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Charter 

• Promote multi-disciplinary discussion and collaboration.  

• Participants will share their experiences using EHR to support 
research in various disease domains and for various purposes.  

• Identify generalizable approaches, methods, and best practices to 
support the widespread use of consistent, practical, and useful 
methods to use widely available clinical data to advance health 
and healthcare research.  

• Suggest where tools are needed. 

• Explore and advocate for cultural and policy changes related to 
the use of EHRs for identifying populations for research, including 
measures of quality and sufficiency. 



Projects 

• Phenotype Use Cases in Collaboratory  (white paper in progress) 

• Environmental Scan (on-going; phenotype sources on Collaboratory KR) 

• Literature search guidelines (posted on Collaboratory KR) 

• Phenotype “template” 

• Phenotype validation guidelines 

• Table 1 project (update yesterday) 

• Data quality guidelines (three drafts circulated) 

• Knowledge dissemination (ongoing) 
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Authoritative Sources of Phenotype Definitions 
(work  in progress) 

Attribution: Center for Predictive Medicine 

Presented by Shelley 
Rusincovitch at 
Collaboratory Grand 
Rounds, Nov. 2013. 



 

 

 

 

Attribution: Maria Grau-Sepulveda, MD, MPH 

Evaluating Existing Definitions (work in progress) 

Presented by Shelley 
Rusincovitch at 
Collaboratory Grand 
Rounds, Nov. 2013. 



Tool: Phenotype Templates 

• Metadata and supporting documentation 

• Detailed definition sufficient to reproduce in different systems 

• Metadata about developers and PURPOSE 

 

• Validation study methods and results 



Identifying Computable 
Phenotypes for Table 1 
Project 

Multiple phenotype definitions: 

Co-morbidities: 



Data Quality Assessment Update 

• Three versions have been reviewed by the Core 

• Has also been shared with a PCORI data quality working group 
looking at frameworks for data quality assessment 

• Last comments were to remove much of the background and all 
literature review and evidence-based rationale to appendix so 
that the document contained only the recommendations.  This is 
in progress. 

• Next step: Final review with Core 



Dissemination 

• Posters/presentations on Phenotype Template, and 
Methods for Development and Evaluation 

• Manuscript (informatics journal) on EHR Phenotyping 
experience and strategies of Demonstration Projects 

• Collaboratory website and part of “Living Textbook”? 

 

 

 



Future ideas 
• Standards – consensus or strategy   

• ICD-10 conversion  (guidance for researchers) 

 

• Cultural change/education/creativity regarding data quality  

• Getting specific about “which” quality and how much 

• Expecting data quality assessment 
• Comparison-based, i.e., data verification or reproducibility-

based, i.e., multiple analyses on data from different sources 

• Using assessment results to answer how good is good 
enough? 
• Practicality versus perfection - how can we help draw some lines 

on the balance 11 
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