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Our mission is to establish structures and processes that respond
to, empower, and facilitate communities in defining and resolving
issues related to disparities in health.
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These are some of the members of the early Greensboro Health Disparities Collaborative.   

Our mission is to establish structures and processes that respond to, empower, and  facilitate communities in defining and resolving issues related to disparities in health.

Names of original members: Robert Aronson, Pat Chamings, Nettie Coad, Sarah Cottrell, Sam Cykert, Izzy Davis, Kay Doost, Geni Eng, Jana Henderson, Nora Jones, Terence Muhammad, John Patterson, Suzanne Plihcik, Cynthia Pinnix, Betty Rogers, Jerry Ruskin, Jennifer Schaal, Marian Whiteside, Turner Wiley, Anissa Vines







How We Began

Project Greensboro
1993

Legend
®=  White - No longer Active
® Red - Organization

= Black - Study/Project

Institute of Medicine
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(Our Initial History as stated on The Partnership Project Website)…

Project Greensboro formed in 1993 as a recommendation of the Mayor’s Task Force on Crime. Its mission was to promote community building through training and the formation of relationships between fragile communities and outside resources. Barton Parks had been the co-chair of the Mayor’s Task Force and he, Cynthia Doyle, Ben Rawlins, Suzanne Plihcik, and Pat Gill were the initial volunteer staff who put into place an organizational structure. Everyone but Ms. Doyle stayed on the project and Tracy Lucas and Nettie Coad were hired as trainer and community outreach staff respectively. After the first Director left, Suzanne Plihcik took over the position.
Three years later, Bill Rogers, President of Guilford College and Chair of the Mary Reynolds Babcock Foundation Board of Directors, proposed a partnership among Project Greensboro, the City of Greensboro, and Guilford College. This partnership would strive to deepen the capacity of fragile neighborhoods to take responsibility for community improvement. The partners applied to the Foundation and received a Community Problem Solving grant for three years of funding.
The resulting partnership was titled the Partnership Project and was a collaboration of the three organizations: Project Greensboro, Guilford College, and the City of Greensboro. A national search was conducted to find the first director of the project. Mark George, of Valdosta Ga, who had worked for Project Change was offered and accepted the Director position. Mark brought to the Partnership an analysis of race, institutional racism, and the power of organizing. He began training board and staff. He formed neighborhood committees and worked to reorganize the Project. He suggested members attend a PISAB (People’s Institute for Survival and Beyond) antiracism training to better understand the nature of racism and address it’s institutional manifestations. Nettie Coad was made Director as the Partnership strove to be accountable to People of Color and their communities.
The Partnership began to organize to bring PISAB training to Greensboro. The first training in Greensboro was sponsored by Mayor Carolyn Allen’s Community Initiative and was held in 1997. Grants were sought thereafter to support trainings. Deena Hayes became Board Chair with Rev. James W. Fisher. A full board was appointed and focused on increasing organizational capacity and creating financial stability. Marnie Thompson, John Stewart, Jean Davison and others developed funding plans. It became clear that it was not possible to pay for PISAB trainings and sustain the organization. The board voted to close the Project and just continue the Health Disparities Initiative. Because of the nature of the grants received by the Initiative, however, the Partnership was needed to represent the community.
In May 2003, the Partnership Project organized its infrastructure to support the work of the Greensboro Health Disparities Collaborative (GHDC), which was being formed at that time to research health disparities.  The official 501(c)3 status was granted in 2007.  The Partnership Project continues to organize antiracism workshops that include other systems and inequities.


Building the Collaborative

Sept - Dec 2003

March 2004

Feb 2004

- Organized its membership

- Held its first meeting

- Held Undoing Racism Workshop
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The first step in starting the health disparities research was finding a research partner.  The Executive Director of the Moses Cone Community Foundation, who had also been through UR, introduced the staff of TPP to Paul Godley and Anissa Vines about collaborating with UNC researchers on such a study.  

TPP were introduced to several Principal Investigators at UNC whom they met with to get an understanding of CBPR.  Geni Eng shared her expertise about the process of CBPR and how it works and agreed to serve with the Partnership.

From February-May 2003, Drs. Anissa Vines and Eugenia Eng worked closely with The Partnership Project staff in developing a three-phase proposal.

The founders of TPP organized in the community by strategically deciding who to invite the join the Collaborative, and then going to interview them.  TPP’s goal was to organize a group that was distinctly “non-expert” in its majority insuring a necessary counterweight to the authority of professional medical personnel.  Once the invitations were made,

3 Undoing Racism™ Workshops were held in order to meet the schedules of all Collaborative members. 
2 Monthly meetings were held with the same agenda to insure attendance by all.
Members researched the internalization of racism to better understand its affects on our daily lives and to become further grounded in anti-racism principles.

The first monthly session was held in January, 2004 and followed by the Undoing Racism™ Training from February-July.






Continuing the Construction

May 2004 = Internalized Racial Oppression/
Superiority in Health Care focus group
June 2004 - Undoing Racism Workshop

- CBPR Training
Sept 2004 = Full-Value contract signed
= Grant-writing sub-groups formed
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Each person committed to participate in 18 months of planning for research, including completing 2-day Undoing Racism Training, CBPR training, designing a health disparities study that would focus on system change, and submitting an application for larger study.

Phase I which took four months was the recruitment of 35 members (23 community leaders, 12 medical professionals) for the task force (which did not yet have a formal name) to sign the Full Value Contract. 

In addition, the Partnership established a new board of directors, applied for and received 501(C) 3 status to establish a fiscal agent for grants..  

To get to this point it took a year: Sept. 2003 - 2004



Unequal treatment

- In 2002, the Institute of Medicine released the report,
Unequal Treatment: Confronting Racial and Ethnic
Disparities in Medicine.

- In North Carolina, as in the US, African-Americans have
higher cancer mortality rates.

- The Partnership Project wanted to bring the perspective of
Undoing Racism™ to the issue of health equity.
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The IOM report, Unequal Treatment was published in 2002, at about the same time that Nettie Coad, had a disturbing and oppressive experience in the local health care system.  The Partnership Project decided to focus their energies on using the principles of Undoing Racism™ to address health inequities.  

Explain IOM report……
defined disparities as “…racial or ethnic differences in the quality of healthcare that are not due to access-related factors or clinical needs, preferences, and appropriateness of intervention” 




Patient experiences drive the Greensboro Health
Disparities Collaborative

Sept. « Small group discussions by race
1 4, * “| remember experiencing racism with the
healthcare system when...”
2004 « Signed-up for grant-writing teams

Sept.

» Review Themes from small group
28, discussion & Develop Research

2004 Question

Oct. 26,  Exploring NIH
2004 Opportunities
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One of the important issues for the research was to define the specific concerns of the group>  To discover this, focus groups were conducted which divided members by race and discussed their experiences in the health care system, by completing sentences such as “I participated in / experienced racism when …”



Cancer Care And Racial Equity Study
(CCARES)

Research Question

Among patients, who delayed or discontinued their breast cancer
care, are the factors reported by African American women
different from those reported by White women?

Methods

Examined local cancer registry | 50 survivors, randomly selected
data for 2001 & 2002 (N=838 from 838, completed 2 Critical
White & African American Incident Technique (CIT)
women, age >40, diagnosed interviews each, September
with breast cancer) 2007-2008
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In order to answer the CCARES research question, we used 2 main CBPR strategies:…

Academic and community partners worked together to: 
Develop research questions
Recruit participants to be interviewed
Conduct the interviews (collaborative members were trained), 
Secure data in locked and password-protected files, 
Analyze interview data using Critical Incident Technique forms and the Atlas coding system, 
Interpret data (pulling which findings were most important from the Cancer Registry analysis and the interview themes, and 
Disseminate findings … (more on this later).



CCARES Findings

- Findings revealed shortcomings of cancer
registry data for recording who and how
patients delayed or discontinued their breast

cancer care.

- With regard to why, the Critical Incident
Technique (CIT) findings described subtle,

but important, racial differences.
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Based on registry data, racial differences were found in histological tumor grade, surgical outcomes, insurance status, and physician recommendation of hormone therapy, chemotherapy, and radiation therapy.  

However, associations with racial differences in outcomes could not be examined because cancer registry data did not record hormone receptor status, patient refusal of treatment, nor dates for initiating and discontinuing or completing treatment, or discontinuing follow-up care.  

CIT interviews revealed that 14 patients (4 African American) had delayed or discontinued their course of treatment or follow-up care. 
Total of 861 specific encounters were described by the 50 patients interviewed as having an impact, positive and negative, on their cancer care experience. 

For patients of both races, encounters reported most frequently as contributing to their completing care involved having questions answered either through verbal communication or receiving written information from someone in the system.  
For White patients, experiencing positive communication either personally or observed between staff had strong impact. 
Whereas, for African American patients, encounters for managing side effects or complications from treatment had strong impact.  

Encounters reported most frequently by African American patients, who delayed or discontinued their care, involved: (a) inattention to personal and emotional reactions to disease and treatment, and (b) low or non-consideration for financial/insurance constraints. 
Whereas, White patients were negatively impacted by inadequate management of side effects or complications from treatment.  

A description of how we analyzed this data using the Critical Incident Technique is described in another article written by Michael Yonas titled “Critical incident technique: an innovative participatory approach to examine and document racial disparities in breast cancer healthcare services” published in “Health Education Research” on Sept. 2, 2013.


Member Checking & Dissemination of
CCARES results

(1) Breast Cancer (2) Partner Medical (3) General Public
Survivors Agency’s Staff —

* Fundingthrough MOU
between GHDC and
Lance Armstrong-
Carolina Well

* Catereddinnerevent
coordinated by GHDC
Planning & Outreach
Committee
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Member checking is also known as informant feedback or respondent validation  - it’s a technique used by researchers to help improve the applicability of a study. Typically, in many member checks, the finding interpretation is given to members of the sample (informants) in order to check the authenticity of the work. Their comments serve as a check on the viability of the interpretation.  For CCARES this included study participants, medical providers, and the general public.
helps improve the accuracy, credibility, validity, and transferability (also known as applicability, external validity, or fittingness) of a study. 

The purpose of the Member-Checking Event with Study Participants was to stay accountable, or uphold the commitment made during the interview participant consent process where the research team promised to share findings with each participant and to maintain confidentiality , which is why we kept this dinner as invitation-only.  Only collaborative members who were interviewers, or research staff, were allowed to attend the dinner.

Of the 50 women interviewed, 20 accepted our invitation, which lasted from 6:00 – 8:00 pm on a Thursday evening in December 2008.



How did GHDC evolve the CCARES study?

e Accountability for Cancer Care through Undoing Racism and Equity
(ACCURE)

* Funded by National Cancer Institute - 5 R01 CA150980-04
» Cone Health System (Greensboro)
* The University of North Carolina at Chapel Hill
» The Partnership Project and Sisters Network
 University of Pittsburgh Medical Center

A Multi-faceted Intervention Aimed at
Black-White Disparities in the Treatment of Early
Stage Cancers: The ACCURE Pragmatic
Quality Improvement trial

Samuel Cykert, M.D., Eugenia Eng, Dr.P.H., Matthew A. Manning, M.D., Linda B. Robertson, Ph.D.,
Dwight E. Heron, M.D., Nora S. Jones, M.A., Jennifer C. Schaal, M.D., Alexandra Lightfoot, Ed.D.,
Haibo Zhou, Ph.D., Christina Yongue, M.P.H., Ziya Gizlice, Ph.D.

JOURNAL OF THE NATIONAL MEDICAL ASSOCIATION VOLm, NOm, m2019 1



The ACCURE Study (design)

Abstract: Background: Reports continue to show that Blacks with curable lung or
breast cancer complete treatment less often than similar Whites contributing to
worse survival. ACCURE is an intervention trial designed to address this problem.

Patients and methods: A pragmatic, qudlity improvement trial comparing an
intfervention group to retrospective and concurrent controls. Patients with early
stage breast or lung cancer aged 18 to 85 were enrolled (N = 302) at 2 cancer
centers between April 2013 and March 2015 for the intervention component.
Data from patients seen between January 2007 and December 2012 with these
diagnoses were obtained to establish control completion rates. Concurrent
data for non-study patients were used to identify secular trends. The intervention
included: a real time registry derived from electronic health records of
participants to signal missed appointments or unmet care milestones, c
navigator, and clinical feedback. The primary outcome was “Treatment
Complete", a composite variable representing completion of surgery,
recommended radiation and chemotherapy for each patient.




1.

ACCURE — Research Interventions
2012-2017

Transparency Components

Former-Patient

(voice their feedback on
“pressure point encounters”
during treatment that expose
quality and completion of cancer
care)

+ booster sessions for
providers

Accountability Components

delivered by a Physician
Champion to clinicians and their
teams on race-specific, quality of
care data for their patients +
suggestions for improving care

A specially trained

to provide a 2-way
communication bridge for hearing
and responding to patients using
a
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The ACCURE study involves 4 interventions and these interventions are grounded in 2 concepts from the Undoing Racism training, transparency & accountability
The 4 interventions are:
Focus groups were held with Black and White breast and lung cancer survivors at the two cancer centers in Greensboro and Pittsburgh
Healthcare Equity Education & Trainings at the two cancer centers with staff members that interact with the cancer patient population
Clinical Performance Reports will be given to identified physician champions at the cancer centers with race-specific data on patients healthcare outcomes; however, along the way we have been sharing preliminary findings from the data we’ve collected to the cancer center staff at the Healthcare Equity Education & Trainings
AND patients at each center were recruited and randomized to a specially trained ACCURE Navigator or usual care to determine if a newly developed Real-time Registry that produces timely warnings of patients’ healthcare time points helps improve patients’ health outcomes
The main aim of ACCURE was to determine what types of system changes lead to the elimination of Black-White disparities in cancer outcomes.
Just like CCARES, both the community and academic partners of the Collaborative have been intimately involved in every component of the project.
We have a paper published about the unique community partner-led methods that we used to conduct the focus groups and one in press that will present the findings from the focus groups.  We currently working on papers to describe our unique patient navigation intervention & the development of the Real-Time Registry and on the ACCURE results.  


The ACCURE Study (results)

Results: The mean age in the intervention group was 63.1 years; 37.1% of patients
were Black. Treatment completion in retrospective and concurrent controls
showed significant Black-White differences (Blacks (B) 79.8% vs. Whites (W)
87.3%, p < 0.001; 83.1% B vs. 20.1% W, p < 0.001, respectively). The disparity
lessened within the infervention (B 88.4% and W 89.5%, p = 0.77). Multivariate
analyses confirmed disparities reduction. OR for Black-White disparity within the
infervention was 0.98 (95% CI 0.46—2.1); Black completion in the intervention
compared favorably to Whites in retrospective (OR 1.6; 95% CI 0.90—-2.9) and
concurrent (OR 1.1; 95% CI 0.59—2.0) controls.

Conclusion: A real time registry combined with feedback and navigation
Improved completion of treatment for all breast and lung cancer patients and
narrowed disparities. Similar multi-faceted interventions could mitigate
disparities in the treatment of other cancers and chronic conditions.



From CCARES to ACCURE
Community Research to Clinical Research
Interventions

CCARES: Among patients, who delayed or discontinued their breast cancer care, are the factors
reported by African American women different from those reported by White women?

Transparency Components Accountability Components
1. Former-Patient Focus Groups 3. _ 1C
(voice their feedback on delivered by a Physician

Champion to clinicians and their
teams on race-specific, quality of
care data for their patients +

“pressure point encounters”
during treatment that expose

quality and completion of cancer suggestions for improving care
care)
3. Aspecially trained
1. to provide a 2-way
+ booster sessions for communication bridge for hearing
providers and responding to patients using
a

Taken together these interventions eliminated racial disparities in cancer treatment
completion rates between Black and White Breast Cancer patients.
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The ACCURE study involves 4 interventions and these interventions are grounded in 2 concepts from the Undoing Racism training, transparency & accountability
The 4 interventions are:
Focus groups were held with Black and White breast and lung cancer survivors at the two cancer centers in Greensboro and Pittsburgh
Healthcare Equity Education & Trainings at the two cancer centers with staff members that interact with the cancer patient population
Clinical Performance Reports will be given to identified physician champions at the cancer centers with race-specific data on patients healthcare outcomes; however, along the way we have been sharing preliminary findings from the data we’ve collected to the cancer center staff at the Healthcare Equity Education & Trainings
AND patients at each center were recruited and randomized to a specially trained ACCURE Navigator or usual care to determine if a newly developed Real-time Registry that produces timely warnings of patients’ healthcare time points helps improve patients’ health outcomes
The main aim of ACCURE was to determine what types of system changes lead to the elimination of Black-White disparities in cancer outcomes.
Just like CCARES, both the community and academic partners of the Collaborative have been intimately involved in every component of the project.
We have a paper published about the unique community partner-led methods that we used to conduct the focus groups and one in press that will present the findings from the focus groups.  We currently working on papers to describe our unique patient navigation intervention & the development of the Real-Time Registry and on the ACCURE results.  


What’s in progress? What’s Next?

A Multi-faceted Intervention Aimed at
Black-White Disparities in the Treatment of Early
Stage Cancers: The ACCURE Pragmatic

Quality Improvement trial

Samuel Cykert, M.D., Eugenia Eng, Dr.P.H., Matthew A. Manning. MD., Linda B. Robertson, Ph.D.,
Dwight E. Heron, MD., Nora §. Jones, M.A., Jennifer C. Schaal, M.D., Alexandra Lighifoot, EAD.,
Haibo Zhou, Ph.D., Christina Yongue, M.P.H., Ziya Gizlice, Ph.D.

Fundng The Nafiond Cancer insfifute: Grant# 1ROICAIS0P8001AI [Cyked and
Eng. Pi).

From the Divison of Generl Medicine and Clinical Eidemiciogy. fhe Center for
Health Promofion and Dissase Prevention. and Lineberger Cancer Center. the
University of Nodh Carcling of Chapel HiL

No quthors or ockno todisclose.
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INTRODUCTION

nequalities in the treatment of early stage breast and

lung cancer have been consistently documented for

Black patients compared to similar White patients for
decades.' " These treatment differences are extremely
important because lung cancer is the leading cause of
cancer death for both men and women™ nationally and
breast cancer is second to only lung cancer in women.”
While Bach and Hershman demonstrated a direct contri-
bution of disparities to excess mortality for Blacks more
than a decade ago, ~ recent data show that lung cancer
survival disparities persist while breast cancer survival
disparities have actually widened.” Even afier controlling
for confounders, such as comorbidity, health insurance,
and socioeconomic status, studies still report less care and
increased mortality for Blacks.'~™ Factors such as
implicit bias, mistrust, and poor communication have
been associated with treatment variability’” "' but
interventions to address these issues have been sparse.’ ~'

In mesponse to these gaps in research and persistent
unequal outcomes, the Greensboro Health Disparitics
Collaborative (GHDC), the UPMC Hillman Cancer Cen-
ter, the University of Pittsburgh School of Medicine,

VOLe. NOw w2019 1

How can we help other institutions conduct ACCURE-like studies
and implement ACCURE-like interventions?

Dissemination

Identify and eliminate barriers to publishing racial
equity research in prominent medical journals

Racial Equity Trainings

Consultant work

Workshops
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