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Step 1: NIH Data Sharing Policy
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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
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NINDS Common Data Elements
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Research using content standards that enable clinical
investigators to systematically collect, analyze, and share data
across the research community.

The NINDS strongly encourages researchers who receive funding from the
Institute to ensure their data collection is compatible with these common data
elements (CDEs). Learn more about the CDE Project.
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Data sharing resources
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About NAHDAP

NAHDAP acquires, preserves and disseminates data relevant to
drug addiction and HIV research. By preserving and making
available an easily accessible library of electronic data on drug
addiction and HIV infection in the United States, NAHDAP offers
scholars the opportunity to conduct secondary analysis on major
issues of social and behavioral sciences and public policy.

Quick Links Announcements Quick Searches
» Preparing Data for Deposit to NAHDAP * crime
(PDF 966K) NAHDAP releases Pathways to Desistance * "substance abuse treatment”
» Ways to Release Data from NAHDAP baseline data * "risk factors"
(PDF 1MB) * "mental health"
* Why Share Data With NAHDAP? (PDF * "program evaluation”
1.1MB) » "sexual behavior"
* Five Criteria for an Effective Data NAHDAP releases four datasets from * youth
Sharing Plan (PDF 27K) subcontract competition
» Restricted Data Use Agreement (PDF
51K)
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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)
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Participating Organization(s)

Mation al Institutes af Health {MIH)

Components of Participating
Organizations

Mation al Institute of Diaketes and Digestive and Kidney Diseases (MIDDK)
Mational Institute an Alcohal Ahuse and Alcohalism (1AM
Qffice of Dietary Supplements (ODS)

Funding Opportunity Title

Secondary Analyses in Obesity, Diabetes and Digestive and Kidney Diseases (R21)

Activity Code

EZ1 ExploratoryDevel apmental Research Grant Award

Announcement Type

Reissue of PA-09-131

Related Motices

Maone

Funding Opportunity Announcement
{(FOA) Number

Participating Organization{s)

PA-12-125

mational Institutes af Health (MNIH)

Components of Participating
Organizations

Mational Institute on Alcohol Abuse and Alcoholism (MIAAAY

‘ Funding Opportunity Title

Secondary Analysis of Existing Alcohol Epidemiology Data (R01)

‘ Activity Code

E01 Research Project Grant

‘ Announcement Type

Reizzue of PA-03-16T

‘ Related Notices

Maone

Funding Opportunity Announcement

PA-11-308

Title: Secondary Analyses of Existing Data Sets and Stored Biospecimens to Address Clinical Aging Research Questions

(R0O1)

Announcement Type
ey

Update: The following updates relating to this announcement have heen issued:

e Septermber 29, 2010 {(MOT-0D-11-007) - MIH to Require Use of Updated Electranic Application Forms in 2011 . Adobe B1 form s are required for due dates on or after May 8, 2011.

® August16, 2010 - IMPORTANT MOTE! MIH has eliminated the error correction window for due dates of January 25, 2011 and beyond. As of January 25, all corrections must be complete by the due date
for an application to he considered on-time. See NOT-0D-10-123.

e January 6, 2010- This FOA has been updated to reflectthe new requirements from MNIH's Enhancing Peer Review Initiative. The new requirements are effective for submissions intended for due dates
January 28, 2010 and heyond. If submitting an application intended for a due date of January 25, 20110 and beyond, follow the guidance below and be sure to use the Adobe-Forms-B version of the
application forms and instructions. Ifapplying for a due date before January 25, 2010, follow the guidance inthe archive d ver sion of this FOA and be sure to use the Adobe-Forms-A version of the

application forms and instructions,

e October 22 2009 - Motice from Ml&with Corrections on PA-09-2645. See MOT-AG-10-001.

Program Announcement (PA) Number: PA-09-265




Big data and small
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