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Defining Health Disparities

• 1999 - Congress requested an IOM study to 
assess the extent of disparities in health 
services received by U.S. racial and ethnic 
minorities
- explore factors that may contribute to 

inequities in care
- recommend policies and practices to 

eliminate these inequities.
• The report found a consistent body of 

research demonstrating significant variation 
- when insurance status, income, age, and 

severity of conditions are comparable.



Defining disparities

• “Health disparities are differences in the 
incidence, prevalence, mortality, and 
burden of diseases and other adverse 
health conditions that exist among 
specific population groups in the United 
States”
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If equal treatment yields equal outcomes what 
is causing the disparity? 

• Literature search: Medline, Embase, 
PsychInfo (1967-2008)

• 3 independent reviewers

• Inclusion criteria: 

- epithelial ovarian cancer 

- race +/- SES measured

- treatment or survival outcomes 
reported 

- North America

RR (95% CI) # articles

Overall 1.07 (0.97, 1.18) 10

Prior to 1985 0.93 (0.89, 0.97) 4

After 1985 1.17 (1.04, 1.13) 5



As treatment 
has improved 

access to 
treatment 

matters more

Log-rank p value = 0.96
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*p<0.0001*

Adherence to NCCN Guidelines

Race matters in ovarian cancer survival and is 
mediated by treatment

Bristow, et al Gynecol Oncol 2013

Temkin S, et al. ASCO 2017
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• Black women had higher odds of receiving no treatment 
1.63 (1.24, 2.14); 

• The risk of 5 year mortality was 1.14 (1.02, 1.27) times 
higher for black women compared with whites. 

White (N=5218, 
87.4%)

Black (N=751, 
12.6%)

P-Value

Treatment Received

<0.01

No Treatment 583 (11.2) 136 (18.1)
Chemotherapy Only 670 (12.8) 130 (17.3)

Surgery Only 844 (16.2) 111 (14.8)

Adjuvant 
Chemotherapy 

2658 (50.9) 302 (40.2)

Neoadjuvant 
Chemotherapy

463 (8.9) 72 (9.6)
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Survival differences in endometrial 
and cervical cancer

This survival 
gap between 

Black and 
White women 

is larger than in 
breast cancer, 

colorectal 
cancer or 

cervical cancer.



Incidence & Survival Differences by Race

Age Adjusted Incidence Rates Five-Year Relative Survival

Cote et al. Cancer Epi, Biomarkers & Prevent; 2015

Black Women have poorer survival at every stage of diagnosis, regardless of histologic subtype compared 

with non-Hispanic white women. 

The percentage differences in survival range from 6% risk difference for local stage, low-grade 
endometrioid cancers, to 59% lower survival for distant-stage clear-cell cancers.



Black-White mortality gap in endometrial cancer

• With the status quo, 39.1% of black compared to 
19.8% of white women died within 5 years: a 19.3% 
absolute difference. 

• Equal surgery rates decrease the absolute difference 
in survival to 17.7%. 

• Equal stage at diagnosis decreases the difference to 
12.9%. 

• And when both stage and rates of surgery were 
equal, then the absolute difference in 5-year survival 
between races was 11.6%

Doll K, et al. Amer J Ob Gynecol (2017)

What if everyone received the same care? 



Social Determinants of Health



Housing Insecure and Selected Adverse Health 
Behaviors and Outcomes

Stahre M etal. 2011. Prev Chronic Dis 2015



3-Year estimates of breast cancer mortality disparity 

between Black and White Women for 24 of the 25 

largest cities in the United States, 2005–2007, 

arranged according to the ascending Index of 

Disparity.

Whitman S, et al. Cancer Epidemiology Volume 36, Issue 2 2012 e147 - e151

Segregation and health
The racial disparity in breast cancer mortality in the 25 largest cities in the United States



Gomez SL, et. al Cancer 2015

Neighborhood “vital signs” 
influence the cancer 
continuum
• Education 

• Income

• Unsafe housing

• Opportunities for exercise

• Proximity to highways

• Access to doctors and hospitals

• Unreliable or expensive public 
transit

• Residential segregation



https://www.ucsusa.org/sites/default/files/attach/2016/04/ucs-race-income-diabetes-2016.pdf



Access to Care  - Health Insurance



States with highest quality of care are often the 
states with the largest disparities in care

• Virginia is in the 2nd worst quartile for care in the US but is in the quartile with the lowest differences in care 
between racial and ethnic groups. 

• Massachusetts has some of the best care in the country but the largest difference in quality of care by race and 
ethnicity

2016 NATIONAL HEALTHCARE QUALITY AND DISPARITIES REPORT Agency for Healthcare Research and Quality 



Cervical cancer and access to care

Half of the cases will occur in women never 
screened and an additional 10% in women 
not screened within the past 5 years



Access to treatment
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HR for receipt of treatment (adjusted for stage at 
diagnosis)

• 1.43 ( 95% CI = 1.11-1.82) to receive chemotherapy

• 1.50 (95% CI = 1.20-1.87) to receive any radiation

• 1.58 (95% CI = 1.27-1.97) to receive external beam 
radiation without brachytherapy. 

• 0.51 (95% CI = 0.41-0.65) times as likely to receive 
surgery

Sarah M. Temkin, MD



Surgery

• Requires access to a surgeon

• For example in Maryland:  
Prince Georges county
- Cervical cancer incidence is 10-25% 

lower than the US rate

- Cervical cancer mortality is 10-25% 
higher than The US rate

- There is no gynecologic oncologist 
in the county



Access to care - Transportation

Surveillance Summaries / January 13, 2017 / 66(1);1–8



• The elderly and the uninsured have 
the largest travel burden

• Caregivers

• Financial toxicity

• Inadvertent consequence of 
centralization?

MEDICAID

MEDICARE

PRIVATE

UNINSURED



Clinical Trial Diversity in Gyn Oncology



Diversity in Clinical Trials

• Meeting the healthcare needs of an increasingly diverse US population

o Are results generalizable to minority populations?

• Understanding the impact of social needs and determinants in trial outcomes

• Building trust in medical research and institutions

o Obstacle to receiving effective medical care

o Effect on public trust of the design and conduct of clinical trials can be 
as important to public health as trials’ results

Why It Matters?



Diversity in Clinical Trials
Why It Matters?



Disparities in Clinical Trial Enrollment  



Disparities in Clinical Trial Enrollment  

Minority participation in Gynecologic Oncology Group (GOG) Studies from 1985-2013. 

(a) Racial breakdown by tumor site; (b) racial breakdown by study type; (c) racial 

breakdown by publication year.

From Scalici J, Finan MA, Black J, et al. Minority participation in Gynecologic Oncology 

Group (GOG) Studies. Gynecol Oncol. 2015;138(2):441-444.





Underrepresentation in Practice Changing Trials

• SOLO1 and PRIMA 

- PARPi for front line maintenance in 
patients with ovarian cancer

- No race or ethnicity data reported 
(International trials)

• InnovaTV204

- Tisotumab vedotin for cervical cancer

- >90% white participants

• KEYNOTE 146, 775

- Pembrolizumab/Lenvatinib for 
endometrial cancer

- >90% white participants

• Ruby/GY018

- IO frontline endometrial cancer

- 12-17% Black patients; >70% White

• MIRASOL

- Mirvetuximab soravtansine for PROC

- 3% Black patients



Potential Barriers

• Historical Factors

- Tuskegee Syphilis Study

- Henrieta Lacks (HeLa cell line)

• Socioeconomic Factors

- Transportation, inadequate or underinsurance, meeting trial requirements 
while balancing other demands

• Cultural Factors

- Language barriers

• Structural Factors

- Restrictive eligibility criteria, trials often at large academic medical centers, 
international



There has been some progress...



• Make trial participation less burdensome

- Access to trial site

- Mobile medical professionals

- Transportation assistance

• Adopt Enrollment and Retention Practices That 
Enhance Inclusiveness

- Inclusive strategies for public outreach & 
education

- Community engagement in trial design

There has been some progress...



There has been some progress...



Increasing Clinical Trial Inclusion

• Leadership Engagement

• Provider Engagement

- Very influential factor

• Community Engagement

- Community Outreach

- Lay Recruiters & Navigators

• Patient Engagement

• Overcoming structural barriers

Supported by



• Support for community partnerships

• Training in culturally competent trial design

• Community advisory boards

• Lay navigation and “trusted broker” relationship











Supported by

• Patient Facing Clinical Trial Finder

- Focus on Chicago Based Institutions, regardless of where patient receives 
primary oncology care

- Results based on individual patient’s cancer history

• Clinical Trial Navigation Assistance

- Research coordinator

- Transportation assistance



Empact Chicago

https://empactchicago.com/




Optimizing Utilization

• We want patients to have the agency to advocate for enrollment in trials. 
However,…

Are patients able to understand their cancer journey?

      

Research question

Survey to assess patients’ understanding of the characteristics of their 

cancer as it would apply to inclusion criteria for clinical trials and 

advocate for their enrollment





• Community engagement

- Industry Partnerships

- Patient Advocates

- Community Based organizations

- Institutional Support
• Department of OBGYN

• RHLCC Office of Equity & Minority Health

• Alliance for Research in Chicagoland 
Communities (ARCC)

Supported by



Supported by

• Winn CDA Community Innovation Grant

- Engage Community Organizations and 

Empower them and their members with 

basic information about cancer clinical 

trials

1. Sisters Working it Out

2. The Latina Association for Breast Cancer 

(ALAS-Wings)

3. The Puerto Rican Cultural Center
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Pre versus post 8 cycles of Trastuzumab deruxtecan (T-DXd)



• WHAT IF I HADN’T ASKED ABOUT AVAILABLE 

TRIALS OUTSIDE OF NM?

• WHAT IF I HAD NOT BEEN ABLE TO SECURE A 

COMPASSIONATE USE APPLICATION?
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Thank You
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