Interdisciplinary Team Breakout
Breast Cancer Cohort
May 10th, 1pm

Goals:
Discuss past/present research
Catalog reusable resources
Discuss future opportunities
 
Overview:
Share thoughts on Breast Cancer (BC) study that used paper surveys- completed Ph. 1 projects infrastructure and policy
PCORNET to understand use of molecular testing- GROUSE Medicare claims data and from other sources
 
Reviewed 8 publications from PPT; 2 were molecular; all had different 1st authors and locations w/ different analysis
 
New Projects
NET-PRO (PCORI)
Basics (NCI)
Chemo dosing in patients with obesity avoid over and under dosing (DOD)
 
Reusable resources for cancer cohorts (table from PPT)
 
Need to:
1. Do currently funded work WELL
1. Future proposals (engagements, CER, NCI)
1. Be responsive with funded projects
1. Ancillary studies
1. Publications
1. Low touch recruitment, PROs linkages, encourage design
 
NASAR Data- refresh monthly Or quarterly (export and upload)
1. Registry
1. Value added in software
1. Need a vendor and best practice
1. Helps cancer registrars
1. Spur interest and give back to cancer center
 
Discussion Points:
1. Better partnering with NCI designated Cancer Centers
1. Community outreach and engagement
1. Clinical Trials
1. PCORNET and NCI relationship- have different approaches, help them understand reusable data (trials that minimalize patient time, decentralized trials, observational cohort comparison, can't get progression, need real world data on progression and PFS)
1. Trinetix- does not work for cancer center
1. GIVEBACK is important like newly dx cases and patients seen
1. Analytic- dx or treatment plan
1. Future grant writing and how aware is the cancer center
1. No other network has tumor table marketing strategy
1. Gaps 
9. Of the patients that qualify how many will sign up
9. Restrictions within institutions (no email as a 1st contact, patient portal only, contacting policy)
9. Issue: Genetics not a part of the CDM; gene panels come back as PDF; great relationship with genetic testing companies now send as a PDF and MXL; close to raw sequencing data; ban files save in enclave; BAM-binary
1. All of Us- why aren't NCI and PCORNET communicating
1. Disconnect b/w data protections and what a patient wants 
1. GPC- engage NCI CC directors and goals
1. Participate in trials as much as possible
1. Publish primary and ancillary studies

