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• Develop and evaluate ONC’s scientific 

efforts and activities

• Recommend scientific policy to the 

National Coordinator

• Promote and lead activities that spur 

innovation, support patient-centered 

outcomes research, and advance 

precision medicine

At the Intersection Between Research and Care Delivery

https://www.healthit.gov/topic/scientific-initiatives

https://www.healthit.gov/topic/scientific-initiatives
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• Enormous array of data will require new thinking and pathways for storing, accessing, and 

analyzing the information.

• Success will require portable electronic health information that is actively exchanged 

among health care providers, researchers, and individuals

Health IT is Foundational to Research



5

• Increased availability of electronic 

health data for research

• Challenges to leveraging those data 

and the health IT infrastructure for 

research remain

Advancing Health Data and the IT Infrastructure 
for Research into the 21st Century
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Health IT infrastructure that supports 

alignment between the clinical and research 

ecosystems so research can happen more 

quickly and effectively.

The Vision 

https://healthit.gov/research-agenda

https://healthit.gov/research-agenda
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Improve Services for Efficient Data Storage and 
Discovery

Integrate Emerging Health and Health-Related 
Data Sources

Improve Methods and Tools to Support Data 
Aggregation

Develop Tools and Functions to Support 
Research

Leverage Health IT Systems to Increase 
Education and Participation

Accelerate Integration of Knowledge at the Point 
of Care

Goal 2: Advance a Health IT Infrastructure to 

Support Research

Improve Data Quality at the Point of Capture

Increase Data Harmonization to Enable 

Research Uses

Improve Access to Interoperable Electronic 

Health Data

Goal 1: Leverage High-Quality Electronic 

Health Data for Research

Agenda Goals and Associated Priority Areas
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Achieving the Agenda’s vision would support:

the pursuit of more complex research 

questions, 

the development of more rapid and reliable 

discoveries about health and healthcare to 

improve outcomes, 

and the engagement of a broader, more 

representative population in research 

participation.
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• ONC’s Role

• Alignment between priorities and other agencies’ data and infrastructure 

needs

Advancing the Agenda to Address Research 
Agency Priorities



Thank you!
Contact us!

Teresa.ZayasCaban@hhs.gov

mailto:Teresa.ZayasCaban@hhs.gov
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New England Journal of Medicine, Nov 2011
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New England Journal of Medicine, Nov 2011
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Health Affairs, July 2014
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Figure 1 – The Green Button in Action
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UC Health Data Analytics Platform

Combining healthcare data from across the 

six University of California medical schools and systems 

Health Data Warehouse

Atul Butte, MD, PhD

Chief Data Scientist

UC Health
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UC Health COVID-19 Patients
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bit.ly/ucappleh

All five University of California academic medical centers 

provide health data to patients through Apple Health
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JAMA, January 2019



How do we ensure our healthcare system learns 
from every patient, at every visit, every time?



Thank you!
clonghurst@ucsd.edu

@calonghurst
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Trial Eligibility Intervention Delivery Outcome Assessment

Acu-OA

NOHARM

FM TIPS

OPTIMUM

ACP PEACE

HiLo

PRIM-ER

EMBED

Nudge

GGC4H

ICD-Pieces

TSOS

SPOT

PROVEN

LIRE

PPACT

STOP-CRC

TiME

ABATE

Use of EHR in Collaboratory Projects



EHR integration challenges and lessons from ICD Pieces

June 26, 2020
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The Data Challenge

Combining Data From: 

• EHR: EPIC, Allscripts, VA Vista

• Hospital Claims: Commercial Claims, ResDAC

• National Death Index

Use the Data for:

• Unified patient selection algorithm

• Primary and secondary outcome from hospital claims

Begin with the End in Mind

• Final Patient Follow up will be completed Monday!
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Should a trials reach exceed its grasp: External Partners

Largest Provider of Renal Replacement services, 
alternate resources

• In transition EMR:Vista->Cerner

• PHI restrictions

• Most standard 
• Embeded LOINC
• NDC codes
• Value Set Authority Center

Lesson Learned:

Embedded analyst >> remote/limited access

Privacy Challenges balanced against expanded trial 
applicability

Cluster Randomization does not insulate from cluster 
related challenges

Geographic and Demographic representation 
with a private practice Northeastern location

• Change in Partner Organizational 
structure

• Change in Medicare FFS data mid trial 
QIO->ResDAC

• Change Data warehouse mapping after 
integration with OptumCare

• Non-Hospital affiliate status gave 
different data access to claims data

• Better access in some areas
• Extra approval steps for Commercial 

claims
• Budget implications on ResDAC



No Pain, No Gain

• Data Structure:

• EHR upgrade cycles

• Workflow

• Personnel turnover

• Integration

• Minimum necessary

• Testing, validation, guardrails

• Standards

• LOINC-wonderful where available

• Claims, Labs, Vitals are safe spaces

• Medication metrics robust to 
visibility

• EHR upgrade cycles

• Turn around time issues for claims and 
partners with adhoc resource allocation

• Missing Woman Month: tough 
transitions between analysts

• Good Documentation

• Code Handoffs are never complete

• Version control/Task tracking

Emerging Challenges 


