
Standardize Your Research Data 
with the NIH Common Data 

Element Repository
December 12, 2024

National Library of Medicine

2



Before We Start

• Captions: click Show Captions button

• Chat: 
• Send questions to EVERYONE

• Find the chat now and share your organization and role/title

• Handout: link in chat

• Reactions: give me a thumbs up! 
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Agenda

• Introduction to CDEs

• Searching the CDE-R

• Saving CDEs for later

• How to get help
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Poll: You & CDEs

5



Participant Organization

Your Responses

National Library of Medicine

NHLBI

AHRQ

National Cancer Institute (NCI)

Nat. Instit. Of Drug Abuse

NLM

NEI (National Eye Institute)

Standardized Responses

NLM

NHLBI

AHRQ

NCI

NIDA

NLM

NEI
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Familiarity with CDEs

Data Set 1 

Response # of Participants

A 6

B 10

C 12

D 5

E 9

Data Set 2

Free Text Responses Participants

I’m super familiar with 
CDEs, use them all the time

Participant 1

Not familiar at all Participant 2

Unfamiliar Participant 3

I know a little about them 
but not a lot

Participant 4

I know a bit but I have a lot 
of questions; for example…

Participant 5
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Common Data Elements (CDEs) Definition

Common Data Elements (CDEs) are standardized, 
precisely defined questions paired with a set of specific 
allowable responses, used systematically across 
different sites, studies, or clinical trials to ensure 
consistent data collection.
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Example: Usual Place of Care

• Standardized, precisely defined question: Is there a place that you 
USUALLY go to when you are sick or need advice about your health? Select 
all that apply. 

• Specific allowable responses: 
• A doctor’s office or community health center or hospital-based clinic
• Walk-in clinic, urgent care, or retail clinic in a pharmacy or grocery store
• Emergency room
• A VA Medical Center or VA outpatient clinic
• Some other place
• Does not go to one place most often
• Don’t know
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Example: Date of Chest Examination

• Standardized precisely defined question: “What was the date of the 
imaging examination?”

• Specific allowable response: Date
• mm/dd/yyyy
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Use CDEs to. . .
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CDEs make 
data FAIR
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CDEs support a compliant 
data management  and 

sharing plan
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NHLBI CONNECTS
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PubMed
“This comparative 

analysis was enabled by 
heavy use of NIH 

common data elements in 
both studies.[ . .]”

Citation: Pickett TC, Walker WC, Lippa SM, Lange RT, Brickell TA, Dittmer TA, Smith JM, Cifu DX, French LM. Cross-Walk Comparison of the DVBIC-TBICoE and LIMBIC-CENC Combat-Related Concussion 
Prospective Longitudinal Study Datasets. Arch Phys Med Rehabil. 2023 Jul;104(7):1072-1080.e1. doi: 10.1016/j.apmr.2023.02.003. Epub 2023 Feb 25. PMID: 36842617.
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CDE Inclusion/Exclusion

Citation: Mooney JA, Rose J. A Scoping Review of Neuromuscular Electrical Stimulation to Improve Gait in Cerebral Palsy: The Arc of Progress and Future Strategies. Front Neurol. 2019 Aug 
21;10:887. doi: 10.3389/fneur.2019.00887. PMID: 31496986; PMCID: PMC6712587.
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The NIH CDE Repository (CDE-R)

• CDEs recommended or required 
by NIH ICs or other organizations

• Reviewed by NIH CDE 
governance committee, in 
partnership with NIH CDE 
Repository Team
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NIH-Endorsed CDEs Criteria

✓Clear definition of variable and measure with prompt and response

✓Documented evidence of reliability and validity

✓Human- and machine-readable format preferred

✓Recommended/designated by a recognized NIH body (IC, committee, 
etc.)

✓Licensing and IP status clear (prefer CC-by or open source)
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NIH-Endorsed CDE Collections

• Project 5 for translational, clinical, and applied COVID-19 research

• NHLBI CONNECTS Organ Support CDEs

• NIMHD/NINR ScHARE

• SBE CCC COVID-19 Mitigation Policy CDEs
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Form Definition

A form is a group of questions or variables (aka CDEs) 
with specified sets of allowable responses that are 
used as a set for particular research or clinical reasons. 
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Example: Audit-C Questionnaire

1. How often do you have a drink containing alcohol? 

   □ Two to Three Instance Per Week □ Two to Four Instance Per Month

   □ Four or Greater Instance Per Week  □ Monthly or less

   □ Never 

2. How many standard drinks containing alcohol do you have on a typical day?

□ 1 or 2  □ 10 or more  □ 3 to 4  □ 5 to 6

□  7 to 9 

3. How often do you have six or more drinks on one occasion? 

□ Two To Three Instance Per Week       □ Two to Four Instance Per Month     □ Four or Greater Instance Per Week

□ Less Than Monthly □ Monthly    □ Daily □  Never □ Weekly
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Bundles definition

A bundle is a form that is indivisible and individual CDEs pulled from 
them are not considered valid. 
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Check Your Understanding
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Review

5. Find CDEs, Forms, and Bundles in the CDE-R

6. Endorsed CDEs have been reviewed and approved by the NIH. 

7. It is TRUE that in the CDE-R, a bundle is a form that is indivisible and 
individual CDEs pulled from them are not considered valid. 
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Questions-1?
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Exercise #1

• Search for an NIH-Endorsed CDE from the 
ScHARe project that collects the health 
insurance type of the respondent

• Put in the chat one of the permissible values 
for this CDE
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Questions-2?
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How to Narrow Your Results 
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• Limit to NIH-Endorsed CDEs

• Limit to a specific Collection

• Limit to Standard under Registration Type

• Add additional terms to your search



Exercise #2

• Locate the BRICS Social Determinants of Health 
form from the NINR

• Copy and paste its copyright status into the chat. 
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Questions-3?
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How to Get Help
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How to Get MLA CE
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