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Data availability in EHR registrations

Culbertson et al, Applied Clinical Informatics 2017





Individual Privacy
Community benefit
Better Treatments
Representativeness
Self-Identity

Big Brother
Research Insights
Who can afford treatment?
Bias (e.g. who is missing?)
Categories/labels



Some considerations

• Our data is biased and is constantly changing.  Identity is changing 
too.  Understand the when and how collected.

• Data hygiene is easier to manage (and can be policy driven) than data 
bias, which requires deeper engagement of at-risk/hidden 
populations.

• Data bias is not (solely) a technical issue.  Engage 
people/populations/patients early and often.



Community Intervention to Reduce CardiovascuLar Disease in 
Chicago (CIRCL-Chicago)

Funder: NHLBI under the 
DECIPHeR mechanism: 

1UG3HL154297-01

PIs: Abel Kho (Northwestern), JD 
Smith (University of Utah), Paris 

Davis (Pastors4PCOR)

HTN Rates

Goal: Adapt an evidence-based 
hypertension intervention (Kaiser 

bundle) to under-resourced 
neighborhoods in the South Side 
of Chicago, leveraging a network 

of research-enabled churches 
(Pastors4PCOR) and local 

community health centers.



TRCDO Pastors4PCOR – A Community Partner



Community-driven research

Pastors4PCOR (P4P) Faith-Based Community Network

P4P Two-fold Community Engagement Approach 
• Pastors4PCOR – Becoming Engagement Ready 
• Stakeholder Projects – Engaging a Specific Study 
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