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Abstract

Background: As medical and public health professional organizations call on researchers

and policy makers to address structural racism in health care, guidance on evidence-based
interventions to enhance health care equity is needed. The most promising organizational change
interventions to reduce racial health disparities use multilevel approaches and are tailored to
specific settings. This study examines the Accountability for Cancer Care through Undoing
Racism and Equity (ACCURE) intervention, which changed systems of care at two U.S. cancer
centers and eliminated the Black-White racial disparity in treatment completion among patients
with early-stage breast and lung cancer.

Purpose: We aimed to document key characteristics of ACCURE to facilitate translation of the
intervention in other care settings.

Methods: We conducted semi-structured interviews with participants who were involved in the
design and implementation of ACCURE and analyzed their responses to identify the intervention’s
mechanisms of change and key components.

Results: Study participants (n = 18) described transparency and accountability as mechanisms of
change that were operationalized through ACCURE’s key components. Intervention components
were designed to enhance either institutional transparency (e.g., a data system that facilitated
real-time reporting of quality metrics disaggregated by patient race) or accountability of the care
system to community values and patient needs for minimally biased, tailored communication and
support (e.g., nurse navigators with training in antiracism and proactive care protocols).

Conclusions: The antiracism principles transparency and accountability may be effective
change mechanisms in equity-focused health services interventions. The model presented in
this study can guide future research aiming to adapt ACCURE and evaluate the intervention’s
implementation and effectiveness in new settings and patient populations.

Keywords

Cancer care; Quality improvement; Intervention; Planned adaptation; Community-based
participatory research; Antiracism

1. Introduction

Since publication of the 2002 Institute of Medicine report titled “Unequal Treatment:
Confronting Racial and Ethnic Disparities in Health Care,” (Nelson et al., 2002) evidence
of racial disparities in health outcomes has steadily accumulated and remains relevant in
every category of illness. In the case of cancer, one of the leading causes of mortality in

the U.S., death rates are higher among Black Americans than any other racial or ethnic
group for most cancers (DeSantis et al., 2019). Over the last two decades, public health
researchers and advocates have examined the role of racism as a social determinant of health
and a driving factor in race-based health disparities (Came & Griffith, 2018; Jones, 2002,
pp. 7-22; Largent, 2018). Experts define racism as a hierarchical social system in which the
dominant group uses social power to systematically advantage racial in-group members and
simultaneously oppress group members defined as inferior (Bailey et al., 2021; Williams et
al., 2019). Institutional racism is the manifestation of a race-based system of advantage and

SSM Qual Res Health. Author manuscript; available in PMC 2023 July 21.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Griesemer et al.

Page 3

disadvantage in the policies and practices of institutions (Bassett & Graves, 2018). Scholars
have highlighted ways in which historical policies that exemplify institutional racism, such
as hospital segregation, continue to have implications for the unequal treatment of people of
color today (Bailey et al., 2017; Largent, 2018). Acknowledging systemic aspects of racism
that are embedded in the social environment and institutional cultures, researchers have
called for public health strategies that promote organizational change in order to create more
equitable care outcomes (Bailey et al., 2021; Bassett & Graves, 2018; Griffith, 2010).

Despite the growing literature on the need for institutional change to address racial
disparities in health care, research on interventions aimed at reducing cancer disparities
remains primarily focused on changing patient knowledge and behavior, as opposed to
examining health care systems where patients receive care (Hardeman, 2020). A recent
policy statement from the American Society of Clinical Oncology called on researchers to
advance health equity by implementing evidence-based interventions that address structural
barriers to accessing quality care (Patel et al., 2020). Health care settings can be observed
and modified, and intervening at the organizational level, both within care systems and
across systems and institutions, is an underutilized approach to address disparities in
outcomes (Bassett & Graves, 2018; Griffith, Yonas, Mason, & Havens, 2010). By targeting
systems of care, quality improvement interventions have the potential to address an
underlying cause of racial disparities: institutional racism. In doing so, system-focused
interventions are likely to be more sustainable and reach more patients than interventions
targeting individuals.

The most promising organizational change interventions to reduce racial health disparities
use multilevel approaches and are tailored to the specific context (Chin et al., 2012; Hassen
etal., 2021). The Accountability for Cancer Care through Undoing Racism and Equity
(ACCURE) intervention, the parent trial for this study, was a multicomponent intervention
that successfully eliminated the racial disparity in treatment completion rates between Black
and White early-stage breast and lung cancer patients. The intervention took place at two
U.S. cancer centers (Cone Health Cancer Center in Greensboro, NC, and Hillman Cancer
Center in Pittsburgh, PA) and involved several strategies including training for providers
on the root causes of health care inequities (Black et al., 2019), a data system (Real-Time
Registry) that tracked patient progress in real time disaggregated by patient race (Cykert et
al., 2020), and nurse navigators who supported patient engagement through data-informed
care (Griesemer et al.). Results from ACCURE showed that prior to implementing the
intervention, treatment completion rates in the population cohort at the two cancer centers
(n = 8,945) were 79.8% for Black patients vs. 87.3% for White patients (p < 0.001). After
ACCURE, the racial disparity among patients in the intervention group (n = 302) was
nonsignificant (Black patients 88.4% and White patients 89.5%, p = 0.77). Multivariate
analyses confirmed the intervention yielded a significant reduction in this disparity (Black-
White OR 0.98, 95% CI 0.46, 2.1). Details of the trial evaluating ACCURE have been
reported in a previous publication (Cykert et al., 2020).

Importantly, the ACCURE study used a Community-Based Participatory Research (CBPR)
approach, meaning community members affected by racial disparities in health care were
involved in every phase of the project (Wallerstein & Duran, 2006). The organization that
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designed the intervention and guided implementation was the Greensboro Health Disparities
Collaborative (GHDC), a community-academic-medical research partnership founded in
2003 and based in Greensboro, NC. GHDC was established by Greensboro community
members who wanted to understand and address racial disparities in health care through
applied research. They interviewed and recruited academic researchers from the University
of North Carolina to partner with them in applying for research funding from the National
Institutes of Health (Yonas et al., 2006). That application led to the Cancer Care and Racial
Equity Study (CCARES) (Yonas et al., 2013), which in turn led a larger grant that funded
the development and implementation of ACCURE. Both studies were conducted through

a CBPR process of organizing stakeholders from the local community and from medical
and academics institutions to collaborate on system-change health disparities research and
education. GHDC'’s application of CBPR, including discussion of important issues such as
navigating power dynamics and resource allocation, has been described in detail in prior
publications (Black et al., 2021; Eng et al., 2017; Schaal et al., 2016; Yonas et al., 2013;
Yonas et al., 2006).

1.1. Theoretical frameworks

1.1.1. Undoing Racism®—To design the ACCURE intervention, GHDC drew from
principles described in Undoing Racism®, a resource developed by a collective of antiracist
organizers and educators (The People’s Institute for Survival and Beyond, 2018). Upon
joining GHDC, members are required to participate in the Racial Equity Institute’s Phase

1 workshop, a two-day antiracism training based on Undoing Racism®. The purpose of

the workshop is to foster a shared analysis of the systems and structures that maintain
oppression. Building a shared analysis of systemic racism is a common antiracism
organizing strategy (Came & Griffith, 2018) and is foundational to GHDC’s approach to
conducting antiracist research in health care systems. CCARES, GHDC’s research study
prior to ACCURE, was informed by the Undoing Racism® principle of analyzing power
(Table 1). The researchers studied institutional power in Cone Health by examining data
sources and the flow of information regarding patient outcomes. GHDC identified a lack
of data transparency in care outcomes, which in turn obscured racial inequities in treatment
engagement and completion. CCARES also involved qualitative interviews with patients
from Cone Health to examine barriers to quality care and racial differences in how patients
experienced care (Yonas et al., 2013). Building on the foundation of this prior research,
GHDC designed the components of ACCURE to: (1) enhance data transparency, and (2)
apply the Undoing Racism® principle of maintaining accountability to communities to a
racial equity-focused intervention in cancer care (Table 1).

To our knowledge, ACCURE is the first health services intervention to use Undoing
Racism® to guide intervention design. The principles of transparency and accountability

are well documented in ACCURE (Black et al., 2019; Cykert et al., 2020; Eng et al., 2017;
Schaal et al., 2016), but there is a lack of literature linking these principles to existing public
health models. As public health leaders call on the field to dismantle structural racism built
into systems of care (Choo, 2021; Crear-Perry et al., 2020; Hardeman et al., 2016), new
models for intervention development that incorporate antiracism principles could advance
research on effective strategies for enhancing racial equity in the delivery of health care.
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1.1.2. Planned Adaptation Model—The present study was guided by the Planned
Adaptation Model (Lee et al., 2008), which specifies a four-step process for adapting
evidence-based interventions (Table 2). This model, along with research by Kirk and
colleagues that offers methodological guidelines for applying the Planned Adaptation

Model (2021)1, provides a systematic approach for documenting and adapting existing
interventions so they can maintain effectiveness in new environments. The objective of the
present study was to complete step one in the model: examine the original intervention’s
theory of change by identifying mechanisms and key activities. We used first-hand narratives
from those closest to the intervention to document how ACCURE changed systems of care.

1.1.3. Social Ecological Model—In the analysis stage of this study, we applied the
Social Ecological Model (SEM), a widely used model in health promotion programs (Ma
etal., 2017; McCormack et al., 2017), to synthesize our results (see section 3.2). The

SEM describes levels at which it’s possible to intervene to address public health issues
(McLeroy et al., 1988). The model is often depicted as concentric circles (Fig. 1), with the
outer circles representing greater spheres of potential influence (e.g., policy, community, and
organizational levels), and the inner circles representing interventions targeting individuals
(interpersonal and intrapersonal levels). Interventions are more likely to be effective when
targeting multiple levels of the SEM, compared to interventions focusing only on the

inter or intrapersonal level (Hassen et al., 2021; Kellou et al., 2014). The SEM informed
the interpretation of findings and contributed to our overarching aim: to document key
characteristics of ACCURE to facilitate translation of the intervention in new settings.

2. Methods

This study was a post-hoc examination of the original ACCURE intervention, which took
place from 2012 to 2018. The present study was conducted in 2019-2021 and involved
three phases. We first reviewed materials documenting the ACCURE intervention, including
publications describing the intervention development process and outcomes (Black et

al., 20211 Cykert et al., 2020; Eng et al., 2017; Schaal et al., 2016) and procedure

manuals. Next, we developed a semi-structured interview guide informed by the Planned
Adaptation Model and previous research on documenting key characteristics of an evidence-
based intervention (Kirk et al., 2021). We then recruited interview participants, conducted
interviews, and analyzed the data to identify themes.

The research process was enhanced by a Community Advisory Board (CAB) made up of
five members of GHDC. While the original ACCURE study was a CBPR process conducted
in full partnership with GHDC, the present study was designed by the first author, a GHDC
member, with advising from GDHC and her academic mentors. She formed a CAB to ensure
that study design and analysis remained aligned with and accountable to the interests and
values of the larger GHDC. The CAB met three times over the course of the study and
members were compensated $25 per meeting. In the first meeting, which took place during
study development, the CAB provided input on the interview guide. After data collection

1References dated 2021 were accessed in 2019-2020 prior to formal publication as online or preprint versions with permission from

the authors.
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was complete, the CAB met again to review the initial findings. In the final meeting, we
discussed the overall interpretation of the findings and the framing of the results. In addition,
the CAB served as a bridge between the activities of present study and the larger GHDC

by bringing the CAB members’ perspectives on the history of GHDC and ACCURE into
discussions about the present study, and by bringing updates about the present study back

to GHDC at monthly meetings. CAB members were invited to contribute to dissemination
products from the study including this manuscript.

2.1. Participants and recruitment

We used purposive sampling to recruit participants who were actively involved in the design
and implementation of ACCURE for in-depth interviews (Table 3). We aimed to recruit
participants with a range of perspectives, including longstanding GHDC members with
knowledge of prior research informing ACCURE and the rationale for the intervention,
community-based research assistants directly involved with data collection, academic
research staff who contributed to grant writing and project management, information
technology specialists who designed the intervention’s data system, and cancer center
administrators and providers who worked with researchers on study implementation, patient
recruitment, and intervention delivery. Patient interviews were not conducted because the
present study aimed to document ACCURE from the perspective of those who designed and
delivered the intervention. CAB members were ineligible to participate in interviews. The
first author consulted with ACCURE investigators to identify 20 potential participants with
first-hand knowledge of the intervention. This pool represented the full group of individuals
who had sufficient familiarity with ACCURE to provide insight into this study’s research
questions. Participants were contacted by the first author via email and invited to participate
in an interview about their involvement with ACCURE. If they agreed to an interview, the
first author scheduled a time to meet. Potential participants who did not respond to the first
email were sent a maximum of two follow-up emails.

2.2. Data collection

The first author conducted interviews (n = 18) between December 2019 and June 2020.
Each interview lasted approximately one hour. The first nine interviews were conducted
in-person at private locations convenient for participants. The remaining interviews were
conducted via video conference due to the COVID-19 pandemic. The interviewer obtained
verbal consent to participate in the research study from participants prior to each interview.
Participants were compensated $20 per interview; seven participants waived compensation.
Interviews were audio recorded and transcribed verbatim. All study procedures were
approved by the University of North Carolina at Chapel Hill’s Institutional Review Board.

2.3. Analysis

The interviewer wrote memos after each interview, noting key topics and ideas that could
be explored further. Deidentified transcripts were uploaded into Atlas.ti software. Guided
by the Framework Method for qualitative health research (Gale et al., 2013), the first
author developed a codebook of relevant categories in the interview data. Topical codes
were deductive and based on previous research applications of the Planned Adaptation
Model (Kirk et al., 2021). Additional codes were developed inductively during analysis to

SSM Qual Res Health. Author manuscript; available in PMC 2023 July 21.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Griesemer et al.

Page 7

capture recurring themes. To assess reliability in coding, 20% of transcripts were randomly
selected to be coded separately by a research assistant (R.J.). The analysts met twice to
discuss discrepancies in coding and refine code definitions. The first author then updated

the discussed transcripts and coded the remaining transcripts. Next, she used code reports
and matrices to organize the data and identify themes across the interviews (Raskind et

al., 2019). She then developed a model to visually represent key findings. CAB members
provided feedback on the model and results. The first author also presented study findings in
a GHDC meeting and invited input on whether the visual depiction of ACCURE accurately
represented GHDC’s understanding of the intervention.

3. Results

The sample included 18 participants representing a range of roles in ACCURE and
community, academic, and medical affiliations (see Table 3). The sample reflected the racial
diversity of the ACCURE study team (participants identified as Black, White, and Asian)
and included men and women. The results from the in-depth interviews are presented in two
sections: (1) the motivation for ACCURE, and (2) an organizing model of ACCURE linking
each intervention component to an underlying mechanism of change.

3.1. Motivation for ACCURE

Participants described two primary motivations for ACCURE: gaps in data reporting that
obscured racial disparities in treatment outcomes, and commitment to a system-change
intervention approach. These themes are discussed below with supporting quotations from
interview participants.

3.1.1. Gaps in data reporting that obscured disparities—A key motivation
among academic research partners was to improve data reporting and transparency in

order to illuminate racial disparities, raise awareness among care system employees about
treatment disparities in their organizations, and use the data to improve care quality.
Participants referred to CCARES, prior research that pointed to gaps in how treatment data
was reported in the Cone Health cancer registry database (Yonas et al., 2013). Patient race
and treatment completion data were not consistently reported, and the information translated
into the cancer registry often lagged months behind actual treatment time. ACCURE
researchers viewed this time lag as a barrier to quality care because providers were unaware
of which patients were falling behind on treatment until it was too late to reengage them in
care. One participant explained,

“We ... tried to look at the cancer registry to see what were the differences between
Black and White women who have breast cancer, and there was so much missing
data ... that was a shocking kind of wake-up call to action among [GHDC]
members ... if we are going to eliminate a racial disparity, you have to first
document that ... The medical system partner had that information in medical
charts, but it wasn’t in the cancer registry.” (Project manager)

This spurred the researchers to analyze cancer registry and medical records to document
disparities in treatment outcomes among Cone Health patients. The process of analyzing
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data disaggregated by patient race illuminated racial disparities in treatment completion and
links to higher mortality rates among Black patients. Another participant described cancer
center providers’ reaction to the documented disparities:

“... s0 we used their cancer registry data and we analyzed it for them by race for
the previous years, so that they can see that there were African American women
dying from it. The doctors just ... They didn’t know. They didn’t know who was
not completing the care. They didn’t know who had died from it. They just don’t
follow up and so they were very astounded by the data.” (Principal Investigator)

Through conversations with providers and leaders at the cancer center, the researchers
learned that data were not often used for quality improvement efforts, and when they were,
the usual approach was to examine outcomes across all patients in certain illness categories.
One participant stated:

“... the providers and administrators are not always hearing about all these kinds
of discrepancies in care between different racial groups because they didn’t have
the data to really see it in real time, or at all, if no one was really looking at it.
Because oftentimes people are looking at things as the whole group ... and not
looking between groups and seeing what maybe some of the differences are. So it’s
kind of bringing attention to that in a way and having the data ... to show that there
was a true difference going on.” (Postdoctoral fellow)

This participant explained that due to gaps in data reporting, especially with regard to
patient racial identity groups, there was a lack of awareness among cancer center staff about
disparities in treatment outcomes. Racial disparities were present in the data, but because the
data were not stratified and examined by patient race, the disparities were obscured. These
findings helped motivate Cone Health to partner with GHDC in developing a grant proposal
to design an intervention aimed at addressing documented disparities.

3.1.2. Commitment to a system-change intervention approach—~Participants
also emphasized GHDC’s commitment to a system-change approach to enhance racial
equity in health care organizations. In explaining this motivation, one participant referred to
the qualitative interviews conducted with patients in CCARES, stating, “Well, the motivation
was to actually try and intervene in the system. Recognizing, from people’s lived experience
and from our data from CCARES, how do we approach a system and influence people’s
outcomes within the system?” (Survey data coordinator). This participant highlighted the
link between patient experiences documented in prior research (Yonas et al., 2013) and
GHDC’s commitment to addressing disparities in care outcomes by implementing changes
at the organizational level.

Another participant discussed the antiracism training that informs GHDC’s work as an
inspiration for the system-change approach. She said:

“... part of the [ACCURE] interventions were inspired by ... the racial equity
training, which suggested ways to undo the historical impacts of racism ... focusing
on changing the health care system. Not trying to change the people, but trying

to change the health care system ... too much blame is put on communities and
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the people themselves, when they’re not always the decision makers for what’s
happening [to] them [and] for the pressure that they experience ... and so we need
to change institutions.” (Project manager)

This sentiment was expressed across the interviews, with many participants stating that

the motivation for the intervention was to implement strategies focused on changing the
health care system, as opposed to changing individuals. Another participant emphasized the
importance of addressing racism from a systems perspective, stating:

“When you see disparities, how do you correct those? How do you correct it

from a system versus for somebody’s implicit bias or how they view a person of
color? How do you change a system where, regardless of your implicit bias or
your ideology or your beliefs, it won’t affect the amount of treatment? Because ...
everybody should get the same. How do you make the system do that versus the
individual do that?” (GHDC Executive Board member)

The questions raised by this participant illuminate the research team’s commitment to
implementing changes that were integrated into the operations of the care system. GHDC
members viewed system-change as the foundation of their approach. Intervening to address
biases and beliefs held by individual providers was a complementary strategy, but, in this
participant’s view, would not be sufficient to enact lasting change if implemented alone.

3.2. An organizing model of ACCURE: Transparency, accountability, and the Social
Ecological Model

Participants’ theory of change for how ACCURE worked to eliminate the racial disparity
in treatment completion was grounded in the antiracism principles of transparency and
accountability, which had informed the design of the original ACCURE intervention.
While the present study was not designed specifically to examine these principles, the
influence they had on ACCURE was evident in the data. Throughout the interviews,
participants emphasized transparency and accountability as mechanisms that were essential
to intervention success. These principles were operationalized in each intervention
component, described below.

Data from the interviews also indicated that participants understood ACCURE as a
multilevel intervention: “a layered approach” (Survey data coordinator). We applied the
Social Ecological Model (Fig. 1) to our analysis to examine the multilevel nature of
participants’ descriptions of the principles of transparency and accountability. Three levels
of the SEM were represented in ACCURE: the community, organizational, and interpersonal
levels. Participants discussed transparency and accountability as operating across these three
levels, linking the principles to themes of community involvement, organizational change,
and interpersonal support for patients across the dataset. To illustrate this, we developed

a model that overlays transparency and accountability with the three levels of the SEM

that were key to ACCURE (Fig. 2). We then mapped the intervention components onto the
levels. The components listed on the left side of the model worked to enhance transparency,
while the components listed on the right worked to enhance accountability. The sections
below describe how ACCURE worked at each level, using supporting data from the
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interviews to underscore the rationale for each component in the context of transparency
and accountability.

3.3.  Community-level components

Community-based partnership.—At the community level, the foundational component
of ACCURE was a strong community-based partnership with academic, medical, and
community partners (GHDC), which directed the project and maintained accountability

to pre-established collective values. Participants emphasized that accountability to a
community-led organization was critical to the process of designing an equity-focused
intervention. One participant stated,

“Well, the community accountability part ... that’s a critical part ... health care
systems think they can just recreate the actual interventions that we did with
ACCURE, and they can, but what makes it stronger is having a community-
accountable partner to ask questions along the way. And the ... partner needs to
be a group of people who in some way represent and identify with ... the racial
disparity that’s going on, whether they are part of the same racial identity group or
they’re part of the disease condition ... or they know close loved ones to them.”
(Project manager)

Emphasizing the importance of community involvement from the outset and throughout the
process, another participant said,

“... having a community-based organization that’s grounded in the equity work.
That was a key component. That had an active role in the development of that
from beginning ... having some community body ... that’s engaged in constant
conversation about what’s going on. So, you’re reporting to them and then they’re
given the space and time to give input.” (Postdoctoral fellow)

This quotation highlights the ongoing nature of GHDC’s involvement with ACCURE, and
the importance of providing multiple opportunities for community-based research partners to
provide feedback on the intervention development and implementation process.

Antiracism training.—Participants described antiracism training as foundational to the
intervention. The training allowed community, academic, and medical research partners
to establish a common understanding of the rationale for the intervention’s system-based
approach. One participant stated,

“l would say that having racial equity or antiracism training for essential staff is

a baseline. There needs to be a common understanding of systemic inequity. And
even in a highly educated people, there’s usually a major gap in their understanding
of systemic inequity. And so, | think that has to be foundational.” (Survey data
coordinator)

This participant described the training as an important requirement for research partners
involved with the intervention, regardless of their educational background. A physician
involved with the ACCURE study described the transformational effect that antiracism
training had on his understanding of racial disparities:
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“... as much as | was aware of racial disparities in health care and the outcomes,

I wasn’t really aware of the institutional underpinnings of why we ended up with
the system we currently have. It was helpful ... | found myself at that time when

I became the lung cancer champion not necessarily really accepting that there was
institutional racism and it wasn’t until the mandated two-day training session that it
really hit home with me that, okay, now I really understand.” (Physician)

The participant recognized that the antiracism training prompted a shift in his understanding
of institutional racism, which in turn strengthened his understanding of the rationale for
ACCURE’s system-change approach. This was especially important, because as a physician
champion for the study, the participant was tasked with galvanizing support for the
intervention among cancer center staff. A cancer center administrator described the impact
the historical aspect of the antiracism training on how she viewed her work:

“I think knowing the history allows you to see injustice, and then to begin to say
with transparency, this was unjust. How do we go back now? You can’t rewrite
history and all the patients that have come through, but how do we change it so
that history doesn’t repeat itself? ... what’s been most helpful is to take these
antiracism principles of the transparency of the data and the accountability to
change.” (Administrative leadership)

This quotation highlights the participant’s thought process that led them to connect the
lessons from the antiracism training to the principles of transparency and accountability that
were operationalized in ACCURE.

Ongoing communication.—GHDC met monthly over the course of the ACCURE study.
This ongoing communication allowed research partners to continually discuss study design
and implementation issues, express concerns, and weigh in on decisions. GHDC members
led all stages of the research process, from writing the grant application, to selecting
measures and developing the script for patient telephone surveys, to adapting the protocol
during the study to address implementation barriers. One participant explained,

“... we all worked through the plan because we were so invested in writing the
application, so we knew what the plan was. And so, if there was deviation from
it, we knew we would come to [GHDC] and say, ‘Okay, do you agree with this
deviation? Do you agree with this budget cut?” Those kind of things.” (Principal
Investigator)

At times, discussions at GHDC meetings led to interpersonal conflict among members
with diverse perspectives on the best way to proceed. Participants who were longtime
GHDC members viewed these conflicts, and the ability to work through them together
without silencing or minimizing anyone’s perspective, as a core strength of the group. One
participant said,

“... it’s the consistency of the group to stay together, the consistency of the group
to have transparent and real conversations ... From those conversations you can ...
work out some stuff before you even go to Cone [Health Cancer Center]. When you
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go to Cone, you know what your focus is and what you’re trying to do.” (GHDC
Executive Board member)

This quotation lays out the participant’s perspective on how having difficult conversations
internally at GHDC meetings allowed the group to strengthen their pitch to medical partners
to get them to engage with the research project.

3.4. Organizational-level components

The community-level research partnership was the foundation that allowed the ACCURE
research partners to develop an organizational change intervention to address racial
disparities in cancer treatment. The key intervention components at the organizational
level have been described in previous publications (Cykert et al., 2020; Eng et al., 2017).
The data from the present study reinforced the centrality of these components (the data
system, training mechanism, and advocacy roles) and pointed to an additional factor at
the organizational level: leadership that is open to change and committed to authentic
partnership with community members. Here, we use evidence from the present study to
underline the rationale for each component.

Organizational leadership.—In describing the relationship-building process among
community, academic, and medical research partners that led up to implementation of
ACCURE, participants spoke about the process of creating buy-in among leaders in the

care system over several years prior to developing the ACCURE intervention. A community-
based participant described some of the key questions that GHDC members had about Cone
Health’s role in the project and the organization’s readiness to change:

“Will Cone change? Will they want to change? How much of a change would this
affect them, based on their processes, based on their finances, or just the fact that
our outside community-based or ‘relationship organization’ is going to actually say
that you need to change something? How will they respond?” (GHDC Executive
Board member)

This participant emphasized the need for openness among the care system’s leadership

and an interest in facilitating an equity-focused intervention. Participants also discussed the
CBPR approach of the intervention as important to the relationship-building process with
Cone Health. Community research partners were actively involved with discussions with
cancer center leaders, underscoring the importance of ongoing communication with and
accountability to community members affected by care system disparities.

Data system.—Many participants described the crux of the intervention as the data system
that was connected to the electronic health records. The system collected data in real-time
and alerted medical staff to deviances from standard care. One participant described the data
system, which was called the Real-Time Registry, as “the backbone of ACCURE.” He went
on to say, “We always knew where the patient was in their care process, and if they didn’t

go through the steps that were programmed in the Registry ... a warning would come up”
(Principal Investigator). Another participant described the purpose of the Real-Time Registry
as making sure patients did not fall through the cracks by tracking their appointment

data and flagging missed milestones in their cancer treatment. The Real-Time Registry
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enhanced transparency so employees in the care system could see when a patient was not
receiving their recommended treatment in a timely manner. A participant said, “The Real-
Time Registry provided that real-time transparency, and was also the tool of accountability
because a warning came up, and somebody had to deal with it” (Principal Investigator).
By linking the warning flags produced by the Real-Time Registry to a designated role in
the care system (in this case, the ACCURE navigators, described below) the data system
leveraged transparency to prompt accountability in the care system to reach out to patients
and address barriers to quality care.

Training mechanism.—Another intervention component that enhanced transparency at
the organizational level was training sessions for cancer center staff, known as Health
Equity Education Training (HEET) sessions (Black et al., 2019). The content of the sessions
was informed by focus groups with Black and White cancer survivors, conducted in the
intervention development stage of ACCURE, to better understand patient experiences and
to identify care system-related barriers that affected treatment engagement. Focus group
participants were asked to describe interactions with the care system that were “pressure
points,” or times when institutional factors created barriers to remaining engaged in
treatment. The focus group findings highlighted a lack of accountability of the care system
to provide patients, especially those who identified as Black, with sufficient support to
navigate their cancer treatment (Black et al., 2021; Eng et al., 2017). These findings, along
with site-specific data on care quality metrics, disaggregated by patient race, were presented
to cancer center staff during the HEET sessions. Participants said that the training sessions
played an important role in raising awareness among cancer center staff about the systemic
nature of health disparities and enhancing transparency regarding care inequities at the clinic
level. One participant said,

“... the goal was to increase awareness of the staff regarding disparities from

a systemic lens to help them understand the disparities. When we talk about
disparities, it’s not about individual acts of meanness, it’s about systemic barriers.
And then to engage them in thinking about those systemic barriers so that not only
are we trying to address the people enrolled in the study, but also helping the staff
to evolve their lens about what racial equity means and how it shows up. So that
hopefully future problem solving can be done from a more systemic perspective.”
(Survey data coordinator)

The HEET sessions increased transparency in the institution-level barriers that contribute

to disparities. Another participant described the effect that increased transparency around
institutional racism had on providers: “I think that in some ways the staff were awakened
and had a better understanding of how patient outcomes may be driven by their skin color
or by their race rather than all the treatments we’re offering. | think there was some eye-
opening moments for clinicians in the program” (Physician). This quotation demonstrates
the roll the HEET sessions played in raising awareness among cancer center staff about how
racism can affect patient care.

Advocacy roles.—Accountability at the organizational level included advocacy roles
(i.e., physician champions and ACCURE navigators) adapted from existing provider roles.
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These roles involved additional training and specialized protocols created specifically for the
intervention (Black et al., 2019). Physician champions were intended to advocate for study
goals from within the cancer center, support providers in adapting to and engaging with
structural changes such as the Real-Time Registry and HEET sessions, and help disseminate
site-specific data on treatment disparities. One participant described the role physician
champions played in bringing other physicians on board with ACCURE recruitment goals:
“The physician champion was the local study cheerleader. We really need to enroll these
patients ... one of their main jobs was to motivate others to be interested in bringing patients
into the study” (Principal Investigator). Another participant emphasized the importance of
the physician champion as a link from community partners to cancer center leadership:

“There has to be a physician champion. There has to be a clear pathway to the top
of the breast cancer center or the head of Moses Cone [Cancer Center]. There has
to be this open dialogue ... with those in academia, Moses Cone and whoever the
community partners are.” (GHDC Executive Board member)

The ACCURE navigators were also a key accountability component at the organizational
level. They were integrated into the care team, meaning they attended weekly meetings
among surgeons and oncologists to discuss patients’ treatment recommendations, and
communicated patients’ needs and concerns with providers. Participants described the
rationale for the ACCURE navigator role as the link between data transparency enabled
by the Real-Time Registry and the delivery of quality care to patients. One participant
explained:

“Well, certainly the Real-Time Registry is important, but ... without a follow
up plan I don’t think [it] would be helpful ... The system takes responsibility
for following up with the missed milestones. The nurse navigator model worked
really well for us ... there has to be a mechanism of accountability to the missed
milestones.” (Survey data coordinator)

This participant suggested that other roles in the care system could be adapted to fulfill this
aspect of the intervention. Another participant emphasized the need for accountability within
the care system to follow up with patients who may need tailored support to remain engaged
in treatment:

“Whenever a patient goes through the system, especially when there’s a sequence
of treatments, who is responsible for ensuring that both sides of the sequence
happen, that the planners of the sequence do their thing, and the patient shows up
and does their thing? People can look at each other, and have a bystander. ‘Oh,

I thought it was you’ ... no one has direct responsibility in a patient-centered
fashion, then things are much more likely to fall through the cracks, especially
when the person coming through the system is disadvantaged somehow.” (Principal
Investigator)

This participant articulated a gap in accountability in the care system that may contribute
to treatment disparities. The ACCURE intervention’s solution for this gap was the
interpersonal-level support provided to patients through the ACCURE navigators.
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3.5. Interpersonal-level components

Patient advocates.—The ACCURE nurse navigators connected the organizational level,
system-based aspects of the intervention to patients with cancer through individualized
support. They were the patient-facing aspect of the intervention who provided care system
accountability to patient needs. Prior to the intervention, the ACCURE navigators at

both study sites participated in the antiracism training which reframed the responsibility
for identifying and managing treatment obstacles from falling primarily on the person
with cancer. Instead, ACCURE navigators shared this responsibility and were trained to
proactively reach out to patients who were falling behind on treatment milestones such

as scheduling surgery or attending chemotherapy appointments. Participants described the
ACCURE navigators as a critical component of the intervention. One participant spoke
about specific personality traits that were important for carrying out the navigator role:

“The nurse navigator, she was essential ... | think a lot of it also had to do with
the personality and the person, and the empathy and the compassion she had.
The fact that she wanted everyone to have equal footing in reaching either long
term survival, cure, or whatever it may be, for their cancer. She genuinely cared.”
(Administrative leadership)

In an interview with the ACCURE navigator at one of the study sites, she described key
qualifications for the role: “Good listening skills, good communication skills, organization
skills, empathy, compassion.”

Describing the impact the ACCURE navigator had on patient care at the cancer center, one
physician said: *... it was a continuity of care throughout their journey of treatment ...

that human connection with having that patient navigator who is aware of the conversation
and the treatment plan and the next steps ... that agent is vitally important.” This quotation
demonstrates how the ACCURE navigators enhanced two-way communication between
patients and the care system, which allowed for greater transparency. For patients, there
was more transparency in their treatment plan and what they could expect in terms

of their treatment schedule and side effects. For providers, there was also increased
transparency around obstacles patients were experiencing that interfered with their ability
to remain engaged in treatment. This two-way communication allowed navigators to bridge
communication gaps between patients and oncologists, and to support patients by offering
resources such as transportation vouchers or referrals to specialists. The direct link between
the ACCURE navigators and the Real-Time Registry allowed the navigators to see when a
patient was falling behind on their treatment and use that information to reengage patients in
care.

4. Discussion

This study documents ACCURE’s motivation, mechanisms of change, and key components
from the perspective of community, academic, and medical research partners who designed
and implemented the intervention. GHDC’s emphasis on changing systems, and the desire to
move beyond documenting disparities to intervention, were driving forces in ACCURE.
Findings from the interviews indicate that the antiracism principles transparency and
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accountability were effective change mechanisms in an equity-focused health services
intervention in cancer care. ACCURE embedded these principles into the routine practice of
care delivery across community, organizational, and interpersonal levels to address structural
factors in the care system that contribute to treatment disparities and, in turn, improve

care quality for all patients (Cykert et al., 2020). The key components identified in this

study (i.e., the bullet points in Fig. 2) were: a community-based partnership with antiracism
training and ongoing communication among research partners, a Real-Time Registry data
system, a provider training mechanism, buy-in from organizational leaders, advocates for the
intervention itself (physician champions), and patient advocates (navigators).

A recent systematic review synthesized commonalities among antiracism interventions in
health care settings (Hassen et al., 2021). While the article search for the review was
conducted in 2018, prior to publication of the study documenting ACCURE’s success in
eliminating a Black-White disparity in treatment completion, the review’s findings mirror
many of the strategies employed by ACCURE. Hassen and colleagues lay out a conceptual
model that names six foundational elements of a health care-based antiracism intervention,
all of which were applied in ACCURE: defining the problem, using shared antiracism
language, establishing leadership buy-in, investing resources, partnering with experts, and
establishing community partnership. The review also highlights “transparent accountability
mechanisms” as a key strategy for antiracism interventions (Hassen et al., 2021, p. 12). The
ACCURE intervention predates this review and yet the findings from the present study are
congruent with the conceptual model presented by Hassen and colleagues. Our study adds to
this body of work by offering a model of an evidence-based intervention that depicts specific
strategies for operationalizing transparency and accountability at multiple levels.

A methodological contribution of this study is the visual display of interview findings,

an underused approach in qualitative inquiry (Kegler et al., 2019). The model presented

in this manuscript (Fig. 2) provides health services researchers and practitioners with a
practical resource to understand the components in the ACCURE intervention. The original
study evaluated the overall impact of the intervention, and thus was not designed to tease
out differential effects of the intervention components. Future research should use this

new model to facilitate more complex study designs in adapted versions of ACCURE, so
researchers can compare the impact of various components (e.g., cluster-randomized trials).
Additionally, the original study did not include organization-level measures. Future research
should consider measures at the organizational level to evaluate the degree to which various
components contributed to organizational change. This could include the development of
new measures to evaluate change in organizational transparency around care metrics and
accountability to the population served.

As the purpose of this study was to document ACCURE’s key components, an examination
of the original intervention’s implementation barriers and facilitators is beyond the scope
of this manuscript. Here, we will briefly highlight one challenge that came to light in

the interviews regarding the implementation of the HEET sessions. At Cone Health, a
cancer center in a community hospital, the training sessions were held in the evening and
attendance was low. This contrasted with Hillman Cancer Center, which is an academic
hospital that holds regular Grand Rounds educational sessions for cancer center staff. At
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Hillman Cancer Center, the HEET sessions were held at Grand Rounds during the workday.
One participant pointed to this inconsistency as evidence that the HEET sessions were less
essential to the intervention’s success, stating, “The lessons are important, but they didn’t
drive the improved care” (Principal Investigator). However, even at Cone Health where
attendance at the sessions was low, several participants noted the impact they had on the
organization even beyond ACCURE’s active intervention stage. A physician stated, “We’ve
brought back some of the HEET session modules ... to the cancer center and it’s always
eye-opening for the staff to be introduced to a new concept like that ... it can be very
impactful.” Future adaptations of ACCURE should consider the implementation context,
including the question of whether there is an existing infrastructure for staff training.

When considering implementation strategies for the overall intervention, we recommend
referring to emerging guidance on applying an antiracist lens to implementation science.

A foundational piece is partnering with community stakeholders whose lived experiences
represent those most impacted by health care disparities when adapting evidence-based
interventions (Shelton et al., 2021). These partnerships will be important in the process of
adapting ACCURE to the values and needs of a specific community. For example, we can
imagine that while race-specific data tracking was a strategy favored by GHDC in designing
the original intervention, other community groups may find this type of data monitoring
intrusive or harmful. Community-guided adaptation will allow future versions of ACCURE
to be grounded in the expertise and lived experiences of local community members.

4.1. Limitations

The interviews for this study were conducted three years after the ACCURE study
concluded, so the data may have been subject to recall bias due to participants not correctly
remembering certain details or events related to the intervention. While we were able to
recruit nearly all key study personnel to participate in interviews, two were not available,
which may have biased the data toward greater representation of the experiences of Cone
Health employees as compared to Hillman Cancer Center employees. Additionally, due to
the COVID-19 pandemic, we transitioned data collection from in-person to video conference
halfway through the study. This change did not appear to affect the quality of the data. In
interviews that took place during that period, participants were more likely to bring up the
pandemic’s impact on the health system.

5. Conclusion

Despite challenges researchers encountered when designing and implementing ACCURE,
the intervention worked to improve quality and racial equity in cancer care (Cykert et al.,
2020). The antiracism principles of transparency and accountability guided every aspect of
the intervention. The vibrant partnership fostered by GHDC and the commitment among
members to contribute to impactful racial equity research were foundational to the study’s
success. One participant summarized the character of GHDC in saying:

“The basic principle of [GHDC] is an understanding of racial equity principles.
And | think what’s most important ... is to have an enthusiasm for racial equity
work ... you have to believe in the importance of it and have a willingness to
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stretch yourself, because I think part of what makes [GHDC] work is people being
deeply enough engaged that they can tolerate the discomfort of being challenged.”
(Survey data coordinator)

In developing a research partnership where members are open to having their views
challenged and are committed to working collectively towards a common goal, future
researchers can use the organizing model of ACCURE to design equity-focused health
services interventions that are guided by the principles of transparency and accountability.
Evidence from the ACCURE intervention suggests that future interventions are most likely
to be successful if they are developed in partnership with community-based researchers,
involve systematic changes at the organizational level, and are responsive to the unique
characteristics of the health system and patient population.
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Fig. 1.
Social Ecological Model.
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Transparency Accountability

Patient advocates (e.g. ACCURE navigators) level '. patient advocates (e-g- ACCURE navigators) offer
enhance two-way communication between patients data-informed follow-up to enhance care system

and the care system accountability to patient needs

Data system (e.g. Real-Time Registry) that Organizational leadership open to change and
provides site-specific data on care quality committed to authentic partnership with community
disaggregated by patient race * Advocacy roles (e.g. ACCURE navigators;
ealth Equity physician champions) leverage data to hold care
ions) to share site- system accountable to providing patients with high
specific data on racial disparities and quality gaps quality care

r- Community-based partnership between
Institute’s Phase 1) for community, academic, community, academic, and medical partners (e.g. the
and medical partners to establish shared Greensboro Health Disparities Collaborative)
vocabulary around antiracism approach works to maintain accountability to collective values
+ Ongoing communication between partners to & community priorities during intervention design
inform intervention design and implementation and implementation

Fig. 2.
An organizing model of ACCURE®.

aIn this model, ACCURE’s intervention components are mapped onto three Social
Ecological levels and the antiracism principles of transparency and accountability.
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Table 1

Undoing Racism® principles applied in the development of ACCURE.

Principle Description (from PISAB®) Application

Analyzing power  As a society, we often believe that individuals and/or their Formative research in the intervention development
communities are solely responsible for their conditions. stage of ACCURE examined institutional power in the
Through the analysis of institutional power, we can identify cancer care system. This work led GHDC to identify
and unpack the systems external to the community that create transparency as a key principle to guide the design of
the internal realities many people experience daily. the ACCURE intervention.

Maintaining Organizing with integrity requires that we be accountable to GHDC designed ACCURE to increase cancer center

accountability the communities struggling with racist oppression. accountability to Black patients.?

aThe People’s Institute for Survival and Beyond.

bSee section 3.2 for an in-depth examination of how ACCURE applied the principles of transparency and accountability.
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Table 2

Planned adaptation model.

Step 1
Step 2
Step 3
Step 4

Examine intervention’s theory of change
Identify differences between old and new setting
Adapt intervention to new setting

Evaluate adapted intervention
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Table 3
Participant roles in ACCURE (n = 18).

GHDC@member Non-GHDC member

Community research partners

GHDC Executive Board member 1

Survey data coordinator 1

Budget coordinator 1

Research assistant 2
Academic research partners

Principal Investigator 2

Postdoctoral fellow 1

Project manager 1

Information technology specialist 1
Medical research partners

Administrative leadership 1 2

Physician 1 2

Nurse navigator 1

Information technology specialist 1

a R .
Greensboro Health Disparities Collaborative.
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