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Abstract

Purpose: Racial/ethnic breast cancer survivorship disparities persist as minority breast cancer
survivors (MBCSs) report fragmentation in survivorship care, namely in the access and delivery
of survivorship care plans (SCPs). To better understand care coordination of MCBS, this review
elucidated concerns of female MBCS about their preparation for post-treatment survivorship
care, the preferred practices for the delivery of a SCP, and the associated content to improve
post-treatment survivorship care understanding.

Methods: A systematic search of articles from PubMed, Ovid-Medline, CINAHL databases,
and bibliographic reviews included manuscripts using keywords for racial/ethnic minority groups
and breast cancer survivorship care coordination terms. Salient themes and article quality were
analyzed from the extracted data.
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Results: Fourteen included studies represented 5,854 participants and over 12 racial/ethnic
groups. The following themes of post-treatment MBCS were identified from the review: (1)
uncertainty about post-treatment survivorship care management is a consequence of sub-optimal
patient-provider communication; (2) access to SCPs and related materials are desired, but
sporadic; and (3) advancements to the delivery and presentation of SCPs and related materials
are desired.

Conclusions: Representation of only 14 studies indicates that the MBCSs’ perspective post-
treatment survivorship care is underrepresented in the literature. Themes from this review support
access to, and implementation of, culturally tailored SCP for MBCS. There was multi-ethnic
acceptance of SCPs as a tool to help improve care coordination.

Implications for cancer survivors: These findings highlight the importance of general
education about post-treatment survivorship, post-treatment survivorship needs identification, and
the elucidation of gaps in effective SCP delivery among MBCS.

Keywords

Breast cancer; Care planning; Long-term cancer survivors; Minority health; Survivorship care
plans

Introduction

The overall survival rate for female breast cancer is 90%, in part, due to extensive advances
in early detection and treatment [1,2,3]. However, for Black women, the 5-year survival
rates are lower than those for their non-Hispanic White counterparts, with a 5-year overall
survival rate at 80% [3, 4]. Compared to their non-Hispanic White counterparts, Hispanic
women also have a reduced 5-year survival rates at 88% [5]. Reasons for reduced survival
rates for female racial and ethnic minorities are due, in part, to consequences of the
increased likelihood of late-stage diagnosis and other unfavorable tumor characteristics
(e.g., high grade, triple negative sub-type) [6, 7], lower neighborhood and individual
socioeconomic status [8], and delayed treatments [9, 10]. Racial and ethnic minority women
are also less likely than non-Hispanic White women to access high-quality services for
follow-up [11], and have a timely follow-up after an abnormal mammogram [12]. Although
these disparities are manifested before the period of post-treatment survivorship (i.e., early
detection, diagnosis, treatment), they have implications on long-term survival rates. Further,
such disparities are synergistic and do not exist independently. For example, while women
living in lower SES conditions are often either uninsured or underinsured, these conditions
may result in reduced opportunities to access breast cancer health promotion materials or the
resources to initiate timely treatments and screenings for recurrent cancers [13]. Considering
these persistent racial and ethnic disparities, efforts to improve survivorship outcomes is an
emerging public health priority [2, 14].

Racial and ethnic disparities may reflect fragmented implementation of survivorship care,
which can be facilitated through the implementation of survivorship care plans (SCPs).
According to the Commission on Cancer (COC) [15, 16] and the Institute of Medicine
(IOM) [17], SCPs are intended to prepare survivors for their transition from active treatment
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to long-term survivorship, improve care coordination, prevent new and recurrent cancers and
late effects through healthy lifestyle promotion, provide evidence-based recommendations
for follow-up screenings, and promote interventions for the consequences of cancer

and treatment [17,18,19]. Guidelines from the National Comprehensive Cancer Network,
American Cancer Society, and the American Society of Clinical Oncology further provide
recommendations, associated tools, and benchmarks to facilitate the implementation of
SCP [20,21,22]. While SCPs are highly endorsed by survivors [23, 24], the current
implementation of post-treatment communication of SCPs is inconsistent across healthcare
systems and cancer types and lacks supportive evidence, resulting in recent updates to CoC
guidelines which resend the mandate that all survivors receive an SCP [25,26,27,28,29].
Moreover, there are reported trends in patient-provider communication across racial/ethnic
groups, with minority patients reporting lower levels of patient-centered communication
[30, 31]. Survivors receiving poor communication regarding long-term survivorship care
are at a greater risk for having a poor understanding of their survivorship care and other
risks associated with poor survivorship care, such as limited compliance to follow-up
screening recommendations [32,33,34]. Considering the evidence of reduced survival rates
and sub-optimal patient-provider communication faced by racial and ethnic minority breast
cancer survivors (MBCS), an examination of cancer survivorship communication received
by this vulnerable population is a critical step to understanding the role of survivorship
communication and disparities in survival rates and associated outcomes.

There is a growing body of literature regarding the implementation of SCPs and the
adoption of best practices in clinical settings [35,36,37]. However, there is wide variation

in adherence and acceptance of these best practices. Previous reviews have searched the
literature for the utilization of SCPs [38,39,40,41], and few have highlighted the perspective
of racial and ethnic minority survivors [42]. Overall, findings from these studies highlight
the benefits of SCP for improving disease management and aiding providers and survivors
through communication related to care coordination. In a systematic review of survivor

and provider preferences for SCPs and treatment summaries, authors reveal a gap in the
literature, particularly a need for comparative effectiveness trials to compare preferences
among diverse populations of cancer patients [42]. Findings from an integrative review of
SCP usage and preferences from breast cancer survivors reported that most studies, to date,
represented the perspective of non-Hispanic White survivors [40]. Considering the previous
reviews, little is known about the implementation of SCPs among MBCS.

As interests in the implementation of SCPs increases, it is important to understand the
nuances of the implementation of SCPs and the concerns related to the delivery of a SCP
by racial and ethnic minority women. In addressing this gap, investigators will have a
better understanding of potential inconsistencies in the implementation of SCP for MBCS
that may guide targeted interventions and policies aimed to eliminate racial and ethnic
disparities in survivorship rates. The purpose of this systematic review is to thematically
identify concerns by female MBCS about their preparation for post-treatment survivorship
care, the preferred practices for the delivery of a SCP, and the associated content to improve
an understanding of post-treatment survivorship care. Lessons learned from this review

can expose the weaknesses of the current delivery of SCPs, and reveal better practices to
improve post-treatment survivorship communication and survivorship outcomes for MBCS.
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Eligibility criteria

This search included articles published in the English language before April 26, 2019.
Studies of interest included investigations conducted in the USA concerning post-treatment
survivorship care (i.e., survivorship care after the completion of acute treatment, but
excluding long-term hormonal therapies) and the use of SCPs by MBCS. For studies
assessing differences between racial and ethnic groups, at least 25% of the sample
population must self-identify with a racial or ethnic minority group (e.g., African-American/
Black, Hispanic, Asian). This review considered all definitions of survivorship, but only
extracted and analyzed information related to the post-treatment to end-of-life period of
breast cancer survivors.

Avrticles were excluded if they did not explicitly report post-treatment survivorship care
needs of the minority participants. Literature reviews were also excluded. As this is a
retrospective review of data from previously published studies, patient informed consent
procedures were not of consideration. This study is exempt from review by the Intuitional
Review Board (IRB).

Data sources and search strategy

A paired team of reviewers (ML and TN) conducted systematic searches of PubMed,
Ovid-Medline, and CINAHL databases using keywords for racial/ethnic minority groups
(i.e., minority groups, African-Americans, Hispanic Americans, Asian Americans, Black,
Hispanic, Latino, and Asian) and cancer survivorship care coordination terms (i.e.,
survivors, cancer survivors, breast, continuity of patient care, aftercare, patient care
planning, health plan implementation, survivorship, care, plan, cancer, and follow-up).
Selected databases accessed abstracts and citations representing a broad examination

of published research, including topics related to nursing, allied health, oncology, and
coordinated care. Last, authors (ML and TN) conducted a descendancy search of reference
sections from included articles to find additional relevant articles. The current review
method followed the PRISMA statement guidance for conducting a systematic review [43].
See Fig. 1 for a summary of the study selection process.

All eligible articles included in this search underwent an initial title and abstract screening,
and a full-text review before data extraction. All authors (ML, YM, TN, SS) screened

imported articles based on the inclusion criteria using standardized procedures guided by a
systematic review management tool, Covidence [44]. Reviewer pairs independently screened
the title, abstracts, and full text via Covidence.

Data extraction and quality assessment

Two reviewers conducted the data extractions and quality assessment (ML and TN). A
third reviewer resolved any disagreements (SS). During data extraction, reviewers (ML and
TN) independently assigned quality assessment scores to each extracted article using the
Joanna Briggs Institute (JBI) Critical Appraisal Checklist for Qualitative Research [45] and
National Heart, Lung, and Blood Institute (NHLBI) Quality Assessment Tools for qualitative
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and quantitative articles, respectively [46]. A summary of the quality appraisal is shown in
Table 1. A poor-quality assessment score did not exclude any articles from the search.

Data analysis

Results

To analyze the extracted data, a paired review group independently (ML and SS) identified
SCP implementation themes from the extracted data. Themes were inductively developed,
reviewed, and refined. Paired reviewer group YM and TN reviewed the refined themes,
discussed thematic relevance, and reached a consensus on concordant themes. This approach
was guided by previously published data analysis plans [47, 48].

Figure 1 presents the identification and selection process in the PRISMA flow diagram.
We identified 222 publications from all sources. After removing duplicate articles, 200
abstracts and titles were screened, of which 28 were included in the full-text review. Based
on a full-text review, we excluded an additional 12 manuscripts. A total of 14 studies were
eligible for inclusion for analysis [25, 49, 50, 51, 52, 53, 54, 55, 56, 57, 58, 59, 60, 61, 62,
63]. Table 1 presents the article descriptions and results.

Study characteristics

The study designs of the reviewed articles are presented in Table 1. This review included
five qualitative studies [25, 49, 51, 59, 60], three cross-sectional studies [52, 57, 62],

three randomized control trials [53,54,55], a single observation cohort study [63], and two
mixed-methods studies [50, 61]. Focus group interviews were the most frequently used
qualitative study design [25, 51, 59, 60]. A few exceptions to the focus group study design
were “structured meetings” [49] and “consensus meetings” with a short questionnaire [50].
Four studies had a bilingual sample and/or used a trained bilingual interviewer [25, 50, 60,
61]. All cross-sectional surveys were administered over the phone, of which one study also
administered a survey in-person at a clinic and a written component could be mailed [52].

Study aims are also presented in Table 1. Broadly, some qualitative studies aimed to assess
the quality of information and utility of SCPs [25, 49,50,51]. Two other studies using
qualitative study designs focused on the overall survivorship care of minority survivors [60,
61] and a single study more narrowly aimed to examine minority survivors’ understanding
of cancer prevention and risk of recurrence [59]. The aims of the cross-sectional studies
broadly addressed topics related to understanding survivorship [52, 57] and mammography
surveillance guidelines [62]. All intervention arms of the reviewed randomized control

trial developed tailored components of a SCP (e.g., treatment summary, mammaography
guidelines, lifestyle recommendations) that were delivered by a nurse and/or nutritionist,
and focused on knowledge and attitudes of lifestyle behaviors [53]; health worry, treatment
satisfaction, and the impact of cancer [54]; and adherence to the recommended survivorship
care [55]. The observational cohort study represented in this review investigated associations
between patient characteristics and adherence to mammaography guidelines and follow-up
clinic visits from a Cancer Center database [63].
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Acrticles selected for this review represent 5,854 participants and over 12 different racial/
ethnic groups. Of the 14 studies that meet the eligibility criteria within this systematic
review, nine studies recruited multi-ethnic study samples [25, 51, 52, 53, 54, 55, 57,

62, 63]. Of the remaining studies, two studies had participants that solely identified as
being African-American/Black [49, 59], and two other studies had participants that solely
identified as being Hispanic [50, 60]. The majority of the studies (n= 11) solely recruited
cancer survivors within their study sample [25, 51, 52, 53, 54, 55, 57, 59, 60, 62, 63].
Three studies recruited a combination of survivors along with community health advocates
or health care professionals [49, 50, 61].

Table 1 presents the quality assessment of the 14 studies included in this review. Using the
JBI Critical Appraisal Checklist for Qualitative Research [45], quality assessment scores
ranged from 6 to 9 of 10 possible points. The quality of cross-sectional and observational
cohort studies was assessed with the appropriate NHLBI Quality Assessment Tool, two
studies had fair quality [52, 57], and a single study was scored as good quality [62]. Using
the NHLBI Quality Assessment Tool, randomized control trial quality assessment scores
ranged from poor [53] to good [54, 55].

Themes representing SCP content delivery preferences and needs

Three themes emerged from the reviewed literature of SCP delivery and content preferences
and needs among female MBCS. These themes are as follows: (1) an uncertainty about post-
treatment survivorship care management is a consequence of sub-optimal patient-provider
communication, (2) access to SCPs and related materials is desired but sporadic, and (3)
advancements to the delivery and presentation of SCPs and related materials are preferred.
Following, we summarize the evidence supporting each theme and display an overview of
the results in Table 1.

Uncertainty about post-treatment survivorship care management is a consequence of sub-
optimal patient-provider communication

Sub-optimal communication resulted in survivors’ uncertainty and confusion about the
appropriate care for long-term post-treatment survivorship in almost half of the selected
studies (n=6) [25, 51, 52, 57, 59, 60]. Uncertainty about post-treatment survivorship care
varied across racial and ethnic groups. In Casillias et al. [52], MBCSs were 66% more
likely to have low confidence in managing their survivorship care than non-Hispanic White
survivors. In a cross-sectional sample of low-income Hispanic breast cancer survivors,
survivors were more likely to report less breast cancer survivorship knowledge than the
mostly racial and ethnic minority (e.g., African-American and Asian) comparison group
[57]. In two qualitative studies, respondents felt the need to act “bossy” or aggressively with
providers to receive adequate information on survivorship care from providers [51, 59].

Several studies also elucidated targeted areas of confusion and uncertainty that influenced
survivors’ overall confidence in their ability to manage their post-treatment survivorship.
Both the (1) survivors’ inadequate understanding of follow-up care needs and (2)

the appropriate means to reduce the risk of recurrent cancers were related to poor
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communication about post-treatment survivorship care, thus uncertainty about post-
treatment survivorship care management.

Uncertainty about follow-up care

One study reported that minority women had poor adherence to follow-up care clinic

visits [63]. In Advani et al. [63], African-American survivors were 12% more likely to

be nonadherent to follow-up clinic visits than White survivors. Two qualitative studies
included African-American and Hispanic breast cancer survivors’ perspective regarding
uncertainty about managing post-treatment survivorship care [51, 60]. Respondents of one
study reported confusion about management of survivorship care was due, in part, to
survivors’ inability to identify a specific clinical contact to initiate follow-up care [51].

In the all Hispanic breast cancer survivors’ focus group, respondents expressed confusion
and concern about their overall quality of survivorship care because of perceived variations
in the recommended amount of surveillance testing and poor communication regarding side
effects and late effects of treatment [60].

Uncertainty about recurrent cancer risk reduction

Reducing the risks and fears of recurring cancers through timely follow-up clinical visits

is key to post-treatment survivorship management. Six studies reported survivor fears of
recurring breast cancers [25, 49, 51, 59, 61, 62], of which three studies reported that

fears of recurrence were related to survivors’ uncertainty about necessary survivorship care
[25, 51, 59]. In Burke et al. [25], survivors representing multiple racial and ethnic groups
reported that primary care providers were uncertain about the expected level of screening
and monitoring needed to reduce the risk of recurrence, thus contributing to survivors’
confusion about cancer risk reduction. Similarly in Burg et al. [51], survivors were confused
by SCP templates that inadequately provided information about recurrence risk reduction.
Uncertainty about the role of diet modifications and physical activity on risk reduction

also contributed to uncertainty about necessary post-treatment management. In another
study, 38 of 39 focus group respondents expressed receiving unclear recommendations for
dietary and physical activity changes needed to reduce breast cancer recurrence [59]. Some
African-American survivors participating in these focus groups explained that providers
were initially dismissive and unresponsive toward their concerns about recurring cancers.
When post-treatment recommendations and care needs were inadequately addressed,
respondents relied on anecdotal strategies or theories. However, in a randomized control
trial, non-Hispanic intervention survivors, which include some African-American, Asian,
and American Indian survivors, were more likely to believe that a healthy diet helped
prevent cancer recurrence after receiving a 2-h counseling from a nutritionist and nurse and
a brochure on health behaviors changes for breast cancer survivors [53]. In a subsequent
analysis, mean scores of long-term survivorship concerns were higher for control group
participants receiving only the brochure than intervention participant receiving both the
brochures and personalized counseling. Further, concerns about cancer recurrence increased
overtime for control participants. Hispanic survivors reported higher scores for long-term
survivorship and recurrence scores [54].
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Access to SCPs and related materials are desired but sporadic

Of the selected articles, several studies revealed survivors’ approval of written materials
to help organize medical and personal care concerns through post-treatment survivorship.
Concerns about accessing SCPs and the desire for ongoing care planning spanned across
ethnic groups. For some survivors, barriers to accessing post-treatment recommendations
were a product of ambiguity around their transition into post-treatment status. For other
survivors, other materials to supplement a SCP were desired.

Ambiguity about transitioning into post-treatment status

Four studies reported findings that survivors were uncertain about the completion of

their active treatment and their transition into post-treatment survivorship [25, 59,60,61].
Survivors unaware of their post-treatment status may fail to advocate for a SCP, but

may rely on their own care strategies [59]. In one study, survivors reported confusion
about the definition of survivorship. Such ambiguity resulted from women continuing
ongoing treatments despite providers communicating that active treatment had ended [25].
Respondents in Tisnado et al. [60] explained that an overall plan of care for transitioning
was discussed on a “need to know” basis with their provider. Respondents had emotional
and physical concerns, unmet physical symptom management needs, and felt abandoned
by their health care team as they transitioned from active treatment to post-treatment
survivorship care, while respondents from Napoles et al. [61] expressed the desire for a
more formal transition to guide women from active treatment to follow-up care. Another
suggestion of respondents from multi-ethnic focus groups in Burke et al. [25] was to develop
new terms for active treatment and survivorship to reduce ambiguity.

Approval or need for SCPs and related materials

Despite the reported benefits of written SCPs for MBCS, four studies indicated that some
survivors had never received a written SCP, or the respective study introduced survivor
participants to a SCP [49, 52, 60]. In Ashing-Giwa et al. [49], only 20% of the respondents
had ever seen or heard of both a treatment summary and a SCP. Instead, 24 of 25 African-
American survivors reported receiving a collection of unorganized documents to describe
recommended survivorship care. From a nationwide sample, 19% of those surveyed never
received their medical records, a written treatment summary, or a SCP. In one study of

376 survivors, 179 (48%) of the survivors did not receive a written treatment summary,

and 208 (55%) did not have a written SCP [52]. Hispanic women in Olagunju et al. [57]
were dissatisfied with the received breast cancer survivorship care information. For all

racial and ethnic minority survivors in this nationwide study, non-White race and lacking

a written SCP was significantly associated with low confidence in managing survivorship
care. In a study investigating the receipt of survivorship care from a “safety-net” hospital, a//
respondents from the multi-ethnic focus groups reported never receiving written information
on survivorship care [25]. In another study, survivors that never received a SCP widely
desired a formalized written presentation of survivorship care coordination [60].

MBCS and advocates that either received or reviewed a SCP found that SCPs were helpful
for understanding survivorship care (7= 4) [49,50,51, 55]. In Royak-Schaler et al. [59],
African-American breast cancer survivors developed their own SCP when one was not
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provided, which often did not include specific screening guidelines. Some Hispanic women
that had access to a SCP were more likely to follow provider-recommended care, experience
improved communication with their provider, and receive new information to supplement
their health information research [55]. One study sample of African-American breast cancer
survivors and advocates reported that all respondents considered SCPs useful for organizing
relevant treatment and post-treatment survivorship information [49]. Receipt of a SCP and
treatment summaries has benefits for minority survivors and their providers. Maly et al.

[55] developed an intervention to test the effects of personalized treatment summaries and

a SCP coupled with nurse counseling versus usual survivorship care for MBCS. In this
study, providers of intervention participants, compared to providers of control participants,
had improved implementation of survivorship care, such as recommending psychosocial
services. Overall, survivors in the intervention group were more adherent to follow-up
recommendations than those in the control group.

Advancements to the delivery and presentation of SCPs and related materials is preferred

As it is evidenced that SCPs are valued by MBCS, those reporting to have received a
plan commented on methods to improve the implementation of SCP and post-treatment
care, namely through the (1) desired delivery of care communication, and (2) additional
information to add to SCPs and related materials.

Desired delivery of post-treatment survivorship care communication

Women from two studies identified various methods of receiving their post-treatment
survivorship care information [25, 59]. Some survivor participants from Burke et al. [25]
preferred receiving survivorship care information at relevant periods during treatment and
post-treatment survivorship, including during active treatment, at the time of transition from
“active treatment” to post-treatment “survivorship,” and at intermittent periods during long-
term survivorship. Younger survivor participants (< 55 years), from Royak-Schaler et al.
[59], preferred to receive information from healthcare providers. Older survivor participants
(= 55 years) preferred to receive survivorship care information from brochures, but did not
prefer to receive information from the Internet or computer-based educational sources. All
survivors in this study favored receiving survivorship information from the healthcare setting
more than information from books or the Internet. The majority of the respondents identified
other breast cancer survivors as an ideal information source.

Additional information to add to SCPs and related materials

In addition to adaptations to the delivery of post-treatment survivorship communication,
MBCS desired additional information for SCP and treatment summaries. Survivors from
five studies reported that the content of post-treatment survivorship care communication
lacked information explaining screening, treatment side effects, pain management, and
recommended health behaviors [25, 51, 59,60,61]. Women participating in a telephone
survey of breast cancer survivorship needs desired information regarding eating healthier
(74%), physical activity (69%), managing stress (63%), and doing yoga and meditation
(55%) [61]. Additionally, many women expressed an interest in quality of life information
for stress reduction and rest, financial needs, social support, transportation, spiritual care
referrals, family support, and sexual health [49, 50, 60]. A sample of African-American
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of breast cancer survivors and survivorship community health advocates recommended
amendments to the SCP such as enlarging the text to improve usability and readability

[49]. Findings related to the desired content of a SCP from Burke et al. [25] revealed that
respondents wanted SCPs that helped them feel morfse comfortable to ask questions about
preferred health behaviors and managing side effects. Burg et al. [51] suggested reducing the
use of medical jargon in treatment summaries and substitute existing language with “planier
English.” For Spanish-speaking survivors, an important consideration was the creation and
evaluation of a culturally competent SCP with content, imaging, and Spanish language
translations [50]. MBCS representing multiple ethnic groups (e.g., African-American,
Chinese, Filipina, Hispanic) desired SCPs that provided referral information for primary
care providers knowledgeable in breast cancer survivorship care [25, 49]. Although less
frequently reported, but important to note, some survivors desired content regarding
information about genetic risks of breast cancer [25], alternative therapies [60], and risks

of comorbidities [49].

Discussion

To our knowledge, this is the first systematic review of the implementation and related
concerns of SCPs among MBCS. As many of the racial and ethnic groups represented in
the reviewed studies have a lower survival rate and poorer survivorship outcomes than non-
Hispanic White women, and most of the existing reviews of the implementation of breast
cancer survivorship care sample predominately non-Hispanic White women, our review is
unique. The themes about the current implementation of SCPs emerged from the reviewed
data which were shared across minority race and ethnic groups. The reviewed literature
represents a diversity in study designs and the representation of over 12 different racial/
ethnic groups. Collectively, the data identified three themes: (1) uncertainty about post-
treatment survivorship care management is a consequence of sub-optimal patient-provider
communication; (2) access to SCPs and related materials are desired, but sporadic; and (3)
advancements to the delivery and presentation of SCPs and related materials is preferred.
Salient themes from this review therefore support development and implementation of
culturally targeted and tailored SCP for MBCS.

Whereas MBCS widely accepted SCPs, several reviewed articles reported that some
minority survivors never received a SCP. Indeed, this finding supports previous evidence
of larger administrative barriers to implementing SCP, particularly for healthcare facilities
that service a higher volume of uninsured or underinsured patients [64, 65]. Nurses and
physicians report administrative burdens associated with completing a SCP as a major
barrier to its implementation [66]. Potential tools to overcome this barrier to implementing
a SCP include patient advocacy, training programs [66], further implementation science
investigations [67], and support from professional societies [15]. However, resource poor
healthcare facilities, which are also likely to serve racial and ethnic minority population
[68], may have limited access to the tools to overcome these administrative burdens.
Thereby, MBCS are less likely to access these tools. Without tools to address current
barriers to care planning, MBCSs have an increased likelihood of receiving poorer post-
treatment survivorship care than their non-Hispanic White counterparts thereby potentially
perpetuating racial disparities in post-treatment survivorship care.
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Our results reveal that the lack of knowledge about the preferred method to receive post-
treatment survivorship care information and the desired supplemental content are commonly
reported challenges in implementing survivorship care. Overall, providers support the
development and utility of SCPs as a method to improve patient-provider post-treatment
survivorship communication; however, many providers report ambivalence about the best
methods and information to report and discuss survivorship planning [37]. Evidence of
inconsistent implementation of SCPs are seen in other populations such as adolescent
young adults [69], rural women [28], and bowel cancer survivors [37]. In a similar study,
Beaupin et al. [35] identified themes from young adult cancer survivors and revealed

that 30% of the young adults failed to receive adequate, ongoing survivorship care after
completing treatment. Like the MBCS reviewed in the current study, young adult survivors
suggested desired content to the SCPs including a treatment summary with a follow-up
schedule, screening recommendations, and contact information of specialists. Collectively,
these findings indicate reoccurring gaps in post-treatment survivorship communication, and
suggest the need for further implementation investigations to develop communication tools
to improve and standardize survivorship care communication.

Other barriers to implementing post-treatment survivorship to MBCS, namely those where
English is not their native language, are language barriers and the associated challenges of
translating post-treatment survivorship care to written instructions [70]. Healthcare providers
may not have access to interpreters that can communicate to non-native English-speaking
survivors and their caregivers. Further, providers may not have access to pre-printed post-
treatment survivorship care information or the ability to develop a SCP in languages

other than English. Collectively, language barriers can make it difficult for providers to
engage patients and caregivers. For Spanish-speaking breast cancer survivors, Napoles and
colleagues used a mobile phone app and telephone coaching to address disparities in
survivorship care knowledge among Latina survivors. Compared to baseline results, users
experienced lower levels of fatigue, distress, and improved knowledge of follow-up care
and emotional well-being [71]. Patient-centered activation interventions, such as mobile
phone apps and telephone coaching, for non-native English-speaking survivors, show great
promise to mitigate language barriers regarding post-treatment survivorship communication
for racial/ethnic minority cancer survivors.

Reviews synthesizing study findings on MBCS’ perspective on the implementation of
post-treatment survivorship are underrepresented in the literature. This is evidenced by

10 of the selected studies in this review represented < 3 times in previous reviews,
wherein Ashing et al. (2014) and Napoles et al. (2017) were never represented in a
literature review before this study [50, 61]. Previous reviews of the implementation of
post-treatment care of breast cancer survivors were often comprised of intervention studies
and an underrepresentation of MBCS. Thematic analysis of these studies mostly focused
on characteristics of post-treatment care rather than the implementation of care, including
returning to work interventions [72,73,74], persistent pain [75], and tools to help manage
survivorship care [76, 77], For reviews investigating survivorship care plans across cancer
types, providers and survivors supported the use of SCPs, similar to reports from the
current study [41, 42]. While MBCS in this study desired a SCP at intermittent periods
throughout survivorship, in Klemanski et al., survivors desired SCPs within 0—6 months
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of post-treatment care [42]. Survivors from a review of survivorship care interventions
described that interventions activated care management and improved patient-provider
communication, both of which were identified areas of concern for MBCS in the current
study [78]. From the limited review studies on racial and ethnic survivors, and consistent
with themes identified in this study, findings recognized a need for culturally relevant
supports and education in post-treatment care [79], including sexual concerns [23]. Thus,
post-treatment survivorship care of MBCS should ideally entail a SCP.

It is worth noting that in 2020, the COC standards for survivorship programs no longer
required the delivery of SCPs as a standard component of care, while still encouraging and
recommending the use of SCPs as one of the services offered in a survivor’s care program
[29]. Despite the relaxation in SCP requirements by the COC, findings from this study
reflect disparities relevant to the COC’s required delivery of SCPs as of April 26, 2019—
the date of the current study’s initial search. Further, the 2020 COC survivorship program
standards continue to mandate that providers give survivors a list of services and programs
for the care needs of survivors. Similarly, the current study identified that such a list is not
only desired by MBCS but also infrequently delivered. Data from this review signal that
as standards of care are updated, there is a persistent need to investigate disparities in the
delivery of standards of survivorship care across racial and ethnic groups [29].

Clinical implications for MBCS

Findings from this review highlight the importance of general education about post-
treatment survivorship, identification and management of post-treatment survivorship needs,
and elucidation and mitigation of gaps in effective and efficient SCP delivery among MBCS.
Universal high-quality cancer care is the goal for every cancer survivor. A fundamental
concern that arose from this review is a need for healthcare providers to emphasize

the continuum of cancer care with MBCS. Though there is consensus across national
agencies that survivorship begins at the time of diagnosis, definitions of survivorship may
not be salient. Further, iteration of consequences of cancer and its treatment, for various
reasons, may not be adequately discussed with MBCS. Despite published standards of
survivorship care and calls to action, implementation of SCPs which can be used as an
opportunity to educate is subpar [15]. In moving forward, this implementation must become
routine, be personalized, and be directive toward the needs of each survivor [80]. Further,
the introduction of a SCP should be at the time of diagnosis, although this timing is
unprescribed and highly dependent on the provider and other members of the care team.
Our findings that MBCS shared concerns about the delivery of SCPs suggest that future
researchers should conduct qualitative studies to explore the best SCP delivery methods
among MBCS further exploring differences by cancer stage and treatment.

Here we found that MBCSs are receptive to routine surveillance of post-treatment
survivorship needs, and they experience positive outcomes from this care. Yet, few
oncology providers identify as survivorship specialists [81]. There is a need to educate
the healthcare workforce about post-treatment survivorship care and resources available
both locally and nationally. As illustrated in Nolan et al., training of advanced practice
providers can be accomplished with dedicated time to engage in a survivorship-focused
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fellowship with clinical rotations, with fellowship alumni exhibiting better ability to manage
post-treatment survivorship concerns than those who had not participated in the fellowship
[82]. An informed healthcare provider can both inform and empower survivors to be active
participants in care across the cancer continuum.

Activated survivors will require the health system to tailor support to their post-treatment
survivorship needs. As the incidence of breast cancer continues to rise among minorities,
findings from this review are pertinent. We identified that early initiation of detailed,
culturally relevant post-treatment survivorship education is preferred among MBCS.
However, to date, there is no empirical consensus on best practices for SCP delivery
with respect to any population but there are recommendations [36, 40]. Further research
to identify and employ interventions that address post-treatment survivorship in diverse
populations is warranted.

A strength of this review is that the reported studies represented heterogeneous
methodologies, including randomized control trials and qualitative studies that enabled

the elucidation of common SCP implementation patterns across study designs. Further,

the reviewed studies included a diverse sampling of racial/ethnic sub-populations of

breast cancer survivors, such as samples representing mono- and multi-ethnic, non-English-
speaking, and immigrant groups. Consequently, we were also able to compare and identify
the strengths and challenges of implementing SCPs across a spectrum of MBCS. However,
this review is not without limitations. This review is limited to searches conducted in
PubMed, Ovid-Medline, and CINAHL and might have benefited from additional searches
from complementary databases (e.g., Embase, Web of Science, Scopus) to find additional
studies that fit this review’s inclusion criteria. Aware of this limitation, a trained librarian
conducted a similar search that rendered only three additional manuscripts to the authors’
original search. After two searches, the authors concluded that supplementary searches
were unlikely to provide significantly different results. Moreover, this review was limited
to articles published in English, thus excluding unpublished articles or articles published
in another language. Despite the potential for publication bias, the identified themes are
common to studies of SCP implementation from other marginalized populations (e.g., rural)
[83] and across cancer sites (e.g., endometrial cancer) [28] suggesting that the influence
of this bias is likely minimal and that the authors have adequately identified a gap in the
post-treatment survivorship literature. Finally, this review synthesized findings related to
care at the period of post-treatment survivorship and did not explore the implementation
of SCP for survivors at diagnosis or during active treatment. The care needs of survivors
considerably change as they progress through the cancer continuum. Further research is
needed to explore the implementation of SCPs for MBCS at diagnosis and during active
treatment, as it requires more detail and synthesis than permitted in a single study.

Conclusion

From this review of SCP utility and preferences, MBCS across the literature identified
(1) an uncertainty about post-treatment survivorship care management as a consequence
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of sub-optimal patient-provider communications; (2) an appreciation for SCPs and

related materials, but found access to these tools sporadic; (3) that adaptations to the
implementation of post-treatment survivorship care must include changes to both the
delivery of SCPs and the written material. While the implementation of post-treatment
survivorship communication is not standardized, MBCS recognized SCPs as a useful
survivorship care coordination tool. These findings highlight a need to reinforce post-
treatment survivorship communication with SCPs. These findings have implications for
improved survivorship care coordination between MBCS and members of their care team
and informs the body of literature that aims to identify associations between access to SCPs
and survivorship outcomes. As such, using the existing evidence to consistently employ
SCPs with all breast cancer survivors, namely MBCS, will hopefully advance and strengthen
the evidence for the utility of SCPs and potentially aid to reduce persistent racial and ethnic
breast cancer disparities.
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