agree with others who were more forthcoming in expressing
depressive symptomatology: BYeah. I mean I went through
some changes you know.^

Start with a Good Prayer Life

Religion and spirituality exerted a major role in the lives of our
rural Black Belt AA-BCS. Religious and spiritual beliefs
aided them to cope on their journey of cancer diagnosis, treat-
ment, and survivorship experiences. Several voiced that they
worked hard to stay Bin the word^ and allow their religious
and spiritual beliefs to help them meet the challenges and
overcome the hurdle of cancer. For instance, one participant
stated, BBut, I thank God who is the head of my life that I’m
still here.^

One participant also expressed a different view of religion
and spirituality, Balthough religion can be seen to be a facili-
tator, it also has shown to be a barrier for survivors.^ One
particular participant articulated her belief that God alone
would heal her physically, which was one factor that prompted
her to delay her treatment. She waited a year before seeking
cancer care. The belief that God would heal them prompted
other survivors to delay seeking help for psychosocial con-
cerns. A participant recalled refusing psychosocial services for
her recovery telling her physician, BI said why? I said Doctor
let me tell you something right now. You sit down. I said the
God that I serve is all the psychiatrist that I need.^

Limited Survivorship Support and Education

Participants reported having a good follow-up on regular and
cancer care. They scheduled and attended appointments rou-
tinely. Adherence to follow-up was seen through comments
like BYou need to go and have checkups^ and Bbut beyond that
I try to eat well.^ However, participants indicated that trans-
portation was a significant barrier since they lived nearly an
hour away from the cancer treatment facility. They found the
commute a stressful experience particularly when follow-up
appointments occurred in quick succession. Yet, participants
were eager to learn more about maintaining their health, nutri-
tion, and follow-up care.

Table 2 Demographic and survivorship characteristics (n=15)

Marital status Number Percent (%)

Single 4 26.7

Married 6 40

Separated 1 6.6

Divorced 4 26.7

Widowed 0 0

Education

<High school 4 26.7

High school graduate 2 13.3

Some college 6 40.0

College graduate 3 20

Work status

Full-time/part-time 7 47

Work at home 0 0

Retired 4 26.7

Do not work 4 26.7

Income (USD)

<10,000 4 26.7

10,000–30,000 6 40.0

30,001–50,000 2 13.3

>50,000 1 6.7

Did not respond 2 13.3

Support services

Breast cancer support 3 20.0

Nonbreast cancer support 1 6.7

Counseling 0 0

Support groups 0 0

Online 0 0

None 11 73.3
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Participants described the differential types and amount of
survivorship support received. Regarding spouses, one partic-
ipant stated, BMy husband, he was in there and he said, well,
it’s cancer, and he was almost crying. He said I’m supposed to
be strong for you.^ Others agreed that they had received fam-
ily support from sisters and spouses. The majority agreed that
employers tended to support them when they were absent
from work to receive treatment.

Regarding professional support, participants discussed the
limited resources available and offered in their communities.
Other than CHARPs who served their communities, partici-
pants acknowledged a general lack of awareness about other
sources of survivorship support. For example, few participants
were aware of some survivorship programs at local cancer
organizations. Most participants replied along the same line
as one participant did when asked about cancer advocacy, BI
don’t know anything about it.^

Survivorship programs offered at their cancer treatment
facility have failed due to lack of transportation; thus, partic-
ipants expressed a strong desire for more support in terms of
group support. Our rural AA-BCS admitted to wanting more
conversations with other survivors for more support that some
failed to receive from other sources. Indeed, a participant
commented, BIt really helpful if you have someone that can
support you and give you literature, give you researches
[research]and put you in touch with somebody else that have
gone through.^

Discussion

This qualitative study of rural AA BCS highlights common
themes and expands our cultural understanding. First, cancer
as a secret with related subthemes of fatalism, delay in treat-
ment, and fear of disclosure have consistently been cited in
other studies of AA-BCS over the past dozen years [11–14].
Understanding the cultural relevance of keeping secrets and
how it may influence treatment seeking, fear of disclosure,
and survivorship are vital to bringing evidence-based inter-
ventions to underserved communities [16]. Rural AA-BCS
dealt cumulatively with a cancer diagnosis coupled with the
negative perception of cancer held by their family and social
circle [16, 17]. Delay in treatment appeared to be related to the
fear of dealing with negative evaluation of community mem-
bers.While previously documented in studies with urban BCS
[11–13], our findings are consistent with Torres and col-
leagues [14] where rural AA-BCS acutely experience cancer
as a secret. Regardless of urban or rural residence, future stud-
ies can acknowledge the cultural context of cancer as a secret
and evaluate ways to address and overcome the barrier of
secrecy. By potentially targeting the association between can-
cer being a death sentence and fear of negative evaluation
from loved ones, future studies also can inform public health

messages that extinguish this negative association and
encourage AA-BCS to seek treatment beyond screening
mammography.

Second, our finding of lack of knowledge about the usual
and expected late effects of treatment was another consistent
theme identified by a growing cadre of investigators [13, 14,
16, 18, 19]. Participants expressed that they did not receive
essential survivorship education about lymphedema, fatigue,
hormonal side effects, sexuality, and body image. This lack of
knowledge may have related to their subsequent confusion
and fear that something was wrong when they experienced
physical changes. Further, sexuality was a side effect that
our participants were noticeably uncomfortable discussing un-
less the topic was framed in the context of body image. Thus,
future investigators workingwith rural AA-BCSmay consider
re-framing the cultural and community understanding about
sexuality starting with use of terms like body image and then
help steer discussion into particular concerns about sexuality.

Our findings about the need for essential survivorship in-
formation emphasize the urgent need for all cancer survivors
to receive information about survivorship care planning (SCP)
and related side effect self-management occurring earlier in
the trajectory before active treatment ends. Such discussion
about SCP would provide a basis for understanding the com-
mon side effects after treatment ends and a springboard for
discussions about how to self-manage side effects.

Third, our participants expressed concern about weight loss
rather thanweight gain. Losingweight was akin to nearing death
and was consistently viewed in a negative light. Views of weight
loss among our participants differed fromother reports onweight
change. For example, Weathers et al. [20] and Halbert et al. [21]
explored the topic of weight change among AA-BCS in
Philadelphia [20, 21]. Acknowledging weight gain as a common
side effect of treatment, they found little empirical data regarding
behavioral and psychological reactions to weight change. Using
a qualitative design, they interviewed 19 AA-BCS who
expressed a lack of knowledge of weight gain as a side effect
of treatment [20, 21]. Forty-seven percent (n=9) of AA-BCS
participants gained weight for an average of 13.7 lb which they
viewed as distressing. They indicated a desire to lose weight
through healthy activities such as exercise and diet [20].

Thirty-two percent reported weight loss that was generally
viewed quite positively particularly if they had been heavy
before their diagnosis [21]. Yet, a fewwho experienced weight
loss echoed the same sentiments expressing displeasure in
appearing Bgaunt and sick^ as did our study participants
[21]. Nevertheless, our findings about weight change with
distressing responses are consistent with Weathers et al. and
Halbert et al. and the cultural nuances and differences in
weight change and perceived response from the individual
survivor, family, and community deserve additional cultural
evaluation. Thus, further study is warranted to evaluate per-
ceptions of weight change among a broader population of AA-
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BCS, whether urban or highly rural. Additionally, the senti-
ment that maintaining heavy weight to Blook good and
healthy^ expressed by rural AA-BCS in the current study
warrants further review.Fourth, depression was another symp-
tom demonstrating that our rural AA-BCS were not receiving
the help that they needed. Our rural AA-BCS were hesitant to
discuss the depression that they experienced and even resisted
physician’s recommendations to seek further care for depres-
sion. Rather, they sought help in spiritual healing from God.
Previous investigators found that depression is underreported
among AA-BCS. Further, measurements including self-re-
port, used to identify depression, tend to be inadequate in
identifying depressive symptomatology within this population
[22–24]. For example, Zhang and Gary examined measure-
ments to assess for depression and found that AA-BCS were
less likely to say the word Bdepression^ or discuss depressive
symptoms compared to their Caucasian counterparts [22].
Although our findings support those identified by Zhang and
Gary, over half of our participants felt comfortable discussing
their experience with depression. Possibly, our participants
were more open and comfortable in discussing this topic
among their rural counterparts. Yet, it is not known and an
under-explored topic as to why AA-BCS are reluctant to have
frank and open discussions about depression particularly be-
cause depression is generally undertreated. Thus, there is need
for cultural strategies to accurately gauge and evaluate the
severity of depression among rural AA-BCS.Finally, our rural
AA-BCS lacked access to institutional support/services after
treatment. This lack of information for support/services was
also consistent with Torres and colleagues study of rural AA-
BCS in North Carolina [14]. Limited to no information led to
little or no access to vital services that may have facilitated
earlier recovery. Furthermore, given the family and friends’
negative perception of cancer, rural AA-BCS were less in-
clined to discuss their diagnosis. Survivors tended to remain
isolated within their own community lacking a vital outlet for
discussion of their survivorship needs and reducing avenues
for social support, which has been well documented as a pos-
itive coping mechanism [11, 13, 14, 16]. The one consistent
support expressed by our rural AA-BCSwas through religious
and spiritual beliefs. Religion and spirituality provided a
steady source of strength and a sense of purpose [25].

The CHARP network was a powerful connection between
the rural AA-BCS community and our team [15, 26]. The
CHARP network allowed us to gain a rich understanding of
the experiences and needs of rural AA-BCS. CHARPs had the
trust of and linkage with the community. Through their
existing relationship, CHARPs helped us gain the trust and
involvement of our rural AA BCS who shared and created a
rich imagery of their lives. Additionally, we have gained use-
ful tips in working with community partners and leaders,
which can be the critical step for future interventions among
cancer survivors.

Limitations

A few limitations are noted. First, our sample of 15, while
considered reasonable for a qualitative study, was small.
Thus, themes identified are considered preliminary and not
representative. While our participants provided vivid descrip-
tions of their personal breast cancer journey, a larger number of
rural AA-BCS participating in qualitative work need further
study. Second, the topics of weight change and depression re-
main largely unexplored areas of survivorship particularly
among underserved survivors. Here too, we chose to tread qui-
etly and listen to the words expressed by those experiencing the
problem with fewer probing questions or comments. Despite
these limitations, however, our findings have shed additional
cultural considerations on weight change and depression.

Conclusion

Our findings support several observations by other investiga-
tors working with rural AA-BCS communities. Our findings
also suggest that evidence-based BCS interventions can be
culturally tailored and tested by including the following areas.
First, a discussion and exploration of cancer secrecy and its
cultural meanings that may have unintentionally led to lack of
knowledge about survivorship, bothersome symptoms, and
difficulty with cancer surveillance.

Second, understanding cancer secrecy can lead to factual
and informative education and support about topics that are
relatively easier to discuss and digest (i.e., lymphedema, hor-
monal side effects, and fatigue), to topics that are not as easy to
discuss (i.e., sexuality and depression). Topics about lingering
and troublesome symptoms such as fear of weight loss and
depression can subsequently be broached. Third, raising up a
champion AA-BCS who has the trust and understanding of
the community can be engaged and educated to serve as the
vital link between rural AA-BCS and survivorship re-
searchers. Finally, the religious and spiritual elements that
are vital to aid rural AA-BCS recovery are essential along with
the balancing limits of religious and spiritual elements that
impede rural AA-BCS recovery. Taken together, future re-
search can move toward testing the cultural adoption or mod-
ification of existing evidence-based interventions rather than
continued reliance on descriptive studies.
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