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Jeannette Barnes (1935-1993)

Motivation for my work in health equity & disparities
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58 years old

Presented with a locally

IIIgl)vanced breast mass (stage

dmitted for IV antibiotics;
hemotherapy

led in the hospital

(never having received palliative
radiation therapy)




Historical Trends (1975-2010)
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http://statecancerprofiles.cancer.gov/

Traditional explanations for disparities in

cancer survival focus on the individual

Patient Characteristics
» Chronic disease/comorbid states
» Late stage at diagnosis
Insurance Status

»Lack of access to care contributes to poor
outcomes

Genetic explanations

» Racial/ethnic minorities have more
aggressive tumors



Health disparities are a
population level problem




No disparities in colon cancer survival within an

Integrated system

Kaplan-Meier Curves Comparing Survival by race/ethnicity in the integrated
setting versus all other settings (Colon Cancer, stage I-lll; California 2001-2006)
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WHERE YOU GO

Place Matters FOR CARE
DETERMINES WHAT

CARE YOU GET



Racial/Ethnic Diversity Is Low In Cancer Clinical

Trials, Nationally

Enrollment by Race and Ethnicity
National Cancer Institute, Publicly Funded Cancer Clinical Trials
(Phase I-lll Treatment Studies)
January 1, 2003 — June 30, 2005
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‘Lack of Trust’ IS an
expected response to FOOD FOR

(historically) THOUGHT
untrustworthy behavior



Magnitude of structural & physician and patient

barriers to Inclusion

PUBMED, n=1,920
Google Scholar, n = 6,060
Web of Science, n = 389
Ovid Medline, n = 1,306 (1,648 results, 342
duplicate observations)

Total, n=9,675

:{ Duplicates excluded, n = 2,099 ‘

v

I\/I e t h O d S - [ Titles / abstracts screened, n = 7,576 ‘
n

=I Other topics, n = 7,538 |

— Y
> N 13 trlals | Full articles searched, n = 38 |
. Only overall enrollment assessed, n = 5
> N — 8 8 O O atl e n tS Only patients with available trials, n= 6
— Not representative of patients, n =2

+ Multiple observations per patient, n =1

Data inconsistencies/ incompleteness, n = 4
Missing availability or eligibility, n = 2
Surveyed willingness to participate only, n=3
Non-US setting, n =2

Included in final analysis, n = 13

Figure 2. Selection of studies included in the analysis.

Unger, et al. INCI 2019



Magnitude of structural & physician and patient

barriers to inclusion

Cancer diagnosis
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Magnitude of structural & physician and patient

barriers to inclusion

252 | JNCIJ Natl Cancer Inst, 2019, Vol. 111, No. 3
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Population level problems

require system level
solutions




Create Patient centered trial portfolios

» Assess the match between available trials & patients
» Be intentional about the development of trial portfolios

» Cancer Centers need to increase the efficiency of opening trials

» Consider partnerships with community based care settings
» These settings serve a higher proportion of racial/ethnic minorities

» But have a higher proportion of mismatch (patients to trials)

» Leverage institutional opportunities to make participation appealing & feasible

» Community Advisory Board—consultation on trial design/recruitment approaches; cultural
tailoring of materials

» Patient Family Advisory Council— improving patient experience; reducing financial barriers,
increasing financial transparency



The System Won’t Change Unless We
(Organize &) Demand It!
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