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Today’s presentation

• NIH CDE Repository
• NIH CDE Governance
• Request for Information (RFI)



NIH CDE Repository



What is a common data element?

A standardized, 
precisely-defined 

question

Paired with a set of 
specific allowable 

responses 

Used systematically 
across different sites, 

studies, or clinical 
trials to ensure 
consistent data 

collection

Source: RFI: Use of Common Data Elements (CDEs) in NIH-funded research (NOT-LM-21-005)

https://grants.nih.gov/grants/guide/notice-files/NOT-LM-21-005.html


NIH CDE Repository
The NIH CDE Repository is an NIH-wide resource 
hosted by the National Library of Medicine 
(NLM) since 2015. 

https://cde.nlm.nih.gov/

https://cde.nlm.nih.gov/


Purpose of the NIH CDE Repository

• Provide access to structured human- and machine-readable 
definitions of data elements that have been recommended or 
required by NIH Institutes and Centers for use in research and 
for other purposes. 



FY20 usability study takeaways

Deploy key enhancements

Implement engagement strategies

Establish governance structure 

The Repository’s 
success depends 
upon increased 
usage of CDEs 

across NIH



NIH CDE Governance



NIH CDE Governance hierarchy

NIH Steering Committee

NIH Scientific Data Council

NIH Biomedical Informatics Coordinating Committee

NIH CDE Task Force

NIH CDE Governance Committee 



NIH CDE Governance Committee Charge

• Decide whether submitted CDEs meet criteria that merit their 
designation as NIH-endorsed CDEs

• Work closely with NLM on processes for depositing NIH-endorsed 
CDEs in the NIH CDE Repository

• Review efficacy of processes (annually) 



Criteria for NIH Endorsement

Governance Committee panels endorse CDEs that meet certain criteria:
 
1. Clear definition of variable, measure with prompt and response  
2. Documented evidence of reliability and validity  
3. Human- and machine-readable format preferred  
4. Recommended/designated by a recognized NIH body
5. Licensing and IP status clear (prefer CC-by or open source) 



    



CDE Governance by the numbers

• NIH-Endorsed CDEs: 
o Published in NIH CDE Repository: 171 across 3 collections 
o Preparing to publish: 500+ across 2 collections 

• In review pipeline: 1000+ 



In the NIH CDE Repository



What is in the NIH CDE Repository?

• 171 NIH-Endorsed CDEs
• 24,158 total CDEs recommended by NIH groups 
• 1,678 Forms (curated sets of CDEs) 



Who is using the NIH CDE Repository? 
• Researchers 

o Search for CDEs for their projects/studies 
o Export/download CDEs for use in other applications 

• Submitters
o Explore CDEs in the Repository to see what is available 
o Submit CDEs for NIH endorsement and inclusion in the Repository 



    





 



A typical CDE record  
• CDE name & definition 
• Question text 
• Data type (e.g., number, text) 
• Steward (submitter) 
• Permissible values 
• Concept and terminology codes
• Other identifiers 
• Related content 
• Copyright/license information (Forms only) 



      



       



      



      



      



CDE Resources
NIH CDE Repository: https://cde.nlm.nih.gov/

Common Data Elements: Standardizing Data 
Collection 
• Self-paced tutorial on CDE basics

Standardize Your Research Data with the NIH 
CDE Repository 
• Recording of October 2022 live class
• On-demand training version of this class

https://cde.nlm.nih.gov/
https://www.nlm.nih.gov/oet/ed/cde/tutorial/
https://www.nlm.nih.gov/oet/ed/cde/2022_10_cde-r_training.html
https://www.nnlm.gov/training/class/standardize-your-research-data-nih-common-data-element-repository-demand


Request for Information



2021 NLM Request for Information: Use of 
CDEs in NIH-Funded Research
• Most responses came from researchers
• Most comments were about CDE guidance, tools, infrastructure, and  

incentives 
• Other comments were about challenges to adopting CDEs and current 

use of CDEs 

https://grants.nih.gov/grants/guide/notice-files/NOT-LM-21-005.html 

https://grants.nih.gov/grants/guide/notice-files/NOT-LM-21-005.html


Request for Information: Common Data 
Elements 
• Soliciting public input on core data 

elements (CDEs) for NIH-funded 
research.

• CDEs ensure standardized data 
collection, enhancing 
interoperability and facilitating 
knowledge discovery.

• Challenges in CDE adoption 
include duplicative sources and the 
need for mapping technologies.

Due Date: April 20, 2024.
Read the RFI here: 

https://bit.ly/3T3Q3U3  

https://bit.ly/3T3Q3U3
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