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Abstract Previous reports suggest that Black breast cancer
patients receive less patient-centered cancer care than their
White counterparts. Interventions to improve patient-centered
care (PCC) in Black breast cancer patients are lacking. Seventy-
six women with histologically confirmed breast cancer were
recruited from the Washington, DC area. After a baseline tele-
phone interview, women received an in-person decision support
educational session led by a trained survivor coach. The coach
used a culturally appropriate guidebook and decision-making
model—TALK Back!® A follow-up assessment assessed par-
ticipants’ acceptability of the intervention and intermediate out-
comes. After the intervention, participants reported increased:
self-efficacy in communicating with providers (70 %) and self-
efficacy in making treatment decisions (70 %). Compared to
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baseline scores, post-intervention communication with pro-
viders significantly increased (p=.000). This is the first outcome
report of an intervention to facilitate PCC in Black breast cancer
patients. Testing this intervention using RCTs or similar designs
will be important next steps.

Keywords African-American - Black - Adjuvant therapy -
Decision support

Introduction

Patient-centered care is an essential aspect of quality care
recognized by The Institute of Medicine [1]. Attributes of
patient-centered care (PCC) are consideration of patients’
needs, perspectives, and individual experiences; provision
of opportunities to patients to participate in their care; and
enhancement of the patient—clinician relationship. Nowhere
is patient-centered care more necessary than in the delivery
of cancer care. Unlike most chronic diseases, the diagnosis
of cancer typically poses an immediate threat to the life of
the patient, requires decisions about complex therapies, and
often requires interactions with multiple providers. Thus,
ensuring that breast cancer patients receive care according
to these attributes of care is essential.

Patients who receive PCC are more likely to be more
satisfied and adhere to their treatment [2]. Communication is
central to PCC and may have a role in reducing health dispar-
ities [3]. This is because prescription of cancer treatments such
as adjuvant therapy takes place within the context of the
patient—provider relationship. Good communication and par-
ticipatory encounters may increase rates of optimal treatment
and may improve cancer outcomes. Some data suggest that
Black breast cancer patients have less participatory encounters
than Whites and receive less information about their breast
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[4-6]. Few interventions have been developed to empower
Black women in their patient—provider interactions.
Skill-based interventions have shown promise in non-
cancer settings for increasing patients’ skills in communi-
cating with their providers [7]. However, these approaches
have shown less favorable results in Blacks suggesting that
these strategies may work best when combined with other
culturally acceptable intervention approaches [7]. To fill this
gap, in interventions focused on decision support, we de-
veloped an intervention to facilitate patient—provider com-
munication in Black breast patients by improving women’s
self-efficacy in interacting with providers and in their treat-
ment knowledge. Our formative work noted that Black
survivors were viewed as trusted information sources
among newly diagnosed Black patients [8, 9]. Black women
were targeted given the persistent reported disparities in
breast cancer outcomes and in processes of care. We inte-
grated theoretical constructs from Social Cognitive Theory
[10], the Decision Support Framework, and the PEN-3
cultural model of health behavior [11]. Intervention ap-
proaches and messages were developed based on a review
of published interventions, a review of existing patient edu-
cation booklets and pamphlets, and formative data from Black

breast cancer patients in active treatment, survivors, and can-
cer providers. Details of these developmental steps are de-
scribed elsewhere [12]. A brief overview of the intervention,
Sisters Informing Sisters®™ intervention, is discussed below.
Sisters Informing Sisters®™ began implementation in
2005 and pairs a newly diagnosed African-American breast
cancer patient with a trained survivor for an in-person pa-
tient skills education session (Fig. 1). The primary purpose
of the session is to assist participants in obtaining necessary
information from their providers and to get them more
involved in their encounters so that they will ultimately
make guideline-appropriate decisions that are in line with
their preferences, values, and needs. The intervention focus-
es on patient activation and centers on enhancing key com-
munication skills of information seeking and question
asking [13, 14]. The one-on-one session which provides
women with access to information incorporates the sharing
of personal stories, communication skills training, and deci-
sion support through the use of facilitator and patient guide-
books, which were organized around the TALK Back!®
framework developed for this intervention [12]. The mne-
monic TALK represents the framework to facilitate good
communication with providers: Tell your story, Ask
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questions, Listen actively, and Know your options. In this
report, we: (1) assess the acceptability of the intervention as
measured by women’s satisfaction with their interactions
with their survivor coach, decision support print materials,
and overall rating of intervention; (2) examine the impact of
the intervention on patient-reported outcomes of: (a) self-
efficacy in communicating with providers, (b) decision
making, treatment knowledge; and (3) assess improvements
in patient-centered care.

Methods

Setting, Population, and Recruitment This study was ap-
proved by the Institutional Review Board and conducted
in the Washington, DC metropolitan area. Given the need to
identify and recruit women to the study after a confirmed
diagnosis, we focused efforts on recruiting women primarily
from cancer surgeons. The clinical staff who helped identify
eligible patients received training about the study, which
included the purpose, general research questions, and eligi-
bility criteria. They were also provided with study brochures
to distribute to potentially eligible patients. The brochures
that described the study and included a study voicemail
number, e-mail, and phone numbers for other resources
were mailed to local support groups, cancer providers, and
mammography clinics.

Eligible women were those who self-identified as being
Black, had histologically confirmed breast cancer, were
21 years of age or older, and were diagnosed with any stage
of breast cancer. Women with recurrent breast cancer or
second primary cancers were excluded, as decision making
is more complex for this group. For women referred by
medical providers, medical staff obtained verbal consent
for the potential participant to be contacted by our research
staff. All women were informed that their decision to par-
ticipate would not affect their medical care. A research
assistant obtained verbal consent, scheduled the face-to-
face coaching session, and conducted baseline and follow-
up patient interviews.

Patients returned consent forms by mail and received a
$25 American Express® gift cheque for their time, follow-
ing their coaching session. Women were contacted again
within 3 months of seeing the survivor coach to complete
a telephone follow-up survey to assess intervention out-
comes. Participants received a $15 grocery store gift card.

Study Measures
Implementation Coaches completed a brief contact form

after the intervention session which captured the start and
end time of the session, observed mood of the participant
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(optimistic, anxious, sad, afraid), referrals made (if any), and
any specific concerns that women mentioned.

Satisfaction with survivor coaches was measured using
six Likert-formatted items that captured participants’ ratings
of interpersonal and technical skills (alpha=.985). Lower
scores represented higher levels of satisfaction with the
survivor coach. Women’s perception of the effectiveness
of their coach was measured on a five-point Likert-type
scale (I1=not at all to 5=a great deal). Women also rated
their overall quality of communication with their coach on a
scale from 0 to 10, with a higher score representing better
communication (m=9.39, SD=1.48).

Satisfaction with print materials was measured using a
six-item scale. Patients answered yes or no to the items
regarding the usefulness of the guidebook (alpha=.814;
range 1.02-23.67) For example, patients were asked if they
found the guidebook easy to read and if it helped them.

Intervention Outcomes Women’s self-efficacy in communi-
cation with their providers was measured on using two items
that assessed communication with doctors and ability to
prepare for follow-up appointments (alpha=.92). Partici-
pants also rated their improvements in shared decision mak-
ing using a three-item scale (alpha=.78). Self-efficacy in
treatment knowledge was assessed with two items on a five-
point Likert scale that assessed participants’ perceptions of
their knowledge about their treatments and confidence in
making informed decisions (alpha=.90). The primary out-
come, patient-centered communication was measured using
the 13-item patient perceived involvement in care (PICS)
(alpha=.51) [15].

Analysis

Descriptive statistics were used to describe demographic,
clinical, and psychosocial characteristics of the study partic-
ipants. Chi-square tests for categorical variables and Stu-
dent’s ¢ tests and correlations for continuous variables were
used to determine associations between intervention status
and the study variables. Paired ¢ tests were used to assess
differences in baseline and follow-up patient involvement in
care (PICS) scores. Analyses were conducted using SPSS
version 19 software.

Results

A total of 76 women enrolled in the study (see Table 1).
Participants were primarily referred to this study by sur-
geons (n=45), medical oncologists (n=6), and from com-
munity sources (n=22). Three women (n=3) were referred
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Table 1 Demographic, clinical,
and psychosocial characteristics Total N=76 Intervention Session p value
of the study patients by inter-
vention status (N=76) Yes, 47 (61.8) No 29 (38.2)
n % n % n %
Demographic characteristics
Age: mean (SD) 51.9 (10.60) 51.9 (11.58) 51.8 (9.17) 953
<50 years 33 434 21 63.6 12 36.4 492
>50 years 43 56.6 24 55.8 19 442
Education
<HS 21 28.4 14 66.7 7 333 348
>HS 53 71.6 29 54.7 24 453
Marital status
Married/living as married 26 342 17 65.4 9 34.6 430
Currently single 50 65.8 28 56.0 50 44.0
Employment
Full-time employed 32 45.1 17 53.1 15 46.9 475
Other 39 549 24 61.5 15 385
Insurance
Yes 72 94.7 42 58.3 30 41.7 .641
No 4 5.3 3 39 1 25.0
Clinical characteristics
HR status
HR positive 42 75.0 24 57.1 18 429 .642
HR negative 14 25.0 7 50.0 7 50.0
Stage
I 21 39.6 11 524 10 47.6 958
II and 111 32 60.4 17 53.1 15 46.9
Surgery
Lumpectomy 35 60.3 18 514 17 48.6 479
Mastectomy 23 39.7 14 60.9 9 39.1
Psychosocial factors
Perceived discrimination
Yes 27 435 14 51.9 13 48.1 521
. . No 35 56.5 21 60.0 14 40.0
p values were obtained from chi- o
square and 7 tests. Percentages Collectivism (mean (SD)) 9.3 (3.22) 9.1 (2.32) 9.6 (4.16) 564
add up to 100 along the rows for Worldview (mean (SD)) 7.3 (1.42) 7.4 (1.47) 7.3 (1.38) .909
intervention groups and along Religiosity scale (mean (SD)) 30.7 (4.98) 30.4 (5.26) 31.1 (4.68) .603

columns for the “total” category

by friends or self-referred to the study by calling the study
voicemail line. The ages of participants ranged from 31 to
85 (m=51.9; SD=10.6). More than (70 %) of the women
had above high school education. More than one third
(36 %) of the women had at least a college degree or more
and most were insured (95 %). Almost 70 % of study
participants were unmarried/not partnered. In comparison,
the three survivor coaches all held advanced degrees, were
insured, similarly employed, and most were unmarried
(66 %). Seventy-five percent of the study participants who
completed baseline interviews met with a survivor coach.
There were no significant differences in demographic

factors or clinical factors between those women who did
or did not meet with a coach (p>.05).

Implementation of Survivor—Survivor Coaching Sessions

The in-person survivor-to-survivor intervention sessions
were held in mutually agreed upon locations (e.g., coffee
shops, participants’ homes, hospitals) and ranged from
30 to 120 min in length (m=60 min). Most participants
attended sessions alone (74 %); 20 % brought family
members and/or friends. At the session, coaches ob-
served that more than half of the patients appeared to
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be optimistic (55 %) in the face of their diagnosis,
whereas others were perceived to be anxious (20 %),
afraid (20 %), or sad (10 %). Survivor coaches used
the patient guidebook and TALK Back!® model to facil-
itate intervention sessions. Time spent on model steps
was tailored to each woman’s case (e.g., emphasis on
treatment options versus emphasis on getting certain
questions answered by providers). Core discussion ele-
ments included addressing common myths about breast
cancer, terminology, and adjuvant therapies. Other
issues/questions raised by participants were: the long-
term effects of adjuvant therapy, ability to conceive,
and benefits of mastectomy versus lumpectomy. When
requested or deemed necessary, survivor coaches made
referrals to nutritionists and patient navigators to assis-
tance women with transportation or insurance issues.

Acceptability and Process Outcomes

Satisfaction with Survivor Coach Figure 2 displays re-
sponses to ratings of individual items of ratings of a survivor
coach. Most women had high ratings of their survivor coach
and either strongly agreed or agreed that she was courteous
(93.6 %), sensitive (91.5 %), respectful (93.6 %), and thor-
ough (89.3 %). Most (87 %) women valued working with
the coach and 89 9% stated that they would refer other
women to the intervention. The average rating of satisfac-
tion was 27.2 (SD=6.3). Women’s overall rating of commu-
nication with their coach was high (m=9.4; SD=1.5).
Ratings of the survivor coach did not vary according to
patient characteristics (e.g., demographic, psychosocial;
p>.05; data not shown).

Decision Model Print Materials Most (87 %) patients
reported that the steps in the TALK Back!® model helped
them communicate better with their provider. After using
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the guidebook, 98 % of participants were more informed
about breast cancer, and 96 % reported increased knowledge
about their treatment options. In open-ended comments,
women described the patient guide as “helpful to realizing
that you are not alone.” Ninety-eight percent of the partic-
ipants reported finding the guidebook helpful, yet only
12 % took their guidebooks to their medical appointments.
Further understanding was gained from women’s open-
ended comments that pointed to the size of the book as
reasons not to carry their guidebooks (e.g., “cannot fit in
my purse” and “holding capacity in purse”). Suggested
improvements for the guidebook were that it be made
“easier to open” and include more information on survivor
stories. There were no differences in ratings of the mate-
rials by women’s demographic, clinical, or psychosocial
factors (p>.05; data not shown).

Communication and Decision Outcomes

Most participants (91 %) reported improvements in self-
efficacy regarding their skills to communicate with their
provider after receiving the intervention. Additionally,
77 % reported improved self-efficacy to participate in the
treatment decision-making process. Similarly, 96 % reported
that they were more informed about their cancer, and 92 %
were more informed about their treatment options after the
coaching session. Eighty percent of women indicated great-
er participation in the treatment decision-making process
(data not shown). These outcomes did not vary by demo-
graphic, clinical, or psychosocial factors (p>.05; Table 2).
Finally, we found a significant improvement in participants’
rating of their involvement in their care from their
baseline assessment (m=19.2; SD=1.9) to follow-up
(m=21.0; SD=1.7; p=.000). No other factors were as-
sociated with PICS scores (data not shown).

Refer Others

Respectful Thorough Value

m Uncertain  mDisagree  mStrongly Disagree
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Table 2 Associations between participant characteristics and intervention outcomes (N=47)

Satisfaction with Communication  Effectiveness: Self-efficacy: Self-efficacy PICS post-
coach, m=27.2;  with coach, decision support ~ communication, decision, intervention,
SD=6.3 m=9.4; SD=1.5 m=10.6; SD=2.7 m=7.5; SD=2.0 m=7.9; SD=1.6 m=20.7, SD=1.9
Age, 1 (p values) .02 (.87) 17 (.26) .09 (.55) 18 (.24) 15 (.33) —.47 (.07)
Education: >HS —2.29 (.25) -27 (.54) -1.31 (.12) —.81 (.20) —.40 (41) 97 (.35)
versus <HS
Marital/living: married —.92 (.63) 31 (.50) 1.05 (.20) .76 (.20) .05 (.92) —37(.73)
versus single
Employment: full time —.89 (.60) —.64 (.20) —.08 (.92) -.81(.22) —.15 (.78) —.24 (82)
versus other
Hormonal receptor —.81 (.50) 21 (.75) .36 (.77) 32 (.72) .59 (.40) —1.17 (.30)
(positive versus negative)
Surgery (mastectomy .89 (.60) —.44 (.42) 46 (.65) .05 (.95) .26 (.65) =71 (49)
versus lumpectomy)
Tumor stage: (stages II —1.16 (.53) —21 (.48) .94 (.38) 25 (72) 29 (.55) —.67 (.58)
and III versus I)
Collectivism, 7 (p values) .22 (.20) —.12 (.48) -17 (31) —.13 (.46) —.20 (.26) .20 (.49)
World view, r (p values) .07 (.70) .04 (.84) —.02 (.90) .13 (.406) .02 (.90) —11 (.71)
Discrimination, 7 (p values) —.09 (.55) .05 (.73) —.04 (.82) —.10 (.50) —.00 (.99) .29 (.28)
Religiosity, 7 (p values) —.18 (.30) .09 (.60) .12 (.48) .07 (.67) —.05 (.78) —.184 (53)

Values are given as (mean difference, p value) or » (p value)
Discussion and Conclusion

This study found that it was feasible to recruit newly diag-
nosed Black patients into a decision support intervention.
The intervention approach was acceptable as demonstrated
by women’s high level of satisfaction with their coach, the
print materials, and overall rating of the intervention. Par-
ticipants reported improved communication with providers,
increased knowledge, and increased shared decision making
(SDM). Finally, we found a significant improvement in
participant’s scores of patient-centered communication
(p<.05). Results did not vary by women’s demographic,
clinical, or psychosocial characteristics. Taken together, the-
se data provide support for the acceptance and value of a
peer-delivered culturally relevant decision support interven-
tion for Black women with breast cancer. To our knowledge,
this study is the first to describe process outcomes related to
a decision support intervention developed specifically for
Black breast cancer patients.

Recently, several reports have noted that Black and other
minority women are less likely to have important adjuvant
systemic therapies compared to Whites [16]. Some potential
explanations include provider factors (e.g., lack of a recom-
mendation), patient factors (limited understanding of treat-
ment benefits), and system factors (referrals) [5, 16, 17].
Improving patient-centered care may alleviate some of the
barriers to adjuvant systemic therapy. Unfortunately, there
are few interventions in this area [18]. Bickell developed a
systems-based tracking and feedback registry to increase the
likelihood that breast cancer surgery patients would connect
with an oncologist [19]. After initiation of the patient-

tracking system, the number of completed oncology consul-
tations increased, and the racial disparity in adjuvant
underuse was eliminated [20]. Ell used a sociomedical mod-
el of case management and provided assistance with sched-
uling child and elderly care to increase the number of
patients who received breast cancer treatment within 20 days
of their diagnosis [20]. Though not significant, data suggest
trends in improving initiation of treatment among minority
women [20]. Other strategies have focused on increasing
women’s involvement in consultations or providing case
management, but these studies did not focus on minority
women [20, 21]. Further these studies did not directly focus
on increasing patients’ ability to effectively communicate
with their providers and included limited numbers of minor-
ity women. Although knowledge and communication with
providers have been identified as important factors that may
influence treatment disparities, there is limited intervention
information about how to address these issues [22, 23]. Post
and colleagues have shown that patient-training interven-
tions improve patient satisfaction, health outcomes, and
increase patient participation in their healthcare [24]. How-
ever, when they compared intervention outcomes for Blacks
and Whites, Blacks did not have the same degree of favor-
able outcomes regarding print-oriented interventions [24].
Kreling and colleagues suggest that utilizing peer coun-
selors may enhance the acceptability and effectiveness of
interventions with breast cancer patients [25]. Our report is
among the first to describe process outcomes for an
intervention designed to facilitate communication and
knowledge among Black women with breast cancer. Inter-
estingly, self-reported outcomes did not vary according to
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participants’ sociodemographic or clinical factors suggesting
that this intervention may benefit Black women with breast
cancer from varying sociodemographic backgrounds. Addi-
tionally, in this sample, there were high ratings of spirituality.
Like most women facing a breast cancer diagnosis, wom-
en in our study were concerned about their children, treat-
ment side effects, and finances. Using the facilitator’s guide,
the survivor coach assessed women’s values, preferences,
and cancer beliefs and subsequently guided them in an
exercise to clarify values, obtain information, and learn the
steps of decision making and communicating with their
providers using motivational interviewing techniques. Most
patients reported reading the print materials and listed spe-
cific areas (e.g., writing questions, help with chemotherapy
decisions) that were informed by the print materials.

Strengths and Limitations This study fills a gap in the
literature regarding potential strategies to inform Black
women about their breast cancer treatment options and to
improve their decision-making skills, SDM, and communi-
cation with their providers. There are, however, several
limitations to our findings. First, while this study provides
important information regarding Black women’s satisfaction
with the intervention, outcomes regarding knowledge,
SDM, communication, and self-efficacy were based on
self-report. Future studies that include audio or video re-
cordings of patient—provider interactions will be important.
Additionally, this process-focused feasibility pilot did not
employ a randomized control trial design, which limits our
ability to draw conclusions regarding the intervention’s ef-
fectiveness compared to another strategy or usual care. It
will be important in the future to assess the effectiveness of
the intervention in a more rigorous design.

Practical considerations are that not all women enrolled in
the study met with an interventionist (38 % attrition rate). We
are unable to report the reasons for their lack of participation.
Thus, women who participated may differ from those who did
not on parameters not collected as part of this study (e.g.,
mental health, social support, etc.). However, we noted that
we did not find significant differences in demographic or
clinical factors between women who did or did not receive
the intervention. Because participants were drawn from a
variety of locations, we were unable to track women through
the system. Therefore, we could not assess whether women
who did not meet with a coach had withdrawn from the
medical system altogether. Future interventions that are nested
within a clinical setting may reduce the percentage of patients
who are lost to follow-up. Additionally, collection of infor-
mation beyond demographics may help to better understand
characteristics of women who were unable to be reached by
survivor interventionists. Nevertheless, the high participation
rate in this study suggests that most women were willing to
follow through with an in-person appointment.
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Study findings should be regarded within the context that
some patients learned about the intervention from their provid-
er. We were unable to detect whether providers tended to refer
patients who they perceived to be adherent or nonadherent.
The use of an RCT in the future would help to control for this
potential bias. Women in the study were from a metropolitan
area and were largely well educated, which may not be repre-
sentative of women with less education or from other non-
urban areas. However, the education levels of our sample
reflect national data: 83 % of Black women in the USA have
a high school diploma, and 19 % have college degrees.

Conclusion Racial and ethnic disparities in patient—provider
communication are well documented. Yet, there is a short-
age of interventions focused to improve this process of care
overall and more specifically in Blacks. Assistance with
preparing for interactions with their providers may be useful
to improving women’s intermediate outcomes. These inter-
mediate outcomes, in turn, may lead to reduced disparities in
treatment and ultimately cancer outcomes.
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