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Abstract

Purpose: To identify and synthesize the literature on healthcare system distrust across the breast
cancer continuum of care

Methods: We searched CINAHL, Cochrane, EMBASE, PubMed, PsycINFO, and Web of
Science from January 15t, 1990 to December 315t 2018 for all peer-reviewed publications
addressing the role of healthcare system trust, distrust or mistrust in the breast cancer continuum
of care.

Results: We identified a total of 20 studies, seven qualitative studies and thirteen quantitative
studies. Two studies assessed genetic testing, eleven assessed screening and seven assessed
treatment and follow-up. Twelve studies evaluated mistrust, five evaluated distrust, and three
evaluated trust. Study populations included African American, American Indian, Latina, Hispanic,
and Asian-American participants.

Conclusions: Healthcare system distrust is prevalent across many different racial and ethnic
groups and operates across the entire breast cancer continuum of care. It is an important yet
understudied barrier to cancer. We hope that the knowledge garnered by this study will enable
researchers to form effective and targeted interventions to reduce healthcare system distrust
mediated disparities in breast cancer outcomes.
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Introduction

Healthcare system distrust (HCSD) has been increasingly shown to be important to
outcomes across the breast cancer continuum [1-6]. HCSD affects utilization of breast
cancer preventive and screening services, treatment and post-treatment behaviors, and
quality of life [1-3]. Breast cancer is one of the most common cancers in the United States
[7], with a high survival rate (89.9% five-year survival in the United States) [8] and
treatment trajectory that can span up to ten years [9,10]. Taken together, each patient will
likely interact many times with the healthcare system across the breast cancer continuum of
care, leaving many opportunities for HCSD to affect breast cancer outcomes. Given
emerging information about the critical link between institutional trust and breast cancer
outcomes, the present study aims to address the state-of-the science.

Trust, as it pertains to healthcare, has been conceptualized in a variety of ways across the
literature. To enhance clarity, we provide definitions for terms related to trust. /nstitutional
trustis defined as an individual’s belief in the competence and values of an institution [11,
12]. Healthcare system trustis considered a subset of institutional trust that specifically
pertains to healthcare systems, including hospitals, community clinics, labs, insurance
companies, and pharmaceutical companies [13]. By contrast, distrust is more than an
absence of trust; it is a belief - informed by reliable knowledge or previous experiences - that
the trusted party will not act in the trustee’s best interest [11,14]. Distrust occurs in
relationships in which perceptions and expectations for action are directed toward an
individual or organization that is being trusted [11, 15-17]. Mistrustis a distinct concept,
although it is often used synonymously with distrust in the literature. It is a perception that
does not find its basis in specific knowledge, but rather is rooted in a general sense of
suspicion [14]. Acknowledging inconsistencies in usage of terms, we use healthcare system
distrust to refer to both mistrust and distrust in the healthcare system. To completely assess
the role of HCSD in the breast cancer continuum of care, we evaluated studies reporting on
mistrust and distrust.

A brief review of the literature shows that most studies of distrust in the context of cancer
have focused on interpersonal relationships; and more specifically on patient-physician
relationships [11, 13, 18]. This narrowed focus yields an incomplete understanding of
distrust and mistrust’s role in cancer care. Research has shown that institutional trust, such
as healthcare system trust, has the strongest impact on people’s trust attitudes and behaviors.
Additionally, although physician trust and healthcare system trust are correlated, an
individual can display trust in one level and not the other [19,20]. Studies that focus solely
on individual-level trust may miss the contribution of healthcare system distrust entirely,
despite that it may be a contributor to gaps in breast cancer treatment and survivorship
outcomes [21].

Many studies have shown that African -Americans/Blacks experience high levels of HCSD
[22-27]. This likely stems in part from a legacy of oppression, historical experiences of
slavery, and Jim Crow specific incidents of unethical treatment by the medical system (such
as the Tuskegee Syphilis Study [28], and the forced sterilization of Black women in the
1970s [29]). Interestingly, recent studies suggest that distrust also operates among
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populations in the United States that do not share African Americans’ unique history of
oppression, such as American Indians, Asian Americans and Hispanic/Latino men and
women [30,31]. Considering that racial and ethnic differences in breast cancer prevention
and outcomes are well documented [32-34], and that HCSD seems to affect breast cancer
screening attitudes and treatment outcomes for racial and ethnic minorities [1-3], HCSD
may be a significant yet understudied contributor to racial and ethnic disparities across the
entire breast cancer continuum of care.

Considering the potential significance and prevalence of HCSD across the breast cancer
continuum, this scoping review aims to (1) delineate the current understanding of HCSD
across the breast cancer continuum, (2) to identify areas of the breast cancer continuum of
care where distrust is most closely associated with poor patient outcomes, and (3) to identify
which populations are most at risk. We will also address what is known and unknown about
HCSD across population subgroups in the United States. As such, this review will serve as a
platform from which to expand our understanding of distrust and mistrust’s role in the
context of breast cancer care. Additionally, the findings of this study will enable researchers
to develop effective and targeted interventions to reduce HCSD mediated disparities in
breast cancer outcomes.

Consistent with the definition of a scoping study [35], we will examine the extent, range,
and nature of research activity, summarize and disseminate research findings, and identify
gaps in the existing literature on the topic of HCSD in the context of the breast cancer
continuum. Review implementation was guided by a 5-step methodology for scoping
reviews, as outlined by Kahlil et al., which consists of (1) identifying the research question,
(2) identifying the relevant studies, (3) selecting the studies, (4) presenting the data, and (5)
collating the results. As this is not a systematic review, we will not assess the
methodological quality and rigor of the included studies. This work is intended to assess the
breadth and depth of the spectrum of knowledge in these topical areas [35,36].

Study Selection

Avrticles were included if they met the following criteria: (1) published in a peer-reviewed
journal or presented as an abstract at a scientific conference; (2) published or presented
between January 1, 1990 and December 31, 2018; (3) measured mistrust, distrust, or trust
qualitatively or quantitatively, either as a primary exposure or outcome of interest; (4)
conducted in the United States; and (5) involved any part of the breast cancer continuum of
care as the primary or a substantive focus of the article. Studies were restricted to the U.S.
because trust attitudes vis-a-vis institutions are shaped by the history and framework of
healthcare organizations, which are highly-specific to countries. The breast cancer
continuum of care has historically encompassed education, screening, diagnosis, treatment,
follow-up, and survivorship. However, in light of its emerging and growing relevance, we
also included genetic testing and counseling. Mistrust, distrust and trust, as conceptualized
in our introduction, are three related but distinct concepts and were treated as such.
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Study Search

The following six databases were searched: CINAHL, Cochrane, EMBASE, PubMed,
PsycINFO, and Web of Science. We used the search term “trust* OR distrust OR mistrust*”
and “health facilities* OR delivery of healthcare* OR healthcare” to capture articles related
to healthcare system trust, mistrust or distrust. The breast cancer continuum of care was
captured using the following terms: “breast neoplasms*”, “mammography*”, “breast self-
examination*”, “breast cancer screening”, “genes, brcal*”, “genes, brca2*”, “breast cancer
genetic testing”, “breast cancer prevention”, “breast cancer AND survivorship* OR
treatment”. Boolean logic and MeSH terms (as indicated by asterisks) were used as
appropriate to maximize search results.

Study Screening

Results

Once candidate articles were identified, titles and abstracts were screened by a single
investigator (M.M.) using prespecified inclusion/exclusion criteria. The included full texts
were then further reviewed by three independent investigators (M.M., L.D. and R.M.J.), and
any conflict was resolved through general consensus.

A total of 20 studies met all the prespecified inclusion criteria (Figure 1). The combined
database searches yielded 1,811 results. Once duplicates were removed, 1,739 unique
articles remained for title and abstract screening. Of those, 1,258 were excluded because
they did not meet the prespecified focus criteria, 387 were excluded because the studies were
not conducted in the United States, and the remaining 94 articles were retrieved for full text
review. Subsequently, 65 articles were excluded because trust, distrust or mistrust were not a
primary outcome or exposure of interest, and 9 were excluded because the breast cancer
continuum of care did not represent a primary or substantive focus of the study (final 7=20).

Qualitative Studies (Table 1)

Seven qualitative studies were identified; six focused on breast cancer screening and one on
breast cancer treatment. Researchers predominantly used focus group interviews (n=5), and
all studies explored institutional trust as part of a broader conversation about “attitudes,”\
“beliefs,” or “perceptions” towards breast cancer care. Two research groups additionally
opted to use conceptual framework guided interviews to enhance conversation; Ferrera et al.
(2015) used Camara Jones’s theoretical framework on levels of racism, and Shelton et al.
(2011) used the social contextual framework [37,38]. Apart from one study with 503
participants, study sample sizes ranged from 20 to 100 participants. All four U.S. Census
Bureau regions were represented (Northeast=1, Midwest =2, South = 1, and West =2) and
study settings evenly spanned urban (n=3) and rural (n=4) communities. Study populations
were varied and included Black and Latina women (n=2), American Indian women in
Vermont and South Dakota (n=2), exclusively Black women (h=1), Black men and women
(n=1) and Hmong men and women (n=1). Historical trauma, lack of trust in Western
Medicine, and cultural insensitivity were identified as common components of medical
distrust. Complete results are presented in Table 1.
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Quantitative Studies
Genetic Testing (Table 2.)

This review identified two quantitative studies regarding trust and genetic counseling and
testing (GC/T), the first published in 2002, and the second published in 2013. Both studies
were cross-sectional, conducted in communities and medical centers in the Mid-Atlantic
region of the United States, and both research teams measured medical mistrust. Thompson
et al. used the Group Based Medical Mistrust Scale (GBMMS) [22] to estimate the
association between mistrust and perceived disadvantage and concerns about abuse of GC/T
in a study population of 273 Black, Latina and White women; no measure of scale reliability
in the study population was reported. Other predictors of interest in this study included
awareness of genetic testing and race/ethnicity. Alternatively, Sheppard et al. used the
Medical Mistrust Index Scale [26] to measure the association between mistrust and GC/T
engagement in a study population of 100 Black women only and reported a Cronbach’s
alpha of 0.69. Other predictors of interest in this study included self-efficacy, and confidence
in the Genetic Information Non-Discrimination Act of 2008, which prohibits employer and
insurance discrimination based on genetic testing results [39,40]. Both studies reported a
significant negative relationship between mistrust and GC/T.

Screening (Table 2.)

We identified five studies regarding breast cancer screening. Study outcomes included
mammography adherence (n=2), clinical breast examination (CBE) adherence (n=1), both
CBE and mammography adherence (n=1), as well as patient satisfaction with
mammaography services (n=1). All studies were conducted in large urban centers which
included Chicago (n=2), Saint Louis (n=1), Philadelphia (n=1) and one unspecified large
west coast metropolitan area. Study populations were varied with three studies enrolling
women of any race/ethnicity, one including exclusively medically underserved Black
women, and one consisting exclusively of Korean American women. Three studies measured
distrust, two measured mistrust and none measured trust. Scales used include the Group
Based Medical Mistrust Scale [22] (a=0.88), the Healthcare System Distrust Scale [27]
(a=0.71), the revised Healthcare System Distrust Scale [9] (a=0.83), as well as a study
developed distrust in the healthcare system scale (a=0.71) [3]. Two studies [41,42], one
which used the Group Based Medical Mistrust Scale, and the other which used the revised
Healthcare System Distrust Scale, did not report a measure of reliability. Four of the five
studies identified found a significant negative relationship between either mistrust (n=2) or
distrust (n=3) and screening. Arnold et al. was the only study that did not report a significant
association between trust and screening, as they found no difference in mammography
adherence between women with high and low levels of medical mistrust.

Treatment and follow-up (Table 3.)

Six of the included studies assessed breast cancer treatment and follow-up. Reported
outcomes were varied and included adjuvant treatment utilization (n=2), treatment
discordance (n=1), beliefs in chemotherapy and knowledge of cancer treatment (n=1),
quality of life and surgery type (n=1), as well as patient satisfaction (n=1). Five different
scales were used: the Group Based Medical Mistrust Scale (GBMMS) [22] (a=0.55), the
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Healthcare System Distrust Scale[27], the revised Healthcare System Distrust Scale [9]
(a=0.84), an adaptation of the Medical Mistrust Index [26] (a=0.66), and a study-designed
racism/medical mistrust measure (a=0.67) [43]. Two studies failed to report a measure of
internal consistency reliability [1,44]. Independent variables commonly measured alongside
distrust/mistrust included physician communication (n=3), trust in physician (n=2), and self-
efficacy (n=2). All of the included studies identified a negative relationship between
mistrust/distrust and treatment/follow-up.

Discussion

In this scoping review, we summarized the literature on HCSD within the context of the
breast cancer continuum of care. We identified 20 qualitative and quantitative studies that
met inclusion criteria. This review provides evidence that: (1) trust facilitates access to
breast cancer screening, and (2) mistrust and distrust negatively impact care across the breast
cancer continuum. None of the studies showed a positive association between distrust/
mistrust and care and only two studies reported no association between mistrust and care.
Based on our synthesis and analysis of the studies, we report findings and gaps in what is
known about healthcare system distrust across the breast cancer care continuum.

The Continuum of Care

Our results confirmed a research emphasis on distrust at the time of breast cancer screening,
most evident in qualitative studies, where all but one of the included articles centered around
screening practices. The majority of quantitative studies also focused on screening.
However, recent studies have shown that distrust operates in areas other than screening,
including genetic testing and counseling [42,45], treatment [2,46], and survivorship [2,47].
As such, a lack of qualitative and quantitative studies outside of screening practices suggests
that we may have an incomplete understanding of HCSD’s components and role across the
breast cancer continuum. Future distrust research should include qualitative studies, mixed-
method and quantitative studies that span the entire breast cancer continuum of care.

Defining Trust

This review highlighted definitional inconsistency regarding terms related to the concept of
trust, particularly mistrust and distrust. These two terms, while correlated, represent distinct
concepts in that distrust is the belief that a trustee will act against one’s interests based on
reliable knowledge or experience, whereas mistrust is a belief based on a general sense of
suspicion, not rooted in previous experiences or on specific knowledge [14,27]. Mistrust and
distrust are often used interchangeably, limited the conceptual clarity of these terms. A
notable example of this definitional ambiguity is the GBMMS, a scale used by nearly one-
third of the quantitative papers in this review. GBMMS is called an assessment of “the
tendency to distrust” individuals or institutions outside one’s racial/ethnic group based on “a
legacy of racism or unfair treatment” [22], but would more precisely be characterized as a
scale assessing distrust.

The lack of precision in defining and conceptualizing trust and related terms is widespread.
Within health sciences alone trust has been conceptualized in a variety of ways including:
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competence, control and agency [48], cooperation and compliance [49], vulnerability [50],
and competence and value [13]. As this field grows, it may benefit researchers to simply
acknowledge the complexity of defining trust and to clearly identify which conceptualization
of the term they are using, allowing their study definition to guide measurement tool
selection.

Measuring Mistrust and Distrust

All of the included quantitative studies measured either mistrust or distrust using multi-item
Likert-type scales. While we identified six different validated scales, the following four were
most commonly used: the Group Based Medical Mistrust Scale (GBMMS) [22], the
Healthcare System Distrust Scale (HSDS) [27], the revised Healthcare System Distrust Scale
[9], and the Medical Mistrust Index (MMI) [28] aligning with findings of a recent systematic
review of “medical mistrust measures” [51].

We did not observe preferential use of a particular scale by study population or breast cancer
continuum area. However, each instrument assesses different dimensions of trust, mistrust,
or distrust. While the GBMMS, HSDS, revised HSDS and MMI can all be broadly referred
to as medical mistrust/distrust scales, they assess different dimensions of trust. The GBMMS
consists of three subscales that measure “suspicion, perceived discrimination and group-
based disparities in healthcare settings, and lack of support” [22]. The revised HSDS is
broken down into a “value” and a “competence” subscale [13]. The HSDS consists of one
scale which assesses “competence, confidentiality, honesty, and fidelity” [27]. The MMI also
consists of a single scale, and broadly measures mistrust in the “medical care system” [5,26].

The majority of included studies reported Cronbach’s alpha as a measure of scale reliability.
Due to the small number of included studies, our sample size for any given scale is small,
however, our results suggest that there is no meaningful difference in scale reliability across
racial/ethnic groups. We do note that out of the 13 quantitative studies identified in our
review, four did not report any measure of distrust/mistrust scale reliability.

In future research, we recommend that researchers consider these important scale differences
and provide a rationale for tool selection. Additionally, scale reliability should consistently
be reported.

Study Populations

We observed a strong research emphasis on HCSD and breast cancer care in Black women.
This is an understandable focus as Black women have a well-documented history of
oppression at the hands of U.S. institutions [29]. Interestingly, though rates of breast cancer
in men are comparatively smaller than among women (70-100 times lower) [52], none of
the studies identified in this review assessed HCSD and breast cancer in men. Although two
studies did include men in their study population [53,54], their inclusion was meant to
provide further insight into perspectives and attitudes of a particular racial/ethnic group on
breast cancer care in women of that particular group. No studies looked at HCSD alongside
breast cancer care in male patients. We also note the exclusion of Pacific Islander and Arab-
American women as well as sexual and gender minority groups; these populations
experience high levels of discrimination and/or medical mistrust [55-60] and may have high
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levels of HCSD. Additionally, few studies included White women. Although White women
have high rates of breast cancer screening and experience better breast cancer outcomes than
racial/ethnic minorities, socio-economic disparities in breast cancer health exist within this
group[61]. Thus, HCSD among under- or uninsured and low-income White women should
be investigated.

Our results suggest that distrust and mistrust operate differently across different racial and
ethnic groups. While the majority of included populations reported experiencing high levels
of perceived discrimination and cultural insensitivity, American Indian and Hmong women
were the only groups to identify “lack of trust in Western Medicine” as a significant barrier
to care [52,62,63]. This suggests that some distrust mechanisms may be specific to particular
racial and ethnic groups, and may relate to immigrant status. However, medical distrust/
mistrust scales have been predominantly developed and validated in Black and Hispanic/
Latinx populations [51]. Considering this, it may be important for researchers to validate
commonly used trust scales in a variety of racial and ethnic groups.

Inherent to the nature of a scoping review, our study did not assess the quality of the
included studies. However, we were able to assess the breadth and depth of knowledge
regarding trust, mistrust and distrust’s role in the breast cancer continuum of care and
identified important gaps in the literature [35,36]. Additionally, it is possible that this review
may not have identified all studies related to healthcare system distrust and the breast cancer
continuum of care. For example, we did not review reports not published in the peer-
reviewed literature given that there was no sampling frame for identifying them. Google
Scholar, due to the proprietary nature of its search algorithm, the lack of reproducibility and
vetting of its search results, and its inclusion of predatory journals [64], was also omitted.
Despite these exclusions, our search protocol included six different major databases of
indexed and peer-review articles, and reference lists of included studies will also be
examined for additional study selection. As such we believe that our scoping review yielded
comprehensive results. Finally, studies conducted outside of the United States were
excluded, which may limit the generalizability of our results to other countries. This
geographic exclusion was motivated by the unique structure of the United States healthcare
system as well as the fact that trust attitudes vis-a-vis institutions are shaped by the history
and framework of these organizations. This suggests that distrust relationships, inherent to
their development, may be unique to a country.

Conclusions

In this scoping review to examine the role of healthcare system distrust in the breast cancer
continuum of care, our findings suggest that distrust and mistrust significantly negatively
impact all aspects of the breast continuum and operate in many different racial and ethnic
groups. Given that the literature focuses on screening, we encourage further research to span
the entire breast cancer continuum, and to include men, a variety of racial/ethnic and socio-
economic groups, and sexual and gender minority populations. We noted a lack of
definitional consistency in the literature regarding trust terms, and recommend that future
research clearly define what level and form of trust they are investigating. We further advise
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researchers to let their specification of trust guide study tool selection. Adopting these
recommendations will allow for a more complete understanding of healthcare system
distrust’s role in the breast cancer continuum of care and better enable us to address its
effects on breast cancer care.
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