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Emergent Health Communication Scholarship from and about African American, Latino/a/x, and American Indian/Alaskan Native Peoples

This book presents research by African American, Latino/a/x, and Alaskan Indian/Native American (AI/AN) communication scholars. It highlights the importance of communication and the recognition of the unique experiences that impact how health information and health care are understood through diverse racial and cultural perspectives.

Each chapter advances various divergent health issues and disparities pertinent to Black, Latino/a/x, and AI/AN communities, so that the powerful aspect of the human condition to know and be known as it relates to the negotiation of health and communication can be clearly understood. Contributions to this volume unabashedly call for more equitable, community-centric, tribally centered, and transparent scholarship on topics of health disparities, health care, marginality, medical mistrust, social justice, and media and new technology as it relates to people of color. The authors in this book are committed to research areas that invigorate and reimagine conversations among clinicians, public health professionals, classroom environments, and communities.

This insightful volume seeks to shift the dominant culture paradigms and locate authors of color and their research experiences and scholarship as central to their work. It provides a space to amplify the voices of our collective lived experiences through the vehicle of rigorous engaged scholarship. This book was originally published as a special issue of Health Communication.

Angela Cooke-Jackson’s expertise is in Health Communication and Behavioral Science. She uses community-based participatory research and health literacy to help communities curate and design innovative, practical applications for sustainable change. She is also the co-director of the Intimate Communication Lab (www.intimatecommlab.org). She envisions her research at the nexus of culture, health disparities, and marginalized populations.
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INTRODUCTION Emergent Health Communication Scholarship from and about African American, Latino/a/x, and American Indian/Alaskan Native Peoples

Angela Cooke-Jackson



ABSTRACT

It is a privilege and honor to welcome you to this special issue of Health Communication which is based on scholarship that advances various divergent health issues pertinent to African American, Latino/a/x, and American Indian/Alaskan Native (AI/AN) peoples. The vision for this special issue which is a microcosm of the impactful research literature emerging from our field by Black, Latino/a/x, and American Indian peoples was to call attention to and acknowledge the breath of theoretically grounded and methodologically appropriate research in health communication. The 16 original articles featured in this issue reflect a robust compilation of topics from medical mistrust to tribal and elder leaders as health communicators and health promoters. The vision for the issue is that these articles serve as a platform that starts a meaningful and needed dialog within the field of health communication about the need for accessible and diverse scholarship from often-absent voices and/or narratives.



The process of developing a worldview that differs from the dominant worldview requires active intellectual work on the part of the knower, because schools, society, and the structure and production of knowledge are designed to create individuals who internalize the dominant worldview and knowledge production and acquisition processes. (Ladson-Billings, 2021, p. 158)



The field of health communication has experienced an emergence of scholarship by African American, Latino/a/x, and American Indian/Alaskan Native (AI/AN) communication scholars over the past decade. These scholars are ambitious and passionate and have a clear vision of how the field could better encompass the experiences of Black, Brown, and Indigenous folks of color.

As a senior scholar, I am transfixed by their ability to vocalize through their respective research endeavors the importance and need for more transparent and immersive scholarship. Scholarship that locates our lived experiences and narratives as central to shift the dominant culture paradigms is deeply valuable.

These scholars are committed to their own specific research areas to invigorate and reimagine conversations among clinicians, public health professionals, classroom environments, and communities. They are unabashedly calling for more equitable, community-centric, tribally centered, and transparent scholarship on topics of health disparities, health care, marginality, medical mistrust, social justice, and media and new technology as it relates to people of color. Their work advances various divergent health issues pertinent to Black, Latino/a/x, and AI/AN groups so that we clearly understand the powerful aspect of the human condition to know and be known as it relates to the negotiation of health and communication (Ladson-Billings, 2000). Invariably, this research provides a space to amplify the voices of our collective lived experiences through the vehicle of rigorous engaged scholarship.

It is a privilege to welcome you to the manifestation of this special issue. This is a compilation which I have envisioned for the past two decades. One does not always have the privilege to bring to fruition a compilation of this magnitude. For that reason, I am deeply appreciative of the receptiveness, support, and mentorship of the editor, Dr Teri Thompson. When I requested in a simple e-mail to Dr Thompson that the journal Health Communication provides a space for Black, Latino/a/x, and American Indian/Alaskan Native health communication scholars to advance innovative scholarship, she without hesitation said yes. The call went out in October 2019. There were 50 plus abstract submissions from which 25 went through the blind-review process. Sixteen were accepted for publication. Over the course of the months, in the midst of the COVID-19 pandemic, these scholars excelled. Thank you to the team of folks who etched out time in their busy lives to read through the first round of abstracts – Dr Kristina Ruiz-Mesa, Dr John Youngblood, Dr Lorenda Belone, and Dr Diane Francis. Thank you to the blind review scholars – a collection of experienced expert professors and practitioners – who understood the challenge and goal to not simply read the 16 manuscripts but provide detailed recommendations to each author with the intent to mentor them through the publication process and understand the importance of their research. The outcome is a profoundly rich compilation of scholarship which is a testament to the agility and dedication of people to work collectively to complete something greater than themselves. I hope each scholar can pause to see themselves in the issue, but more importantly, the worth of their voices and health and health-care research scripted into this special issue and into the field. Representation does matter.

The histories of Black, Brown, and Indigenous people in the U.S. are steeped in high rates of infectious diseases, chronic illnesses, mental health illnesses, low birth rates, infant mortality rates, and high maternal mortality that stem from centuries of racism, invisibility, inequality, and marginalization. The current cultural and political climate marks a point in which our experiences, stories, and truths are being mindfully and intentionally studied and shared. Shifting the paradigm continues to take time, but we must thoughtfully and strategically pursue this end, understanding that our field is enriched when we incorporate communication perspectives from health scholars of the African American, Latino/a/x, and American Indian/Alaskan Native diaspora. The 16 peer-reviewed articles featured in this special issue address these critical intersections.

This issue begins with Lillie Williamson’s article on the topic of medical mistrust. She notes that African Americans consistently report higher levels of medical mistrust than their White counterparts. She observes that even though most studies call for more research on medical mistrust, they neglect the vicarious experiences that transpire among Black people. Her detailed recruitment strategies used snowball sampling to garner participation from underserved populations in her online survey. Medical mistrust was measured with the Medical Mistrust Index (MMI) and her analytic procedure applied structural equation modeling to the hypothesis that racial discrimination leads to less trust in health care. Dr Williamson’s findings provide a wealth of insights, among which is that health-care providers must recognize the impact of the media environment and ways they represent and remind people of structural barriers and oppressive systems especially during the COVID-19 pandemic. Dually important, she notes, is the extension of research that investigates medical mistrust among Latino/a/x and Indigenous populations.

Next, Soroya Julian McFarlane and colleagues dive into the topic of community-based participatory research (CBPR) as a method that “centers on effective dialogue between research and community stakeholders with the goal of creating an equitable partnership for health and social change” (2021, p. 2). The authors provide a comprehensive 10-year systematic review of the status of empirical research on elements of CBPR that have been used to improve the rate of accrual of members of racial and ethnic minority communities for clinical trials. Their review notes a large increase in CBPR and a positive outcome in community participation. Findings address the value of more transparency about the extent of community participation and more accurate, thorough descriptions about the nature of partnership with minority communities with the intent of building on the literature on community-engaged methods.

Camille Saucier and colleagues explore the rates of unplanned pregnancies among Black and Latina teens using an entertainment-education video intervention – “Plan A.” The video intervention, which was developed in close collaboration with Black and Latina women aged 18–19, sought to ensure that the content was relevant, engaging, and motivational. The sample included Black, Latina, and non-Latina White women, with younger and White women included for comparison purposes. The authors found that exposure to “Plan A” significantly improved attitudes toward long-acting reversible contraceptives (LARCs) among all age groups and specifically among young Black and Latina women. They state that their findings may be explained by participant’s identification with the Black and Latina lead characters, both of whom model positive reproductive health behaviors. One of the most valuable conclusions from this study is the realization that collaborative approaches with intended audiences (Black and Latina women) can result in more dynamic entertainment-education interventions.

Moving from entertainment-education videos to entertainment programming, Diane Francis and LeChrista Finn used a culture-centric approach to investigate the role of television storylines in facilitating health-related conversations on the social media site Twitter. The authors examined Twitter conversations on the fictional television drama “Queen Sugar” to investigate sexual and police-involved trauma. Using a culture-centric model of narratives in health promotion, they classified 1671 tweets into four main thematic categories (identification, social proliferation, emotions, and intention). Although the authors note some limitations with the use of their hashtag #QueenSugarTalks and an inability to examine demographic data, they contend that Twitter may be an important vehicle for engaging difficult conversations, specifically for mental health communication with Black Americans.

As we consider the theme of police brutality and mental health among Black communities, Deion Hawkins' article introduces us to another important juxtaposition of scholarship. Drawing on Critical Race Theory (CRT), he addresses the too frequent incidents of police brutality. His article takes a phenomenological approach as he analyzes 27 semi-structured interviews with African Americans on topics of psychological distress, trauma, and police brutality in the Black community. His findings acknowledge the importance and usefulness of creating trauma-based communication models that frame brutality as a health communication issue as well as blueprints that advance police–community relationships in Black communities.

Although Critical Race Theory has been a debated framework, it is an imperative theoretical approach for understanding inequity. As such, the next article by Melissa J. Vilaro and colleagues provides a comprehensive overview of race and the usefulness of CRT for the development of culturally tailored approaches to reduce cancer inequities, specifically colorectal cancer (CRC). The authors investigate the use of virtual health assistants (VHA) to promote colorectal cancer screening among rural Black and White study participants. Their analysis with 28 focus groups (Black = 85, White = 69) tested the VHA intervention on mobile phones. Not only did Black focus group members prefer receiving information about colorectal cancer risk from VHA, they also expressed the value of sharing the intervention and colorectal cancer screening messages with younger members of their network. Among other recommendations, the authors observe the value of Critical Race Theory, health communication, and technology as a bridge for inclusive colorectal cancer messages.

Comfort Tosin Adebayo and colleagues also propose Critical Race Theory as a means to understand Black women’s experiences of pregnancy-related complications. The authors note the intersections of race, maternal health, marginality, and the structural barriers to pregnancy that are specific to how Black women are impacted by maternal health care. The study recruited 31 African American women to engage in interviews that took place in Milwaukee County, Wisconsin. The authors’ findings ask health-care administrators to be more vigilant in addressing the needs of African American women and other minority populations. This includes trainings that address racism and health inequities that might manifest knowingly and unknowingly in institutional practices. They also encourage active collaborations among individuals and organizations that care for women of color.

Derek Griffith and colleagues center the theoretical framework of African American Manhood to address the importance of scholarship that is population-specific and uses individualized messages to address minority health and achieve health equity. Their scholarship articulates the value of synergistically weaving manhood, tailored health messages for African American men, and intersectionality together. Their use of illustrations of African American men provides a powerful depiction of how distinct messaging can address societal factors like racism, gendered norms, values, and social expectations of Black men across a lifespan. The scholarship has a dynamic extension to other racial/ethnic groups and is valuable toward a better understanding of screening hesitancy, particularly of people of color, as well as distinct health intervention messages and educational materials for Black men.

Natasha R. Brown and La’Marcus T. Wingate introduce readers to health-related memorable messages and self-reports of diet and exercise behavior among Black women. Additionally, the authors use Control Theory to explain behavioral responses to memorable messages. Their cross-sectional survey was used to understand the relationship between receipt of memorable messages and dietary and exercise behaviors in Black women. Findings from this study suggest that receiving memorable messages not only impacts dietary choices but also acts to motivate greater frequency of exercise among Black women. Although the authors address the limitations of their work, they note that their research expands the literature on memorable messages and how Black women might enact holistic health-promoting behaviors through diet and exercise behaviors.

Charles R. Senteio and Matthew K. Ackerman tackle the critical topic of Black patients, dialysis, and awareness of transplantation and being on the transplant list. They present the implication of this racial disparity using Uncertainty Management Theory (UMT) to understand African American barriers and to getting on the transplant list and remaining there. Twenty-four Black end-stage renal disease (ESRD) patients participated in semi-structured interviews sharing their dialysis experiences and their understanding of transplants. The authors found that uncertainty is multilayered and social support can both dissuade the patients from getting on the transplant list and decrease uncertainty, especially when individuals wanted to be on the transplant list so they could be with family. The authors call for improved patient education surrounding treatment options and better communication of relevant transplant health information.

One observation that I have noted from this special topic issue is that we have a long way to go in the field of health communication toward advancing literature from and about American Indians. The article from Crystal Y. Lumpkins and colleagues is a relevant and necessary contribution. The authors delve into the topic of tribal and elder leaders as health communicators and health promoters within the Central Plains communities (Kansas, Iowa, Missouri, and South Dakota). Thirty-nine in-depth interviews were conducted by members of the Center for American Indian Community Health. The interviewees were all members of federally recognized tribes living in reservation and urban tribal communities across the region. The results from this compelling study indicate that these elders and tribal leaders do not necessarily see themselves as “authority” health communicators or health promoters within their tribe or community. However, the elders did feel that social and cultural authority using tailored and targeted messages from trusted sources could bolster health communication programs and have a positive impact on health outcomes among American Indian populations. The article ends by encouraging those who partner with Indigenous communities to communicate with community members to better understand if they feel health communication via trusted leaders would be useful.

A second distinct contribution to American Indian scholarship comes from Victoria LaPoe and colleagues. The authors use mediatization theory to understand US media coverage and Indigenous US media coverage of COVID-19. The goal was to observe its potential to impact policy decision and thus address the importance of evaluating health coverage of Indigenous communities by both Indigenous and non-Indigenous news sources. The authors used a qualitative textual analysis of the Indigenous and mainstream digital new sources, collecting 326 news stories for analysis. The findings from this study are deeply profound, providing a robust and important contribution to health communication scholarship. One primary take away is that mainstream news sources must produce stories about Indigenous health issues that are free from stereotypes which have “inculcated enduring schemas about Indigenous people” (2021, p. 10). Additional findings note that for diverse coverage, newsrooms must have reporters who are connected to Indigenous communities and that these reporters should have space to tell specific stories and need other critical opportunities for covering health in Indian country.

Latino/a/x scholarship was another important contribution included in this special issue. First, we hear from Monica Gallegos and Chris Segrin, who investigate the relationship between Latina/o cultural values of familism and health. The Latino Health Paradox, which is the central component of their scholarship, is investigated in combination with the theoretical model of loneliness and health. This study included 139 Latina/o and 116 non-Latina/o White participants who were from a parent study that documented the Latino health paradox in the sample. The authors’ findings suggest that familism may be a psychological resource in the Latina/o community and thus makes sense of lower loneliness and indirectly greater health. One valuable insight from the authors is understanding how cultural values, especially those based on interpersonal connections, can protect outcomes related to health and wellbeing.

Next, Suzanne Burdick and Sarah Nicholus provide a pilot study on a dually important topic, Latinx lesbian, gay, and bisexual (LGB) adolescent patients’ disclosure of personal sexual orientation and health to health-care providers. Their article highlights the layers of marginalization that reside between Latinx LGB patients’ cultural identity, sexual orientation, and sexual health. The authors used a participatory action research paradigm to conduct one-on-one interviews with participants that identified as Latinx. They found that Latinx LGB individuals have different reasons and motivations for disclosing information to health-care providers. One important call to action is to encourage health-care providers and systems to engage in diversity, equity, and inclusion training to mitigate unconscious bias and inadvertent microaggressions.

Yonaira M. Rivera and colleagues shed light on social media platforms, specifically one of the largest – Facebook – as a means to engage with and empower Latinos/as to participate in cancer control and prevention. Their mixed-methods study explores how Latinos/as engage with and act on cancer prevention screening information (CPSI) on Facebook. Findings from this study suggest that cultural values and other aspects of cultural connection influence how Latinos/as engage with, interpret, and act on cancer prevention screening information on Facebook. This work, which is the first to explore these phenomena, offers a valuable perspective on how to leverage social media, using it to curtail the effects of health misinformation as well as to create cancer education interventions and communication campaigns that have culturally tailored content.

To round out this special issue, we hear from authors Sarah De Los Santos Upton, Carlos A. Tarin, and Leandra H. Hernandez, whose scholarship is creating a powerful research space on environmental and reproductive justice, the U.S.–Mexico border, and health communication. In their article, they use reproductive feminicidio to explore the public advocacy efforts of Familias Unidas as a case study on gender violence against women on the reproductive spectrum. Their work identifies three rhetorical strategies – familia, comunidad, and (in)justicia – employed by Familias Unidas to shape their public argument(s). The most generative analysis this article brings forward is the reality that organizing efforts can highlight how “issues affecting marginalized communities are frequently obfuscated in health communication literature” (2021, p. 9).

In closing, the articles published in this special issue Emergent Health Communication Scholarship from and about African American, Latino/a/x, and Native American/First Peoples each highlight the importance of synergy and collective voices while they envelop the importance of representation – particularly at this time in our history. Each article speaks to the depth and breadth of talent, diversity of methodology, and the locations of health behaviors, perspectives, and health communication topics. They offer theoretical and practical approaches and applications to consider when engaging in research in partnership with and/or on African American, Latino/a/x, and Alaskan Indian/Native American peoples. The vision for this undertaking is to make sure Black, Latino/a/x, and American Indian researchers have a seat at the table of scholarship that is transpiring in the field of health communication. The publication process has its own set of challenges, but I hope we see a growth in theoretically grounded and methodologically appropriate scholarship from a breadth of racially, gendered diverse folks. I especially hope that scholars see the field of health communication and this journal as a safe and accessible space for their often-absent voices and/or narratives.
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Beyond Personal Experiences: Examining Mediated Vicarious Experiences as an Antecedent of Medical Mistrust

Lillie D. Williamson ID



ABSTRACT

African Americans consistently report higher levels of medical mistrust than their White counterparts. As a result, medical mistrust is considered to be a contributor to racial health disparities. Despite calls to address medical mistrust, few studies have explicitly examined it as a phenomenon of interest; those that have, tended to focus on personal experiences while neglecting vicarious experiences. The current study a) explicitly tests the effects of two types of news story content on reported levels of medical mistrust within an African American adult sample and b) examines two widely used medical mistrust measures. Participants (N = 410) were randomly assigned to view a news story based on a 2 (health care, non-health care) x 2 (racial discrimination, nonracial discrimination) experimental design. Results indicated that individually, both health care content and racial discrimination content increased race-based medical mistrust, but had no effect on general medical mistrust. However, when all four conditions were examined, exposure to health-related racial discrimination stories resulted in higher levels of race-based and general medical mistrust than non-health, nonracial discrimination stories. Findings are discussed in terms of the theoretical and practical implications for health communication scholars.


African Americans1 consistently report higher levels of medical mistrust than their White counterparts. This distrust in the motives of medical personnel and institutions is associated with decreased likelihood of engagement in several health behaviors including routine health checkups (Hammond et al., 2010), cancer screenings (Shelton et al., 2010), treatment adherence (Kalichman et al., 2016), and registering as an organ donor (Morgan, 2004). As a result, medical mistrust is considered a contributor to racial health disparities, making this distrust in medical personnel and institutions crucial for health scholars to understand and address. Medical mistrust has long been recognized, but takes on renewed concern in the midst of public health crises, like COVID-19 (Jaiswal et al., 2020), which disproportionately affect African American communities (Centers for Disease Control and Prevention, 2020).

Despite calls to address medical mistrust, few studies have explicitly investigated it as a phenomenon of interest. As a result, there is little known about the antecedents of medical mistrust (Benkert et al., 2019). The work that has been done has heavily focused on the Tuskegee Syphilis Study (for discussion, see Jaiswal & Halkitis, 2019) and primarily centered personal experiences, neglecting the role of vicarious experiences. Mediated vicarious experiences, in particular, as suggested by Bandura (2009), have been largely absent from work on medical mistrust. Recent scholarship, such as Williamson, Smith et al. (2019), has begun to highlight the impact of news content on medical mistrust; however, this work examined the framing of a single type of news content, only examined one type of medical mistrust (race-based), and was conducted with a college student sample.

The current study begins to fill these gaps by experimentally testing the effects of health care content and racial discrimination content in news stories on medical mistrust. In doing so, the study moves the literature forward in two important ways. First, it expands the examination of vicarious experiences via mediated communication (i.e., news stories) as an antecedent of medical mistrust within an African American adult sample by specifically testing types of news content. Second, this study investigates the potential differential effects of content on both general and race-based medical mistrust, two widely used measures of medical mistrust. Below, the need to understand medical mistrust antecedents, the importance of mediated vicarious experiences, and the nuances of medical mistrust measures are discussed.


The need to understand medical mistrust antecedents beyond tuskegee

Medical mistrust – distrust in the motives of medical personnel and organizations (Omodei & McLennan, 2000) – represents a widespread barrier for health communication scholars to address. There has been a great deal of work on medical mistrust (Benkert et al., 2019), much of which has focused on the relationship between medical mistrust and health outcomes. As a result, there is an abundance of knowledge surrounding the various health outcomes influenced by medical mistrust (for a review of health contexts, see Williamson & Bigman, 2018); however, much less is known about what precedes and contributes to medical mistrust. In recognition of this, scholars have recently called for more work on medical mistrust antecedents (Benkert et al., 2019)

While there has been work conducted on antecedents of medical trust or skepticism (e.g., Jensen et al., 2011; Tian & Yoo, 2020), there is little work that examines medical mistrust specifically. Although similar, trust and mistrust are distinct concepts. Trust refers to the ability to feel vulnerable and know that one’s needs will be met (Hall et al., 2001), whereas mistrust refers to perceptions of negative motives on the part of medical personnel and institutions (Thompson et al., 2004). In other words, individuals can believe healthcare providers will not meet their needs without being mistrustful. For example, believing a provider does not have enough experience to correctly diagnosis an issue does not mean an individual believes the provider is working against their best interests. Thus, medical mistrust is, as Jaiswal and Halkitis (2019) define it, “not merely the opposite of trust” and more than “simply the absence of trust” but instead “the belief that the entity that is the object of mistrust is acting against one’s best interest or well-being” (p. 80).

When medical mistrust among African Americans is considered, the focus is often on the lingering effects of the Tuskegee Syphilis Study (Tuskegee), in which the US Public Health Service told African American men they were being treated for “bad blood” but instead withheld treatment for syphilis, even after penicillin was a known cure. Incidents of mistreatment and abuse began well before Tuskegee and continued long after (for a review, see Washington, 2006). Although Tuskegee is a well-known, salient example of the earned distrust of medical institutions, the enduring focus on Tuskegee may conceal the other historical and present-day examples of mistreatment and abuse of African American communities (Jaiswal & Halkitis, 2019). Thus, in answering Benkert et al.’s (2019) call for needed work on medical mistrust antecedents, scholars must also look beyond Tuskegee and knowledge of that incident. Instead, Tuskegee should be thought of as a notable example representing broader issues (i.e., negative health care experiences, racial discrimination).


The role of mediated vicarious experiences

Some scholarship has branched out beyond Tuskegee and explicitly examined other medical mistrust antecedents. Much of this work, however, has predominantly focused on personal experiences. For instance, Hammond (2010) examined, and found evidence for, the relationships between both healthcare experiences and racial discrimination experiences and medical mistrust. Hammond (2010), however, conceptualized these experiences as participants’ own personal experiences. Work in social cognitive theory (SCT; Bandura, 2009) suggests that not only personal experiences, but also vicarious experiences influence medical mistrust. SCT asserts that through the actions of others individuals are able to learn about the world, including the consequences of actions, without directly experiencing events.

There has gradually begun to be work producing empirical support for the effects of vicarious experiences. For instance, work conducted by Bogart et al. (2016) suggested that hearing about others’ HIV conspiracy beliefs (i.e., medical mistrust) was associated with decreased antiretroviral therapy adherence. While this particular work demonstrates a potential turn toward vicarious experiences, it only acknowledges those that would result from interpersonal communication (i.e., interpersonal vicarious experiences). A recent review of medical mistrust alluded to the role of vicarious experiences by mentioning vicarious interpersonal experiences (e.g., intergenerational transmission of experiences; Benkert et al., 2019). There was, however, no mention of mediated vicarious experiences, defined in the current study as vicarious experiences that occur as a result of mediated communication. As noted by Bandura (2009), media is one way in which these vicarious processes occur; thus, examining mediated vicarious experiences in considerations of medical mistrust is necessary.


Vicarious experiences via media

Mediated vicarious experiences serve as a way to learn about the world without direct experiential knowledge (Bandura, 2009), including judging risk. Scholars have contended that vicarious experiences result in individuals realizing they themselves are vulnerable to the effects of racism and discrimination (Truong et al., 2016); exposure to news media is one way this might occur. News coverage of racial inequalities often depicts Black disadvantage (Gandy & Li, 2005), which can influence perceptions of inequality (Gandy, 2009) and health risk perceptions (Bigman, 2014). This news coverage may also act as a means of vicariously experiencing the world, affecting perceived likelihood of facing events oneself.

Recently, Williamson, Bigman et al. (2019) found that African American participants specifically pointed to news stories as having influenced their organ donation-related medical mistrust beliefs. For these participants, having seen these news stories allowed them to gain knowledge vicariously about what happened when racial/ethnic minorities engaged with the organ donation, and medical, system, thus influencing their medical mistrust beliefs; they believed these news stories were indicative of what would happen to them. A subsequent experimental study conducted by Williamson, Smith et al. (2019) found evidence that news stories depicting racial discrimination experiences influenced medical mistrust, suggesting that mediated vicarious experiences in the form of news stories can, in fact, influence medical mistrust. This study, however, only examined racial discrimination content, which is unlikely to be the only type of news content that influences medical mistrust; racial discrimination may not be the only vicarious experience related to medical mistrust. Thus, there remains a need to understand the types of news content that influences medical mistrust.



News content

The question then becomes what types of news content might influence medical mistrust. Based on SCT, the realms in which personal experiences influence medical mistrust, should be the areas that vicarious experiences would be expected to influence medical mistrust. In other words, the type of incidents that would influence medical mistrust for individuals if personally experienced, should be the type of incidents that influence medical mistrust when experienced vicariously via depictions in news stories. Previous work suggests that this would occur in the domains of racial discrimination experiences (Hammond, 2010; Williamson, Smith et al., 2019), as well as health care experiences (Hammond, 2010).

Considering the mental representation of medical mistrust provides additional theoretical rationale for expecting depictions of both racial discrimination and negative health care experiences to influence medical mistrust. Medical mistrust is an attitude; as such, part of its mental representation is an attitudinal schema (Pratkanis, 1989). This attitudinal schema is comprised of knowledge about an object (i.e., healthcare providers) and its associated attributes. Given the history of mistreatment of Black patients, it is reasonable to think that there may be a link between health care providers (i.e., the object) and discrimination (i.e., an attribute). This linkage would be activated not only when individuals encounter information about the healthcare system, but also when the associated node is activated. As a result, exposure to racial discrimination content in news stories may prime thoughts of racial discrimination more broadly, including in the health care system, resulting in increased medical mistrust.

H1: Exposure to racial discrimination content in news stories will result in higher levels of medical mistrust than exposure to nonracial discrimination news stories.

The attitudinal schema for medical mistrust is likely to be comprised of a myriad of other attributes for the healthcare system. It may be the case that exposure to healthcare content, regardless of its attachment to discrimination, may prime associations and result in medical mistrust, particularly if this healthcare content depicts an undesirable encounter with a healthcare provider. Exposure to this type of content may prime other negative attributes associated with healthcare providers. For instance, if individuals believe providers care more about profit than their patients (Jacobs et al., 2006), exposure to content depicting unsatisfactory healthcare experiences may prime attributes, like greed, and result in medical mistrust.

H2: Exposure to health care content in news stories will result in higher levels of medical mistrust than exposure to non-health care news stories.

It is also possible to consider how these two types of message content may interact to influence medical mistrust. Messages that do not contain either of these types of content should produce the lowest reported medical mistrust, whereas messages that contain both types of content should result in the highest levels of medical mistrust. There is, however, no current indication of how other combinations of health care and racial discrimination content in messages may influence medical mistrust. Thus,

H3: Exposure to health care, discrimination news stories will result in higher reported medical mistrust than exposure to all other news story types.

H4: Exposure to non-health care, nondiscrimination news stories will result in lower reported medical mistrust than exposure to all other news story types.

RQ1: Does exposure to health care, nondiscrimination news stories result in different levels of medical mistrust than exposure to non-health care, racial discrimination news stories?




General versus race-based medical mistrust

The current study also presents an opportunity to examine the potential differential impact of news stories on general and race-based medical mistrust. Examining the relationship between news content and both types of medical mistrust may help disentangle the nuances of these types of medical mistrust (e.g., whether exposure influences general mistrust, mistrust that stems from marginalization and social positioning, or both). As documented by Williamson and Bigman (2018), these widely used measures of medical mistrust rely on different referents (general: people should be mistrustful versus race-based: people who belong to my race/ethnicity). In light of historical relationships between Africans Americans and the medical system, asking about whether, “Patients have sometimes been deceived or misled by healthcare providers” (LaVeist et al., 2009, p. 2100) is very different than asking items about whether individuals believe their group is more likely to be misled (e.g., “Healthcare providers sometimes hide information from people of my race/ethnicity;” Thompson et al., 2004, p. 213). The latter directly calls upon African Americans’ social positioning. Recent work has suggested these types of medical mistrust can have consequential differences in their relation to other variables (Pellowski et al., 2017); however, most studies only examine one type of medical mistrust (Williamson & Bigman, 2018). Given the lack of work examining differences between general and race-based medical mistrust:

RQ2: Do health care content and racial discrimination content impact both general and race-based medical mistrust?




Method


Participants and recruitment

Participants (N = 462) were recruited through a Qualtrics survey panel in July 2019. All participants were adults over the age of 18 who self-identified as African American. Fifty-two participants were removed from the data set for providing irrelevant responses to open-ended items (e.g., “Avenger end game because I want a scam webs they all game … ”) or for streamlining answers (i.e., answering “3” for every Likert-scale item) resulting in a final sample of 410 participants. Participants were primarily women (73.8%) and reported being heterosexual (83.7%). They ranged in age from 18 to 75 with a mean age of 36.04 (SD = 15.67). Most participants reported being from the South (59%). Finally, a majority of participants did not hold a bachelor’s degree (70.7%) and reported making less than 50,000 USD (63.7%).



Procedure

Following approval from the Institutional Review Board at the University of Illinois at Urbana-Champaign (Protocol # 19737) participants completed an online experimental survey. Participants were told they were taking part in two short, unrelated surveys: a “news study” and a “health study” to address the concern that letting participants assume exposure and subsequent items were related could be problematic. Without this precaution, individuals exposed to non-health care, racial discrimination news stories would have been exposed to a discrimination news story and then subsequently presented with health items without any explanation or justification.

In the “news study,” participants were asked a few questions about their news media habits (e.g., how credible they perceive news stories to be). They were then exposed to a message that corresponded to the condition they were randomized into (e.g., non-health care, racial discrimination). After exposure to the message, participants were asked to engage in a thought-listing exercise about their thoughts while reading the study, as well as asked whether and where they had previously read a similar article (not discussed here). As a precaution, story credibility was also assessed.2 In the “health study,” participants were asked items about their current health and medical mistrust. As two types of medical mistrust were presented (i.e., general medical mistrust and race-based medical mistrust), the order of presentation for these two measures was counterbalanced. At the end, participants were debriefed and informed of the true relationship between the two “studies.”



Stimuli

A 2 (health care, non-health care) x 2 (racial discrimination, nonracial discrimination) design was employed creating four types of news stories: health care, racial discrimination; health care, nonracial discrimination; non-health care, racial discrimination; and non-health care, nonracial discrimination. Two stories were created for each message type. Health care content for this study depicted an inability to access either an oncologist or a therapist (i.e., negative health care experiences). For the non-health care news stories, lack of access to home internet and to ride-sharing services (e.g., Lyft) were used. News stories depicting racial discrimination utilized racialized geographic regions and mentioned the difficulty Black residents had procuring the discussed service. For nonracial discrimination content new stories, the differences were ascribed to geographic region (i.e., residents of small rural towns had difficulty accessing services). These topics were chosen as they could be used for both racial discrimination and issues of region and had appeared in recent news stories (e.g., Krull, 2019).

Messages were created to resemble news stories individuals may encounter in everyday life. Each was presented as a short news report on the findings of a recent study or institutional report; this included a quote from a researcher involved in the study explaining the report and its recommendations. Messages were made as consistent as possible in terms of content and length. Sentiment analysis conducted in ConTEXT (Diesner et al., 2015) revealed that the stories did not vary in tone. The resulting messages represent probabilistic social comparison frames (Bigman, 2014; Gandy & Li, 2005). Example stimuli are presented in Appendix A.



Measures


Medical mistrust


General medical mistrust.

General medical mistrust was assessed using a modified version of the Medical Mistrust Index (MMI; LaVeist et al., 2009). The original index asks participants how much they agree with statements about health-care organizations; the measure was modified to refer to healthcare providers (e.g., “Patients have sometimes been deceived or misled by healthcare providers”). Participants were asked to respond from 1 (strongly disagree) to 5 (strongly agree). The MMI has been found to be a reliable scale among Black populations (e.g., Brandon et al., 2005). For the current study, the items formed a reliable scale (α =.86).



Race-based medical mistrust.

Race-based medical mistrust was assessed using the Group-Based Medical Mistrust Scale (GBMMS; Thompson et al., 2004). The GBMMS asks participants whether individuals of their race/ethnicity should be distrustful of medical personnel; in other words, the referent group for items is participants’ own race/ethnic group. The 12-item scale contains items such as “People of my race/ethnicity should be suspicious of modern medicine.” For the current study, as all participants were African American, “people of my race/ethnicity” was replaced with “African Americans.” Participants rated their level of agreement from 1 (strongly disagree) to 5 (strongly agree). Previous work has found the scale to be reliable for Black populations (e.g., Greer et al., 2014). Although all items formed a reliable scale in the current study (α = .88), analyses indicated removal of reverse coded items; the remaining eight items also formed a reliable scale (α = .89).




Demographics

Demographic information on sex, age, socioeconomic status, and sexual orientation were also collected. Scholarship has suggested that variables such as biological sex (Greer et al., 2014), age (Hammond, 2010), and socioeconomic status (Maly et al., 2008) are associated with medical mistrust; thus, these were included as possible covariates.




Analysis

Structural equation modeling procedures were utilized using Mplus Version 8 (Muthén & Muthén, 2017). In all models, both general and race-based medical mistrust were treated as latent variables. Based on the bivariate correlations, general and race-based medical mistrust were entered into the same model; they were not so highly correlated as to suggest multicollinearity (r = .47, p < .001). A confirmatory factor analysis (CFA) was conducted for the general medical mistrust and race-based medical mistrust variables. After the CFA, a structural model was tested in which health care content and racial discrimination content were dummy coded and entered as exogenous variables in the model. Based on recommendations by Kline (2016), the comparative fit index (CFI), root mean square error of approximation (RMSEA), and standardized root mean squared residual (SRMR) are reported alongside the chi-square statistic. A CFI greater than .90, a RMSEA below .08, and a SRMR below .09 served as indicators of adequate fit.

Structural equation modeling is not optimally suited to ascertain differences among all conditions (e.g., differences in medical mistrust for those exposed to health care, nonracial discrimination news stories versus those exposed to non-health care, racial discrimination news stories). Thus, ANOVAs were conducted in SPSS Version 25; separate analyses were run for general medical mistrust and race-based medical mistrust. As two outcomes were examined for the purposes of later examining the comparatives effects on outcomes, the p-value was adjusted to provide a conservative estimate; thus, the p-value was set to .025 (i.e., .05/2).




Results


Manipulation check

A manipulation check was conducted to ensure that participants perceived differences between message conditions. To examine the effects of the health care manipulation, independent samples t-tests were conducted for health care versus non-health care conditions. Participants were asked two questions related to the health content of the article: “The story I read was about health” and “The story I read was about an individual with a health issue.” There were significantly higher levels of agreement that the story was about health for those in the health care condition (M = 4.14, SD = 1.05) than in the non-health care condition (M = 2.34, SD = 1.36), t(381.26) = 14.94, p < .001. Similarly, there were higher levels of agreement that the individual had a health issue for those in the health care condition (M = 3.72, SD = 1.21) than those in the non-health care condition (M = 2.28, SD = 1.31), t(407.26) = 11.65, p < .001.

To examine the effects of the racial discrimination manipulation, independent samples t-tests were conducted for racial discrimination versus nonracial discrimination conditions. Participants were asked two questions related to racial discrimination content of the article: “The story I read mentioned racial discrimination” and “The story I read was about an individual who experienced racial discrimination.” There were significantly higher levels of agreement that the story mentioned racial discrimination for those in the racial discrimination condition (M = 3.88, SD = 1.22) than in the nonracial discrimination condition (M = 2.56, SD = 1.27), t(410) = 10.75, p < .001. Similarly, there were higher levels of agreement that the individual in the story experienced racial discrimination for those in the racial discrimination condition (M = 3.72, SD = 1.18) than those in the nonracial discrimination condition (M = 2.47, SD = 1.26), t(410) = 10.38, p < .001.



Main analysis


Structural equation model


Confirmatory factor analysis.

The initial model did not fit the data, χ2(151, N = 410) = 1147.89, p < .001, CFI = .72, RMSEA = .13 (90% CI: .120, .134), SRMR = .10. An examination of item loadings revealed that four items for race-based medical mistrust loaded below a threshold of .40 (Matsunaga, 2010). These items were also the reverse coded items in the scale. Given concerns about reverse coded items (Weems & Onwuegbuzie, 2001) and their loadings (e.g., Zhang et al., 2016), these items were removed. The removal of these items bettered fit, but still produced an ill-fitting model, χ2 (89, N = 410) = 337.71, p < .001, CFI = .91, RMSEA = .08 (90% CI: .073, .092), SRMR = .05. Correlating error terms for one pair of general medical mistrust items and two pairs of race-based medical mistrust items produced an adequately fitting model, χ2(86, N = 410) = 222.29, p < .001, CFI = .95, RMSEA = .06 (90% CI: .052, .072), SRMR = .04.



Structural model.

H1 and H2 posited that exposure to racial discrimination content (H1) and health care content (H2) would result in higher levels of medical mistrust. Given the nature of the analyses, this would be represented as a positive relationship between content and medical mistrust. Demographic variables were not related to medical mistrust and thus, were not included in models as covariates.3 This model provided adequate fit, χ2(112, N = 410) = 249.22, p < .001, CFI = .95, RMSEA = .06 (90% CI: .046, .064), SRMR = .04. The unstandardized path coefficients (UPC) and standardized path coefficients (SPC) are presented.

There was no significant relationship between racial discrimination content and general medical mistrust (UPC = .11, SPC = .10, p = .06). Nor was there a significant relationship between negative health care content and general medical mistrust (UPC = .09, SPC = .08, p = .15). There was, however, a positive relationship between racial discrimination content and race-based medical mistrust (UPC = .21, SPC = .11, p = .03), as well as between health care content and race-based medical mistrust (UPC = .22, SPC = .12, p = .03). This would suggest that there is no effect of these types of content on general medical mistrust, but there is an effect on race-based medical mistrust. Thus, H1 and H2 were supported for race-based medical mistrust, but not general medical mistrust. The final structural model is shown in Figure 1.


[image: ]
Figure 1. Structural model of associations between exposure to content type and medical mistrust.

Unstandardized estimates are listed first, followed by standardized estimates in parentheses. *p <.05, ***p <.001





Analysis of variance

H3 posited that health care-related racial discrimination news stories would result in higher reported medical mistrust than all other news story types. H4 posited that news stories that are not about health care or racial discrimination (i.e., non-health care, nonracial discrimination news stories) would result in lower reported medical mistrust than all other message types. Finally, RQ1 asked whether there was a difference in reported medical mistrust between only health care-related (i.e., health care, nonracial discrimination) news stories and only racial discrimination-related (i.e., non-health care, racial discrimination) news stories.

Planned contrasts revealed that there was only a marginal difference in general medical mistrust for those exposed to health care-related, racial discrimination news stories (M = 3.70, SD = .76) in comparison to those who were exposed to non-health care, nonracial discrimination news stories (M = 3.46, SD = .78), F(1, 406) = 4.99, p = .03, η2 = .01. However, for race-based medical mistrust, exposure to health care-related, racial discrimination news stories resulted in higher levels of mistrust (M = 3.00, SD = 1.05) than exposure to non-health care, nonracial discrimination news stories (M = 2.62, SD = .81), F(1, 406) = 9.05, p = .003, η2 = .02. There were no other significant differences in medical mistrust among conditions. Thus, there was only partial support for H3 and H4. Furthermore, there was no significant difference between reported levels of medical mistrust for those exposed to health care, nonracial discrimination news stories in comparison to those exposed to non-health care, racial discrimination news stories. Full ANOVA results can be found Table 1.



Table 1. Planned contrasts examining differences in medical mistrust by condition.


	Conditions Compared
	General Medical Mistrust
	Race-Based Medical Mistrust



	F
	p
	η2
	F
	p
	η2





	H/D
	H/ND
	1.46
	0.23
	0.004
	2.53
	0.11
	0.01



	H/D
	NH/D
	0.87
	0.35
	0.002
	2.00
	0.16
	0.01



	H/D
	NH/ND
	4.99
	0.03
	0.01
	9.05
	0.003
	0.02



	H/ND
	NH/ND
	1.03
	0.31
	0.003
	1.99
	0.16
	0.01



	NH/D
	NH/ND
	1.56
	0.21
	0.004
	2.34
	0.13
	0.01



	H/ND
	NH/D
	0.06
	0.80
	0.00
	0.02
	0.88
	0.00






H/D = Health Care, Racial Discrimination, H/ND = Health Care, Nonracial Discrimination, NH/D = Non-Health Care, Racial Discrimination, NH/ND = Non-Health Care, Nonracial Discrimination. As these are planned contrasts, df = 1 for all tests.



Post-hoc analysis

Given the pattern of results found from the SEM and ANOVA analyses, a subsequent post-hoc analysis was conducted. The SEM model tested found significant relationships for exposure to both negative health care content and racial discrimination content for race-based medical mistrust. Based on the ANOVA analyses, it seemed that the health care-related, racial discrimination news studies may be driving these differences. As a result, an additional SEM model was run with conditions dummy coded so that each was compared to the non-health care, nonracial discrimination condition, allowing for the effects of exposure to health care-related discrimination stories versus non-health care, nonracial discrimination stories to be examined while accounting for each type of medical mistrust. This model provided good fit, χ2(125, N = 410) = 258.32, p < .001, CFI = .95, RMSEA = .05 (90% CI: .042, .060), SRMR = .04 and revealed significant relationships for both general (UPC = .21, SPC = .15, p = .02) and race-based medical mistrust (UPC = .43, SPC = .20, p = .001). The full model is depicted in Figure 2.


[image: ]
Figure 2. Structural model of associations between news story type and medical mistrust.

Unstandardized estimates are listed first, followed by standardized estimates in parentheses. The model shows each news story type in comparison to non-health care, nonracial discrimination news stories. *p <.05, ***p <.001


Furthermore, while demographic variables were not associated with medical mistrust when examined as covariates, it still remained possible that these variables could be acting as moderators. To begin to investigate this possibility, age was tested as a moderator. The model provided good fit, χ2(177, N = 410) = 323.45, p < .001, CFI = .95, RMSEA = .05 (90% CI: .037, .053), SRMR = .04; however, there was no evidence of age moderating these effects; see Table 2 for results. The distribution of data did not allow for other demographic variables to be tested.


Table 2. Parameter estimates of moderated model.


	
	General Medical Mistrust
	Race Based Medical Mistrust



	
	b
	B
	SE
	p
	95% CI
	b
	B
	SE
	p
	95% CI





	H/D
	0.19
	0.14
	0.09
	0.03
	[.02,.36]
	0.44
	0.2
	0.14
	0.002
	[.17,.71]



	H/ND
	0.07
	0.05
	0.09
	0.43
	[−.11,.25]
	0.19
	0.09
	0.13
	0.15
	[−.07,.44]



	NH/D
	0.1
	0.07
	0.09
	0.26
	[−.07,.26]
	0.2
	0.09
	0.13
	0.14
	[−.07,.45]



	Age
	0.01
	0.2
	0.004
	0.05
	[.00,.02]
	0.001
	0.01
	0.01
	0.91
	[−.01,.01]



	H/D x Age
	−0.01
	−0.07
	0.01
	0.35
	[−.02,.01]
	−0.01
	−0.07
	0.01
	0.34
	[−.03,.01]



	H/ND x Age
	0.001
	0.01
	0.01
	0.9
	[−.01,.01]
	0.004
	0.03
	0.01
	0.62
	[−.01,.02]



	NH/D x Age
	−0.01
	−0.11
	0.01
	0.16
	[−.02,.003]
	−0.01
	−0.09
	0.01
	0.19
	[−.03,.01]






H/D = Health Care, Racial Discrimination, H/ND = Health Care, Nonracial Discrimination, NH/D = Non-Health Care, Racial Discrimination, NH/ND = Non-Health Care, Nonracial Discrimination.





Discussion

Medical mistrust is a recurrent barrier to engagement of likelihood of engaging in health behaviors. To date, the focus on Tuskegee’s role in medical mistrust has contributed to a dearth of work considering other factors influencing medical mistrust among African Americans. Additionally, when antecedents of medical mistrust have been considered, the work has largely neglected the possible role of vicarious experiences. The current study utilized an experimental method to examine mediated vicarious experiences by testing the effects of exposure to health care content and racial discrimination content in news stories on two types of medical mistrust.

It was posited that negative health care content and racial discrimination content in news stories would be positively related with medical mistrust. Considered individually, both negative health care content and racial discrimination content in news stories were positively related to race-based medical mistrust, but not general medical mistrust. This suggests that these types of content in news stories result in medical mistrust that centers social positioning (i.e., race-based) but not general mistrust. Such a conclusion, however, may be premature given the pattern of findings for the four individual conditions.

When examining the four individual conditions, health care-related racial discrimination news stories resulted in higher levels of race-based medical mistrust than non-health, nonracial discrimination news stories. There was a marginal difference in general medical mistrust between those exposed to these two types of news stories. Additionally, there was no significant differences in medical mistrust for those exposed to health care, nonracial discrimination news stories versus those exposed to non-health care, racial discrimination stories. The subsequent model examining the effects of health-care related, racial discrimination stories (in comparison to non-health care, nonracial discrimination news stories) on both types of medical mistrust simultaneously found that exposure to health-care related, racial discrimination stories resulted in higher levels of both general and race-based medical mistrust than non-health care, nonracial discrimination stories. Thus, the effects of exposure to both types of content on race-based medical mistrust may be driven by the effect of exposure to health care-related, racial discrimination stories. It is possible that the combination of negative health care content and racial discrimination content approximate perceived racism in health care, thus contributing to medical mistrust (Hammond, 2010). Future work should investigate the role of mediators, like perceived racism, in the impact of news stories exposure on medical mistrust.

While there was evidence of an impact of health care-related racial discrimination news stories, there was no evidence that non-health care, racial discrimination stories influenced medical mistrust. This is consistent with previous work that found no differences in race-based medical mistrust for explicit racial discrimination news stories (Williamson, Smith et al., 2019). Given the pervasiveness of racial discrimination in the U.S. (Reskin, 2012), African Americans may reasonably assume that the default is racism. This would explain the lack of differences between exposure the explicit racial discrimination frame and control both in the current study and in Williamson, Smith et al. (2019). A closer examination of manipulation check items in the current study revealed that although racial discrimination was not mentioned (and participants realized this), they still reported higher agreement that the individual had experienced racial discrimination when exposed to the health care, nonracial discrimination stories as compared to the non-health care, nonracial discrimination news stories. This would suggest that participants assumed racial discrimination was still at play, even when it was not explicitly mentioned. If this is the case, an additional layer may be required to trigger medical mistrust, above and beyond the baseline. This may be the health care context, as seen in the current study, or when it is seen as hiding the racism, which could be an interpretation of the implicit frame used in Williamson, Smith et al. (2019). These two studies appear to begin to outline the conditions under which explicit racial discrimination in news stories increases medical mistrust.

Additionally, there was no effect of health care, nonracial discrimination stories on medical mistrust. Operationalizing health care content as lack of access to services may not prime attributes that are a part of the knowledge structure for medical mistrust. Alternatively, given continued issues surrounding access to health care (United States Department of Health and Human Services, 2020), this manipulation of negative health care experiences content (i.e., lack of access to resources) may seem like the norm and not a novel or egregious enough offense to heighten medical mistrust. Future work should examine other operationalizations of health care content. The possibility that the effect sizes for the impact health care content and racial discrimination content are much smaller than anticipated should also be noted. If this is the case, the current sample size may not have been large enough to detect these differences.

Finally, a research question was also asked regarding differential effects on general and race-based medical mistrust. An initial examination suggested that the particular types of news story content had an impact on race-based medical mistrust, but not general medical mistrust. Further investigation revealed, however, that when accounting for both types of medical mistrust, exposure to health care-related racial discrimination news stories influenced both race-based and general medical mistrust. Based on the standardized estimates of these relationships, there appears to be slightly larger impact for race-based medical mistrust than general medical mistrust. This is unsurprising as race-based medical mistrust directly calls upon the political and social position of being African American. It remains notable, however, that the effects were present for both general and race-based medical mistrust.


Theoretical implications

The current investigation builds upon previous work by examining the effect of news stories (i.e., mediated vicarious experiences) on medical mistrust in a sample of African American adults. The findings indicate that investigations into medical mistrust may be missing part of the picture by not accounting for exposure to mediated vicarious racial discrimination and health experiences. As scholars answer recent calls to further examine the antecedents of medical mistrust and use more sophisticated techniques (Benkert et al., 2019), theorizing about medical mistrust must include mediated vicarious experiences. Although previous work has examined discrimination as an antecedent to medical mistrust (e.g., Durant et al., 2011; Hammond, 2010), these studies focused on individuals’ own experiences of discrimination. The current study suggests that as communication scholarship is used to more carefully examine medical mistrust, theories, such as social cognitive theory, that are designed to account for vicarious experiences, including through media, may be fruitful avenues for theoretically grounding these studies.

Additionally, as the stories utilized in this study represent probabilistic social comparison frames, specifically disparity frames, the current findings also suggest that theses frames might influence medical mistrust and have implications for communication about health inequalities. Previous work on these frames has examined medical mistrust as a moderator of the effects of these frames (Nicholson et al., 2008), but to my knowledge, no studies have directly examined the effects of these frames directly on medical mistrust. It will be beneficial for future work to examine this phenomenon in conjunction with other health-risk frames (e.g., impact frames), as well as other potentially associated constructs (e.g., linked fate).

The current work supports the idea that despite being related constructs, there are differences in general and race-based medical mistrust. The bivariate relationships and the structural model indicated that these two types of medical mistrust are, in fact, related. Additionally, the relationship between health care-related discrimination news stories (versus non-health care, nonracial discrimination news stories) and general medical mistrust was revealed when race-based medical mistrust was accounted for within the model. Scholars so far have primarily chosen either the general medical mistrust or race-based medical mistrust scale (Williamson & Bigman, 2018). To fully understand the relationship between general medical mistrust and race-based medical mistrust future work must include both measures; this may illuminate how they operate similarly or differently with other constructs of interest. Additionally, as general and race-based medical mistrust appear to be related but not overlapping constructs, it will be beneficial to know whether general medical mistrust is a precursor to race-based medical mistrust or race-based medical mistrust feeds into general medical mistrust. It is also possible that general medical mistrust moderates the relationship between news stories and race-based medical mistrust. Thus, subsequent studies may want to assess general medical mistrust prior to message exposure.



Practical implications

News stories have the potential to influence medical mistrust, and in turn, impact a wide range of health behaviors. The current study provides evidence that news stories discussing discrimination using social comparison frames influence medical mistrust, particularly in the context of health care. Some may argue that this is inconsequential as content analyses suggest this type of news story may be infrequent (Gandy & Li, 2005; Nagler et al., 2016). However, given the increased exposure to news via social media (Matsa & Shearer, 2018) and that Black Americans report being exposed to race-related content more often (Anderson & Hitlin, 2016) and are more likely to share news stories showing disparate racial impact (Bigman et al., 2019), exposure to health care-related racial discrimination stories is still possible.

Thus, the current investigation serves as a reminder of the importance of understanding the other messages that may be present in the information environment (Randolph & Viswanath, 2004). In promoting behaviors (e.g., routine checkups, cancer screenings, etc.), health scholars must recognize and be mindful of the effect exposure to these stories (e.g., reports chronicling the difficulty African American women face during childbirth or Virginia’s Governor Northam blackface medical school yearbook picture) would have on medical mistrust, and in turn, a variety of health behaviors. More recently, in light of the recent COVID-19 pandemic, we must keep in mind the impact news stories about Black Americans’ difficulties seeking care and getting tested for COVID-19 (e.g., Mitropoulos & Moseley, 2020) could have on medical mistrust and willingness to seek care if experiencing symptoms. Moving forward, it may also impact behaviors related to COVID-19 vaccination.

Additionally, the findings of this study speak to the way in which healthcare providers may deal with the role of negative healthcare experiences and racial discrimination experiences by keeping this in mind during interactions with patients. There have been calls for structural competency in medical training and practice, which differs from cultural competency (Metzl & Hansen, 2014). Cultural competency refers to the ability to identify expressions of illness and health across cultures, whereas structural competency advocates for a recognition of the institutions and social conditions that impact health. Metzl and Hansen (2014) discuss this as thinking about how “such variables as race, class, gender, and ethnicity are shaped both by the interactions of the two persons in a room, but by the larger structural contexts in which their interactions take place” (p. 3). Thus, health-care providers might consider that patients’ hesitancy to come in for appointments, or perhaps see a new doctor, could be fueled by current news stories and societal events.

More broadly, the current study, taken with Williamson, Smith et al. (2019), illuminates the need to take care in how medical mistrust is discussed and addressed. Medical mistrust is associated with exposure to individuals’ experiences of racial discrimination both in the context of the health care (the current study) and when it is being “hidden” (i.e., mentioned implicitly) in a variety of contexts (Williamson, Smith et al., 2019). This would point toward medical mistrust being tied to the myriad of inequities, discrimination, and racism that exists in systems in the U.S. Medical mistrust should not be framed as something that needs to be changed within individuals. African Americans’ medical mistrust is considered to be a specific type of cultural mistrust (Thompson et al., 2004), which has previously been framed in ways that might be interpreted as being located within the individual (e.g., pertinent to paranoia as a clinical diagnosis; Whaley, 2001). The current study should not be taken to mean that decreasing exposure to these stories or convincing individuals that racial discrimination does not exist within the health care system is the answer. Instead of locating the solution within individuals, the solution should be properly placed on systems. While some individual measures may mitigate medical mistrust and get individuals necessary care, addressing medical mistrust should ultimately involve advocacy that deals with racism and, in turn, begin to decrease the frequency of these types of experiences.



Limitations

The findings of this study must be considered in the context of its limitations. Financial constraints tied to recruiting through Qualtrics limited survey length and the number conditions. Subsequent work should include a no-exposure control and items that would help verify that vicarious processes are taking place. Furthermore, participants were exposed to a single news story. In everyday life, participants are inundated with messages, sometimes within a short period of time (e.g., scrolling through social media). Although steps were taken to ensure the stories looked like those they might have encountered, participants knew they were taking part of a study and were presented with a standalone article. Future work should consider testing the impact of these stories in a more ecologically valid presentation of the news stories that would provide a closer approximation of how individuals encounter these news stories in the world. For instance, participants could be presented with a mock news feed with multiple stories as in Bigman et al. (2019). Finally, the current study was unable to fully investigate whether demographic variables played a role in the relationship between news stories and medical mistrust. Subsequent studies should strive to have enough representation and variation in their samples to be able to investigate these nuances. Despite these limitations, the current study provides a window into the impact of these messages.



Conclusion

In addressing medical mistrust, both in the context of the current pandemic, as well as the legacy of health disparities, health scholars must consider the message environment outside of the doctor’s office. Furthermore, viewing African Americans’ medical mistrust as solely the result of personal experiences is too narrow; mediated vicarious experiences must also be considered. The results of the present study indicate a need to be attuned to the impact of racial discrimination news stories, particularly those that are health-related, could have on African Americans’ medical mistrust. Given our focus on these types of messages, health communication scholars are poised to undertake the work that pushes medical mistrust scholarship beyond Tuskegee and personal experiences to mediated vicarious experiences.



Notes


	African American is used in this piece to specifically reference this particular group. Black Americans is used in certain places to denote the use in a specific body of literature or story in which Black Americans would include African Americans, as well as other individuals of African descent (i.e., Afro-Caribbean).

	Story credibility did not vary by condition, F(3, 406) = 2.46, p =.06.

	News credibility, measured using Flanagin and Metzger (2000) information credibility scale, was also evaluated as a potential covariate. It was ultimately unrelated to medical mistrust and subsequently removed from analyses.




Acknowledgments

The author thanks Cabral A. Bigman and two anonymous reviewers for their valuable comments on earlier drafts of this manuscript.



Disclosure of potential conflict of interest

This article is based on the dissertation completed by Williamson (2019).



ORCID

Lillie D. Williamson ID http://orcid.org/0000-0001-5735-1416



References

	Anderson, M., & Hitlin, P. (2016). Social media conversations about race: How social media users see, share and discuss race and the rise of hashtags like #BlackLivesMatter. Pew Research Center. http://www.pewinternet.org/wp-content/uploads/sites/9/2016/08/PI_2016.08.15_Race-and-Social-Media_FINAL.pdf

	Bandura, A. (2009). Social cognitive theory of mass communication. In J. O. Bryant & M. B. Oliver (Eds.), Media effects: Advances in theory and research (3rd ed., pp. 94–124). Routledge.

	Benkert, R., Cuevas, A., Thompson, H. S., Dove-Meadows, E., & Knuckles, D. (2019). Ubiquitous yet unclear: A systematic review of medical mistrust. Behavioral Medicine, 45(2), 86–101. https://doi.org/10.1080/08964289.2019.1588220

	Bigman, C. A. (2014). Social comparison framing in health news and its effect on perceptions of group risk. Health Communication, 29(3), 267–280. https://doi.org/10.1080/10410236.2012.745043

	Bigman, C. A., Smith, M. A., Williamson, L. D., Planey, A. M., & McNeil Smith, S. (2019). Selective sharing on social media: Examining the effects of disparate racial impact frames on intentions to retransmit news stories among US college students. New Media & Society, 21(11–12), 2691–2709. https://doi.org/10.1177/1461444819856574

	Bogart, L. M., Wagner, G. J., Green, H. D., Mutchler, M. G., Klein, D. J., McDavitt, B., Lawrence, S. J., & Hilliard, C. L. (2016). Medical mistrust among social network members may contribute to antiretroviral treatment nonadherence in African Americans living with HIV. Social Science & Medicine, 164, 133–140. https://doi.org/10.1016/j.socscimed.2016.03.028

	Brandon, D. T., Isaac, L. A., & LaVeist, T. A. (2005). The legacy of Tuskegee and trust in medical care: Is Tuskegee responsible for race differences in mistrust of medical care? Journal of the National Medical Association, 97(7), 951–956. https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2569322/pdf/jnma00188-0013.pdf

	Centers for Disease Control and Prevention. (2020). COVID-19 in racial and ethnic minority groups. https://www.cdc.gov/coronavirus/2019-ncov/need-extra-precautions/racial-ethnic-minorities.html

	Diesner, J., Aleyasen, A., Chin, C., Mishra, S., Soltani, K., & Tao, L. (2015). ConTEXT: Network construction from texts [Computer software]. http://context.ischool.illinois.edu/

	Durant, R. W., Legedza, A. T., Marcantonio, E. R., Freeman, M. B., & Landon, B. E. (2011). Different types of distrust in clinical research among whites and African Americans. Journal of the National Medical Association, 103(2), 123–130. https://doi.org/10.1016/S0027-9684(15)30261-3

	Flanagin, A. J., & Metzger, M. J. (2000). Perceptions of Internet information credibility. Journalism & Mass Communication Quarterly, 77(3), 515–540. https://doi.org/10.1177/107769900007700304

	Gandy, O. H., Jr. (2009). Coming to terms with chance: Engaging rational discriminationa and cumulative disadvantage. Ashgate.

	Gandy, O. H., Jr., & Li, Z. (2005). Framing comparative risk: A preliminary analyis. Howard Journal of Communication, 16(2), 71–86. https://doi.org/10.1080/10646170590948956

	Greer, T. M., Brondolo, E., & Brown, P. (2014). Systemic racism moderates effects of provider racial biases on adherence to hypertension treatment for African Americans. Health Psychology, 33(1), 35–42. https://doi.org/10.1037/a0032777

	Hall, M. A., Dugan, E., Zheng, B., & Mishra, A. K. (2001). Trust in physicians and medical institutions: What is it, can it be measured, and does it matter? Milbank Quarterly, 79(4), 613–639. https://doi.org/10.1111/1468-0009.00223

	Hammond, W. P. (2010). Psychosocial correlates of medical mistrust among African American men. American Journal of Community Psychology, 45(1–2), 87–106. https://doi.org/10.1007/s10464-009-9280-6

	Hammond, W. P., Matthews, D., & Corbie-Smith, G. (2010). Psychosocial factors associated with routine health examination scheduling and receipt among African American men. Journal of the National Medical Association, 102(4), 276–289. https://doi.org/10.1016/S0027-9684(15)30600-3

	Jacobs, E. A., Rolle, I., Ferrans, C. E., Whitaker, E. E., & Warnecke, R. B. (2006). Understanding African Americans’ views of the trustworthiness of physicians. Journal of General Internal Medicine, 21(6), 642–647. https://doi.org/10.1111/j.1525-1497.2006.00485.x

	Jaiswal, J., & Halkitis, P. N. (2019). Towards a more inclusive and dynamic understanding of medical mistrust informed by science. Behavioral Medicine, 45(2), 79–85. https://doi.org/10.1080/08964289.2019.1619511

	Jaiswal, J., LoSchiavo, C., & Perlman, D. C. (2020). Disinformation, misinformation and inequality-driven mistrust in the time of COVID-19: Lessons learned from AIDS denialism. AIDS and Behavior, 24(10), 2776–2780. https://doi.org/10.1007/s10461-020-02925-y

	Jensen, J. D., Carcioppolo, N., King, A. J., Bernat, J. K., Davis, L., Yale, R., & Smith, J. (2011). Including limitations in news coverage of cancer research: Effects of news hedging on fatalism, medical skepticism, patient trust, and backlash. Journal of Health Communication, 16(5), 486–503. https://doi.org/10.1080/10810730.2010.546491

	Kalichman, S. C., Eaton, L., Kalichman, M. O., Grebler, T., Merely, C., & Welles, B. (2016). Race-based medical mistrust, medication beliefs and HIV treatment adherence: Test of a mediation model in people living with HIV/AIDS. Journal of Behavioral Medicine, 39(6), 1056–1064. https://doi.org/10.1007/s10865-016-9767-1

	Kline, R. B. (2016). Principles and practice of structural equation modeling. Guilford Press.

	Krull, R. (2019). In St. Louis’ digital divide, North City suffers from poor internet access. River Front Times. https://www.riverfronttimes.com/newsblog/2019/02/11/in-st-louis-digital-divide-north-city-suffers-from-poor-internet-access

	LaVeist, T. A., Isaac, L. A., & Williams, K. P. (2009). Mistrust of health care organizations is associated with underutilization of health services. Health Services Research, 44(6), 2093–2105. https://doi.org/10.1111/j.1475-6773.2009.01017.x

	Maly, R. C., Stein, J. A., Umezawa, Y., Leake, B., & Anglin, M. D. (2008). Racial/ethnic differences in breast cancer outcomes among older patients: Effects of physician communication and patient empowerment. Health Psychology, 27(6), 728–736. https://doi.org/10.1037/0278-6133.27.6.728

	Matsa, K. E., & Shearer, E. (2018). News use across social media platforms 2018. Pew Research Center. https://www.journalism.org/2018/09/10/newsuse-across-social-media-platforms-2018/

	Matsunaga, M. (2010). How to factor-analyze your data right: Do’s, don’ts, and how-to’s. International Journal of Psychological Research, 3(1), 97–110. http://doi.org/10.21500/20112084.854

	Metzl, J. M., & Hansen, H. (2014). Structural competency: Theorizing a new medical engagement with stigma and inequality. Social Science & Medicine, 103, 126–133. https://doi.org/10.1016/j.socscimed.2013.06.032

	Mitropoulos, A., & Moseley, M. (2020, April 28). Beloved Brooklyn teacher, 30, dies of coronovirus after she was twice denied a COVID-19 test. ABC News. https://abcnews.go.com/Health/beloved-brooklyn-teacher-30-dies-coronavirus-denied-covid/story?id=70376445

	Morgan, S. E. (2004). The power of talk: African Americans’ communication with family members about organ donation and its impact on the willingness to donate organs. Journal of Social and Personal Relationships, 21(1), 112–124. https://doi.org/10.1177/0265407504039845

	Muthén, L. K., & Muthén, B. O. (2017). Mplus (Version 8). [Computer software]. Muthen and Muthen. https://www.statmodel.com/

	Nagler, R. H., Bigman, C. A., Ramanadhan, S., Ramamurthi, D., & Viswanath, K. (2016). Prevalence and framing of health disparities in local print news: Implications for multilevel interventions to address cancer inequalities. Cancer Epidemiology, Biomarkers & Prevention, 25(4), 603–612. https://doi.org/10.1158/1055-9965.EPI-15-1247

	Nicholson, R. A., Kreuter, M. W., Lapka, C., Wellborn, R., Clark, E. M., Sanders-Thompson, V., Jacobsen, H. M., & Casey, C. (2008). Unintended effects of emphasizing disparities in cancer communication to African-Americans. Cancer Epidemiology, Biomarkers & Prevention, 17(11), 2946–2953. https://doi.org/10.1158/1055-9965.EPI-08-0101

	Omodei, M. M., & McLennan, J. (2000). Conceptualizing and measuring global interpersonal mistrust-trust. The Journal of Social Psychology, 140(3), 279–294. https://doi.org/10.1080/00224540009600471

	Pellowski, J. A., Price, D. M., Allen, A. M., Eaton, L. A., & Kalichman, S. C. (2017). The differences between medical trust and mistrust and their respective influences on medication beliefs and ART adherence among African-Americans living with HIV. Psychology & Health, 32(9), 1127–1139. https://doi.org/10.1080/08870446.2017.1324969

	Pratkanis, A. R. (1989). The cognitive representation of attitudes. In A. R. Pratkanis, S. J. Breckler, & A. G. Greenwald (Eds.), Attitude structure and function (pp. 71–98). Psychology Press.

	Randolph, W., & Viswanath, K. (2004). Lessons learned from public health mass media campaigns: Marketing health in a crowded media world. Annual Review of Public Health, 25(1), 419–437. https://doi.org/10.1146/annurev.publhealth.25.101802.123046

	Reskin, B. (2012). The race discrimination system. Annual Review of Sociology, 38(1), 17–35. https://doi.org/10.1146/annurev-soc-071811-145508

	Shelton, R. C., Winkel, G., Davis, S. N., Roberts, N., Valdimarsdottir, H., Hall, S. J., & Thompson, H. S. (2010). Validation of the group-based medical mistrust scale among urban Black men. Journal of General Internal Medicine, 25(6), 549–555. https://doi.org/10.1007/s11606-010-1288-y

	Thompson, H. S., Valdimarsdottir, H. B., Winkel, G., Jandorf, L., & Redd, W. (2004). The group-based medical mistrust scale: Psychometric properties and association with breast cancer screening. Preventive Medicine, 38(2), 209–218. https://doi.org/10.1016/j.ypmed.2003.09.041

	Tian, Y. T., & Yoo, J. H. (2020). Medical drama viewing and medical trust: A moderated mediation approach. Health Communication, 35(1), 46–55. https://doi.org/10.1080/10410236.2018.1536959

	Truong, K. A., Museus, S. D., & McGuire, K. M. (2016). Vicarious racism: A qualitative analysis of experiences with secondhand racism in graduate education. International Journal of Qualitative Studies in Education, 29(2), 224–247. https://doi.org/10.1080/09518398.2015.1023234

	United States Department of Health and Human Services (2020). Access to health services. https://www.healthypeople.gov/2020/topics-objectives/topic/Access-to-Health-Services/national-snapshot

	Washington, H. A. (2006). Medical apartheid: The dark history of medical experimentation on Black Americans from colonial times to the present. Doubleday Books.

	Weems, G. H., & Onwuegbuzie, A. J. (2001). The impact of midpoint responses and reverse coding on survey data. Measurement and Evaluation in Counseling and Development, 34(3), 166–176. https://doi.org/10.1080/07481756.2002.12069033

	Whaley, A. (2001). Cultural mistrust: An important psychological construct for diagnosis and testing of African Americans. Professional Psychology, Research and Practice, 32(6), 555–562. https://doi.org/10.1037/0735-7028.32.6.555

	Williamson, L. D., & Bigman, C. A. (2018). A systematic review of medical mistrust measures. Patient Education and Counseling, 101(10), 1786–1794. https://doi.org/10.1016/j.pec.2018.05.007

	Williamson, L. D., Bigman, C. A., & Quick, B. L. (2019). A qualitative examination of African Americans’ organ donation-related medical mistrust beliefs. Howard Journal of Communications, 30(5), 430–445. https://doi.org/10.1080/10646175.2018.1512064

	Williamson, L. D., Smith, M. A., & Bigman, C. A. (2019). Does discrimination breed mistrust? Examining the role of mediated and non-mediated discrimination experiences in medical mistrust. Journal of Health Communication, 24(10), 791–799. https://doi.org/10.1080/10810730.2019.1669742

	Zhang, X., Noor, R., & Savalei, V. (2016). Examining the effect of reverse worded items on the factor structure of the need for cognition scale. PloS One, 11(6), 1–15. https://doi.org/10.1371/journal.pone.0157795




Appendix. Example Stimuli

Example of stimuli used. Photographs are from Pixabay and used under the terms of their license: https://pixabay.com/service/license.

Stimuli for Therapist Version of the Health Care, Racial Discrimination (H/D) Condition
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Stimuli for Therapist Version of Health Care, nonracial Discrimination (H/ND) Condition
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Stimuli for Internet Version of Non-health Care, Racial Discrimination (NH/D) Condition
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Stimuli for Internet Version of Non-health Care, nonracial Discrimination (NH/ND) Condition
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ABSTRACT

There has not been a significant improvement in the rate of clinical trial accrual in more than 20 years. Worse, the challenge of inadequate representation among racial and ethnic minorities also persists, deepening disparities in health. Community-Based Participatory Research (CBPR) is a participatory communication method that centers on effective dialogue between researchers and community stakeholders with the goal of creating an equitable partnership for health and social change. The objective of the current study was to provide an update since a systematic review in 2012, on the current status of the empirical research, with a particular focus on the elements of CBPR methods used to improve the rate of accrual of members of racial and ethnic minority communities for clinical trials. Our systematic review found a large increase in the number of CBPR related studies and studies related to racial and ethnic representation in research. More than 85% of studies employing CBPR methods saw statistically positive outcomes. Specifically, the elements of CBPR that are associated with these positive outcomes include community partner participation in (1) a study advisory committee, (2) data collection, (3) the development of interventions, and (4) participant recruitment. However, the results of our study indicate that researchers need to be more transparent about the extent of community participation as well as more thoroughly and accurately describe the nature of the partnership with members of minority communities in order to build upon the scientific literature on community-engaged methods.



Recent research has continually emphasized the need to increase public participation in clinical trials, which currently stands at around 3% (Michaels et al., 2012). The importance of including the medically underserved, including members of minority communities, is even more pressing (Laufman, 2009). Vulnerable groups usually present higher risk and prevalence of various disease conditions, yet they are the least likely to participate in clinical trials (Ford et al., 2008). This challenge of improving recruitment practices has been approached from several perspectives, leading to the development of interventions that aim to increase the diversity of participants in clinical trials and research studies. For example, educational interventions have tended to either address gaps in competence and awareness on the side of the medical provider, or the patient, or both. Despite well-documented barriers faced by patients, especially members of minority populations, who might be eligible to participate in clinical trials, (Albrecht et al., 2008; Occa et al., 2018), there is a paucity of research that focuses on interventions to effectively address these barriers.

The process of recruitment for clinical trials necessarily includes communication between patients and health system providers and/or clinical research staff. Approaches to increase community participation in clinical trials by improving communication often focus on adjusting the provider’s verbal and nonverbal behavior – from specific wording, to tone, pitch, speech rate, and facial expressions (Krieger, 2014; Morgan et al., 2017). Specific communication-related behaviors of patients and providers that might support the informed consent process during clinical trial recruitment have also been identified (see Albrecht et al., 2008; Krieger, 2014; Morgan, Occa, Mouton et al., 2017; Morgan, Occa, Potter et al., 2017; Occa & Morgan, 2018). Less studied are methods of effectively integrating community members’ perspective and worldview, which ultimately influence the success of the encounter between patients and their health care providers and/or clinical research professionals. However, some studies have suggested that improving the participation of members of vulnerable groups requires a meaningful level of community-engagement, motivated by ethics, social justice and inclusive values (Ross et al., 2010; Seifer et al., 2010; Wallerstein & Duran, 2008).

Community-based Participatory Research (CBPR) is widely considered the optimal approach within the Community Engagement Continuum (CENR) for both communities and researchers who share a social change objective (Ross et al., 2010). There continues to be a high degree of support for CBPR approaches, as evidenced by inclusion in funding mechanisms, such as the NIH Trust Initiative and Clinical and Translational Science Award program (Seifer et al., 2010). However, because of the nature of CBPR (explained in the next section) collecting scientific and statistical data on the implementation or outcomes of this approach is difficult, which makes causal inferences from a CBPR intervention on a specific disease outcome challenging (Wallerstein et al., 2008).

Nonetheless, CBPR methodologies have been used as the foundation of the development of a number of strategies and interventions to support the recruitment of members of minority communities in clinical trials and research studies. In 2012, a systematic review of research using CBPR to inform clinical research in racial and ethnic minorities was published, and results indicated that the outcomes associated with the use of this set of methodologies was overwhelmingly positive (De Las Nueces et al., 2012). However, a key finding at the time of the study was that the degree of community “participation,” a critical aspect of true CBPR, varied significantly across interventions. Because there has also been a substantial increase in the number of recent peer-reviewed publications that use CBPR in clinical trial research, this suggests that an updated review may support intervention planning, development, and implementation. Therefore, the goal of this current research will be to provide an update on the current status, effectiveness and the extent of participation of racial and ethnic minority communities in clinical trials using CBPR methods, and the role of communication, based on recent literature.



Literature review

Clinical trials are responsible for most advancements in treatments and cures for various illnesses, but without adequate representation across racial, ethnic and cultural backgrounds, findings from clinical trials are of diminished value since they may not be generalizable (Michaels et al., 2015). Previous studies have documented the knowledge and attitudes of members of the general public regarding clinical trial participation (see Krieger, 2014; Krieger et al., 2015; Miller et al., 2011); these studies point to the importance of building awareness of clinical trials, particularly among members of vulnerable groups (Tanner et al., 2015). However, an overemphasis on “raising awareness” as the main route to improving rates of participation may prove short-sighted. Research has already demonstrated that in 2012, 72.9% (up from 67.6% in 2008) of the general population were aware of clinical trials. Awareness has also been increasing in Black/African American and Hispanic minority groups (67.1% and 59.8%, respectively,), which is a faster rate of increase than among Caucasians (Leiter et al., 2015). On the other hand, improving knowledge and perceptions about clinical trials is necessary to increase intentions to participate and ultimately increase accrual rates (Morgan et al., 2020).

Individuals from underrepresented groups face additional barriers that require careful attention. These barriers can be individual- or system-based (Morgan & Mouton, 2015). For example, the financial reimbursement system for health-care providers creates pressure on physicians to limit the time that they spend with each patient, which makes it more challenging for physicians to discuss clinical trials with their patients (Howerton et al., 2007). Other difficulties associated with communicating about clinical trials are aggravated in race-discordant interactions about clinical trials (Eggly et al., 2015). Features of clinical trials themselves also present significant barriers. For example, Lie et al. (2019) discovered that patients cited the length of many clinical trials as a barrier to study participation. Additionally, rigid inclusionary criteria for participation in most clinical trials increase the time required to talk about clinical trials with patients and limits the number of people who are eligible to participate (Morgan & Mouton, 2015).

Some of the barriers faced by individuals from underrepresented groups can be better addressed by using complementary methods for protocol design and study implementation (Ford et al., 2008). Developing protocols and procedures through in-depth discussions with members from the community may help researchers and practitioners anticipate those hidden needs before they become barriers. Therefore, identifying empirically supported best practices to increase motivation and develop shared understanding with patients and community-based stakeholder groups, particularly within minority communities may help to increase participation in clinical trials among members of these groups.



Community-based participatory methods

The goal of interventions related to clinical trial accrual are not to persuade people to join clinical trials but rather to increase informed consent, or informed refusal to participate, through clear and accurate messages (Krieger, 2014). Three recommendations have been suggested for promoting clinical trials in communities by Michaels et al. (2015); these CBPR-grounded recommendations go beyond exhortations to “increase awareness” and instead focus on the importance of helping patients access information about available trials and eventually, to make an informed decision about participation. First, message design must advocate for clinical trials as a social justice issue, address any historical or cultural misunderstanding and include a call for action that holds the community itself accountable for increasing participation (for example, through training community leaders). Second, this work should be a part of a long-term, patient-centered, trust-building plan that acknowledges institutional responsibility. Third, measures of success should include indirect and/or proximal variables to accrual, such as changes in attitudes or increases in community dialogue about the subject rather than simply focusing on the number of minority patients enrolled in a study as the key outcome.

To accomplish these goals, researchers have increasingly employed Community-Based Participatory Methods (CBPR) as a part of their recruitment of participants for clinical trials (Swanson & Ward, 1995). The community-engaged research (CeNR) continuum, developed by National Center for Research Resources (NCRR) at the National Institutes of Health (NIH), identifies approaches to orientations to research, from less- to more-desirable: (a) investigator-driven, (b) community-placed, (c) community-based research, (d) Community-based Participatory Research (CBPR), (e) community-driven research. The ideal of social justice and community engagement, within the confines of an academic research project, therefore, has been embodied by the CBPR approach (Ross et al., 2010). CBPR is a participatory communication method that centers on effective dialogue between community and researcher stakeholders as equal partners in a process of social change (Peterson & Gubrium, 2011). CBPR facilitates community involvement in all areas of leadership and decision-making in the implementation of a research project to improve community health outcomes (Ross et al., 2010).

One of the main challenges to implementation of CBPR methodologies for clinical trials is the mobilization of communities; competing values and worldviews of stakeholders at the individual level present challenges for working together effectively. CBPR is especially effective in targeting underserved or vulnerable groups (Minkler, 2004; Wallerstein et al., 2008) who are, by definition, more at risk of a particular disease or poor health outcomes, and usually have limited ability to deploy resources to adequately intervene (Nyamathi et al., 2007). While women, children, and the elderly, people of color, LGBTQ, immigrants, homeless people, and people living with HIV have all been considered vulnerable populations (Nyamathi et al., 2007), the participation (or lack thereof) of racial and ethnic minorities has been the focus of much of the existing literature addressing disparities in clinical trial accrual in underserved populations (see Heller et al., 2014; Katz et al., 2008; A. Langford et al., 2010). De Las Nueces et al. (2012) suggest that CBPR is becoming more commonly integrated into research that targets racial and ethnic minorities for participation in clinical trials, but there is limited recent evidence to support this claim. We therefore sought to address this with the following research question:

RQ1: Has there been an increase since the 2012 systematic review in the use of CBPR methods to enhance racial and ethnic participation in clinical trials?

When done well, successful CBPR looks like effective dialogue, involving community leaders that are held in high esteem by the community, a flexible Principal Investigator who listens and responds accordingly, resulting in the creation of sustainable relationships built on a foundation of demonstrated dedication, shared values, and an equitable power structure (Wallerstein et al., 2008). The process of establishing this two-way dialogue between researchers and community usually begins with the establishment of a Community Advisory Board (CAB). Working with a CAB is time-consuming and involves various types of activities. Iterative steps employed by researchers and CABs may include strategizing, community engagement, creating recruitment material, ongoing dissemination of findings via presentations and discussions, and follow-up at the community, program and policy levels (McDavitt et al., 2016). These activities require consistent communication and the details reveal the true nature of these partnerships.

Effective communication between community and research stakeholders, while time-intensive, predicts better outcomes from CBPR projects (Wallerstein et al., 2008). However, communication processes are not necessarily straightforward or easy. Researchers must be wary of CPBR elements that can potentially reinforce existing power structures in communities. For example, community representation on the CAB may not be as democratic as CBPR ideals promote. In a project described by Horowitz et al. (2009), community leaders were in charge of regular updates and enforced strict schedules and procedures. An overly dogmatic CAB approach may actually be incongruous with the values of CBPR, which can be summarized as the “need to better understand the non-project nature of people’s lives, the complex livelihood inter-linkages that make an impact in one area likely to be felt in others and the potential for unintended consequences” (Cleaver, 1999, p.
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Baltimore Residents Have Tougher Time Seeing
a Therapist

Study findings raise concerns about unequal access to mental health
treatment

Black residents in Baltimore, Maryland have a significantly harder time
getting an appointment with a therapist than other Maryland residents.

Courtney Wilson, a Black cashier, has struggled to get a therapist in
Maryland- for the past year. She thought she was alone, but it tums out
many other Baltimore residents like Wilson are struggling to get
appointments.

A recent Mental Health Association of Maryland report shows that Black
residents in Baltimore are less likely to have nearby practices that are
accepting new patients. The report finds that they can have a lot of
difficulty securing an appointment with a therapist.

The findings are raising concerns about unequal access to mental
health treatment for Black residents in cities like Baltimore.

“What we are seeing is that people living in Black areas are still not
receiving the same levels of access,” said Steve Anderson, a
researcher at the Mental Health Association of Maryland and co-author
of the report.

The report recommends that the private and public sector work together
to find solutions and increase access in historically underserved Black
communities.
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Rural Residents Have Tougher Time Seeing a
Therapist

3 e 4
Study findings raise concerns about unequal access to mental health
treatment

Residents in rural towns in Maryland have a significantly harder time
getting an appointment with a therapist than other Maryland residents.

Courtney Wilson, a White cashier, has struggled to get a therapist in
Maryland for the past year. She thought she was alone, but it turns out
many other rural residents like Wilson are struggling to get
appointments.

A recent Mental Health Association of Maryland report shows that rural
residents in Maryland are less likely to have nearby practices that are
accepting new patients. The report finds that they can have a lot of
difficulty securing an appointment with a therapist.

The findings are raising concerns about unequal access to mental
health treatment for residents in rural towns.

“What we are seeing is that people living in rural areas are still not
receiving the same levels of access,” said Steve Anderson, a
researcher at the Mental Health Association of Maryland and co-author
of the report.

The report recommends that the private and public sector work together
to find solutions and increase access in historically underserved rural
communities
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Ferguson Residents Have Tougher Time Getting
Home Internet

Study findings raise concerns about unequal access to home intemnet
services

Black residents in Ferguson, Missouri have a significantly harder time
getting home intemet access than other Missouri residents.

Brandon Jones, a Black postal worker, has struggled to get high-speed
internet access in his home for the past year. He thought he was alone,
but it turns out many other Ferguson residents like Jones are struggling
to get home internet access.

A recent Brookings Institute report shows that Black residents in
Ferguson are less likely to have intemet access in their place of
residence. The report finds that they can have a lot of difficulty securing
high-speed internet access.

The findings are raising concerns about unequal access to internet
services for Black residents in cities like Ferguson.

“What we are seeing is that people living in Black areas are still not
receiving the same levels of access,” said Steve Anderson, a
researcher at the Brookings Institute and co-author of the report.

The report recommends that the private and public sector work together
to find solutions and increase access in historically underserved Black
communities
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Rural Residents Have Tougher Time Getting
Home Internet

Study findings raise concerns about unequal access to home internet
services

Residents in rural towns in Missouri have a significantly harder time
getting home internet access than other Missouri residents.

Brandon Jones, a White postal worker, has struggled to get high-speed
internet access in his home for the past year. He thought he was alone,
but it turns out many other rural residents like Jones are struggling to
get home internet access.

A recent Brookings Institute report shows that rural residents in Missouri
are less likely to have internet access in their place of residence. The
report finds that they can have to a lot of difficulty securing high-speed
internet access.

The findings are raising concerns about unequal access to internet
services for residents in rural towns.

“What we are seeing is that people living in rural areas are still not
receiving the same levels of access,” said Steve Anderson, a
researcher at the Brookings Institute and co-author of the report.

The report recommends that the private and public sector work together
to find solutions and increase access in historically underserved rural
communities





