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THE GRACE CENTER: MISSION

The Mission of The GRACE Center is to act to investigate and ameliorate causes of 

disproportionate suffering from benign and oncologic gynecologic health conditions, so 

that all people may live full and healthy reproductive lives. 

We believe that gynecologic health spans the lifetime and is intimately linked with 

gynecologic cancers that affect individuals later in life. 

Our goal is to unite these perspectives to deepen our understanding of the science of 

gynecologic cancers through transdisciplinary approaches, grounded in the perspectives 

of marginalized people with lived experience.



THE GRACE CENTER: WORK

Through our work:

• We seek to create catalytic conversations that deepen awareness and create new 

connections that facilitate understanding of gynecologic equity issues in the U.S.

• We seek to be a possibility model of centering the margins, inclusive leadership, and 

meaningful impact using research and research partnership as our tools.

• We seek to support the emergence of more scholars of gynecologic health equity, 

through opportunities for students, trainees, staff, and faculty members.



THE GRACE CENTER: VALUES

At the GRACE Center, we value kindness, warm community, high quality work, curiosity, 

growth and radical innovation.

At the GRACE Center, we acknowledge that we function in racist, sexist, ableist, 

transphobic, and homophobic systems and we choose to use our work to combat these 

moral failings to improve the conditions of gynecologic health for marginalized 

populations.

We value balance and joy – and ultimately, believe each one of us can make this world a 

better place. At the GRACE Center, we give each other grace.



The GRACE Center: 5 Year Vision Intentions (2023)
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Endometrial Cancer

66,00 cases/ year

Lifetime risk in US: 3%

1 in 32 women by age 80

5-year survival: 80%

Giaquinto AN et al. CA Cancer J Clin, 2022.
https://seer.cancer.gov/statfacts/



Data from: SEER cancer statistics review

US Uterine Cancer Statistics by 
Race/Ethnicity: Mortality
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For Black women, uterine cancer 
mortality has >> ovarian cancer 

mortality since 2005. 

Guiaquinto, et al. Obstetrics & 
Gynecology. 2022.

SEER Data as of April 17, 2024

https://seer.cancer.gov/statistics-network/explorer/application.html?site=58&data_type=2&graph_type=2&compareBy=race&chk_race_3=3&chk_race_2=2&hdn_sex=3&age_range=1&advopt_precision=1&advopt_show_ci=on&hdn_view=0&advopt_show_apc=on&advopt_display=1#resultsRegion0


Rank Cancer Black:White Mortality 
Rate Ratio

1 Stomach 2.3

2 Multiple Myeloma 2.2

3 Uterine 
(Endometrial)

2.0 
(1.2-2.8)

4 Cervix 1.7

5 Breast 1.4

6 Colorectal 1.3

Giaquinto et al, CA: A Cancer Journal for Clinicians, 2022
  Clarke et al, JAMA Oncology, 2022

Uterine Cancer
US Mortality Rates by Race/Ethnicity 1999-2018

The Black-White mortality gap in endometrial cancer 
is one of the largest in all of cancer care in the US. 
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• Non-endometroid histology is on the rise for everyone, and most strikingly in Black 

women. 

• Mortality rates are the highest among Black women, after adjustment for 

stage and histology, with 40-60% unexplained.

• Young Black women under 50 are more likely to have high-grade histology 

(30% non-endometrioid)

• Black vs. White EC molecular profile differences largely follow known 

differences in histologic subtype

US Black women and Endometrial Cancer

Wilhite et al. Gyn Onc 2022; Whelan et al. Gyn Onc 2023

Cote et al. Cancer Epi Biom 2015; Clarke et al. JCO 2019

Doll et al AJOG 2019; Karia et al Gyn Onc 2023

Mukerjee et al. Gyn Onc 2018



Black women’s reproductive health

Gynecologic Care
Higher rates of 
- Fibroids
- Irregular cycles
- Infertility
- Premenopausal 

Hysterectomy

Obstetrics and Maternal-Fetal Medicine
Higher rates of 
- Preterm Labor
- Low Birth Weight infants
- Maternal mortality

Gynecologic Cancers
Higher mortality in
- Ovarian cancer
- Cervical cancer
- Endometrial cancer

Eichelberger, Doll, Ekpo & Zerden. Black Lives Matter: Claiming a Space for 
Evidence-Based Outrage in Obstetrics and Gynecology. AJPH. Oct 2016. 



Disclosure: I have a perspective

@KemiDoll



Public Health Critical Race Praxis 
(Ford & Airhehenbuwa)

Racism is omnipresent 
in society and active in 
the daily lives of people 
of color. 

Racial biases inform the 
nature of research 
questions and a priori 
assumptions driving 
research. 

Research efforts are 
EQUITY oriented. 

The Ecosocial Theory of 
Disease Distibution 

(Krieger)

Fundamental Cause Theory 
(Link & Phelan) 

The link between SES 
and mortality persists over 
time due to differential 
access to key flexible 
resources (knowledge, 
money, power, prestige, 
and social connections).

Differences in health 
outcomes based on social 
position in a society arise 
in the context of the 
treatability of a given 
condition. 

Doll, KM. Investigating Black-White disparities in gynecologic oncology: Theories, conceptual 
models, and applications. Gynecologic Oncology. April 2018.

How has knowledge 
about Black women with 
EC been constructed? 

What are the modifiable factors 
that contribute to the Black-White 
mortality gap in EC?

Embodiment: How we, 
as humans, ‘literally 
biologically embody 
exposures arising from 
our societal and 
ecological context, 
thereby producing 
population rates and 
distribution of disease.’

How does the social 
environment influence 
biologic differences in 

histology and 
outcomes?



EARLY STUDIES: 2016 - 2020
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Race defined as a biological/genetic entity Assumptions that healthcare environments 
represent ‘color-blind’ spaces

Absence of the Black woman’s voice

1995…1996………….…..2004..2005………….2015 2016
Observational studies documenting surgical disparities

No work to address repeated 
documented treatment inequity

How has knowledge 
about Black women with 
EC been constructed? 

Doll KM, Snyder C, Ford CL. AJOG. Sept 2017. 



Preliminary work: Cohort Simulation

Absolute 5-year mortality gap:
19.3% → 11.6% 

Doll KM, Winn AN, & Goff BA. AJOG. 
March 2017.

Data Source:
SEER 18-Registry
EC Cases 2004 - 2009
Base Population N= 34,580

3 Cohort Simulation Scenarios

Status Quo 1: Racially 
Equivalent 

Surgery Rates

2: Racially 
Equivalent 

Stage

3: Racially 
Equivalent 

Surgery and 
Stage

20%

16%

12%

8%

4%

0%
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40% of Black-White 
mortality gap is 
attributable to 
stage at diagnosis 
and surgery rates

What are the modifiable 
factors that contribute 
to the Black-White 
mortality gap in EC?



Context: Black women’s reproductive health 

Gynecologic Care
Higher rates of 
- Fibroids
- Irregular cycles
cause abnormal bleeding 
in young black women

Gynecologic Cancers
Results in normalcy of 
abnormal bleeding in older 
black women
- Endometrial cancer

We may have a RACIALIZED view of the 
primary symptom of endometrial cancer



Events

Processes

Intervals

Potential
Influencing 

Factors

Appraisal Help-seeking Pre-treatmentDiagnostic

Patient appraisal 
and self-

management

Action to consult 
healthcare 

provider and 
arrange visit

Provider 
appraisal, 

investigation, 
referrals, and 
appointments 

Planning and 
scheduling of 

treatment

Detection of 
bleeding

Patient 
perceives 

reason to seek 
care

First 
consultation 

with provider

Histologic 
diagnosis

Start of 
treatment

Nature of symptoms 
Misattribution of symptoms
Racial beliefs about bleeding 
symptoms

Provider’s specialty
Visit setting (ER, health clinic, etc.)
Insurance / payer mix
Diagnostic care pathway

Access to healthcare
Occupation / Education

Trust in healthcare system

Robert Wood Johnson Foundation AMFDP 2018 - 2021

Application of The Andersen Model of Total Patient Delay



Appraisal Interval: Normalizing Delay

Community-Engaged Qualitative Study

N=32 Black and White women with EC

Semi-structured interviews (1-2 hours) on experience 
of menopause, symptom onset, and diagnosis

Doll KM, Hempstead BH, Alson JA, Sage L, Lavallee D. JAMA Net Open. May 2020​

Black women expressed multiple factors associated with delay

 - Nature of symptoms: not new, bothersome, painful

 - Misattribution of symptoms: fibroids, irregular cycles

 - Cue to action: personal waiting period, symptom severity

 - Symptom disclosure: misaligned with patient risk

“I was just surprised. Just surprised. 
Not alarmed, because it wasn’t 
heavy at all. Very light. But it was 
there. And I’m like, ‘Is that blood?’ 
….Because it was nothing compared 
to what I’d been used to since I was 
in my 20s. Nothing.”



Overlapping Vulnerability + Underlying Risk

Areas of 
Vulnerability

Contributor Black Women
Vulnerability 

White women
vulnerability

Experiential: 
Knowledge

Knowledge about menopause and the 

menopausal transition.

Endometrial Cancer knowledge

Experiential: Prior 
Negative Reproductive 
Healthcare Experience

Racist microaggressions and explicit race-
based discrimination

___

Experiences with obesity and fat shaming

Medical: Prior or 
Concurrent GYN 

Conditions

Gynecologic conditions (e.g., polyps and 
fibroids)

Moderate

History of very heavy periods / abnormal 
uterine bleeding.

Non Gyn comorbid health conditions or 

procedures
Moderate

Structural: Access to 
quality healthcare 

provider relationship
Providers’ responses are vague, reassuring, 

or otherwise minimize risk.

Epidemiological: 
Underlying Histologic 

Risk

Population rate of aggressive histologic 
subtypes.

Doll KM, Nguyen A, Alson JA. Gynecologic Oncology. 2022 Feb; 164(2):318-324

Appraisal Interval: Overlapping Vulnerability



Overlapping Vulnerability and Underlying Risk of EC Care Delay

Areas of 
Vulnerability

Contributor Black Women
Vulnerability 

White women
vulnerability

Experiential: 
Knowledge

Knowledge about menopause and the 

menopausal transition.

Endometrial Cancer knowledge

Experiential: Prior 
Negative Reproductive 
Healthcare Experience

Racist microaggressions and explicit race-
based discrimination

___

Experiences with obesity and fat shaming

Medical: Prior or 
Concurrent GYN 

Conditions

Gynecologic conditions (e.g., polyps and 
fibroids)

Moderate

History of very heavy periods / abnormal 
uterine bleeding.

Non Gyn comorbid health conditions or 

procedures
Moderate

Structural: Access to 
quality healthcare 

provider relationship
Providers’ responses are vague, reassuring, 

or otherwise minimize risk.
Moderate

Epidemiological: 
Underlying Histologic 

Risk

Population rate of aggressive histologic 
subtypes.

Native / Indigenous 
people?

Trans, Queer, and Gender 
Non-Binary Individuals?

Immigrants, refugees, 
and/or low English 

proficiency?

…And more

Doll KM, Nguyen A, Alson JA. Gynecologic Oncology. 2022 Feb; 164(2):318-324

Appraisal Interval: Overlapping Vulnerability



Diagnostic Interval: Care Delivery Omissions

SEER-Medicare Study

EC Cases 2000-2011 (N=4,354 (W), 537 (B))

Identified symptoms (bleeding) and procedures 
(TVUS, biopsy, D&C) prior to diagnosis

Black women with aRR 1.12 – 1.74 for non-guideline-
adherent work up

Non-guideline pathways associated with aOR 2.3-2.5 
with Stage 3-4 disease

Doll KM, Khor S, Odem-Davis K, He H, Wolff E, Flum D, Ramsey S, Goff BA. AJOG. Dec 2018 



Race: Black (vs. 
White)

Abnormal Bleeding
Hyperplasia
Pelvic Mass

Pain
Anemia

Endobiopsy
Bleeding only

D&C/hyst
TVUS

OBGYN/Gyn Onc
Emergency 

Medicine
Primary practitioner

Other MD/DO
Non-MD/DO 

provider
Unknown

Outpatient
Emergency

Inpatient
Other

-120% -80% -40% 0% 40% 80% 120%

Diagnostic Interval 
(95%Confidence Interval)

Linear Regression of the Diagnostic Interval in Black vs. White 
Women with EC

Ref

-84%
-16%

99%
-80%

42%

106%
60%

22%
21%

Classifying bleeding as “abnormal”
Characterization of bleeding as ‘abnormal’ rather than 
‘postmenopausal’ prolonged time to diagnosis by 60%

Procedure received
Procedure received within 7 days of symptom presentation: 
Compared to those with a biopsy, women who had an ultrasound or 
no procedures had longer intervals (42% and 99%, respectively)

First presentation provider type
Compared to OBGYN, ER MDs and PCPs had shorter diagnostic 
time intervals (84% shorter and 16% shorter, respectively)

Location of presentation
Location of where symptoms were first reported had no effect on 
length of diagnostic interval

Black vs. White Women
Black women were associated with a 27% longer diagnostic time 
interval compared to white women.  This association became 
insignificant after adjusting for diagnostic work-up.

Ref

Ref

Gyn. History 
& symptoms

Procedure 
received 
within 7 days 
of 
presentation

Provider 
Type

Location

Influencing Factors on Diagnostic Interval among Women with EC

Median days: 28 days ( 1 – 110)

Black women had 27% longer time from bleeding to diagnosis. 

This was explained by 1) bleeding classification and 2) lack of 
prompt biopsy, TVUS or D&C. 

Overall time was NOT related to stage at diagnosis, as the time 
intervals were relatively narrow. 



Diagnostic Interval: Provider Survey

How are Peri-menopausal Reproductive Symptoms 
Assessed by First Line Providers?
Demonstrated overall moderate (6/10) EC 
knowledge

Indicated non-guideline adherent management 
choices from 10 to up to 39% in response to EC 
symptoms

Within guideline choices, preferred TVUS > 
biopsy

Sage L…Doll, KM. J Womens Health (Larchmt). 2023 Oct;32(10):1104-1110

Provider Characteristics N (%)

Fam Med, IM, or EM 252 (47.5%)

No University Affiliation 350 (73%)

NP (vs MD) 195 (37%)
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Table. Race Comparison of Performance of TVUS ET 4MM thresholds for identifying 

endometrial cancer among a simulated cohort with postmenopausal bleeding 

Black White Absolute

Difference

Relative Black : White 

Sensitivity

84% more sensitive test for White 

women47.5% 87.9% 40.4%

NPV

2-fold increase in number of false 

negative results91.7% 97.0% 5.3%

AUC 0.57 0.73
Overall nearly 30% better performance 

among White women

Study: Quality of the 
Guidelines



Guidelines that emphasize TVUS are based on a paradigm of a low-risk 
population, high accuracy of the test, and low consequences in the setting of a 
false negative.

None of these assumptions apply to U.S. Black women at risk for EC. 

Our clinical algorithm has built in racial inequity in effectiveness which likely 
contributes to delayed diagnoses.

Study: Quality of the Guidelines

Doll, Romano, Marsh & Robinson. JAMA Oncology. July 2021;7(8):1158-1165



Events

Processes

Intervals

Potential
Influencing 

Factors

Appraisal Help-seeking Pre-treatmentDiagnostic

Patient appraisal 
and self-

management

Action to consult 
healthcare 

provider and 
arrange visit

Provider 
appraisal, 

investigation, 
referrals, and 
appointments 

Planning and 
scheduling of 

treatment

Detection of 
bleeding

Patient 
perceives 

reason to seek 
care

First 
consultation 

with provider

Histologic 
diagnosis

Start of 
treatment

Nature of symptoms 
Misattribution of symptoms
Racial beliefs about bleeding 
symptoms

Provider’s specialty
Visit setting (ER, health clinic, etc.)
Insurance / payer mix
Diagnostic care pathway

Access to healthcare
Occupation / Education

Trust in healthcare system

Robert Wood Johnson Foundation AMFDP 2018 - 2021

Application of The Andersen Model of Total Patient Delay



Overlapping Vulnerability and Underlying Risk of EC Care Delay



Misattribution of Symptoms:
No framework for normal / abnormal
Confusion with fibroids & other gyn dx
Confusion with non gyn conditions

Person decides to 
seek care

START: Bleeding
Failure of diagnostic algorithm

TVUS strategy provides false reassurance
Insurance/Financial/Structural barriers

Person discloses to 
healthcare provider

Person initiates 
diagnostic evaluation

END: Diagnosis

Healthcare provider communication: 
Incorrectly normalizes symptoms

Vague unclear discussion of cancer risk
Shaming or dismissive

Person appraises 
symptom as abnormal

Endurance as a self-care strategy:
Avoidance 2/2 prior neg experiences

Overlapping Vulnerability + Underlying Risk = EC Care Delay

Insurance/Financial/Structural barriers

There is not one magic solution, there are 
many needed solutions.

After an exit, people 
may re-enter 

several steps back, 
caught in a 

recurring cycle of 
delay.

Doll, JAMA Network Open 2020

Doll, JAMA Network Open 2020

Alson, Orellana in progress

Doll, JAMA Oncology 2021

Doll, JAMA Oncology 2024

Doll, JAMA Network Open 2020

Alson, Orellana, Gross, in progress

Doll, AJOG, 2018

Doll, Gyn Onc 2022

Sage..Doll, J Womens Hlth, 2023 



COMMUNITY

EDUCATION

RESEARCH

https://ecanawomen.org

Originally Funded by PCORI, UW ITHS, generous donors 
--> Now Independent 501©3 Non-profit



GRACE Center 2024 At A Glance: Projects

Current Projects (Leading) Current Projects (Collaborating)

The SISTER Study (Social 
Interventions for Support in 
Treatment of Endometrial Cancer 
and Recurrence) – DOLL

Racial Differences in Hysterectomy: A 
Multilevel Investigation – ROBINSON, 
Duke (R01)

GUIDE-EC: Guidelines for Ultrasound 
in early Detection of Endometrial 
Cancer - DOLL

ITHS Community Engagement Core: 
Preclinical Research Engagement – KO, 
UW (U54)

Dissemination Tool of Biopsy-First 
Early Detection of EC: GUIDES BY US 
- DOLL

TP53 in Endometrial Cancer Development 
and Racial Disparities – RISQUES  & DOLL 
(CCSG Pilot)

Designing Novel Mechanisms for 
Acceptability of Blood and Tissue 
Based Research among Black women 
with high-risk endometrial cancer 
(ACTS) - DOLL

Multilevel Determinants of Racial 
Disparities in Receipt of Guideline-
concordant Endometrial Cancer 
Treatment (R01, PI: Felix, OHSU)

ROSES: Roles of Social Change in 
Engagement Science- DOLL

The Carolina Endometrial Cancer Study 
(Collab, PI: Olshan/Nichols)

Under Review

Observing and Understanding Racial 
Hypervigilance on the SISTER Study (OUR 
SISTER) NCI R01 Feb 2024 / Nov 2024

The SISTER Extension Study – PCORI LTFU 
June 2024

Mentored Work

Unblinding the Disparities Within: Evaluation 
of Gynecologic Cancer
Clinical Trials using a Health Equity Lens - 
OLULORO

Low English Proficiency (LEP) and Delays in 
Gynecologic Oncology care - GROSS

Improving Labor and Birth experiences of 
Bisexual Women of Color - WILLIAMS

Immunosenescence in Endometrial Cancer - 
JONES



Guidelines for Ultrasound In the Detection of Early 
Endometrial Cancer (GUIDE-EC Study)

Goal: To inform guideline change through development of a risk-
based approach to evaluating symptomatic Black women via 

3,500 Black women cohort.

Whitney Robinson, PhD
Social Epidemiology

Duke University

Erica Marsh, MD MSCI
Reproductive Endocrinology

U of Michigan

Kuni Foundation Discovery Award; 2021-2024 



UNC Health Care System 
Electronic Medical Records

BILLING CODES 
(ICD-9, ICD-10, CPT)

PROVIDER NOTES

MERGED 
ANALYTIC 
DATA SET

CENSUS
DATA

CDW-H Data Pull

Abstraction

Legend:

EPIC: UNC Hospitals electronic medical record

CDW-H: Carolina Data Warehouse for Health (search query engine for EPIC)

Data collection



Study time frame:
2014/04/04 - 
2020/12/31

24 months prior 
to hysterectomy

+/- 30 days 
from earliest 
ultrasound

Pelvic ultrasound 

Medical history

Pelvic exam

​Family history​

Social history​​

Hysterectomy​​

Endometrial biopsy​

D&C

GYN symptoms



Section 6: Endometrial biopsy (earliest four  biopsies)

Start with the earliest procedure date within 24 months 
prior to hysterectomy date. If the 24-month window 
starts before the study period start date, use the earliest 
procedure date within the study period

Collect: Date, 
Pathology

Time frame: 2014/04/04 - 
2020/12/31

Collect: Location of info, date, provider 
information, indication, uterine size, 
fibroid count and wall orientation, 
endometrial visibility and thickness

Section 2: Hysterectomy

Collect: Date, Pathology, 
Indication

Time frame: within 24 months 
prior to hysterectomy date and 

within study period

Section 3: Earliest pelvic ultrasound

Time frame: 2014/04/04 - 
2020/12/31

Collect: Fibroid count and wall 
orientation, endometrial visibility 
and thickness

Section 3h: Last pelvic ultrasound

Section 4: Pelvic exam

Time frame: within 30 days of 
the earliest ultrasound

Collect: Uterine size, fibroids

Section 5: Gynecologic Symptoms

Time frame: within 30 days of the earliest ultrasound or duration 
of symptoms within study window

Section 7: D&C (for the earliest four D&Cs)
Start with the earliest procedure date within 24 months 
prior to hysterectomy date. If the 24-month window 
starts before the study period start date, use the earliest 
procedure date within the study period

Collect: Date, 
Pathology

START

Collect: Depression, Bipolar disorder, 
Anxiety, PTSD, Blood transfusion, Smoking

Time frame: within 
study period

Section 8: Medical History

Time frame: within 
study period

Collect: Breast cancer, Ovarian cancer, Uterine 
or endometrial cancer, Cervical cancer

Section 9: Family History

Time frame: within 
study period

Collect: Partnered status, Patient 
employment status, Caregiving responsibilities, 

Gender identity

Section 10: Social History

Study 
period:

2014/04/04 -
2020/12/31

ABSTRACTION INSTRUMENT: OVERVIEW



Abstraction Process & Quality Control
• 4 professionally trained abstractors with > 20+ years combined experience

• 30 page Abstraction Protocol with live updates/auditing

• 3 Levels of QC:

• 5% records chosen at random for double abstraction
• Computer based comparison of all entries
• Discrepancies flagged and categorized (ie. Typo vs. error vs difference in interpretation) 
• Study team and/or clinician review to resolve

• Abstractor-generated questions → PI + Study team review
• Triggers direct clinical record by clinician if needed

• Included direct Epic records, scanned records from OSHs, and telephone 
and nursing notes



Example Abstraction Flowchart tool

Data Abstraction: August 2021 – August 2022



eFigure 1. Flowchart of inclusion and exclusion of 
patient cases from the GUIDE-EC full sample. 





Aim 2 Paper in Progress:
Identifying people at high risk for suboptimal 

diagnostic pathway. 



Durham Arts Council
Age 35 – 49

10 participants 

Pauline's Tea Room - Charlotte
Age 50+

8 Participants

Virtual
Age 50+

7 participants 

FOCUS GROUPS ON BIOPSY 
& US EXPERIENCES



Components and prerequisites of a successful risk-based provider discussion about biopsy

Acknowledgment of 
medical racism

Ample opportunities 
to ask questions

Race concordant 
medical care

Description of the full range of possible 
pain/discomfort experiences

*Patient is empowered to make a risk-informed choice that will maximize chances of early EC detection

Personalized care recommendations

Detailed, lay-oriented health education

Racial disparities 
in EC and 

ultrasound utility

Emotional 
benefits of 

choosing biopsy

Physical risks of 
waiting for biopsy

Procedure 
mechanisms and 

logistics

GUIDE EC FOCUS GROUPS - RESULTS



GUIDE EC PROVIDER INTERVIEWS
Semi-structured interview with 12 providers (OBGYN, IM, FAM MED, ED)

Barriers/facilitators to biopsy-first

Facilitators​
• Clinical decision-making support​
• Education/dissemination of new 

recommendations​
• Increased proportion of providers performing 

EMB​

Barriers​
• Acceptability of same-day biopsy to patients​
• Pain management​
• Lack of provider ability to perform EMB​
• System/resource barriers

Perceptions of Racial Disparities in 

outcomes for EC

Uncertainty in specifics of guidelines​

Skepticism in ability to tailor diagnostic 

evaluation

Apathy/disinterest in addressing this 

issue



GUIDElineS for endometrial cancer detection: 
BiopsY vs. UltraSound (GUIDES BY US)

Goal: Develop & disseminate 
multi-media toolkit and interactive decision aid for Black women 

and gender expansive individuals with symptoms of EC

Define risk factors for NON-DIAGNOSTIC ultrasound 
results.

Convene focus groups to elicit barriers and facilitators 
to ‘biopsy-first’ approach: Black women + Gender 
expansive individuals

Create and test a public facing educational toolkit

AACR Victoria’s Secret Global Fund; 2023 - 2026



Aim 3 
Mixed Media 

Tool Kit

GUIDES BY US: DEVELOPMENT OF A 
MIXED MEDIA TOOLKIT

Aim 1 
Quantitative 

Data
(Risk Factors)

Infographics

Conversational textAim 2 
Qualitative 

Data
(Focus 

Groups)

Videos

Interactive Quiz

KNOWLEDGE TRANSLATION

DECISION MAKING FACILITATION



GE FOCUS GROUP AMERICAN PUBLIC HEALTH 
ASSOCIATION ABSTRACT - ACCEPTED



GUIDES BY US Public health 
awareness 
campaign 
launched 

September 2024 
across social 

media

@guidesbyus



Not all endometrial cancer 
is created equal. 

Over half of Black women 
diagnosed with EC have 
high-risk histology type.

‘Narrowing’, or Eliminating the Mortality Gap?

Age-adjusted rates per 100,000 from SEER cancer registry. 



Survival is more than 
access to care. Black 
women have lower 

survival on clinical trials 
and with guideline-

concordant treatment.

Racial disparity in survival among patients with advanced/recurrent endometrial 

adenocarcinoma on GOG/NRG Clinical Trials

Maxwell et al. Cancer. 2006

‘Narrowing’, or Eliminating the Mortality Gap?



The Ecosocial Theory of Disease Distribution
Endometrial Cancer

US Mortality Rates by Race/Ethnicity 1999-2018
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Social Isolation & Endometrial Cancer

Adapted from Kroenke CH et al. A conceptual model of social networks and mechanisms of cancer mortality, 
and potential strategies to improve survival. Transl Behav Med. 2018;8(4):629-642.

Lutgendorf SK, et al. 
JCO. 2012;30(23)

Social isolation is 
lethal in cancer 

treatment.



SISTER Study Design: 2021 - 2025

CONFIDENTIAL – DO NOT DISTRIBUTE

EMR Abstraction:
Treatment completion
{Participant interviews}

EMR Abstraction

Mailed self-directed support 
materials/ECANA care package

Invitation to weekly peer support 
group

Invitation to 1:1 peer support 
appointments

Screen

Inclusion Criteria

*Black/African-
American

*Confirmed high-risk 
EC diagnosis (new or 

recurrent)

*Treatment 
recommendation of 

immunotherapy,  
chemotherapy 

and/or radiation

En
ro

ll

Patient 
Demographics 
and eligibility

R
A

N
D

O
M

IZ
E*

Baseline 
Survey 

collection

Enhanced 
Usual Care

Weekly 
Support 
Group

1:1 Peer 
Support In

te
rv

e
n

ti
o

n
 C

o
m

p
le

ti
o

n

Month 0

Survey Data 
collection

Month 1 Month 3 Month 6
Survey Data 

collection

Intervention Period

Survey Data 
collection

EMR abstraction: 
Treatment plan

{Participant interviews} ourSISTERstudy.org



13 SISTER Study sites

Lisa Johnson PhD



Lesson: Do NOT try to launch a (non-COVID) multi-site randomized trial during a pandemic.



Not Enrolled: 246 (57%)

Not eligible: 187 (41%)
Declined to participate: 58 (13%)

Screening terminated (other): 22 (5%)

Group support: 78

1:1 support: 53

Enhanced Usual 
Care: 54

Completed Study 
Timeline: 131

Updated: 9/24/24

Deceased: 19

Screening complete

461

Eligible

Consented or In-Process

224

Randomized

& Enrolled

185
Withdrew: 2

SISTER enrollments

Total 
Enrollment 
187 / 252

(74%)



SISTER is more than a trial…It’s a community



Participant 
Interviews 

45 at baseline

45 at completion (6mo)

Baseline

38 complete

6-months 

3 complete

Peer Supporter 
Interviews

Post-training, 50% 
enrollment, 100% 

enrollment

Post-training

Complete (n=8) 

50% 
enrollment

Complete (N=9)

100% 
enrollment

Not yet started

Peer Supporter 
Session Notes

Collected throughout 
study

Ongoing data 
collection

Recruiter 
interviews
Begin interviews at 

25% enrollment

3/10 complete

Healthcare 
team 

interviews
50% enrollment

Not yet started 
– interview 
guide to be 
developed 
early 2025 

Stakeholderi
nterviews

After all participants 
have completed the 

study

Not yet started

SISTER is a Hybrid Effectiveness-
Implementation Trial Type I



The SISTER Study: A Seed for Future Discovery & Survival 

Research 
methods

Structural

IndividualBiological

OUR SISTER R01

ACTS

Research 
Participation

Research 
Partnership

Future  
collaborations 

and discoveries

ROSES



CONFIDENTIAL – DO NOT DISTRIBUTE

Roles of Social Change in 
Engagement Science (ROSES Study)

Goal: Create reproduceable structures to guide research 
partnerships in creating a balance of needed perspectives and 

supporting long-term successful community engagement

PCORI Science of Engagement #2022C2-28908;
2024 - 2027



GOAL: CREATE A FRAMEWORK TO GUIDE OTHER TEAMS

Survey data
Workshop 

Data
Focus Groups



Advisory Council for 
Translational Science (ACTS)

Goals:

To determine best recruitment approaches 
and data sharing practices that optimize 
acceptability and participation in 
biospecimen research among Black women 
with EC. 

Recruit and convene an Advisory Council to 
oversee all translational research efforts. 

Recruitment 
pool

Black women 
with high-risk EC

SISTER 
Participants

ACTS study 
participants

Aim 1: survey 
(n=50)

Aim 2: focus 
groups of SISTER 

Completers



1. Introduce The GRACE Center mission, vision, and 
values. 

2. Review GRACE Center research studies.

3. Discuss future horizons and collaboration 
opportunities.

Objectives



The GRACE Center: 2023-24 Progress

RESEARCH

LEAD (7): SISTER, GUIDE-
EC, Black Enrollment on 
Trials, ACTS, ROSES, 
GUIDES BY US

COLLABORATE (4): CHC, 
TP53 in EC, EC Treatment 
Disparities (R01), 
Carolina Endometrial 
Cancer Study

CONSULT: ITHS Preclinical 
Engagement, STRIVE

TRAINING

FELLOW (4): Ann 
+ Eric + Maya + 
Tiffany

POST DOC / PhD Students (2): 
Minerva, Emma

STAFF DEVELOPMENT: Prof 
Development 2x/ year; Monthly 1:1 
Director meetings; Lab presentations 

SUMMER 
INTERNSHIP

EDUCATION

SEMINAR SERIES: 
Fall / Spring

CLASS LECTURES: Grant Writing for 
Clinicians, Center for Study of 

Demography and Ecology, Department 
Research Skill Shares

COMMUNITY

INTERNAL: 
Summer / Winter 

Social Events

LOCAL: WiPs, 
Internal 

Lectures, Open 
Lab Meetings

NATIONAL: 
Seminar Series, 
Social Media, 
Presentations

NARRATIVE Shifts

Equity Methods 
EXPLAINED OPPORTUNITY 

for purpose-
aligned staff

GYN Health 
Equity 
HOME

organized & 
aligned 

academic MULTI-
MISSION

Center for 
qualitative and 

community 
engagement 
EXPERTISE

Facilitating ‘hardly 
had’ CONVERSATIONS

ADMINISTRATION Nadia Khan, MBA



The GRACE Center: Looking Ahead…

RESEARCH

LEAD (7): SISTER, Black Enrollment on 
Trials, ACTS, ROSES, GUIDES BY US, OUR 
SISTER (R01), SISTER Extension Study 
(PCORI)

COLLABORATE (4): CHC, TP53 in 
EC, EC Treatment Disparities 
(R01), Carolina Endometrial 
Cancer Study, New AUB mPI R01, 
GUIDE-EC based grants/papers

CONSULT: ITHS Preclinical 
Engagement, STRIVE

NARRATIVE Shifts

Equity Methods 
EXPLAINED OPPORTUNITY 

for purpose-
aligned staff

GYN Health 
Equity 
HOME

organized & 
aligned 

academic MULTI-
MISSION

Center for 
qualitative and 

community 
engagement 
EXPERTISE

Facilitating ‘hardly 
had’ CONVERSATIONS

OUR SISTER (R01)
▪ Structural: 5 years funding for SISTER Team. 

Building biorepository for future EC questions. 
• Research: Advancing study of embodiment of 

racism and concept of racial hypervigilance

SISTER Extension Study (PCORI)
• Structural: 5 years funding for SISTER Team. 

Continued database of survey, treatment, and 
interview data for future studies. 

• Research: understand social support ‘cliff’, long 
term QoL issues for survivors, how new treatment 
landscape is affecting survival



On the horizon: SISTER – Long Term Follow Up 
Study

INDIVIDUAL & CLINICAL CHARACTERISTICS (bi-directional influence at all points in logic model)

LONG TERM (1, 3, 5 
YR) OUTCOMES

Endometrial 
Cancer 

Recurrence*

Endometrial 
Cancer 

Mortality*
(Aim 1)

Social 
norms & 
beliefs 

Social burdens 
& obligations 

Attendance at 
peer support 

sessions 

Receipt of: 

1) Social-
emotional 

support from 
Black EC 

survivors & 

Black women 
receiving EC 
treatment

2) Culturally-
tailored 

informational 
support

OUTPUTS

Cancer histology 
and stage at 

diagnosis
Lifestyle 

behaviors

Physiology 

SHORT TERM (6-MONTH)
OUTCOMES

Social Isolation++ 
(Aim 2)

Physical & 
functional quality 

of life++

Financial 
toxicity++ (Aim 3)

Treatment 
Completion*

Physical and 
functional 

quality of life+

Financial 
toxicity+ 

INTERVENTIONS

Group 
Peer Support

One-on-one 
Peer Support

Social 
Isolation+

Social 
emotional 

well-being+

Informational 
resources & 
knowledge

Trained Peer 
Supporters;

Community 
engagement 
of survivors 

and 
caregivers;

Virtual 
meeting 

platform;

Culturally-
tailored 

curriculum & 
resources

INPUTS

Self-identified support 
needs and desires

Racial 
hypervigilance, 

Anxiety, 
Depression

Notes: * indicates measured in SISTER Study; ** indicates measured in both SISTER and 

5 Year Extension 
grant submitted 
September 2024.



Social Determinants of Health

Conceptual Model of Racism as a Fundamental Cause That Contributes to Poor Disease Outcomes

Racism

Environment
(Built, social, psychological)

Increased 
susceptibility 
to aggressive 

biological 
phenotypes 
of common 
population 
diseases.

Socioeconomic Status

Genetic Predispositions

Physiological 
Responses

Epigenetic process: 

emergent 
embodied 
phenotypes

Physiologic Process: 

cumulative insults 
over the lifecourse

Behavioral 
Responses

Allocation of disadvantaged structural, social-
psychological, & individual resources 

(money, prestige, power, social connections, freedom) 



On the horizon: Observing and Understanding Racial 
Hypervigilance on the SISTER Study (OUR SISTER)

• Goal: Understanding how exposure to structural 
racism influences individual hypervigilance (stress) 
and EC poor prognostic tumor features.

• Goal: Build a biorepository of tissue, blood, and 
other biospecimens from the SISTER cohort for this 
study and future research. 

Structural

Census-derived 
indicators of 

racism*

Interpersonal

Racial 
hypervigilance*

Biological

 EC poor 
prognostic 

features



EC Poor 

Prognostic 

Factors:
Advanced stage 

at diagnosis

Non-

endometrioid 

histology

Aggressive 

molecular 

phenotypes

Measures: 

Racial & Economic 

Polarization

Racial Segregation

Area Deprivation

Structural Racism 

(SR)
Individual Effects 

of  Structural 

Racism Exposure
Measure:

Racial 

Hypervigilance 

(RHV)

Aim 1: 
Quantify 

relationship 
between SR 

exposure and 
individual RHV 

Aim 2: Identify 
exacerbating 

and mitigating 
factors to SR-

RHV 
relationship

Aim 3: Assess 
for association 

between SR, 
RHV, and EC 

poor 
prognostic 

factors

High Risk 

Endometrial 

Cancer

Figure 1. OUR SISTER Study Schema
Birth: Normal 

Endometrium
Vulnerability to High-Risk, Poor Prognostic Endometrial Cancer

Grant re-submission 
November 2024



GUIDE EC: Opportunity for ANCILLARY STUDIES

• 3,500 Black individuals who underwent hysterectomy over 6+ years

• 10 hospitals + 100s outpatient clinics

• 1400 possible data points per case entry

• Detailed gynecologic symptoms up to 24 months prior to surgery

• General medical & social history including mental health 

• Detailed ultrasound quality and measurement data
• fibroid location, fibroid size

• MRI, D&Cs Next Step: Develop data access and 
proposal process



The GRACE Center: Narrative Shifts…

NARRATIVE Shifts

Equity Methods 
EXPLAINED PLAYGROUD for 

purpose-driven 
research staff

GYN Health 
Equity 
HOME

organized & 
aligned 

academic MULTI-
MISSION

CENTER for 
Quant / Qual / CE 

EXPERTISEFacilitating ‘hardly 
had’ CONVERSATIONS



Awareness is rising…



www.RedDabRedFlag.com
September 

Gynecologic
Cancer 

Awareness 
Month
2022



With more money and more attention 
pouring into EC, it’s critical we have 
INFORMED and ENGAGED voices in 

the public sphere.



▪ Use > 4 times in 12 mo prior to 

study enrollment → HR 2.55

Chemical Hair Relaxers and EC

Postmenopausal women:
- HR 1.6 for moderate and heavy use 
- HR 1.71 for > 20 years of use 
- HR 1.85 for >5-6 times per year

How does our emphasis on obesity cloud our innovation in 
exploring environmental risk factors in North America, among 
Black women, and variation by other marginalized status?



Early Stage At Diagnosis

GUIDES projects follow up analyses
Multi-level Intervention Execution
GUIDES By US - Dissemination

Comm Engagement & Trial 
Methods

Acceptability of Blood and Tissue Based Research 
(ACTS)
Roles of Social Change in Engagement Science (ROSES)

Embodiment and Outcomes

Racism, Deprivation, and EC Histology 
(OUR SISTER)
Social Support and Survival (The SISTER Study)

Goal: Close the Gap
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White
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“…Nationally funded cervical cancer screening is successful 
but does not address all barriers of gynecologic cancer 

care. Promotion of public education of endometrial cancer 
symptoms may be a vital need to impoverished 

communities with limited access to care.” 

Lesson: Start anywhere, just be sure to start. 

My resident research project, 
submitted April 9 2012!
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THANK YOU
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