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Data Required for PCOR

• Patients / persons
• Condition / phenotype 
• Status
• Problem lists
• Risk or protective factors

• Treatments and Interventions
• Medical or Behavioral 

• (target – provider, pt., organization)
• Nursing, PT, OT, Dietary, Education 
• Coordinated care
• Person-controlled 
• Fidelity

• Goals and Preferences
• Outcomes & Endpoints

• General and condition specific
• Calculated or summary data
• Clinical / Treatment response
• Patient-reported
• Patient-delivered
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• SNOMED CT 
• Problems
• Medical
• Nursing 
• Other clinical
• Goals, preferences
• Outcomes 

• LOINC 
• questions / answers
• document names 

• Open mHealth – questions / answers
• HL7 – LHS care team; Gender Harmony
• HL7 FHIR – profiles, FHIR Accelerator 

projects
• BPM+ Health – clinical pathways, 

interventions, use cases
• AHRQ Outcome Measures Framework

Comprehensive 
Semantic based
Concept-oriented
Poly-hierarchical

Standards to Consider



What role can ASPE play in 
supporting effective standards to 
build data capacity that supports 
PCOR studies?

What characteristics of HHS' public 
mission, programs, or authorities 
could be leveraged?



Table 1.

Opportunity –

Intensional value sets:
Willett, Duwayne L et al. 
“SNOMED CT Concept 
Hierarchies for Sharing 
Definitions of Clinical 
Conditions Using 
Electronic Health Record 
Data.” Applied clinical 
informatics vol. 9,3 (2018)  
667-682. doi:10.1055/s-
0038-1668090



From: Richesson et al. “A Framework 
to Support the Sharing and Reuse of 
Computable Phenotype ...” EGEMS 
2016, doi:10.13063/2327-9214.1232 



Approaches
• Leverage processes of existing SDOs

• Encourage patient engagement in SDOs (e.g., HL7 PEW)
• Support tooling for use of standards in real-world settings

• Promote terminologies (semantic) & intrinsic value sets “groupers” 

• Concept maps / Information Models – see nursing work
• Westra BL et al. A refined methodology for validation of information models derived from 

flowsheet data and applied to a genitourinary case. J Am Med Inform Assoc. 2020 Nov 
1;27(11):1732-1740. doi: 10.1093/jamia/ocaa166. PMID: 32940673 

• Show value of standards for App development and dissemination 

• Create tools to make it easy for App developers (of all types)
• Standards roadmaps

• Feedback loops on standards – are they useful? Granular enough?

• Rinse and repeat
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