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Disclosure
• Research/Academic funding

– Patient centered outcomes research initiative (PCORI)
– Agency for Healthcare Research and Quality (AHRQ)
– Centers for Disease Control and Prevention (CDC)
– The Pew Charitable Trusts
– U.S. State Department (PEPFAR)

• Commercial activities
– CMIO for the Indiana Health Information Exchange
– Co-founder of Uppstroms, a social determinants data-science services 

company



“Five Functionalities”

• Standardized Collection of Standardized Clinical Data
• Linking Clinical and Other Data for Research
• Collecting Participant-Provided Information
• Using Clinical Data for Research
• Using Enhanced Publicly-Funded Data Systems for Research

Source: "Background on the National Academies Study on Building Data Capacity for Patient-Centered 
Outcomes Research: An Agenda for 2021 to 2030" (https://bit.ly/3fDRjrX)

https://bit.ly/3fDRjrX


Linking Clinical and Other Data for 
Research

• Evolving U.S. Patient Identity Strategy
• Digital Identity and Federation
• Privacy Preserving Record Linkage (PPRL)
• Other Data: Social Determinants



Evolving U.S. Patient Identity Strategy

Source: https://docs.house.gov/billsthisweek/20191216/BILLS-116HR1865SA-JES-DIVISION-A.pdf



Digital Identity and Federation

• Identity Frameworks 
(e.g., CARIN Alliance, FHIR at Scale (FAST) Identity Taskforce)

• Identity certification 
(e.g., FIDO, DirectTrust, etc.)

• Identity generation 
(e.g., AllClearID, ID.me, Okta, etc.)

Match On Device

https://www.carinalliance.com/wp-content/uploads/2020/12/LPCA_CARIN-Alliance-Federated-Trust-Agreement_FINAL-12.3.2020.pdf
https://oncprojectracking.healthit.gov/wiki/display/TechLabSC/Identity+Tiger+Team#identity


Privacy Preserving Record Linkage (PPRL)
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Social Determinants Data
• Granularity
• Standardization
• Linkage



Matching Recommendations



Source: https://docs.house.gov/billsthisweek/20191216/BILLS-116HR1865SA-JES-DIVISION-A.pdf

Matching Policy



ONC Project US@



Future Directions
• Algorithm-based improvements
• Biometrics
• National Health ID
• Referential matching 
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