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Abstract

Purpose The existence of cancer disparities is well known. Focus on alleviating such disparities centers on diagnosis, treatment,
and mortality. This review surveyed current knowledge of health disparities that exist in the acute survivorship period (imme-
diately following diagnosis and treatment) and their contributors, particularly for African-American breast cancer survivors (AA-
BCS).

Methods Utilizing the ASCO four components of survivorship care, we explore disparities in surveillance and effects of cancer
and therapies that AA-BCS face within the acute survivorship period (the years immediately following diagnosis). A literature
review of PUBMED, Scopus, and Cochrane databases was conducted to identify articles related to AA-BCS acute survivorship.
The search yielded 97 articles. Of the 97 articles, 38 articles met inclusion criteria.

Results AA-BCS experience disparate survivorship care, which negatively impacts quality of life and health outcomes.
Challenges exist in surveillance, interventions for late effects (e.g., quality-of-life outcomes, cardiotoxicity, and cognitive chang-
es), preventing recurrence with promotion of healthy living, and coordinating care among the healthcare team.

Conclusions This overview identified current knowledge on the challenges in survivorship among AA-BCS. Barriers to optimal
survivorship care inhibit progress in eliminating breast cancer disparities. Research addressing best practices for survivorship care
is needed for this population. Implementation of culturally tailored care may reduce breast cancer disparities among AA-BCS.

Keywords Breast cancer - Acute survivorship - Health disparities - African-American - Cultural competence

Introduction However, there is little research among AA-BCS populations

during the acute survivorship, or the period immediately fol-

There is limited research on survivorship care that is tailored
to minorities, specifically African-American (AA) breast can-
cer survivors (BCS), despite the fact that breast cancer dispar-
ities, including higher cancer-related mortality and poorer
quality of life, are frequently seen in AA women [1-5].
Moreover, the incidence of breast cancer among AA women
is rising and converging with rates among White women [3].
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lowing diagnosis and treatment [6].

The Institute of Medicine (IOM) and ASCO have outlined
four critical components to optimal survivorship care: 1)
Surveillance for the spread of cancer, recurrence, or secondary
cancers; 2) Interventions for late effects of cancer and treat-
ment (e.g., other medical problems or quality-of-life changes);
3) Prevention to reduce recurrence and development of new
cancers; 4) Coordination among specialists and primary care
providers to ensure that all the survivors’ needs are met [7].
Disparities exist within each component and the causation of
disparities in survivorship is complex and multivariate, rang-
ing from several factors that cut across the breast cancer care
continuum: stage at diagnosis, comorbidities, access to care
[3, 8, 9]. The purpose of this study is to present health dispar-
ities that exist in the acute survivorship period for AA-BCS
and their contributors, based on the current IOM guidelines
for adequate survivorship care [7].
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Methods

A literature review was performed to present health disparities
within the four components of survivorship care among
African-American breast cancer survivors based on current
IOM guidelines. This overview includes English-language ar-
ticles published in peer-reviewed journals from January 2008
to June 2018. Articles were retrieved from three multidisci-
plinary academic databases: Pubmed/MEDLINE, Scopus,
and Cochrane review. Keywords and MESH search terms
were as follows: “breast cancer,” “survivorship,” “disparities,”
OR “African-American.” The search yielded 82 PubMed, 12
SCOPUS, and 3 Cochrane references—a total of 97 articles.
Each of the articles were reviewed based on inclusion criteria:
sampled African-American breast cancer survivors within at
least 10 years of diagnosis, discussed medically relevant sur-
vivorship issues, and had statistically significant data. There
were no limitations based on sample size; data from articles
with a sample size less than 20% AA-BCS are presented with
an acknowledgement of the number of AA-BCS. Fifty-nine of
the reviewed articles were discarded (33 did not specifically
discuss acute survivorship disparities, 17 did not specifically
discuss evaluating race, 5 did not specifically address AA-
BCS or presented aggregated data, 1 had statistically insignif-
icant data). Thirty-eight articles remained and were included
in this review. Data were abstracted and analyzed, grouping
findings based on the four survivorship components (see
Table 1 for more full article list). The following section details
the state of acute survivorship care among African-Americans
as addressed in this literature.

Results
Surveillance

Surveillance for secondary cancers is an important part of care
given during the acute survivorship period. Given the in-
creased risk of mortality and recurrence, survivors require
routine follow-up care based on standard breast care guide-
lines (seen every 3—6 months in the first 5 years) [10]. Imaging
with mammography is routine follow-up care for women who
do not undergo mastectomy to remove all breast tissue. AA-
BCS are more likely to withdraw from breast cancer survivor-
ship care and treatment (mammography adherence OR = 1.35,
95% CI; clinic visits OR =1.62, 95% CI) than White BCS
[11]. Further, Nurgalieva et al. found that lower surveillance
rates among AA women was also linked to higher mortality
within 2 years of diagnosis [12].

Considering rationales for disparity in follow-up care,
many AA-BCS report that the medical cost of health care
during surveillance is a major barrier to accessing survivor-
ship care [13]. In a survey of diverse survivors, Palmer et al.
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found that AA women were more likely to report out of pocket
expenses as a major barrier (51.6%) than White women
(28%), which was similar to other health care costs (45.2%
in AA and 21.3% in white women, P =0.01) [14]. Such costs
include transportation, prescription medication, and dental
care expenses. The direct effect of the high cost of health care
increases the likelihood of AA women forgoing medical care
and/or following-up with providers [15].

Interventions for late effects

In addition to surveillance, follow-ups are important to screen
for late effects from cancer treatment that may require inter-
vention. Late effects discussed within the selected articles that
include quality-of-life changes, lymphedema, sexuality con-
cerns, cardiotoxicity, neuropathy, and cognitive changes. Late
effects can lead to functional disability, which was noted to be
more prevalent among older African-American breast cancer
survivors compared to their White counterparts [16].

Quality-of-life outcomes

Russell et al. noted the importance of recognizing the more
immediate quality of life, or well-being, concerns that exist in
acute survivorship as well as long-term [17]. Another article
discussed quality of life in survivors that were at least 1 year
out from treatment [18]. Health-related quality of life in these
breast cancer patients was dependent on the presence or ab-
sence of certain comorbidities. AA women were shown to
have many other chronic conditions (e.g., hypertension and
arthritis) that negatively impacted their overall quality of life
[18].

Lymphedema

A major issue faced by breast cancer patients after surgery is
lymphedema, or swelling of extremities due to reduced lym-
phatic drainage. Beaulac et al. found that lymphedema rates
were similar in women undergoing mastectomy and conser-
vative surgery [19]. When evaluating quality of life, women
who experience lymphedema report relatively lower quality of
life on the Functional Assessment of Cancer Therapy-Breast
(FACT-B) than those who do not experience lymphedema
[19]. It is also well established that AA-BCS experience great-
er upper extremity disability as a result of lymphedema and
lack of follow-up care which increases survivorship disparities
in AA women [20].

Sexuality concerns
Barsevick et al. found that AA-BCS reported sexuality con-

cerns and educational resources compared to a mixed group of
breast cancer survivors. Sexual concerns were greater in
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younger and unmarried women [21]. In a qualitative study,
AA-BCS less than 45 years old reported difficulty with sexual
intercourse, sexual dysfunction, and decreased sexual desire
[22]. Lewis et al. also found that young AA-BCS were less
inclined to discuss sexual side effects with their health care
providers. Additional concerns that were impacted by sexual-
ity were fertility preservation and reconstructive surgery [22].

Fertility preservation

Studies have shown that younger women can suffer from dis-
tress related to infertility issues [23]; yet, over 20% of AA-
BCS reported not receiving fertility information [23-25].
Another study found that nearly half of the AA-BCS in their
cohort had no fertility discussions with their oncologists about
treatment-related risks to fertility [26]. As a possible solution,
Schover et al. suggests the benefit of the SPIRIT intervention
for AA-BCS [27]. The SPIRIT intervention was designed to
improve knowledge and reduce symptoms related to sexual
dysfunction, menopause, and distress about infertility in AA-
BCS. The study showed reproductive health knowledge in-
creased, and the women’s emotional distress related to sexual
dysfunction, and loss of fertility decreased [27].

sensitivity to survivors’ concerns about pain was
a repeated complaint. Difficulty in meeting
financial responsibilities and lack of sexual desire
were also reported. African-American women
about prevention, and that they thought these

perceived that there were differences between
themselves and White women in their attitudes
differences were culturally acceptable.

Time since Results

diagnosis

Age

Impact of reconstructive surgery

Reconstructive surgery can also impact sexuality concerns as
women come to terms with their new bodies. Alderman et al.
evaluated the use of reconstructive surgery or information
regarding the procedure around the time of diagnosis in dif-
ferent racial/ethnic groups [28]. Results showed significant
variation in the receipt of reconstructive surgery based on
race/ethnicity with a 40.9% rate in White women as opposed
to 33.5% rates in AA women. Women from minority groups
were less likely to see a surgeon before surgery and minority
women without reconstructive surgery had low surgical
decision-making satisfaction rates when compared to white
women (P<0.001) [28]. It was shown that these women
had less counseling from their surgeon in regard to reconstruc-
tive surgery options [28].

Participants

Design

Descriptive
qualitative
analysis

Cardiotoxicity

Anthracycline-based therapies, like doxorubicin, have well-
documented cardiotoxicity effects, such as dilated cardiomy-
opathy [29, 30]. A retrospective study noted a nearly threefold
increase in the rate of cardiotoxicity among their AA breast
cancer patients compared to their non-White counterparts
[31]. Grenier and Lipshultz performed a review of childhood
cancers and found that AA survivors were at an increased risk
of early cardiotoxicity [32]. It is unclear if the same is true in
adult AA cancer survivors. The etiology of this disparity is
unclear, but may be partially due to genetics and complicated

Mortality against the Highest Odds.” Int J

Environ Res Public Health 13(1).

Reference Reference

Table 1 (continued)
number

@ Springer
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by other medical comorbidities such as hypertension and dia-
betes [32]. Additional research in this area is needed.

Neuropathy

Peripheral neuropathy is a major taxane-based chemotherapy
side effect [33, 34]. AA-BCS had a higher prevalence of
taxane-induced neuropathy compared to non-AA-BCS (53%
vs. 22%) [35]. Further, Schneider et al. found that AA-BCS
are at increased risk of developing both moderate and severe
neuropathy secondary to taxane-based chemotherapy [36]. In
further analyses, they find a genetic variation (polymorphism)
in the Charcot-Marie-Tooth gene (SBF2), which can predict
an increased risk of taxane-induced neuropathy in AA breast
cancer patients [36]. Other polymorphisms have been associ-
ated with an increased risk of therapy-associated neuropathy
but not associated with race [33, 34]. As with cardiotoxicity,
additional research is needed to better understand clinical and
genetic risk factors for this very common treatment-related
complication [35-38].

Cognitive changes

Cognitive side effects from chemotherapy, also known as
“chemobrain,” have been reported among breast cancer sur-
vivors [39]. It is characterized by a range of symptoms, in-
cluding memory loss, difficulty thinking, and inability to con-
centrate and multitask. This has been shown to impact quality
of life [39]. However, further research is still needed on how
this “chemobrain” may differently affect minority popula-
tions. One study performed focus groups among underserved
AA-BCS [40]. One of the main issues the women expressed
was not knowing about the existence of “chemobrain” as their
healthcare professional never mentioned it prior to treatment
[40]. As discussed later, provider-patient communication in
survivorship is an area that needs further improvement for
AA-BCS.

Prevention

Prevention is a key component of survivorship care. Unlike
surveillance, prevention and detection of new cancers and
recurrent cancer underscore care measures taken to decrease
the risk of developing cancer recurrence and/or lasting late
effects. The selected articles detail prevention among AA-
BCS focused on physical activity and diet for recurrence risk
reduction.

Physical activity
AA women are at higher risk of increased rates of obesity and

lack of physical activity, which negatively affects overall
breast cancer survivorship and quality of life [41, 42]. A study

by Hair et al. examined the different determinants of activity
levels of women with breast cancer before and after diagnosis
[43]. Participants reported a decrease of about 59% in physical
activity after diagnosis; AA women when compared to White
women were less likely to meet their physical activity target
(OR, 1.38; 95% CI) [43]. The study concluded that post-
treatment interventions need to be directed towards encourag-
ing physical activity in order to reduce breast cancer survivor-
ship disparities in AA women [43].

Diet

Diet is also an important factor in determining breast cancer
survivorship outcomes. Lower survival rate seen in AA-BCS
is partly attributed to obesity and high fat diets [44]. Royak-
Schaler et al.’s study examined behavioral modifications, such
as diet and physical therapy [44]. Patients report not being
informed by their providers on a recommended diet or level
of physical activity [34]. Though the rates of obesity are very
high in AA women, weight reduction programs targeting
breast cancer survivors in AA communities are few [44].
Stolley et al. evaluated the feasibility of a weight loss program
in AA-BCS known as Moving Forward and noted significant
weight improvements after a six-month period as a result of
diet, physical exercise, and social support [45]. Results
showed that physical activity, healthy diet with more vegeta-
bles, and less fat intake improved quality of life of the partic-
ipants [45]. Paxton et al. noted that AA-BCS were interested
in culturally sensitive interventions on physical activity, but
are underrepresented in clinical trials promoting positive
health behaviors [46].

Coordination between specialists and primary care
providers

Appropriate patient follow-up requires coordination between
oncology specialists and primary care providers. When AA-
BCS complete treatment, they are faced with the complex
challenge of transitioning out of treatment and into primary
care, seeking to gain the support and resources needed for
managing life as a survivor [47]. The selected articles detail
patient-provider communication, survivorship care plans, and
systemic factors to delivery of survivorship care.

Patient-provider communication

Atticles in this review identified patient-provider communica-
tion as a potential barrier to care coordination. In considering
ways to strengthen communication, patient engagement in
their own care can be improved by paying attention to non-
verbal cues and by requesting the patient’s perspective into
how their disease process and treatment are coming along
[48]. Maly et al. evaluated factors that affect preventive care

@ Springer



740

Support Care Cancer (2019) 27:729-743

and breast cancer survivorship outcome 3 years after breast
cancer diagnosis in low-income women (4.3% of whom were
African-American) [49]. They found that women who visited
their primary care providers in addition to their oncology spe-
cialists or surgeons had better outcomes than those who only
visited their oncologist, indicating that low-income popula-
tions require timely follow-up care after breast cancer diagno-
sis [49]. It is still unclear as to who is the best provider to
coordinate this communication between the patient and pro-
vider and between providers in the follow-up period [47]. It is
recommended that the oncologists send communications and
updates in plan, including surveillance, to the primary care
provider [47].

Cultural competency Cultural competence requires the dem-
onstration of awareness of cultural norms and beliefs, knowl-
edge of how culture may differ across groups, being sensitive
to culture, and ultimately making adjustments to accommo-
date culture [50]. This review identified culturally competent
interventions for this group including significant others in pa-
tient conversations and address spirituality and faith [51-55].
A focus group of AA-BCS noted the importance of culturally
competent care, where practitioners (primary care and oncol-
ogists) understand these women’s past experiences and family
histories, as these contribute to the survivors’ psychosocial
standing [51]. White-Means et al. found factors that negative-
ly impacted their survivorship which were inadequate provid-
er care in the treatment of pain, lack of needed support from
friends and family, and disability limitations that can be men-
tal or physical [52]. A study by Kantsiper et al. found that
spirituality and personal growth were important issues for
these AA women, especially since there is still a social taboo
about breast cancer in AA communities [53]. A unique study
provided their participants with personal cameras that were
used to record their daily activities during their breast cancer
survivorship experience [55]. Careful analysis of their record-
ed survivorship experience showed that the quality of life was
highly dependent on three social factors, which included rac-
ism, cancer stigmatization, and what the culture aspects of AA
women [55].

In addition, African-Americans have reported a distrust of
the health care system because of past discriminatory prac-
tices; for example, some women reported continued fear and
suspicion from the Tuskegee airmen case by the US Public
Health Service [53].

Utilization of survivorship care plans (SCPs)

Regarding more comprehensive follow-up care, a cancer sur-
vivorship care plan (SCP) was suggested as an intervention to
improve follow-up care, per the Institute of Medicine. One of
the first studies dealing with follow-up information presented
to AA-BCS showed that that there were significant gaps in
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guidelines for surveillance, symptoms after treatment, and
prevention [7]. The study points out the importance of ad-
dressing the diverse needs of survivors, particularly AA in this
setting, in order to develop practical and feasible care plans.
Kwvale et al. found that the transition to survivorship care is an
individualized process and that a survivor’s response to be-
havioral change is dependent on their personal and past expe-
riences [56, 57].

Ashing-Giwa et al. focused on formatting the SCP to the
AA-BCS to ensure more efficacy [58]. Ashing-Giwa et al. and
Burg et al. found that survivors themselves preferred the in-
formation to be presented in a way that was particularly rele-
vant for AA-BCS [58, 59]. This included a cover page
outlining follow-up providers who are more culturally com-
petent towards AA, and healthy lifestyle practices. They also
comment on the importance of spirituality and quality of life
for these survivors, and that reflection in the SCPs.
Psychosocial support was again emphasized by Burg et al.
through focus group discussions [58].

Patient navigators

Another strategy suggested is the use of patient navigators.
A study by Mollica et al. examined the use of peer naviga-
tors exclusively in the AA population who were also breast
cancer survivors. The qualitative results showed that the
breast cancer survivors felt support from the peer navigators
as they “shared a common journey” [60]. Survivors and
navigators also reported that home visits were beneficial.
The study does point out the limitations of peer navigation,
as there were issues with navigator recruitment and finding
the right person for the role, along with commitment to
follow-up and prior work commitments. The use of patient
navigators, who are breast cancer survivors themselves, has
been shown to improve patient outcomes in terms of coping
with the disease and assisted with adherence to follow-up
care [61, 62]. Davis et al. also found that peer navigators
could help provide emotional support as needed for AA-
BCS [61]. Not only were these navigators available for the
patient, but they also provided coping strategies for the fam-
ily members. They showed that navigators can be used
across the continuum of cancer care [61].

Many studies are patient-focused and address issues
such as patient education and training. However, Daly
and Olopade discuss how very few studies address chang-
ing the healthcare system and delivery [2]. They suggest
that a focus on combining insurance coverage, patient
education/communication, and patient navigation in inter-
ventions can be further researched to assess its effective-
ness in breast cancer approaches. Furthermore, the con-
cept of a medical home, a centralized location/physician
where patient care is coordinated, has been shown to
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reduce ethnic and racial disparities in general health care,
not just cancer [63].

Discussion

Breast cancer survivorship can be a complicated journey for
some survivors, particularly if there are long-term side effects
of treatment and challenges with health maintenance and
health promotion. This review summarizes how survivorship
care management can be challenging for AA-BCS. These
women bear a larger burden of disease, including more ad-
vanced disease at diagnosis and greater potential for comor-
bidities, than White women. The acute survivorship period is
particularly important as many AA-BCS need culturally com-
petent care to address coping needs and strategize follow-up
care. Unfortunately, survivorship care among AA-BCS is
understudied. There is paucity in our understanding of how
AA-BCS perceive their lives after breast cancer [42, 62, 64].
This review places greater perspective on how AA-BCS ex-
perience survivorship and how their particular social and ra-
cial context shapes their experience of survivorship and sur-
vivorship care.

Given the converging breast cancer incidence rates be-
tween AA and White women, surveillance and preventative
practices are paramount in this already at-risk population of
women [3]. Timely detection and management of disease in-
crease likelihood of achieving remission. It is clear that current
survivorship guidelines recommend surveillance and preven-
tative practices [10]; however, our review indicates that there
are barriers in meeting these guidelines and reciprocal issues
with compliance.

Culturally competent post-treatment interventions may in-
crease the likelihood of AA-BCS meeting survivorship guide-
lines [10]; unfortunately, such interventions are lacking for
AA-BCS. This review identified that cultural competency
among AA-BCS involves the use of spirituality and social
support to cope with their disease and treatment.
Recognition that culture even among those that consider
themselves as AA may be different is key. Therefore, person-
alizing the approach to each patient may yield better interven-
tion effects and highlights the importance of individual assess-
ment of supportive care needs [10].

Further, this review demonstrates that there is a lack of inte-
gration of care across the breast cancer care continuum. Often
there is confusion about who should deliver survivorship care
across the continuum, as well as how health information in the
form of SCPs is communicated in a culturally competent manner.
Another suggested approach by Daly and Olopade is the concept
of an oncology medical home [2]. Elaborating on the concept of
an accountable care organization, this concept has shown success
by focusing on long-term coordinated care where reimbursement

is based on performance and outcomes, and not traditional fee-
for-service models.

Review findings indicate areas for future research includ-
ing identifying the best ways to ensure quality survivorship
care for AA-BCS, seeking to eliminate survivorship dispar-
ities. The presented literature supports the use of system-wide
approaches to reduce racial disparities, such as the idea of a
medical oncology home [2]. Another strategy is the Public
Health Action Model for Cancer Survivorship [65]. This mod-
el uses a social ecological framework (i.e., individual, com-
munity, organization, and policy) within the National Action
Plan for Cancer Survivorship to enhance public health collab-
orations and provide more effective survivorship care [65].
Within such systems, a large concern is determining who is
the most appropriate person to deliver survivorship care plans
[44], and if patient navigators are used to improve care coor-
dination, who should be recruited as patient navigators [60].
More importantly, research is needed to understand how to
best apply cultural competence across survivorship interven-
tions. As we strive towards these healthy initiatives, evidence-
based care may help reduce breast cancer disparities.

There were limitations to this overview. Though we used
an organized approach to literature review, we did not perform
an expansive systematic review. Therefore, our search may
have missed relevant articles that would deepen understanding
of'the reviewed topic. We also acknowledge that some articles
included in the review had small samples of AA-BCS. Given
the limited articles describing acute survivorship for AA-BCS,
we included such articles to give more perspective. This liter-
ature review provides an overview to generate discussion and
promote future research in this area.

Conclusion

This overview identified what is known about challenges of
survivorship and survivorship care among AA-BCS.
Understanding of this phenomenon centers on how AA-BCS
approach surveillance, provision of interventions for address-
ing late effects, promotion of healthy living strategies, and
coordinating care throughout the care continuum. Barriers to
optimum survivorship care inherently inhibit progress in elim-
inating breast cancer disparities. Research on best practices to
deliver survivorship care in this population is needed.
Implementation of culturally tailored care may reduce breast
cancer disparities among AA-BCS.
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