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Objectives

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

2. Review GRACE Center research studies.

3. Discuss future horizons and collaboration
opportunities.
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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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The GRACE Center: 5 Year Vision Structure

Equity Methods organized & Center for

NARRATIVE Shifts EXPLAINED > aligned RN qualitative and
GYN Health - T academic MULTI- : . community
_ Facilitating ‘hardly RIS or purpose engagement
Equity had’ CONVERSATIONS aligned staff i
HOME
LEAD
SEMINAR SERIES
COLLABORATE CLASS LECTURES
FELLOW /
POST DOC
INTERNAL
CONSULT PhD Students
LOCAL
STAFF
DEVELOPMENT
IDIVIINSGYN (I | Nadia Khan, MBA ISI\lIJThéIIQ/INEST-IIP NATIONAL




Objectives

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

2. Review GRACE Center research studies.

3. Discuss future horizons and collaboration
opportunities.



Endometrial Cancer

66,00 cases/ year
Lifetime risk in US: 3%

1in 32 women by age 80

5-year survival: 80%

Giaquinto AN et al. CA Cancer J Clin, 2022.
https://seer.cancer.gov/statfacts/
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US Uterine Cancer Statistics by
Race/Ethnicity: Mortality

12
—+Black —-—White

10
8 W/j_/_/
For Black women, uterine cancer

6 q .
mortality has >> ovarian cancer

M mortality since 2005.
4

Rate per 100,000

Guiaquinto, et al. Obstetrics &

2000 2002 2004 2006 2008 2010 2012 2014 2016 2018 2020 2022 Gynecology. 2022.

SEER Data as of April 17, 2024

Data from: SEER cancer statistics review
UW Medicine


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
Uterine Cancer Rate Ratio
US Mortality Rates by Race/Ethnicity 1999-2018
1 Stomach 2.3
" , 2 Multiple Myeloma 2.2
-+Black -+-\White
10
B§ 3 Uterine 2.0
o (Endometrial) (1.2-2.8)
=
< 4 Cervix 1.7
o
4 GJM
T 5 Breast 1.4
o
2 6 Colorectal 1.3

0
2000 2002 2004 2006 2008 2010 2012 2014 2016 2018 2020 2022

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

The Black-White mortality gap in endometrial cancer
is one of the largest in all of cancer care in the US.




US Black women and Endometrial Cancer

* Non-endometroid histology is on the rise for everyone, and most strikingly in Black

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

* Mortality rates are the highest among Black women, after adjustment for
Doll et al AJOG 2019; Karia et al Gyn Onc 2023

stage and histology, with 40-60% unexplained.

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

(30% non-endometrioid) Mukerjee et al. Gyn Onc 2018

 Black vs. White EC molecular profile differences largely follow known

differences in hiStOlOgiC Subtype Wilhite et al. Gyn Onc 2022; Whelan et al. Gyn Onc 2023

UW Medicine



Black women’s reproductive health

Obstetrics and Maternal-Fetal Medicine

Higher rates of

- Preterm Labor

- Low Birth Weight infants
- Maternal mortality

Gynecologic Care

Higher rates of

- Fibroids

- lrregular cycles

- Infertility

- Premenopausal
Hysterectomy

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.

UW Medicine



Disclosure: | have a perspective ol

"Fundamental Causes” of Social Inequalities in Science &
Mortality: A Test of the Theory* Tools for the

Public Health
_ 4 Phelan, Jo C i Link, Bruce G g% Diez-Roux, Ana g Kawachi, Ichiro g Levin, Bruce i Journal of Health and
o Social Behavior 45.3 (Sep 2004): 265-85
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Professional
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Public Health Critical Race Praxis Fundamental Cause Theory The Ecosocial Theory of
(Ford & Airhehenbuwa) (Link & Phelan) Disease Distibution
. (Krieger)
Racism is omnipresent The link between SES
in society and active in and mortality persists over

Embodiment: How we,

the daily lives of people time due to dlffer.entlal as humans, “literally

of color. access to key flexible biologically embody
resources (knowledge, exposures arising from

Racial biases inform the money, power, prestige, our societal and

nature of research and social connections). ecological context

questions and a priori - _ thereby producing

assumptions driving Differences in health population rates and

research. outcomes based on social distribution of disease.
position in a society arise

Research efforts are in the context of the

EQUITY oriented. treatability of a given How does the social
condition. environment influence

How has knowledge What are the modifiable factors biologic differences in

about Black women with that contribute to the Black-White histology and

EC been constructed? mortality gap in EC? outcomes?

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



EARLY STUDIES: 2016 - 2020
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Endometrial cancer disparities: a race-conscious
critique of the literature

Kemi M. Doll, MD, M5; Cyndy R. Snyder, Phl); Chandra L. Ford, PhD, MPH, MLIS

How has knowledge
about Black women with
EC been constructed?

Race defined as a biological/genetic entity

Assumptions that healthcare environments
represent ‘color-blind’ spaces

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

No work to address repeated

documented treatment inequity

Absence of the Black woman’s voice

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



Preliminary work: Cohort Simulation

20% |

o
8%
4%
o |

Status Quo

Black-White Mortality Gap

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

1: Racially 2: Racially
Equivalent Equivalent
Surgery Rates Stage

?
]
]
]
]
]
]
]
\ 4

3: Racially
Equivalent
Surgery and
Stage

3 Cohort Simulation Scenarios

Data Source:

SEER 18-Registry

EC Cases 2004 - 2009

Base Population N= 34,580

Absolute 5-year mortality gap:
19.3% 2 11.6%

40% of Black-White
mortality gap is
attributable to

stage at diagnosis
surgery rates

Doll KM, Winn AN, & Goff BA. AJOG.
March 2017.
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Context: Black women’s reproductive health

Gynecologic Care

Higher rates of Gynecologic Cancers

- Fibroids Results in normalcy of

- lrregular cycles abnormal bleeding in older
cause abnormal bleeding black women

in young black women - Endometrial cancer

We may have a RACIALIZED view of the

primary symptom of endometrial cancer

UW Medicine



Robert Wood Johnson Foundation AMFDP 2018 - 2021

Potential Nature of symptoms Access to healthcare Provider’s specialty
Infl . Misattribution of symptoms Occupation / Education Visit setting (ER, health clinic, etc.)
ILLEIUEIS Racial beliefs about bleeding Insurance / payer mix
Factors symptoms Trust in healthcare system Diagnostic care pathway
Patient Firet
Detection of perceives st Histologic Start of
Events bleeding reason to seek ‘:l‘.:t?‘s::t::;::r diagnosis treatment
care
I . | I |
| 1 | 1 I
| 1 | 1 |
' | | Provid | |
: I : l rovider : l
' : : I Action to consult I , I _ I
[ Patient appraisal healthcare I appraisal, I Planning and |
Processes and self- . investigation, scheduling of
provider and
management arrange visit referrals, and treatment

appointments

Pre-treatment

Application of The Andersen Model of Total Patient Delay



Appraisal Interval: Normalizing Delay

Commun ity_ E nga ged QU alitative Stu dy “I was just surprised. JL{st surprised.
Not alarmed, because it wasn’t
N=32 Black and White women with EC heavy at all. Very light. But it was

there. And I’'m like, ‘Is that blood?’

: : : : ....Because it was nothing compared
Semi-structured interviews (1-2 hours) on experienCce i what I'd been used to since I was

of menopause, symptom onset, and diagnosis in my 20s. Nothing.”
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
Doll KM, Hempstead BH, Alson JA, Sage L, Lavallee D. JAMA Net Open. May 2020



Appraisal Interval: Overlapping Vulnerability

Overlapping Vulnerability + Underlying Risk

Contributor Black Women
Vulnerabilit Vulnerabilit

Knowledge about menopause and the
Experiential: menopausal transition.

Knowledge Endometrial Cancer knowledge

Racist microaggressions and explicit race-

Experiential: Prior SR e
based discrimination

Negative Reproductive

Healthcare Experience
Experiences with obesity and fat shaming

Gynecologic conditions (e.g., polyps and

» En D B -

fibroids)
Medical: Prior or
Concurrent GYN History of very heavy periods / abnormal
Conditions uterine bleeding.
Non Gyn comorbid health conditions or
procedures

Structural: Access to

quality healthcare Providers’ responses are vague, reassuring,
provider relationship or otherwise minimize risk.

Epidemiological:

Underlyln.g Histologic subtypes.
Risk

Population rate of aggressive histologic

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

Vulnerabilit Vulnerabilit vulnerabilit

Knowledge about menopause and the
Experiential: menopausal transition.

Knowledge Endometrial Cancer knowledge

Racist microaggressions and explicit race-

Experiential: Prior R
based discrimination

Negative Reproductive

Healthcare Experience
Experiences with obesity and fat shaming

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

History of very heavy periods / abnormal
uterine bleeding.
Non Gyn comorbid health conditions or
procedures

Medical: Prior or
Concurrent GYN
Conditions

Structural: Access to
quality healthcare
provider relationship

Providers’ responses are vague, reassuring,
or otherwise minimize risk.

Epidemiological:
Underlying Histologic
Risk subtypes.

Population rate of aggressive histologic

Doll KM, Nguyen A, Alson JA.

Moderate

4

Moderate

Moderate

- am = - ) -

2

=

Native / Indigenous

people?

Trans, Queer, and Gender
Non-Binary Individuals?

Immigrants, refugees,
and/or low English
proficiency?

...And more

Gynecologic Oncology. 2022 Feb; 164(2):318-324



Diagnostic Interval: Care Delivery Omissions

SEER-Medicare Study

EC Cases 2000-2011 (N=4,354 (W), 537 (B)) I
|dentified symptoms (bleeding) and procedures e
(TVUS, biopsy, D&C) prior to diagnosis .
Black women with aRR 1.12 —1.74 for non-guideline O%Z "

adherent work up

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

PMB + Proc

°7] Non-Guideline Concordant
120, - p<0.001
10.4%
10%—
1 8.6%

8% 7.3% 7.5%

6% 5.4 5.3%
4% 3.7%

3.1%
2%
0% __ 226 37 B 131 19 313 53 222 44
W B W B W B W B

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

PMB Only AB +/- Proc  Proc Only None

UW Medicine



Influencing Factors on Diagnostic Interval among Women with EC

Linear Regression of the Diagnostic Interval in Black vs. White

Gyn. History
& symptom

Procedure
received
within 7 days
of
presentation

Median days: 28 days (1 —110)

Women with EC

Race: Black (vs.
White)

Abnormal Bleeding
Hyperplasia

Pelvic Mass

Pain

Anemia

Endobiopsy
Bleeding only -80%
D&C/hyst ")

TVUS

Black vs. White Women

Black women were associated with a 27% longer diagnostic time
interval compared to white women. This association became

o insignificant after adjusting for diagnostic work-up.
o5 Classifying bleeding as “abnormal”
—@—22% Characterization of bleeding as ‘abnormal’ rather than
| @ 21% ‘postmenopausal’ prolonged time to diagnosis by 60%
Procedure received
@ Ref 9% < Procedure received within 7 days of symptom presentation:
4% Compared to those with a biopsy, women who had an ultrasound or
- @ . :
no procedures had longer intervals (42% and 99%, respectively)

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.

UW Medicine



Diagnostic Interval: Provider Survey

How are Peri-menopausal Reproductive Symptoms

Assessed by First Line Providers?
Demonstrated overall moderate (6/10) EC “o® _ou’
knowledge 9" *\5@
Indicated non-guideline adherent management 0 o 2ne
choices from 10 to up to 39% in response to EC
symptoms
Co , _ , Fam Med, IM, or EM 252 (47.5%)
W|th|n guideline choices, preferred TVUS > S ————— ——
biopsy NP (vs MD) 195 (37%)

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



JAMA Oncology | Original Investigation

Estimated Performance of Transvaginal Ultrasonography for Evaluation

of Postmenopausal Bleeding in a Simulated Cohort
of Black and White Women in the US

Kemi M. Doll, MD, MS; Sarah S. Romano, MPH; Erica E. Marsh, MD; Whitney R. Robinson, PhD

Study: Quality of the
Guidelines

Black White Absolute Relative Black : White
Difference
84% more sensitive test for White
Sensitivity 47.5% 87.9% 40.4% women

2-fold increase in number of false

NPV 91.7% 97.0% 5.3% negative results
Overall nearly 30% better performance
AUC 0.57 0.73 ySu P
among White women

Table. Race Comparison of Performance of TVUS ET 4MM thresholds for identifying
endometrial cancer among a simulated cohort with postmenopausal bleeding




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.

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



Potential
Influencing
Factors

Processes

Robert Wood Johnson Foundation AMFDP 2018 - 2021

Access to healthcare Provider’s specialty
Occupation / Education Visit setting (ER, hez
Insurance / pays
Diagnostice

Nature of symp
Misattributio

Racial belief
symptoms

rust in healthcare system

Planning and
scheduling of
reatment

Patient ap»

Pre-treatment

Application of The Andersen Model of Total Patient Delay



Overlapping Vulnerability and Underlying Risk of EC Care Delay



Overlapping Vulnerability + Underlying Risk = EC Care Delay

Failure of diagnostic algorithm
TVUS strategy provides false reassurance

Misattribution of Symptoms:
No framework for normal / abnormal

- - ¥ Insurance/Financial/Structural barriers
Confusion with fibroids & other gyn dx - - P
Confusion with non gyn conditions ges - Person appraises s’ ‘ Doll, JAMA Oncology 2021 ’
symptom as abnormal

‘ Doll, JAMA Network Open 2020 ’ ‘ Doll, JAMA Oncology 2024 ’

Person initiates
diagnostic evaluation

‘ Doll, Gyn Onc 2022 ’

After an exit, people
may re-enter
several steps back, /

caughtin a ,,

Healthcare provider communication:
Incorrectly normalizes symptoms
Vague unclear discussion of cancer risk

———" Shaming or dismissive

| Doll, AJOG, 2018 |

recurring cyde of /4 Person discloses to
delay. ,, healthcare provider ‘ SollMa deiokiRandail ’
/ ~ Sage..Doll, ] Womens Hith, 2023
Endurance as a self-care strategy: { \ ‘ Alson, Orellana, Gross, in progress ’
Avoidance 2/2 prior neg experiences \\
~ Doll, JAMA Network Open 2020 J < There is not one magic solution, there are

‘ e ’ Insurance/Financial/Structural barriers many needed solutions.




COMMUNITY

eCalna

Endometrial Cancer
Action Network for
African-Americans

https://ecanawomen.org

Originally Funded by PCORI, UW ITHS, generous donors

--> Now Independent 501©3 Non-profit - -
RESEARCH W Medicine



GRACE Center 2024 At A Glance: Projects

Current Projects (Leading) Current Projects (Collaborating) Mentored Work

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

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

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

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

ROSES: Roles of Social Change in
Engagement Science- DOLL

Racial Differences in Hysterectomy: A
Multilevel Investigation — ROBINSON,
Duke (RO1)

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

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

Multilevel Determinants of Racial
Disparities in Receipt of Guideline-
concordant Endometrial Cancer
Treatment (RO1, PI: Felix, OHSU)

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

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

Observing and Understanding Racial
Hypervigilance on the SISTER Study (OUR
SISTER) NCI RO1 Feb 2024 / Nov 2024

The SISTER Extension Study — PCORI LTFU
June 2024



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

Mechanical Goal: To inform guideline change through development of a risk-
Influences . . .
Weight/BMI based approach to evaluating symptomatic Black women via
Fibroid Locati N
broidsie IGALLLY 3,500 Black women cohort.
Uterine size B
US location /—\‘j e <3
Subjective / Pre-Test v 4
Bias Influences VA
Hx Fibroids T TVUS L i
PMB +/- other gyn ———— | Endometrial |/~
symptoms measurement Thickness | ooy
Ordering provider performed Measurement LY + <5
Age \\
\\\
L/'—/ B
Data Quality ) 2
Measurement data source 7
Reports available ~~ Reported ET
Reports source measurement
US location available
Kuni Foundation Discovery Award; 2021-2024 Whitney Robinson, PhD  Erica Marsh, MD MSCI

Social Epidemiology Reproductive Endocrinology
Duke University U of Michigan



Data collection

/UNC Health Care System\ { CENSUS }

DATA

Electronic Medical Records

(
BILLING CODES
(ICD-9, ICD-10, CPT) SeiiaeeIel
< MERGED
ANALYTIC
@ DATA SET
PROVIDER NOTES Abstraction
0 Legend:
\ EPIC: UNC Hospitals electronic medical record

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



Hysterectomy

Social history

Pelvic ultrasound

Pelvic exam

+/- 30 days
from earliest
ultrasound

Study time frame: 24 months prior

2014/04/04 - to hysterectomy
2020/12/31

GYN symptoms

Medical history
Endometrial biopsy

Family history



ABSTRACTION INSTRUMENT: OVE

Section 2: Hysterectomy

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

Collect: Date, Pathology,
Indication

Section 3: Earliest pelvic ultrasound

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

Time frame: within 24 months
prior to hysterectomy date and
within study period

Study
period:
2014/04/04 -

Section 3h: Last pelvic ultrasound 2020/12/31

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

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

Section 4: Pelvic exam

Time frame: within 30 days of

. Collect: Uterine size, fibroids
the earliest ultrasound

Section 5: Gynecologic Symptoms

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

Time frame: within

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

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

Collect: Date,

Pathology
procedure date within the study period

Section 8: Medical History

Time frame: within
study period

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

.4

Section 9: Family History

Time frame: within
study period

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

Section 10: Social History

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

study period



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
e 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 = Pl + Study team review
* Triggers direct clinical record by clinician if needed

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

UW Medicine



Example Abstraction Flowchart tool

]

Is there a biopsy in this record?*

—>| Does this ultrasound have a date listed? |

=<
[0)
12

Record Is there context in
this date this note to indicate
as the the date of the

ultrasound ultrasound?

date:

Record the date the u/s is
mentioned as the u/s date.

%

| Are there notes on indication or results?

|
Abstract these Mark “no additional
notes. information” + reason.

——

Are there clinician notes
reporting symptoms or

diagnoses within +/-30 days
from the recorded date of
procedure? No

Yes Is there a subsequent u/s? |

!

N

Does this biopsy have a date listed? |

—>| Is there a d&c in this record?* |

Yes

—>| Does this d&c have a date listed? |

Yes

v

Record Is there context in

Record this Is there context in
date as the this note to indicate
biopsy the date of the

date. biopsy?

this date

this note to indicate

as the

data

the date of the d&c?

Record the date the biopsy is
mentioned as the biopsy date.

ﬁ

Are there notes on indication or results? |

1

Yes

Abstract these Mark “no additional

Record this date as
the d&c date.

L

| Are there notes on indication or results? |

Abstract these
notes.

Mark “no additional
information” + reason.

notes.

information” + reason.

\%'—1

Are there clinician notes reporting

symptoms or diagnoses within
+/-30 days from the recorded m
procedure date? ‘

%

Are there clinician notes reporting
symptoms or diagnoses within +/-30 days
from the recorded procedure date?

Is there a subsequent

|

Is there a Abstract

biopsy?
Eﬂ tl e -
e “

IZezI subsequent d&c? from notes
w/in 30 days
prior to hyst
Yes m for
A

symptom,
employment
hx, and
exam
sections.

*start with the earliest documentation within the 24 months prior to hysterectomy (and after the start-date of the study).

Julianna Alson, MPH

SENIOR PROJECT MANAGER

Yatrice Williams, B.S

RESEARCH COORDINATOR

Data Abstraction: August 2021 — August 2022

UW Medicine



usion and exclusion of
DE-EC full sample.

eFigure 1. Flowchart of inc
patient cases from the GU

Potentially eligible
participants
n=3,455 Excluded participants
l\ with no ultrasound
n=750
Eligible participants
n=2,705
Excluded
N n=1,211
| _Ultrasound with non-
visible endometrium
| (n=266)
Participants with -Ultrasound with no

endometrial
information (n=945)

ultrasound and endometrial
thickness measurement

n=1,494
I
v v v '
Endometrial Endometrial Endometrial Endometrial
thickness <3 mm thickness <4 mm thickness <5 mm thickness +5 mm
n=116 n=228 n=355 n=1,139
v v ! v
Final diagnosis Final diagnosis Final diagnosis Final diagnosis
-EC present (n=8) -EC present (n=20) -EC present (n=24) -EC present
-EC absent (n=108) -EC absent (n=208) -EC absent (n=331) (n=186)

-EC absent (n=953)




JAMA Oncology | Original Investigation

Endometrial Thickness as Diagnostic Triage for Endometrial Cancer

Among Black Individuals

Kemi M. Doll, MD, MSCR; Mindy Pike, PhD; Julianna Alson, MPH; Patrice Williams, BA; Erin Carey, MD, MSCR;
Til Stiirmer, MD, PhD; Mollie Wood, PhD, MPH; Erica E. Marsh, MD, MSCI; Ronit Katz, DPhil;
Whitney R. Robinson, PhD

Julianna Alson, MPH

Patrice Williams, B.S

Table 3. Sensitivity, Specificity, and False-Negative Probability of Endometrial Cancer by Endometrial Thickness Thresholds in the 1494 Participants

No. of patients

88.6 (83.5-92.5)
25 186 953

Endometrial thickness Endometrial cancer No endometrial cancer False-negative probability,
threshold, mm (n=210) (n=1284) Sensitivity, % (95% ClI)  Specificity, % (95% CI)} % (95% Cl)
Threshold: 3 mm
<3 8 108

96.2 (92.6-98.3) 8.4 (7.0-10.1) 3.8(1.7-7.4)
=3 202 1176
Threshold: 4 mm
<4 20 208

90.5(85.7-94.1) 16.2 (14.2-18.3) 9.5(5.9-14.3)
=4 190 1076
Threshold: 5 mm
<5 24 331

25.8(23.4-28.3)

11.4(7.5-16.5)

Mindy Pike, PhD

J



JAMA Oncology | Original Investigation

Endometrial Thickness as Diagnostic Triage for Endometrial Cancer
Among Black Individuals

Kemi M. Doll, MD, MSCR; Mindy Pike, PhD; Julianna Alson, MPH; Patrice Williams, BA; Erin Carey, MD, MSCR;
Til Stirmer, MD, PhD; Mollie Wood, PhD, MPH; Erica E. Marsh, MD, MSCI; Ronit Katz, DPhil;

Whitney R. Robinson, PhD

Individuals

Figure. False-Negative Probability of Endometrial Thickness it iy ke D
Measurement for Endometrial Cancer Diagnostic Triage Among Black

14+

12

=
o
1

Participants, %

CONCLUSION AND RELEVANCE These findings suggest that the transvaginal ultrasonography
triage strategy is not reliable among Black adults at risk for EC. In the presence of
postmenopausal bleeding, tissue sampling is strongly recommended.

Aim 2 Paper in Progress:

Identifying people at high risk for suboptimal
diagnostic pathway.

Endometrial thickness, nm <3 []<4 [ ]<5
All Age >50y Postmenopausal BMI =40
bleeding

Group




JOINUSINADIALOGUETO FOCUS GROUPS ON BlOPSY

IMPROVEHEALTHCAREFOR

BLACK WOMEN! & US EXPERIENCES

This is a dialogue about your gynecologic healthcare experiences as Black
Women. We can improve healthcare and survival among Black women.
Join us for a group discussion.

WHY PARTICIPATE

Endometrial (uterine) cancer is the most common gynecologic cancer in the
United Stares - more common than cervical and ovarian cancer.

Black women are almost twice as likely to die from endometrial cancer
compared with white women in the U.S. This is partly because Black women
are more likely to be diagnosed later. Earlier diagnosis may lead o betrer

outcomes!

TO PARTICIPATE YOU MUST BE A:

Black or African-American Woman with one of the following criteria:

S w e

*Concerning bleeding can include heavy periods lasting more than 7 days. iregularly tmed cycles,
spotting in-between periods, requiring transfusions or medications to manage your menstrual cycle

HOW DO I PARTICIPATE?

Visit the link below to take a survey to see if you are eligible, and feel free to share!

EREES
WWW.EPOCHTRIBE.COM £3% ‘i

fink

Julianna Alson, MPIH

Patrice Williams, B.S

Assistance with the survey is available, follow instructions at the link.
The focus groups will take place in Durham & Charlotte in June 2023,
If you're selected, we will contact you with the time and location.
Focus group participants will be provided with a $100 gift card.

Durham Arts Council
Age 35-49
10 participants

Virtual

Age 50+ Pauline's Tea Room Charlotte

7 participants Age 50+
8 Participants




GUIDE EC FOCUS GROUPS - RESULTS

I Julianna Alson, MPI

Patrice Williams, B.S

Components and prerequisites of a successful risk-based provider discussion about biopsy
*Patient is empowered to make a risk-informed choice that will maximize chances of early EC detection

Acknowledgment of Race concordant Ample opportunities
medical racism medical care to ask questions

Description of the full range of possible

Personalized care recommendations . . .
pain/discomfort experiences

Detailed, lay-oriented health education

Racial disparities : : Emotional Procedure

: Physical risks of . :

in EC and waiting for biobs benefits of mechanisms and
ultrasound utility & PsY choosing biopsy logistics




GUIDE EC PROVIDER INTERVIEWS

Semi-structured interview with 12 providers (OBGYN, IM, FAM MED, ED)

Barriers/facilitators to biopsy-first

Perceptions of Racial Disparities in  r5ilitators

outcomes for EC e Clinical decision-making support
e Education/dissemination of new
recommendations

* Increased proportion of providers performing
EMB

Uncertainty in specifics of guidelines

Skepticism in ability to tailor diagnostic
evaluation

Barriers

* Acceptability of same-day biopsy to patients
* Pain management

e Lack of provider ability to perform EMB

e System/resource barriers

Apathy/disinterest in addressing this

Issue



GUIDEIlineS 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

AACGR AACR

Define risk factors for NON-DIAGNOSTIC ultrasound | OBARR
Congratulations to Kemi M. Doll, MD, MCSR, a recipient of a 2023
resu Its' Victoria’s Secret Global Fund for Women’s Cancers Rising Innovator

Research Grant, in Partnership with Pelotonia & AACR. Her work can
improve endometrial cancer diagnosis in Black women.
@VictoriasSecret @Pelotonia

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

expansive individuals f. N ' GRANT
. RECIPIENT
Create and test a public facing educational toolkit AACR

American Association
for Cancer Researc h

AACR Victoria’s Secret Global Fund; 2023 - 2026 T e




GUIDES BY US: DEVELOPMENT OF A
MIXED MEDIA TOOLKIT

\

Aim 1
Quantitative
Data
(Risk Factors)

AV 4

e

Aim 2
Qualitative
Data
(Focus
Groups)

N

=

P

Aim 3

Tool Kit

N

Mixed Media

— KNOWLEDGE TRANSLATION

-

N

Infographics

~

J

-

N

Conversational text

~

J

-

N

Videos

~

J

DECISION MAKING FACILITATION

Interactive Quiz



GE FOCUS GROUP AMERICAN PUBLIC HEALTH
ASSOCIATION ABSTRACT - ACCEPTED

APHA 2024 Annual Meeting

Speakers' Corner

Presentation Details

Please note: All live events are scheduled for Eastern Time

Abstract Title: Incorporating black gender expansive voices in endometrial cancer public health messaging
Abstract ID: 549032

Part of Session: 5079.0: Transgender and Gender Diverse People’s Health
Date/Time: Wednesday, October 30, 2024: 10:30 a.m.-12:00 p.m. in Duluth Room
Session Type: Oral

Program: LGBTQ Health Caucus

UW Medicine



Public health

TRANSVAGINAL
ULTRASOUND

ENDOMETRIAL
BioPsY

DIAGNDSIS

awareness
campaign
launched
September 2024
across social
media

1IC GRACE Cente

OLOGIC RESEARCH AND CANCER

ENDOMETRIAL
Blopsy

DIAGNOSIS

INTRODUCING @guidesbyus

CU/[DESEBYRYS

We will be providing community inspired
information around endometrial cancer
along with resources for doctor's visit
because early detection saves lives,

DILATION & CURATTAGE
WITH HYSTEROSCOPY

DIAGNDSIS

Data suggests that most

providers prefer starting with

a transvaginal ultrasound.

@ However, a transvaginal

www.gracecenteruw.com ) gIStS gu idelines ultrasound might not be as

tmen bleeding' isbleeding o nds three good in Black women or
that h“ppe“s"ﬁe"“’”h“‘esmpped people with a uterus or
bleeding for around or morethan 12

months during menopause

POSTMENOPAUSAL Toushyoumyvesorped
BLEEDING Hishog -5

anyone over the age of 60.

symptoms can last uptoten yearsin 1C ( |R\( I Coenie Minerva Orellana, PhD
Black people.

— XGIC RESEARCH AND CAN —_

LET'S LEARN ABOUT

ENDOMETRIAL
CANGER

VERY HEAVY et Ve ek et
A menopause, EC most often presents
asnew ongoing very heavy bleeding

UTER'NE BLEEDING m‘:isdifferemfromyourroutine
cycle.

Other EC symptoms caninclude pelvic
OTHER or abdominal pain, new fatigue, light-

SYMPTOMS (B e

incontinence,and/or retention.

www.gracecenteruw.com @GUIDESByUs @ ’ 9

Leah Franklin, MPH



‘Narrowing’, or Eliminating the Mortality Gap?

Not all endometrial cancer
is created equal.

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

40

35

30

25

20

15

1

=

on

=

2000-2009 2010-2015 2016-2021 = 2000-2009 @ 2010-2015 @ 2016-2021

Black Black Black White White White

B MNon-endometrioid Endometrioid

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




‘Narrowing’, or Eliminating the Mortality Gap?

Racial disparity in survival among patients with advanced/recurrent endometrial

adenocarcinoma on GOG/NRG Clinical Trials
1.0
091 ", Race Alive Dead Total
— White 67 460 527
08 % — _ Black 4 59 63
18
- 0.7 ‘o
= '\11
1 _\\

& Log-rank test: p=0.016
Z 06
(ﬁ

s 05

Survival is more than

03

0.2

access to care. Black e I
women have lower A
survival on clinical trials i

0.8

and with guideline-

S
7>

< 05

concordant treatment |

0 12 24 36 48 60

0.2

\
e
U s
)
)
1
=
1
—.‘H
S
3
0.1 Y
0.01 . v
+] 12 24 36 48 60
Time from Entry onto Study (Months)

Maxwell et al. Cancer. 2006




The Ecosocial Theory of Disease Distribution

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

10
.
6
White
4
2
0
0 S ST A b gy S5
SR S SO S S R S S SN s\ o \~°°

UW Medicine



Social Isolation & Endometrial Cancer

Figure 2: Conceptual Framework of the SISTER Study

Overall Survival
(proportion)

o
N

High social attachment
= Low social attachment

0 1 2 3 4 5 6 7
Survival Time (years)
No. at risk

Low attachment 73 62 52 46 40 39 38 38
High attachment 93 85 80 70 66 65 65 65

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

-

\_

~
Social isolation is
lethal in cancer
treatment.

)

STUDY Social

INTERVENTIONS resources &
1 knowledge

| \ I
Social norms &
] _ beliefs
{
Social
emotional
‘ | wellbeing

!

Social burdens
& obligations

Social isolation

SISTE

Treatment
SOCIAL INTERVENTIONS FOR SUPPORT
factors DURING TREATMENT FOR ENDOMETRIAL
] CANCER AND RECURREMNCE
Lifestyle N Treatment EC Progression
behaviors Completion & Recurrence
Physiology
I lEC Mortality
Functional
status

Note: Highlight indicates measured by The SISTER Study

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




SISTER Study Design: 2021 - 2025

Intervention Period SISTE
l | M{y

/ \ — o N
Screen Mailed self-directed support c
materials/ECANA care package Q
Inclusion Criteria ]
*Black/African- fu Q.
American ~N a ) £
3 = Invitation to weekly peer support S

*Confirmed high-risk :> 2 — o Yp PP
EC diagnosis (new or |.|=J 0 group S
t —
recurrent) <ZE L ) -IE
*Treatment o g
re_commendation of a . _ N th
immunotherapy, Invitation to 1:1 peer support =
chemotherapy : —
e appointments
\ and/or radiation / L 5 N )
Patient Month 0 Month 1 Month 3 Month 6
Demographics * Bsaselme # Survey Data Survey Data ﬁ Survey Data
and eligibility urve_y collection collection collection
collection
EMR abstraction: EMR Abstraction EMR Abstraction:

Treatment plan Treatment completion

{Participant interviews} OUfSlSTE RStUdy.Org {Participant interviews}



Margie

Sylvia

\

\

Beza Tadess,

MPH

13 SISTER Study sites

UW - Doll

Uni. of Chicago - Lee

o

Chapman-Davis and Balogun

Weill Cornell Medicine -

Cleveland Uni Hospital - Lyman

Kimi

{

Jacqueline bt

Adrienne: Director

e >z ShawnL_ Johns Hopkins Uni. -

Beavis

e R \IM

dStar — Gamble

-

Uni. of Arkansas —
Williams

Mikki x

of Peer Supporters
L - Sheila S.
Uni. of North Carolina -
ﬁé %) | Stephenie Bae-Jump
F\ Uni. of Miami - Sinno/Nair
©! Prlmary Research Institution A

Louisiana State Uni. -

New Orleans —
Catellano

Uni. of Alabama -
Arend

Lisa Johnson PhD

@ Initial Recruitment Site

@ Expansion Site ‘

@ l SISTER Peer Supporters

UW Medicine



SISTER Trial Enrollment over Time

Overall Enroliment n = 184 Target Enrollment n = 252 252

200 - 1

SISTER Trial Enrollment

2021 2022 2023 2024 2025

& g & & L S
FELF FES IS PPLFIF FEF S SRR PE P SO AP SRR P TR

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




SISTER enrollments

Updated: 9/24/24

Screening complete
461

Not Enrolled: 246 (57%)

Not eligible: 187 (41%)
Declined to participate: 58 (13%)
Eligible Screening terminated (other): 22 (5%)

Consented or In-Process

py L
TOtaI Completed Study

EnrO"ment Timeline: 131

Randomized

187 / 252 & Enrolled 1:1 support: 53

Enhanced Usual

(74%) === Care: 54

Group support: 78

Deceased: 19



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

Advisory Council for Translational Science
Leah Franklin, MPH Julianna Alson, MPH
We are still recruiting for our ACTS survey which will allow us to re-imagine research involving blood and
tissue collection for our community! If you or someone you know is eligible and has not already completed
the survey, we invite you to complete this pald survey.
. Endometrial Cancer Research in the Black Community: .
Designing the studies YOU value
Self-Care!

We aim to re-imagine how we do research that involves bodily samples, like blood, hair, and other tissue
samples. We want to find out how to make this kind of sample collection process better for our community .
50 our data can be included in important research! the team are taking time for themselves. At the GRACE Center, we believe we cannot do our best work

without building in regular self-care

We are starting another new segment: Self-Care with the SISTER Team! Here we learn how members of

rough endometrial cancer to complete a 15 minute
SISTER Study team - April 2 fvey! This quarter, Nadia Khan, our fantastic new Administrative Director shares with us what she does to relax

participate? and keep herself balanced!

an or of African descent

The Art of Rest -Mé”‘
with Nadia Khan

Intentionality w
I}
The foundation of my self-care routine is u

the intentional cultivation of rest. Whe

Screened for

fancer

Hello Ms. <<First Name>>,

Welcome to the first quarterly edition of the SISTER Stud

eligibility and interest
Updated: 9/27/2024 [English without translation

Thank you again for finishing the SISTER study. We cani 4 61 ficipate?
are for your great contributions to science that will impac!
Endometrial Cancer (EC). Thank you again.

f. Black women who have

Study Arms ASSlgned psentation of Black endometrial cancer

Enrolled GFOUD SUDDOTt E sated for your participation.

184 1on 1Support: 53
fogist and health equity researcher.
—_— E n h ance d U sua | C are: 5_4. University of Washington and co

Action Network for African

fonal leader (Principal Investigator) of
During Treatment for Endometrial
udy and is dedicated to Improving the
person diagnosed with endometrial

cer, so that we can all thrive!

We have enrolled 184 participants in the SISTER Study!
target enroliment. Amazing job team!

psted?
102/119 Peer support partners see
tinyurl.com/surveyACTS 1
have completed their 6-month o Relaxing Activities vs.
surveys (86%) Draining Activities

During t period, ra
engaging in tasks that feel taxing or drainir

| opt for restorative activities that allow CG"V@ Out
me to disconnect from work and personal T
: T el oo ime For

ssssssssssssassssasssssssaTesasatrassssactassssaastsassssanssssssasssaanstsansssnnta



SISTER is a Hybrid Effectiveness-
Implementation Trial Type |

b

Participant Peer Supporter Peer Supporter Recruiter Healthcare Sta keh.olderl
Interviews Interviews Session Notes interviews feam nterviews
45 at baseline FERSEIILT, SO;%’ Collected throughout . : interviews After all participants
' enrollment, 100% il Begin interviews at have completed the
45 at completion (6mo) enrollment 25% enrollment 50% enrollment study

Post-training

Baseline Complete (n=8)

38 complete

50% ,
enrollment Ongoing data

collection 3/10 complete

Complete (N=9)

6-months

3 complete




The SISTER Study: A Seed for Future Discovery & Survival

ROSES f

o () &

Storyteliors

Research
Partnership

roms OUR SISTER RO1

nnnnnnnnnn
:::::::
ererererererer

9 @ .. O Structu rar
Research
methods Future
collaborations
SlSTEW Biological Individual and discoveries

ACTS

Participation




Ineffective [

* Promoles posifive, widely-held
+ Nalve citizen: values e.g democracy, freedom,
Does not realise the | justice, non-violence
powerholders and institutions
serve elite interests = Grounded In centre of society
+ Super-palriot. + Protects against charges of
Bind obedience to ’s:xlrmuqn'q‘ *
powerholders and country

CITIZEN

Ineffective

o REBEL

= Sell-identifies as 'being on
the fringe’

« 'Any means necessary’,
including violence and property

* Uses official channels to make
change

+ Uses variety of means:
lobbying, legal action, elections
* Monitors sucoess 1o assure
enforcement, expand success
and guard agains! backlash

REFORMER

+ Promotes minor reforms

» Co-optation: identfies more
with official powerholders than
arass roots

« Limited by hiearchical/
patriarchal structure

» Does not advocate paradigm
shifts

CHANGE
AGENT

« Uses people power: educates.

Ineffective

« Utopian: promotes visions of
eriectionism disconnected
rom current movement needs

D ke B SAN « Dogmatic: advocates single

« Protests: Says “NO!" t Wi Vo i < . f
destruclion 1 \«"Jl."l\lk;l o ;.Rm \'eﬂl;és :’X;:III:::’: &involves majority | approach while ignoring others
* Acts from strong negative | o iterc ANINA andt co g « ignores personal needs of
emol
despd ~
o The Social Change Ecosystem Map
an
- Per]
movd

Guides

Storytellers

(@) @deepaviyer
(@) @BuildingMovementProject

Weavers

Equity
Liberation
Justice
Solidarity

Caregivers

Attribution: Deepa lyer, Building Movement Project.
s

M, © 2018 Deepoa lyer.

All rights reserved. All prior licenses revoked

Experimenters

Frontline
Responders

Visionaries

) @dviyer
) @BldingMovement

PCORI Science of Engagement #2022C2-28908;

2024 - 2027

Engage

— Roles of Social Change in
ment 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

Engagement Experience

Domains for Community-Engaged Research

Contextual Ability

y(

Collective Empowerment

Social Change
Roles

Relationships
(Leadership, Dialogue, Conflict Resolution, Trust)

v
".

Outcomes

FIG1. Conceptual Model of Social Change Roles in Engagement. Social change roles are
different perspectives that harmonize to produce sustained impact and change in social movements. Each role may experience
engagement quality differently based on differing perceived importance of underlying engagement constructs.

Leah Franklin, MPH

- |

Patrice Williams, BS

Julionna Alson, MPH



CREATE A FRAMEWORK TO GUIDE OTHER TEAMS

GOAL




Advisory Council for
Translational Science (ACTS)

Goals:

Recruitment  ACTS study

To determine best recruitment approaches poOl participants
and data sharing practices that optimize g 1 I ( )
1k A : : Black women | Aim 1: survey
agceptaplllty and participation in with highoriek EC ine50]
biospecimen research among Black women g RN )
i f ) e )
Wlth EC. SISTER Aim 2: focus
Participants *| Broups Olf SISTER
. . . Completers
Recruit and convene an Advisory Council to . )\ J

oversee all translational research efforts.



Objectives

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

2. Review GRACE Center research studies.

3. Discuss future horizons and collaboration
opportunities.



The GRACE Center: 2023-24 Progress

Equity Methods organized & Cﬁntejr for 4
NARRATIVE Shifts EXPLAINED g aligned OPPORTUNITY s |tat|ve'an
GYN Health - T academic MULTI- f community
) FaCI|Itat|ng hardly MISSION Oor purpose- engagement
Equity had’” CONVERSATIONS aligned staff EXPERTISE
HOME
LEAD (7): SISTER, GUIDE- " SEMINAR SERIES: |
EC, Black Enrollment on E Fall / Spring
Trials, ACTS, ROSES, b
GUIDES BY US CLASS LECTURES: Grant Writing for
Clinicians, Center for Study of
COLLABORATE (4): CHC, Demography and Eco-logy, Department
TP53 in EC, EC Treatment FELLOW (4): Ann Research Skill Shares
Disparities (R01), +.Eric + Maya + INTERNAL:
Carolina Endometrial Tiffany Summer / Winter
Cancer Study Social Events

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

LOCAL: WiPs,
Internal
Lectures, Open
Lab Meetings

/CONSULT: ITHS Preclinical
Engagement, STRIVE

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

______________________

1 NATIONAL:
* Seminar Series,

Social Media,

Presentations

______________________

ADMINISTRATION NadiaKhan,MBA | < SUMMER i
+ INTERNSHIP :

______________________




The GRACE Center: Looking Ahead...

Equity Methods organized & Clenter for 4
. : qualitative an
GYN Health FaCI|Itat|ng lhardly N lslrlr;ISCIOMNULTI_ for purpose- engagement
Equity had’ CONVERSATIONS aligned staff
EXPERTISE
HOME
LEAD (7): SISTER, Black Enrollment on OUR SISTER (R01)
Trials, ACTS, ROSES, GUIDES BY US, OUR = Structural: 5 years funding for SISTER Team.
SISTER (RO1), SISTER Extension Study Building biorepository for future EC questions.
(PCORI) . :
* Research: Advancing study of embodiment of
COLLABORATE (4): CHC, TP53 in racism and concept of racial hypervigilance
EC, EC Treatment Disparities

(RO1), Carolina Endometrial SISTER Extension Study (PCORI)
(C;ijr:lc)eEr-:Eu:;l;gde;:nlif/:a?e?g1' . Struc.tu ral: 5 years funding for SISTER Team.
Continued database of survey, treatment, and
interview data for future studies.
e Research: understand social support ‘cliff’, long
term QoL issues for survivors, how new treatment
landscape is affecting survival

CONSULT: ITHS Preclinical
Engagement, STRIVE




On the horizon: SISTER — Long Term Follow Up

Study

5 Year Extension
grant submitted
September 2024.

c'//

~

LONG TERM (1, 3,5

YR) OUTCOMES

- /

Social Isolation++
(Aim 2)

Endometrial
Cancer
Recurrence*
Treatment

Completion* Endometrial
Cancer
Mortality*
(Aim 1)

Physical &

functional quality
of life++

Self-identified support
needs and desires

Social burdens
& obligations

Physiol
Social Cancer histology

norms & Lifestyle and stage at
beliefs behaviors diagnosis

Financial
Racial toxicity++ (Aim 3)
hypervigilance,
Anxiety,
Depression




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

-

Socioeconomic Status

Physiological
Responses

Social Determinants of Health
Increased

Behavioral s
susceptibility
0 s Responses :
to aggressive
. s OCldl, P OIOgICc biologica
Racism
phenotypes
of common
| | Epigenetic process: populatlon
. . Y ) emergent Physiologic Process: diseases.
Allocation of disadvantaged structural, social- embodied cumulative insults
psychological, & individual resources phenotypes over the |ifecours+e
(money, prestige, power, social connections, freedom) l

Genetic Predispositions >




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*
Biological Interpersonal
EC poor Racial
prognostic

" .
features hypervigilance



|

Figure 1. OUR SISTER Study Schema

|
Birth: Normal

Vulnerability to High-Risk, Poor Prognostic Endometrial Cancer

Endometrium -

Aim 3: Assess

High Risk
Endometrial
Cancer

Aim 1: for association
between SR,

Quantify RHV, and EC

relationship EC Poor

between SR poor

(SR)
Measures:

Polarization

/Structural Racism\ exposure and

Racial & Economic

Racial Segregation

\ Area Deprivation /

individual RHV Advanced

Non-

—————
- ~-o

prognostic Prognostic
factors Factors:

stage

at diagnosis

endometrioid
histology

" Aim 2: Identify . Aggressive

/' exacerbating molecular

and mitigating
factors to SR-
\ RHV / Grant re-submission

. relationship November 2024

~ -
———————

phenotypes




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

e 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...
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- i @aminatou - Jan 24 <
The Moment for Mother Jones AmmatAou Sow @ @aminatou - Jan 2 ‘ ‘
L Hey Twitter! Exactly a year ago | had a total abdominal hysterectomy with
Dollar-for-dollar matchmg g'ﬂ' a bilateral salpingo-oophorectomy. That means a removal of the uterus,
cervix, fallopian tubes, and ovaries. The whole sink!

POLITICS

Aminatou Sow # @aminatou - Jan 24
.ﬂlﬂm OCTOBER 21, 2019 I . T:; g:od news:ld;n't haveAend:mezrial cancer right now!
Why Are More Black Women Dying From the v @ Qo O 838

Most Common Reproductive Cancer? '. fmiiston S S Savmineto e 2 -
p . Your chances of surviving endometrial cancer might depend on your race
unfortunately. This is the same cancer that took Gwen Ifill away from us.
There are a couple theories. Black women have a 55-percent higher mortality rate after diagnosis than
other groups of women
ROSA FURNEAUX Q 3 11 62 O 405 1

) 20 2 181 Q 18K d
ENVIRONMENT CRIME AND JUSTICE FoOD MEDIA INVESTIGATIONS PHOTOS MAGAZINE PODCAS’ -

The meh news: Menopause is a beast! Being a cancer survivor is hard in
its own ways.

Aminatou Sow & @aminatou - Jan 24 v One Type Of Cancer Is Killing Black Women At Record-
One of the few people in the country studying this is Dr @KemiDoll. Her Hi h Rates

research focuses on disparities in uterine cancer [endometrial cancer is g

the most common type of uterine cancer]

2] Q 374 d

White women are less likely to die from the same condition.

1 24

v/

MAL VAGINAL BLEEDING? SEE A DOCTOR

TRENDS IN RATES

PROVIDERIF BLEEDINO

* NEW CASES v AFTER MENOPAUSE
* DEATHS v' BETWEEN PERIODS

BLACK WOMEN v' AFTER SEX
TO DIE

ncer symptoms both‘ _ , urenvs
‘post-menopause.

GOODMORNINGAMERICA.COM

Studies show endometrial cancer is more aggressive for Black women
Dr. Kemi Doll is committed to eliminating the racial mortality gap in endometrial cancer thro...

F & |Awareness is rising...




RED Endometrial cancer is a cancer of
DAB, the womb that disproportionately
s affects Black women. In fact, Black

7, f

women are nearly twice as likely to

die from endometrial cancer than
other women. And it can't usually

be detected by a routine Pap
smear, so knowing what to look for
can be key to getting treated. Red

Dab? Red Flag aims to make Black
women aware that if they experience any unusual spotting or a red
dab of blood, it could be a sign of endometrial cancer and to talk to Transcript *~  View video on Youlube |
their doctor, sooner.

Watch Shawn's Powerful Patient
Story

September
Gynecologic
Cancer
Awareness
Month
2022

www.RedDabRedFlag.com

Transcript View video on YouTube

Watch Dr Doll's Message to

Black Women UW Medicine



HealthDay

JAMA Oncology | Original Investigation

Endometrial Thickness as Diagnostic Triage for Endometrial Cancer
Among Black Individuals

HealthAtoZ  News For Medical Professionals  Video  Contentlicensing CustomContent  About Spanish  Newsletter

Ultrasound May Be Unreliable in Spotting
Endometrial Cancer in Black Women
Kemi M. Doll, MD, MSCR; Mindy Pike, PhD; Julianna Alson, MPH; Patrice Williams, BA; Erin Carey, MD, MSCR;

Til Stiirmer, MD, PhD: Mollie Wood, PhD, MPH: Erica E. Marsh, MD, MSCI: Ronit Katz, DPhil: E

" (/’ Fact-Checked

Whitney R. Robinson, PhD _ .
CONCLUSION AND RELEVANCE These findings suggest that the transvaginal ul U
Figure. False-Negative Probability of Endometrial Thickness trlage Strategy |S nOt FE|Iab|e among B|EIC|( adU|tS at FIS|( fOf Ec |n the presenc

Measurement for Endometrial Cancer Diagnostic Triage Among Black

Indivicuals postmenopausal bleeding, tissue samp e s S

Endometrial thickness, mm  [ll<3 [W<4 [ ]<5

o MmN

S\Q\US\#‘M

Participants, %

44 |

All Age »50y Postmenopausal BMI =40
bleeding

Group

Ultrasounds may not find endometrial cancer in

A\TODAY ONTHESHOW SHOP WELLNESs ~ PBlackratients

WOMEN'S HEALTH

With more money and more attention
Common endometrial cancer test is less pouring into EC, it’s critical we have

effective for Black women, research shows

INFORMED and ENGAGED voices in
the public sphere.

New study suggests the test may be missing cancers among Black patients more often.




) American Association
. W for Cancer Research’

Chemical Hair Relaxers and EC AA

Use of Straighteners and Other Hair Products and Incident
= Use>4timesin 12 mo prior to | Uterine Cancer
Stu dy enro I I me nt 9 H R 2 ] 55 Che-Jung Chang, PhD (®,! Katie M. O’'Brien, PhD, Alexander P. Keil, PhD,? Symielle A. Gaston, PhD,’

Chandra L. Jackson, PhD,»? Dale P. Sandler, PhD,! Alexandra J. White, PhD, MSPH

Hair relaxer use and risk of uterine cancer in the Black Women’s

: : 2o Health Study
Hair straighteners an

| Kimberly A. Bertrand " ', Lauren Delp®, Patricia F. Coogan, Yvette C. Cozier “*,
Yolanda M. Lenzy *°, Lynn Rosenberg”, Julie R. Palmer "

uterine cancer

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?

AACR SPECIAL CONFERENCE IN CANCER RESEARCH: ENDOMETRIAL CANCER: TRANSFORMING CARE THROUGH SCIENCE



Early Stage At Diagnosis

GUIDES projects follow up analyses Goal: CIOSQ the Gap

Multi-level Intervention Execution
GUIDES By US - Dissemination

Embodiment and Outcomes

Racism, Deprivation, and EC Histology 6
(OUR SISTER) W
Social Support and Survival (The SISTER Study)  *

Comm Engagement & Trial 2

Methods

0
Acceptability of Blood and Tissue Based Research P S P P 9O T o\ b
(ACTS)

Roles of Social Change in Engagement Science (ROSES)




Lesson: Start anywhere, just be sure to start.

ORIGINAL STUDY

Detection of Gynecologic Cancers in Indigent Women

in an Urban Inner-City Hospital

Kemi M. Doll, MD,*t Roman Puliaev, MD,* Julie Chor, MD, MPH,*} Alicia Roston, MPH,*

Urjeet A. Patel, MD,*} and Ashlesha Patel, MD, MPH*{

Objective: Access to care is a major concern for impoverished urban communities in the
United States, whereas early d ion of gy logi li ies significantly |nf|ucnces
ultimate survival. Our goal was to compare the stage at detection of

cancers at an urh.m wunly howl[a] with national estimates, and to describe the d.t:moyaphu.
and soci istics of this pop

Methods: All new patients presenting to the John |[ Stroger, Jr. Hospital of Cook County
gynecologic oncology clinic from January 1, 2008, to December 31, 2009, were reviewed
under an institutional review board—app protocol, Patients receiving primary treatment
at the institution during these dates were included for analysis. We used x” tests to compare
the institution’s stage distributions to national estimates.

Results: Two hundred nineteen patients met inclusion criteria over the 2-year study period.
Racial and ethnic minorities represented 72.5% of the population. OF the 219 patients,
56.1% (123/219) were uninsured and 37.9% (83/219) were covered by Medicaid or
Medicare. We identified 97 (43.9%) cervical, 95 (43%) uterine, and 29 (13.1%) ovarian
cancers, including 2 synchronous primaries. Compared to the National Cancer Data Base,
women with uterine cancer at our institution were significantly more likely to present with
later-stage disease (P < 0.05), whereas cervical cancer and ovarian cancer stage distribu-
tions did not differ significantly.

Conclusions: Compared to national trends, women with uterine cancer presenting to an
urban tertiary care public hospital have significantly more advanced disease, whereas those
with cervical cancer do not. Nationally funded cervical cancer screening is successful but
does not address all barriers to accessing gynecologic cancer care, Promotion of public
education of endometrial cancer symptoms may be a vital need to impoverished commu-
nities with limited access to care.

Key Words: Uterine cancer, Cervix cancer, Minority health, Early detection of cancer

Received April 9, 2012, and in revised form May 9, 2012
Accepted for publication May 14, 2012,

{Int J Gynecol Cancer 2012;22: 1113-1117)

Unives

158N: 1048891 %

*Jahn H. Stroger, Jr. Hospital of Cook County; and fNorthwestern
University Feinl School of Medicine, Chicago, IL. P s .
Address rc)nms[:wﬂg\&cnu and reprint requests to E{.cmi M. Dwll, MD, TI".S 15 mn.ecwd in na"‘?'ml da‘.ab‘“es

Diepartment of Obstetrics and Gynecology, Northwestern patients with stage | disease is more §
250 E Superior St, Suite 5-2177. cancer and nearly 70% for wterine cancef’ i
cellent for the patients who are often cured by surg\.ry znd
avoid lengthy and costly adjuvant therapies that have signif-

E-mail: kemidoll@gmail.com,
The authors declare no conflicts of interest.
Copyright © 2012 by 1GCS and ESGO icant impact on quality of life.*
Disparities exist, however, in cancer presentation, treat-

DOL: 10.1097/1GC.0b01 3e3 | 8257 fal ment, and survival. It is known that significant cancer care

Thi: epidemiology of gynecologic
reported. Both cervical and utering
to early detection and often present w

Jourmal of G ical Cancer = Volume 22, Number 7, September 2012

.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.”

My resident research project,
submitted April 9 2012!
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THANK YOU
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Endometrial Cancer Action
Network for African-Americans

@KemiDoll @guidesbyus
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