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Step 1: NIH Data Sharing Policy 



Subsequent Steps:  

 1. Investments in in data standards 

 2. Support for resources to make data sets findable, 

accessible and usable 

 3. Encouragement and support for analytic work using 

available data sets 



Data Standards 





Data sharing resources 







Activities of the Trans-NIH BioMedical 

Informatics Coordinating (BMIC) Committee 

NIH Data Sharing Policy  

 Working group to improving implementation of existing policy 

 Best practices document for program staff  

https://bmic.nih.gov/documents/patents_best_practices.pdf  

 Guidance document for awardees – “Key Elements to Include 

in Data Sharing Plans” 

 http://grants.nih.gov/grants/sharing_key_elements_data_s

haring_plan.pdf  

 Specifies description of commonly accepted data 

standards and vocabularies used to collect or characterize 

data 



Activities of the Trans-NIH BioMedical 

Informatics Coordinating (BMIC) Committee 

Common Data Elements for use in research and registries 

 Working Group to coordinate development and encourage greater 

use of and common data elements in NIH and HHS supported 

research projects and patient registries 

 Web portal (under development) to provide access to information 

about NIH and HHS supported common data element 

 E.g., PhenX (for GWAS studies), PROMIS (patient-reported 

outcomes), NINDS CDEs (for neurological disease and stroke) 

Encourage alignment between standard used in clinical care and clinical 

research 

 Standards required for Meaningful Use of EHRs 

 e.g.,  SNOMED-CT (clinical terminology), RxNORM (drug names), 

LOINC (lab tests and observations) 



Examples of funding 

solicitations for secondary 

analyses 





Big data and small 

science 


