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The Scientific Need in Cancer Research

● Ultimate goal: To understand what drives cancer 

so that we eventually can interpret every patient’s 

cancer genome, identify the optimal treatments, 

and anticipate and preempt resistance before it 

arises

● There’s been a lot of progress, but we still have 

much work to do

● What will it take to get there? Detailed molecular 

and genomic characterization of thousands of 

tumor and germline samples along with clinical, 

pathologic, and radiologic data



Challenges to Studying Patient Tumor Samples

Only 5% of U.S. 

cancer patients are 

enrolled in clinical 

trials

85% of U.S. cancer 

patients are treated 

in community 

settings

Technology, social media, and 

cultural changes now provide a 

new opportunity to engage cancer 

patients and directly partner with 

them in this research

Most tumor samples 

have not been readily 

available for study



Objective: To generate a publicly available

database of clinical, genomic, molecular, and 

patient reported data in MBC to accelerate 

discoveries and the development of new 

treatment strategies
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The Metastatic Breast Cancer Project

MBCproject.org

Over 5700 women and men with metastatic breast cancer from all 50 states have joined the MBCproject
since our launch in October 2015



1236 institutions with 1 patient

19 institutions with 10+ patients 
(420 patients total)

DFCI (65 patients)

MD Anderson (70 patients)

MSKCC (51 patients)

Over 1700 Institutions Represented

U Penn (24 patients)

Seattle Cancer Care  (22 patients)

UCSF (20 patients)
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MBCproject: Patients Registered, Consented, and 
Samples Received

Registered

Consented

Saliva Received

Blood Received

>3250

>2000

>5700

>1100

• 1700 medical records received

• 573 tumors from >415 patients

• 387 tumors sequenced

• 286 saliva samples sequenced

• 1100 blood samples received
• 154 blood samples sequenced
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Publicly Available Data

Patient-reported, clinical, and genomic data for 237 samples from 180 

patients available on cBioPortal through mbcproject.org/data-release



Patient Reported Data

Survey data from 1,352 patients who completed the intake and follow-up 

surveys available on mbcproject.org/data-release



Scientific Impact
MBCproject Data on cBioportal.org

Over 80,000 pageviews in the first year

San Antonio Breast Cancer Symposium Poster

MBCproject data cited in talks at conferences

Over 20 Academic 

publications have 

cited MBCproject data 

to date



Additional Projects





JoinCountMeIn.org



Patient-Partnered Research









In order to help everyone, 

we must learn from everyone

Shawn Johnson, Colleen Nguyen, Tania Hernandez, Netsanet Tsegai

& the Count Me In team



I joined the CMI team a little over a year ago with

the aim of bringing more communities of

color to the cancer research table. As a

woman of color, I know that it’s a table that our
communities have been traditionally omitted from.

But with the overall goal to advance our
understanding of cancer across the board, it is

imperative that everyone is both included in the
conversation, and also empowered to own a piece
of this process.

Community Outreach within CMI is important

to me because I want to help empower

individuals and communities to be

part of the process and discussion by

coming to the table. Only by bringing

everyone to the table will we be able to
accelerate treatments for all Individuals and

communities who bear the burden of this
disease.

Colleen Nguyen Netsanet Tsegai

Joining Count Me In has given me the opportunity

to invite and include the Hispanic and Latinx

community- my community, in cancer research. In

true CMI spirit, we partner with the community to help
develop the MBCproject in Spanish, and continue to
build it with the diversity and richness of our language

and culture to empower patients to participate in cancer
research to learn and understand more about this

disease

Tania Hernandez

Growing the core team



Considerations on community engagement in 

the MBCproject

● Transparency

● Building trust

● Outreach & education

● Partnerships & collaborations



5471 - Participants registered 

3169 - Participants consented (US/CA)

+500 - Samples from over 300 participants

237 - Samples in cBioPortal

155 – African American patients registered

89 – African American patients Consented 

(US/CA)

21 - Tissue samples received

9 - Samples in cBioPortal

Overview of African American participation in MBCproject

African American RegistrationAll Registration

2.8% of registered participants consider 

themselves African American

87% of registered participants consider 

themselves non-Hispanic white



Working With Ambassadors

Angela Baker Sheila McGlown Latonya Wilson Bridgette Hempstead

African American Metastatic Breast Cancer Patient Advocates

Carla Harvey



Working with patients and advocates 

through an ongoing dialogue 

Organized and hosted “Clinical Research Across the Color Line”, a one-day symposium in

April 2017 at the Broad Institute with patients, oncologists and researchers discussing

ways to improve diversity in biomedical research.



Working with patients and advocates through an 

ongoing dialogue 

Participated alongside MBCproject Ambassadors on a panel for 

the MBC Disparities Listening Summit, hosted by one of our 
advocacy partners, the Tigerlily Foundation, in March 2019.



Colleges & Universities

Project HUMBLE

● First student group pilot at Howard University –

the “Howard University Metastatic Breast Cancer 

Learning Experience”; officially associated with 

MBCproject.org

University of Massachusetts, Boston – Phi Delta 

Epsilon

● Phi Delta Epsilon is interested in engaging further 

in the new academic year and are contributing to 

shaping the new campus engagement program

Roxbury Community College
● Collaborating directly with the Department of Health 

Sciences at RCC, a volunteer student was recruited 

who provided project assistance and on the ground 

presence in developing and navigating outreach on 

and off campus within the local Boston area.



Campus Engagement Program

● Learning from past pilots, we’ve developed a new 

Campus Engagement Program (CEP) 

alongside the student organizations that we’ve 

previously collaborated with

● New pilot periods from 2020-2021

● Eligibility Requirements:

○ Existing student organization on campus 

interested in participating in the Count Me 

In mission 

○ This will also require one member of that 

organization to serve as the CMI 

contact/campus lead (student-led)

Development of New Plug & Play Model

● Structured ‘curriculum’ for the academic year, 

which can be changed and amended as the pilot 

progresses

Key Aspects

● Students can choose how to engage with the 

program – from month, activity, etc.

● Will be hosting bi-monthly check-ins with 

campuses to discuss and share experiences with 

each other

● Aim is to start with Boston area 

colleges/universities and scale the model over 

time



5471 - Participants registered 

3169 - Participants consented (US/CA)

+500 - Samples from over 300 participants

237 - Samples in cBioPortal

241 - LatinX registered

117 - LatinX Participants Consented (US/CA)

17 - Tissue samples from 14 participants

17 - Samples in cBioPortal

Overview of LatinX participation in MBCproject

LatinX RegistrationAll Registration

4.4% of registered participants consider 

themselves Hispanic/Latino

87% of registered participants consider 

themselves non-Hispanic white



Late 2017

Project kick-off and initial translations

Early - Mid 2018

Collaboration with Broad community

● Landscape analysis of translated 

resources 

● Discussions around formality and dialect 

choice

July 2018 - Present

Formal translations and outreach

● Translations completed

● Feedback from patients and advocates

● Community engagement efforts

February 2018

August 2018

MBCproject in Spanish



Future of the MBCproject in Spanish

Greater Boston Area
● Faith-based community engagement and general 

community relationship building planned in 2020, 

moving forward.

Puerto Rico
● Help develop materials in Spanish for patients 

from Puerto Rico. 

● Continue to collaborate to obtain feedback on 

participant materials in the form of surveys and 

monthly conference call meetings.

Impact of the MBCproject in Spanish
● Pilot and foundation for launching patient-

partnered research projects in Spanish in Count 

Me In.

● Learn more about MBC in the Hispanic and 

Latinx population.

● Increase diversity of study participants in cancer 

research.

● Empower underrepresented groups to 

participate in patient-partnered research.



Conclusions

Go to the patients

• Tap into existing communities – patients, 

advocates, advocacy groups

• Be inclusive

• Think actively about diversity

Work with patients before and throughout the study

• Start working with patients while designing

• Build messaging with patients

• Take feedback seriously and show it

• Share progress and results 

Patients and researchers can 

work in partnership to accelerate 

discovery 
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