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Abstract

Background—Despite an overall decline in mortality, breast cancer is the most commonly
diagnosed cancer and the second most common cause of cancer death among African American
women. As such, clinicians should prepare to address the unique sociocultural and psychological
concerns encountered by African American women breast cancer survivors.

Objective—To examine, using qualitative methods, the main coping facilitators used by African
American women as they transition across the cancer continuum. The identification of these
facilitators was then aligned with culturally sensitive interventions most useful with women
coping with cancer, along the cancer continuum.

Methods—This was a secondary analysis of 20 video-taped stories of African American breast
cancer survivors collected as a part of the Washington University Center for Excellence in Cancer
Communications project. The interview began with a discussion of how the survivor first became
aware she had breast cancer, followed by a series of open-ended probes used to explore the
following themes: coping, relationships, health care system experiences, follow up care, and
quality of life living with breast cancer.

Results—Survivors discussed their experiences and advice for targeting needs at each cancer
stage, from screening to diagnosis, treatment, and then survivorship. Survivor narratives point to
key evidence-based clinical intervention strategies at each stage of the cancer trajectory.

Conclusion—This study found that survivors see a cyclical cancer course, whereby African
American breast cancer survivors serve an important role in the lives of unscreened women, newly
diagnosed women, and women in treatment.
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Introduction

While breast cancer mortality has been declining since the 1990s due to increases in
awareness, early detection and treatment [1], not all women have benefited equally [2].
While overall incidence of breast cancer is lower in African American women than in White
women, African American women diagnosed with breast cancer are 38% more likely than
White women to die from the disease [1], and the African American decline in mortality rate
has been slower than that observed for White women [2, 3].

Disparities in breast cancer mortality in part reflect differential trends in stage at diagnosis
[4, 5]. One trend of concern is that the rate of late-stage diagnosis for White women has
remained stable over the past 35 years while rates for African American women have
steadily increased. Delayed diagnoses contribute to poor outcomes and African American
women have significantly lower 5-year survival than White women (78% vs. 90%,
respectively) [1]. In addition, compared to White women, African American women are less
likely to receive timely and stage-appropriate breast cancer treatment and are less likely to
adhere to and complete treatment [6, 7]. Thus, facilitating treatment compliance is another
equally important strategy for decreasing African American breast cancer mortality.

Increasingly, social workers, psychologists and others with counseling skills are called to
work with women across the cancer continuum, whether related to decisions and concerns
that arise due to suspicious screening results, or psychological squeal of breast cancer
diagnosis and treatment. It is important that these clinicians be prepared to address the issues
encountered by individuals diagnosed with cancer, as well as the unique psychosocial issues
encountered by patients due to their cultural attitudes, beliefs and social context.

Incorporating spirituality and social support strategies have been utilized to increase
screening and treatment adherence and reduce breast cancer disparities for Black women.
Spirituality has been found to play an important role in mammography utilization[8] and has
been related to breast cancer treatment adherence and coping at various stages of treatment
[9]. Similarly, social support provides a way of coping with breast cancer [10]. With regard
to cancer screening behaviors, family networks are associated with both recent cancer
screening and the intention to screen for cancer [11]. In addition, African Americans often
rely on informal sources of health care advice such as family members and church based
support [12], suggesting a potential influence on treatment adherence particularly among a
survivor group that has reported difficulty talking about the disease [13].

This qualitative study, a secondary analysis of video-taped stories of African American
cancer survivors collected as a part of Washington University Center for Excellence in
Cancer Communications project [14], examines the main coping facilitators used by African
American women as they transitioned across the cancer continuum. These facilitators are
associated with interventions perceived as more culturally sensitive and useful when used
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strategically along the cancer continuum with women having less successful experiences
coping with cancer.

Results are drawn from data collected during a larger mixed-method project that
investigated African American women survivors’ perspectives and experiences of breast
cancer diagnosis and treatment. Participants were recruited through project partnerships with
five St. Louis breast cancer support groups for African American survivors. Research
participants in the qualitative portion of the overall study included 46 African American
women diagnosed with breast cancer and 13 family members of African American women
diagnosed with breast cancer. A survivor was operationalized as having been diagnosed and
being alive at the time of videotaping for the original study. Participant survivorship ranged
from < 1 to > 23 years. Survivors ranged in age from 46 - 76, with the average age of
women in our sub-sample being 56.8 (SD = 9.42). The majority of participants were
between ages 40 and 49 when first diagnosed [14]. All 46 women were not included in this
current study for two reasons. First, this article stems from part of a broader aim to explore,
pilot, and test qualitative coding and analysis of video material. And second, it is important
to recognize that “the effectiveness of qualitative research is derived not from large sample
sizes, but from the collection of detailed narratives by research participants who provide
reflection on and critical discussion of their personal experiences” [15, 16] We elicited
stories from 20 African American women who had been diagnosed with breast cancer. In
this paper, we focus on the sub-sample of qualitative interviews with 20 Black women
diagnosed with breast cancer.

Qualitative Interview

The parent study used Wengraf’s (2001) biographic narrative interview method [17]. The
interview guide was open-ended to allow participants’ to narrate her breast cancer
experience in her own words and encourage her to speak openly and in detail. The interview
began with a discussion about how the survivor became aware she had breast cancer. Based
on the course of the narrative, a series of open-ended probes were asked to explore the
following themes: coping, relationships, experiences with the health care system, follow up
care, and quality of life living with breast cancer. All interviews were video-taped and
conducted by a project manager trained in conducting qualitative interviews.

Qualitative Data Analysis

Because video tapes were not transcribed, the analysis of video data entailed a cyclical and
iterative process of watching, recording interview case summaries, coding, and analyzing
the data. First, the research team developed guidelines for writing interview case summaries.
These guidelines were flexible, but also encouraged systematic preparation of case
summaries by emphasizing key themes for team members to focus on while watching the
video-recordings. To develop the guidelines, each team member watched two interviews
(totaling six interviews), taking notes on important ideas, concepts, meanings, and
experiences. During a meeting, team members presented and discussed their preliminary
findings, and from this discussion, a set of guidelines were developed. The guidelines
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ensured that when watching subsequent videos, researchers noted how participants talked
about and described important themes related to the cancer trajectory. These observations
were recorded in an interview case summary, a narrative and descriptive account of the
participant’s recollection of her experience of surviving cancer. The case summary captured
the participants’ narrative by reproducing dialogue through direct quotes and paraphrasing.
After writing the case summary, a different team member watched the video again,
comparing notes with what was recorded in the case summary to check for information
accuracy and guard against observer bias.

Once prepared, case summaries were imported into NVIVO 8 for coding and analysis. We
utilized an inductive, thematic approach to code data. Once coding was completed, we
produced a conceptual cluster matrix to compare codes across participants. By organizing
the data in this way, we were able to evaluate the saliency of particular codes and identify
patterns in the configuration of codes across participants. A single team member, who re-
watched video recordings to ensure the accuracy of data presented in the matrix, checked the
information displayed in the matrix.

Figure 1 illustrates the cyclical cancer course, with each quadrant representing a different
phase in the cancer trajectory. Survivors discussed their experiences and advice for targeting
needs at each cancer stage, from screeningto diagnosis, treatment, and then survivorship.
This diagram illustrates how the survivorship phase “comes full circle” and transitions back
to the earlier point of origin to the screening phase, and other subsequent phases. This cancer
trajectory model is different from other linear diagrams, in that the trajectory is not complete
at the survivorship phase, but rather shows the continuous relationships of influence in the
full experience.

Survivors described their pre-diagnostic biomedical knowledge as what it meant to have
cancer in general, and their understanding and meaning attached to the term “cancer”,
including initial symptoms which influenced their desire to screen for cancer. Although
survivors were familiar with the cancer disease and its seriousness, they also perceived their
susceptibility and risk to be low, particularly if a cancer history did not personally affect
them or a family member. Survivors discussed family members often not talking about
cancer, hiding it, or perceiving it as inappropriate for discussion. A common metaphor of
this stage was that women reported having inaccurate information about actual screening
and preventive procedures: “Prior to my diagnosis | thought breast cancer was the *&7ss of
death.” Once you got to the point of diagnosis, there was little hope for survival. | had not
done much studying; no one had talked to me about it.” Many women described not
receiving screening because of common misperceptions which might have contributed to
delay in screening behavior: “l was only 41. | got it nine or ten years before | needed to
worry about breast cancer. | had my baseline mammogram at 39, and then should have had
another one at 40 and another one at 41, | think, but I did not.
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Despite inaccurate information about screening, survivors described their reasons for
seeking initial consultation. Most survivor’s did not identify their cancer through conscious
preventive measures, but through randomly identifying “a lump”, and then conducting a
self-breast exam and going to their doctor for diagnostic screening. They described how they
first learned about their cancer and how it was first communicated to them: “I had
discovered something, and so | did what | understood to be a self-breast exam the way | did
them then. And | could feel the lump again, so | got up and walked the entire diameter of my
house. And then | went back to my bedroom, laid down and did a self-breast exam again,
and | found that same lump again, in the same spot. Then, I just started to cry because I just
knew.”

In retrospect, many women offered advice to encourage African American women to get
screening. They were comfortable offering advice and suggestions about the importance of
screening to educate women. This advice was often framed in a way to reduce fear and
uncertainty of mammograms and regular self -breast examinations, while educating them
simultaneously. Most descriptions of getting a mammogram were realistic and favored the
importance of breast cancer screening: “You all hear scary stories. Don’t be afraid.
Basically, it is just taking pictures of your breasts. They are going to lay them there and
flatten them out, and take a picture. It gives you the advantage of finding whatever is there.”

Survivors described their initial reaction to hearing they had been diagnosed with cancer.
This was defined as metaphors, experiences, and emotions upon learning about their cancer
diagnosis. They described negative feelings of “surprise,” “anger”, “fear,” “devastation,”
“upset,” and “hopelessness”: “The first time | learned that | had breast cancer, | felt very
upset” Most often they described the “shock” involved with the initial diagnosis: “That is
when they finally ran a mammogram on me and told me it was cancer, breast cancer. That is
when the shock hit home. When | was diagnosed, | was really in shock. | was hurt. And |
said ‘why me?”

During the survivors’ discussion of their diagnosis, we also see the beginning of a cross-
cutting reflection on spirituality throughout the rest of the continuum. The spirituality code
was applied when there was mention of prayer, God, faith, and/or church. Survivors
described being less religious before their diagnosis, but becoming more spiritual when they
went through the diagnostic stage. Women described renewed religiosity and a spiritual
presence: “When | got the breast cancer diagnosis, it was my faith that first helped me to
deal with it. There were often times late at night that | didn’t want to call a friend, disturb a
friend, or didn’t want to call my family, so I had to rely on my faith and my relationship
with God.”

Women also felt inclined to offer advice about the needs of women at this stage in the
cancer trajectory. Quotes were coded as advice when survivors offered suggestions and
insight about how best to help others. They described the importance of obtaining
knowledge at this diagnostic stage, in order to “empower”: “Because if you have an idea
what is going to happen to you, you know what to expect and then you are less fearful. One
of my friends thought chemotherapy was like physical therapy because that’s the only kind
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of therapy she’d ever had. “The first place | took her was to the cancer information center
because that knowledge empowers you to fight this disease. If you are afraid, you wouldn’t
like them to treat you, and then the cancer wins.”

Survivors described their cancer treatment experiences and the associated needs at this stage.
Survivors reported the increased need for emotional and instrumental support by family,
friends, and co-workers: “I don’t even know how to describe my husband; I am just so
blessed to have him. He stands on his marriage vows - that is all he kept saying during the
treatment and the whole ordeal. Another survivor describes treatment during their
employment: “The positive experience that | had was because of my co-workers and
everybody else. My director allowed me to go to radiation every day, allowed me to go to
chemotherapy, and take the day off without even charging it to my vacation or sick time.”

Although most expressed favorable family support, there was an example of a survivor not
getting the emotional and instrumental support that she needed from family. What is
instructive was her ability to find the support within her community: “My father and brother
allowed me to come home, and | think that they felt that was the end of their involvement
with me. Neither of them ever drove me to an appointment; they never asked if | needed
medicine. A neighbor across the street, whose house | am living in now, took me grocery
shopping.”

Survivors offered aadvice for the treatment stage, which involved the need for women to
increase their knowledge and understanding about cancer treatment by advocating for
themselves during their interpersonal communications with their healthcare professionals:
“One of the things that | was taught both by the surgeon and the oncologist was how to be
my own best advocate because they could not be with me all of the time, and if there were
things I could not tolerate, | had to learn to speak up for myself.”

Survivorship

Reflections on spirituality were a prominent theme at this final survivorship stage of the
continuum. Women discussed their personal relationship with God and their spiritual
meaning-making: “I started to question what God wanted me to learn from these experiences
because I believe they are all lessons that we are supposed to get, but | was just bewildered.”
At times, we also see how spiritual faith might contribute to somewhat of a fatalistic
perspective: “You have to have a lot of faith in God, or whatever happens is going to
happen, and he is watching over us all the time. But you know we cannot worry about the
things that we cannot change.”

Survivorship was characterized by both intra- and interpersonal changes, as a result of their
cancer diagnosis and treatment experience. These descriptions were mostly favorable and
women made meaning of their lives. Survivors identified positive influences on family ties:
“As a family, we didn’t have much time to get together while growing up. It (cancer) made
us closer; we talk more. We prayed a lot, we talked, and we just came together. My
daughter, she asks questions; my mom, three sister and their daughters, they ask questions.
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Survivors also pointed to the importance of sharing her cancer story with others and
becoming involved in community service, as a way of “giving back” and increasing public
knowledge about the importance of early screening. The survivor sharing her story provides
a catharsis for her, while the recipient of the communication gains important knowledge and
advice from someone who has personally experienced breast cancer. “Keep it a secret; let it
fester; let it spread; let it be undiagnosed - that is the death sentence we want to get away
from.”

Survivors also discussed the value of a support group, as a vehicle to sharing and increasing
knowledge for women: “We were just so amazed with the women in the group and their
strength, faith, and passion. To hear their stories made us feel that one-day we are going to
be able to tell our story. | want to inspire others just like they inspired me.”

As illustrated in Figure 1, we see the link from the survivorship phase of the trajectory, back
to the preventive screening phase. Survivors describe their need to give back and share,
particularly about the importance of mammograms and self-breast exam screening. This
illustration suggests that positive perspectives attained through survivorship can play an
altruistic role in the negative state of women who have not been screened. The diagram and
the narratives shared are consistent with the collectivist nature of the African American
community.

Discussion

This current qualitative study examined the main coping facilitators used by African
American breast cancer survivors in a support group, who successfully processed and coped
as they transitioned across the cancer continuum. Consistent with the PEN-3 model, which
suggests that cultural factors can serve as barriers and facilitators of screening and treatment
adherence, both spirituality and social support were found to play major roles in obtaining
mammography. In addition, the diagram and shared narratives illustrate how women’s
coping strategies are consistent with the collectivist nature of African Americans.

This study found that survivors had distinct experiences and needs at each stage of the
cyclical course of the cancer trajectory. Each survivor described a moment of transition
during her cancer experience, from negativity to resilience. Beginning at diagnosis, an
emerging strength and resilience stemmed from one main source - spirituality. There was an
underlying spiritual reflection and devotion to faith and prayer, which seemed to help
survivors make meaning and transition successfully to treatment and survivorship stages.
Emotions peaked at diagnosis, followed by a need for emotional and instrumental support,
and then meaning-making and sharing, particularly for those women who were in need of a
mammogram. Survivor narratives point to key clinical intervention strategies at each stage:
1. For the screening phase, patient education programs and psycho-education might be best;
2. For the diagnostic stage, CBT and coping skills training approaches could be used; 3. For
the treatment stage, patient navigation approaches and concrete/practical support could
address these needs; and 4. For the survivorship stage, emotional counseling and support
groups could be best.
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The Health Belief Model constructs can be used to think about important factors for women
during their mammogram screening decision-making. Consistent with previous screening
behavior studies, although survivors were familiar with cancer as a disease and its
seriousness, they still perceived themselves to be less susceptible, particularly if a cancer
history did not personally affect them or a family member. These narratives illustrate the
need to educate women about the importance of screening and what to expect, while also
addressing their underlying fears and uncertainty about mammograms.

During the diagnosis stage, survivors reported a heightened sense of spirituality, which
seemed to help them through the uncertainty and lack of control. Similar to previous
literature, there seemed to be a relationship between negative emotions and spiritual
strength. This study did not find support for the need for spiritual support transferring to the
treatment stage of the cancer trajectory. In addition, although the sample is small, the
discussions of the women in this study did not suggest rejection of treatment
recommendations or treatment delay due to a fatalistic attitude, as often proposed in the
literature. Involvement from family, fries and coworkers could strengthen the likelihood that
patients would adhere to treatment recommendations. However, this should be taken on a
case-by-case basis, as families do not always provide appropriate or sufficient support.
During the cancer treatment stage, survivors most needed family, friends, and co-workers to
provide concrete support and advocacy. Interestingly, co-workers were identified as a
valuable source of support, as many were still trying to maintain employment while
undergoing treatment. African American breast cancer patients may experience ongoing
psychosocial concerns and barriers in transitioning to successful survivorship. Again we see
the prominent theme of spirituality and the need for meaning-making. Survivors describe
their need to give back and share, particularly about the importance of getting regular
mammograms and self-breast exam screenings.

Conclusion

Despite the many strengths of this study, there are several limitations that need to be
considered in future research. First, interview summaries were used as the data collection
method, instead of transcribed interview data that was verbatim. Although summaries were
thorough and provided sufficient information, there was a chance of researcher bias during
data collection. Also, we did not have data on religious affiliation, so it was unclear if some
of the results transcended race/ethnicity and were more strongly related to religious
affiliation. Moreover, it should be noted that although our sample size is robust for
qualitative research [18] caution should be exercised when generalizing our results across
other groups of individuals. Another limitation is that this sample may be somewhat biased
because it included only women in support groups, and more importantly, church-based
support groups. Additionally, there was limited demographic information on this sample and
the data did not include demographics on women’s education and income which is important
in determining the representativeness of the sample. Finally, the nature of a story-telling
interview is its retrospective perspective, which might influence poor recall and abstract
recollection at the screening, diagnosis, and treatment stages in the continuum.
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The analysis of these narratives suggest clinicians provide an early discussion of patients’
personal cancer risks and the effectiveness of preventive measures and attempt to involve
family members in patient education in order to stimulate screening knowledge and
motivation to screen, consistent with earlier recommendations. When working with
survivors having difficulty coping with their diagnosis, clinicians can facilitate cognitive
restructuring and target “irrational” beliefs about the cancer diagnosis and treatment. Given
the emotional distress that can occur at this stage, clinical efforts point to cognitive
behavioral therapeutic and coping skills training approaches that target faulty cognitions and
negative emotions. Providers can help patients identify a sustainable, supportive network.
Although survivors identified informal support networks (i.e., family, friends) to assist with
practical treatment needs, a patient navigation model actually matches the needs at this stage
by offering practical direction and support, given the unique barriers.

Survivorship intervention models should go beyond the acute care phases of the trajectory,
and include wellness elements in clinical settings. Survivors seemed to benefit from their
support group, which satisfied an important need to give back and share with peers. This
phase may be particularly important for women in need of education and reassurance related
to screening, and subsequent phases.
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Figure 1. African American Women with Breast Cancer: A cyclical cancer course
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