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Although clinical trials test the treatments that everyone takes, they
don’t test those treatments on everyone equally. Despite making up
14% of the population of the United States, less than 3% of all

clinical trial participants are Black.'

That small percentage becomes even more
disconcerting when you start to consider the
disproportionate burden of breast cancer on
Black women. Black breast cancer patients have
a 41% higher mortality rate than white women as
well as the lowest 5-year survival rate of any race
or ethnicity.?® The relative risk of recurrence for
Black breast cancer patients is a staggering

39% higher than for white breast cancer patients.*

These statistics are compounded when you look at
Triple Negative Breast Cancer (TNBC), a particularly
aggressive kind of breast cancer associated with more advanced stages of disease as
well as high rates of relapse, metastasis, and mortality.> Not only do Black women have
a three times higher odds of being diagnosed with TNBC,® they also have a higher
incidence overall, which means that there are simply more Black TNBC patients than
any other ethnicity or racial group.

Despite the severity of TNBC, only two specific drugs have been approved by the FDA

to treat it—one of them is only approved for metastatic patients. TNBC is the only breast
cancer subtype that does not have any drugs to prevent recurrence. Of the drugs that are
available and FDA approved, none had clinical trial demographics that reflected the actual
demographics of TNBC patients. Instead, most TNBC treatments are trialed on white
women with early-stage breast cancer who, on average, are 55 years old.”

As is, breast cancer treatments don’t

take into consideration the unique 66 The relative risk of recurrence for
biology of Black women. A treatment Black breast cancer patients o

that works for an older, earlier stage
. o o
white patient may not work the same staggering 39% h'gher than for

for a young Black woman. The truth is, white breast cancer patients. 99
we can’t know without more research

and data. In order to test how drugs

work on Black bodies and keep Black Breasties (Breasties refers to women who have

or have had breast cancer) from dying at higher rates, we need more Black women

in clinical trials.



Here’s what the world says about why
Black women don’t participate in clinical trials:

In recent years, the breast cancer ecosystem has focused
on logistical barriers and social determinants of health as
the cause of low clinical trial participation by Black women.
These barriers and social determinants include:
transportation, financial burdens, access to care, time
commitment, narrow exclusion criteria, education levels,
geographic distribution of clinical trial sites and site burden,
childcare, unpaid time off from work, etc.

In this vein, cancer centers, advocacy organizations, pharmaceutical companies, and
research organizations have all rallied around popular interventions such as:

e Gas cards

e Generalized question-prompt lists

e Community outreach via barber shops and beauty salons

e Directing patients to search for trials at clinicaltrials.gov

e Reaching out to Black patients only when actively recruiting for a trial
e Telehealth

with messaging and language that others (you, your), replicates hyper-clinical rhetoric,
and mis-identifies the most critical barriers for Black breast cancer patients:

In many cases the trial might be for something that is not yet available to the general
population of people with an illness. Special allowances are made so doctors can learn
more about how well a new approach works... [Clinical trials] could be especially useful
if you have a serious illness and have run out of effective standard treatments.

Working with your healthcare provider to gain access to clinical trials is a great starting
point. Your doctor may have previously mentioned clinical trials as an option to you.

There are many reasons why so few people, including patients, and fewer diverse
patients, participate in clinical trials. For instance, few doctors who see patients also
conduct clinical research.

And while interventions to combat tactical barriers and social determinants of health are
important, they aren’t the first step. The breast cancer ecosystem has been using these
interventions for years, but hasn’t successfully moved the needle for Black breast cancer
participation in clinical trials. We need to tackle the nuanced emotional barriers around
clinical trials first, before Black women will even consider taking advantage of the
interventions listed above. We need to communicate better with Black women via trusted
messengers in order to build trust, informed by real fears, earned medical mistrust, and
widespread clinical trial misconceptions.



Disrupting the status quo

In early 2021, TOUCH, The Black Breast Cancer Alliance, Breastcancer.org, Morehouse
School of Medicine, Ciitizen, Susan G. Komen, and the Center for Healthcare Innovation
partnered in order to design our own research that would investigate the emotional
barriers to clinical trial participation for Black Breasties under the umbrella of
#BlackDataMatters. Starting with Black Breast Cancer, the mission of Black Data Matters
is to put patients in a position of power to directly change a research and medical system
that often fails Black patients.

In this Black Breast Cancer and Barriers to Clinical Trial Research study, we aimed to:
uncover and seek to understand awareness, perceptions, and beliefs that drive the
genuine emotional barriers to clinical trial participation, assess the unmet needs that must
be addressed in order to drive participation in clinical trials, and understand the disconnect
from current recruiting tactics, information, and messaging.

We started with qualitative research conducted in
April 2021 that included focus groups and individual
in-depth interviews among Black women diagnosed
with, or at risk for, breast cancer, and their family

members. In total, we spoke with 48 Black women. e

Experience
We quickly learned the most trusted messengers in s
the breast cancer ecosystem—more than doctors
or any other healthcare professionals—are other

Black Breasties.

#BlackDataMatters
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In their own words, here’s what Black women said
about why they don’t participate:

0 Earned medical mistrust & acknowledgement of past

e Clinical trials are a last resort




e I'll be an experiment, a guinea pig

o You’ll get the sugar pill and die




e We aren’t being asked

e Clinical science feels predatory




In addition to identifying the key emotional barriers to clinical trial participation, we also
sought to understand potential motivators for clinical trial participation. The most impactful
was messaging that spoke to participating for fellow Breasties, for future generations, and
for the community as a whole. When presented with this lens, Black breast cancer

survivors/thrivers responded:







Where do we go from here?

Everything we learned from our research culminated
in When We Tri(al), a movement by Black Breasties
for Black Breasties dedicated to empowering and
educating Black women on the importance of clinical
trial participation.

Check out the movement at www.whenwetrial.org!

But this qualitative study was just the beginning.

We went on to conduct a quantitative research study
informed by our rich qualitative learnings. We will
publish the results from our quantitative research in
late 2022—keep an eye out for our publication announcement
on the When We Tri(al) website!

Thank you to the generous partners who sponsored the #BlackDataMatters initiative and
When We Tri(al) movement: Genentech, Bristol Myers Squibb, AstraZeneca, Novartis,
Daiichi Sankyo, Pfizer, Seagen, and Eisai.
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