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Summary 
 

In October 2015, Susan G. Komen® convened BD4BC: Big Data for Breast Cancer with generous 
support from the Robertson Foundation. The intent was to explore the opportunities and 
challenges of incorporating Big Data applications into oncology research and clinical care, using 
breast cancer as a “case study” or “proof of concept.” The conversation at BD4BC focused 
largely on the biomedical and clinical research that is taking place and how it would benefit 
from Big Data applications. In addition to the different actions that Komen has taken following 
BD4BC (see Progress Report from October 2015), participants also felt that Komen should 
convene scientists and those who “hold the keys” to Big Data (e.g. payers, Electronic Health 
Record [EHR] providers, patients, policy makers) for further input and discussion. 

Komen acted on this suggestion by using the unspent funds from the BD4BC to convene BD4BC 
– West Coast Conference (BD4BC\WC) to continue the conversation about Big Data, defined as 
the integration of EHR, administrative databases, large data repositories, and genomics and 
other –omics data. As mentioned in the October 2016 Progress Report, Komen first assembled 
a Planning Committee: 

• Amy Abernethy, M.D., Ph.D.; Flatiron Health 
• Cheryl Jernigan, CPA, FACHE; Komen Advocate in Science and Scientific Advisory 

Board 
• Mia Levy, M.D., Ph.D.; Vanderbilt-Ingram Cancer Center and Komen Scholar 
• George Sledge, Jr., M.D.; Stanford University and Komen’s Chief Scientific Advisor 
• Crystal Valentine, Ph.D.; MapR Technologies 
• Nikhil Wagle, M.D.; The Broad Institute of MIT and Harvard and Dana-Farber Cancer 

Institute 

Building on the knowledge gathered during BD4BC, Komen and the BD4BC\WC Planning 
Committee structured BD4BC\WC to take a deeper dive into the informatics and analytics that 
are currently in use to curate large amounts of data, gather patient-derived lifestyle and health- 
related data, and machine learning systems that are able to integrate large amounts of data 
from multiple sources. 

Set in the heart of Silicon Valley, BD4BC\WC was held on February 23-24, 2017 at the Quadrus 
Conference Center in Menlo Park, CA. The goal of this meeting was to better understand 
current capabilities of Big Data applications and to encourage the development of 
multidisciplinary collaborations that will work together to demonstrate the feasibility of 
applying Big Data technology to several breast cancer-focused use cases including development 
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of evidence-based decision support to improve breast cancer treatment, quality improvement 
of health care delivery, and basic discovery to drive research. 

Approximately 50 experts (Appendix A) from 40 organizations, both non- and for-profit, 
participated in an inclusive meeting and lent their diverse expertise to answer a series of 
challenges and questions: 

• How do you envision the use of Big Data will lead to a better understanding of 
breast cancer, improve delivery of care, optimize treatment decision making, etc.? 

• What are some of the biggest challenges that will need to be addressed to realize 
that vision in the next decade? 

• What could patient advocates and patient advocacy organizations do to help 
overcome those challenges? 

• What current uses/features of Big Data are or have the potential to be of highest 
benefit to breast cancer patients? 

• What specific uses/features of Big Data are or will be able to address reducing breast 
cancer deaths? Specifically addressing deaths due to metastatic breast cancer  
and/or to breast cancer disparities? 

To best leverage the participants’ expertise and outline the most promising breast cancer 
applications of Big Data, the agenda for BD4BC\WC was developed around three main topics: 

1. Data infrastructure: How is Big Data structured? How is it accessed? By whom? What 
are the best practices to ensure data can be shared, integrated and analyzed for 
multiple purposes? 

2. Research: The latest advances in research using Big Data, whether it is genomics, 
proteomics or other “omics.” Examples highlighting the many ways in which Big Data 
drives breast cancer research, from generating hypotheses to creating the tools that 
will help design tomorrow’s therapies. 

3. Clinical applications: The current efforts to harness Big Data to provide the solutions 
needed to overcome the challenges faced by breast cancer patients. 

Each of these sessions featured two panelists, who gave short, TED-style talks about their area 
of expertise, and a facilitator selected from the planning committee (Appendix B). 

Throughout the discussions, participants focused on defining specific roles for Komen to play in 
ensuring that Big Data benefits breast cancer patients: 

• With BD4BC and BD4BC\WC, Komen demonstrated that it is uniquely positioned to 
convene the right mix of stakeholders to tackle the challenges of delivering the 
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promises of Big Data to breast cancer patients. Attendees mentioned that they had 
participated in many Big Data meetings, but these meetings had neither the right 
mix of expertise convened nor the richness of the discussions heard at BD4BC\WC. 

• Komen has a track record of advocating for patients. It can make one of its advocacy 
priorities to encourage access to Big Data and ensure that policies are in place to 
guarantee privacy and security of patients’ data as well as appropriate reparations 
should a breach occur. 

• Komen can lead by example by requiring researchers to share data generated with 
Komen funding. 

• Komen can serve as an honest broker for patients’ data. Patients generally don’t 
trust for-profit companies with their data – an organization like Komen would be 
seen as a nonpartisan broker that could partner with appropriate data service 
provider(s) to develop or expand a platform where data can be safeguarded, with 
access provided to the stakeholders who will provide the most benefits to breast 
cancer patients. 

• As a grassroots organization, Komen can also leverage its wide network of influence 
to further educate patients and the public about Big Data and encourage data 
donations. 

• Komen can consider providing programs to address the barriers to participating in 
clinical trials, such as financial help to cover participants’ transportation and lodging. 

• Komen can once again be a trendsetter by creating a research program that will 
develop a workforce fluent in informatics and biology – the only way seen by the 
attendees for Big Data to be fully harnessed to advance our knowledge of breast 
cancer and to leverage that knowledge into actionable roadmaps to curing breast 
cancer. 
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Outcomes 
 

While additional conversations with the BD4BC\WC Planning Committee and Komen’s Scientific 
Advisory Board are needed to define the next steps, the BD4BC\WC meeting has already 
resulted in several outcomes: 

• Reframed knowledge: 
o Barriers: In order to address the barriers to harnessing Big Data, we must first 

understand what they are and are not: These barriers are not technologic in 
nature, but social, legal and economic. 
 Technology exists that can aggregate and make sense of unstructured 

data from multiple sources, but barriers still exist that make data sharing 
and aggregation challenging. However, several pilot projects were 
presented that show promise in overcoming these barriers. 

 Participants noted that continuing to break these barriers will require 
incentives - both rewards and penalties. 

o Intentional data: It was clear from the discussions that the goal of Big Data is 
not to relentlessly and aimlessly amass information. Oncologists at 
BD4BC\WC warned against a trend toward over-structuring medical data, 
leading the doctors to spend more time entering data into electronic medical 
records than attending to breast cancer patients. As one attendee 
summarized: “saving doctors’ time will save patient lives.” 

• Media coverage: BD4BC\WC was a working meeting. To ensure an open 
environment where participants could speak freely, including proprietary content, 
media coverage was limited. There were, however, several media outcomes from 
the meeting: 
o Written pieces: 

 Susan G. Komen Convenes Second Symposium to Leverage Big Data in  
the Fight Against Breast Cancer (press release). 

 MapR Joins Susan G. Komen in the Mission to End Breast Cancer (press 
release) 

 Big Possibilities with Big Data in Breast Cancer (blog post) 
o Social media: Komen and attendees brought the conversation online by using 

the #BD4BC hashtag, which was also used during the first meeting (BD4BC). 
Komen is planning a social media strategy to keep the attendees and the 
public engaged, informed and updated on the progress made with  
harnessing Big Data for breast cancer patients. 
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• White Paper: The draft white paper summarizing the BD4BC initiative is being 
updated to reflect the discussions at BD4BC\WC. When finalized, the white paper 
will be made available to the public through publication in a peer-reviewed journal 
or self-publishing on Komen’s website (komen.org). 

• Potential Partnerships and Resources: Attendees all agreed that Komen was the right 
organization to drive the conversation and the right partner with which to take the 
necessary actions to fully achieve the impact of Big Data for breast cancer patients. 
Virtually all attendees expressed their support to helping Komen reach that goal. 
Komen continues to pursue additional partnerships and outside funding for pilot 
programs including: 
o CLOUD, Inc. – The Consortium for Local Ownership and Use of Data: CLOUD, 

Inc. is developing a new language, called CTML. CTML will allow relevant 
pieces of data to be shared and pulled into larger datasets without 
compromising privacy or security. Gary Thompson, founder and CEO of 
CLOUD, Inc., spoke at BD4BC\WC and expressed interest in working with 
Komen on a joint project to bring this vision to breast cancer patients and 
health care providers. Komen staff and Scientific Advisory Board members 
continue to meet with Mr. Thompson to explore this opportunity. 

o Perthera: Perthera is a precision medicine company that aggregates genomic 
data and formulates data-driven treatment plans for patients. 
Representatives from Perthera attended BD4BC\WC and have offered to 
work with Komen on a pilot project to offer genomics-driven treatment plans 
to breast cancer patients. The proposed project was presented to Komen’s 
Scientific Advisory Board on May 8, 2017. The Scientific Advisory Board 
requested some additional information from Perthera, which is currently 
under consideration. 

o Tempus: Tempus is a Big Data technology company that is building a library 
of molecular and clinical data to facilitate data-driven healthcare. Tempus’ 
Chief Medical Officer, Dr. Gary Palmer, attended BD4BC\WC and their 
Founder and CEO, Eric Lefkofsky has had conversations with Komen’s staff 
and Chief Scientific Advisors about a potential collaboration to aggregate 
data from Komen’s research grants and programs. Conversations are 
ongoing to ensure that the project affords the highest benefit to breast 
cancer patients. 

o MapR Technologies: MapR Technologies was represented on the planning 
committee for BD4BC\WC by Dr. Crystal Valentine, Chief Technology Officer. 
MapR offers a converged data platform that can access and analyze data in 
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any format. MapR has expressed interest in supporting Komen’s potential 
“Big Data Exchange”, a training program to cross-train biologists/oncologists 
in Big Data technology and Big Data scientists in the biology of breast cancer 
in order to develop a workforce fluent in Big Data applications for breast 
cancer research and care. 

Next Steps 
 

The conversation at BD4BC\WC outlined many opportunities for Komen to drive efforts in 
research and health care that will effectively harness Big Data for the benefit of breast cancer 
patients. Now that BD4BC\WC is completed, focus has shifted to defining which opportunities 
to prioritize and how to best leverage Komen’s assets for a Big Data initiative. The BD4BC\WC 
Planning Committee members have agreed to continue discussing those opportunities and help 
Komen’s Scientific Advisory Board develop the strategy for a Big Data initiative. These 
discussions will also highlight the resources and partnerships that will be needed to deliver that 
strategy. 

Along with forming that strategy, Komen will continue reaching out to stakeholders in the Big 
Data arena. All contacts that Komen established through BD4BC and BD4BC\WC expressed 
interest in being involved in Komen’s efforts going forward. Growing this contact list will 
accomplish two goals: 1) allow Komen to leverage the right assets to execute its Big Data 
initiative; and 2) ensure that Komen’s Big Data initiative is shared within the broader 
community. 

Komen is engaging its Scientific Advisory Board in discussions about ways to support research 
involving Big Data. While discussions are ongoing, the Scientific Advisory Board recommended 
the following for implementation during Komen’s fiscal year 2018 (April 1, 2017 – March 31, 
2018): 

• Require data sharing for all Komen-funded research projects 
• Develop and implement a training program designed to create a workforce fluent in 

both data science and cancer biology 

In addition to a strong interest in Big Data applications in research and health care, the time is 
right to establish a successful Big Data initiative that will truly inform research and improve 
outcomes for all cancer patients. Once Komen’s strategy is in place, we are confident that we 
will be able to secure the necessary resources to be successful in this effort – ultimately 
unleashing the full promise of Big Data for breast cancer patients. 
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Keep the conversation going.

Comments, suggestions, follow-ups?

Email Jerome Jourquin at 

JJourquin@komen.org
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