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Data Sharing and FAIR (Findable, Accessible, Interoperable and Reusable) Data for EDRN  
NCI Requirements

A primary goal of EDRN data collection is to ensure the reusability of the 
data by groups beyond those who originally collected it. 

Per the EDRN External Data Sharing and Reuse Policy Cycle V, data must be made available for 
public use.

https://edrn.nci.nih.gov/documents/1137/EDRN_Data_Sharing_Policy_-_Final_2023-05-22.pdf


To help EDRN sites transition to FAIR principles

Drafted and Approved by the Data Sharing and Informatics Subcommittee, – now 
posted to EDRN Public Portal: 

● FAIR Data Submission Guidance for EDRN
● EDRN Roles for Making Data FAIR 
● How to Submit New Data
● How to Update Existing Data
● Updated LabCAS Help Documentation

https://edrn.nci.nih.gov/

https://edrn.nci.nih.gov/data-and-resources/data-sharing-policies/data-collection-submission-compliance/
https://edrn.nci.nih.gov/data-and-resources/data-sharing-policies/edrn-roles-and-responsibilities-for-making-data-fair-table/
https://edrn.nci.nih.gov/data-and-resources/informatics/labcas-help/new-data-upload-procedure/
https://edrn.nci.nih.gov/data-and-resources/informatics/labcas-help/update-existing-data-procedure/
https://edrn.nci.nih.gov/data-and-resources/informatics/labcas-help/
https://edrn.nci.nih.gov/


  

● Lung Team Project 2 Images
● Combined Imaging and 

Blood Biomarkers for Breast 
Cancer Diagnosis

● Retrospective Combined 
Imaging and Blood 
Biomarkers for Breast 
Cancer Diagnosis - Duke

● Retrospective Combined 
Imaging and Blood 
Biomarkers for Breast 
Cancer Diagnosis - Moffitt

● Prostate MRI
● Pre-diagnostic PDAC Images
● Upgrading Reference Set 

WGS Sequencing
● Esocheck esophageal 

balloon collection
● Esophageal 

Adenocarcinoma Cross 
Sectional Study

● Blood-based metabolomic 
signature predictive of risk 
for pancreatic cancer

EDRN Data Sharing Policy Signed

  

● EDRN WHI Colon
● TSP Pre-validation using Prostate 

Rapid Pre-Validation Set
● Prostate pre-validation for hk2, 

hk4 and hk11
● University of Pittsburgh Ovarian 

Data
● Pre-PLCO Phase II Dataset
● Autoantibody Biomarkers
● Barrett's Esophagus Methylation 

Profile Dataset
● University of Washington 

Immunohistochemistry Data
● PLCO Phase III Dataset
● EDRN Prostate Data University of 

Washington
● Transcriptomes of human 

bladder cells and cells in bladder 
cancer

● University of Washington 
Microarray Data

● nanoString multi-marker RNA 
digital counts

● University of Pittsburgh 
Pancreatic Data

● Canary Never-smoker lung 
adenocarcinoma data

● Duke University Breast Data

EDRN Funded Cycle

Data Collections Captured

Cycle 2
2006 - 2010

Cycle 3
2011-2015

Cycle 4
2016-2021

Cycle 5
2022-present

  

● Automated System For 
Breast Cancer Biomarker 
Analysis

● Automated Quantitative 
Measures of Breast Density 
Data

● Moffitt’s Hologic Dimensions 
3D Case-Control

● Benign Breast Disease 
Pathology Slide Images

● DCIS Pathology Slide Images
● Analysis of pancreatic 

cancer biomarkers in PLCO 
set

● Mammography Study
● Multiplex-Immunoflourescen

t Staining of Rapid Autopsy 
Samples from Human 
Pancreatic Cancer at the 
Primary and Metastatic Sites

● GSTP1 Methylation

  

● EVMS Mass Spec Data
● SELDI Data - Phase II
● FHCRC MALDI Dilution 

Processed Data
● NIST FISH Data

Cycle 1
2003 - 2005

  

● Reproducibility of 
miRNA Measurements

FAIR Principles Published

Upgraded

Start Upgrading



Essential Steps for Data Providers

1. Review EDRN Submitting and Sharing Data Page
2. Review the FAIR Data Submission Guidance for EDRN
3. Submit New Data Procedure 

or 

Update Existing Data Procedure



Submitting and Sharing Data
https://edrn.nci.nih.gov/

https://edrn.nci.nih.gov/


Review the FAIR Data Submission Guidance for EDRN

The process is broken into five primary 
sections:

1. Core Metadata
2. De-identification
3. Data to Upload
4. Organization of Data
5. Review and Verification

Need help? Contact JPL at any time.



Core Metadata to Support Definition, Accessibility, and 
Structure of the Data

Steps:

● Gather Metadata
● Submit via the FAIR Submission Process

Key Required Fields to Support Reusability:

● Intuitive name for the data collection
● Description of the data collection
● Principal Investigator and Data Custodian
● EDRN Protocol (provided by DMCC)
● Instrument(s) used
● Method details
● Results and conclusions
● Description of data structure
● PubMed ID(s) (if applicable)
● Links to data and resource name (if data is 

linked, not deposited in LabCAS)



Options for Sharing Data in Alignment with FAIR Principles

Deposit your data directly in LabCAS to ensure your dataset is:

→ Citable

→ Findable

→ Accessible

→ Reusable

if needed request a persistent identifier (DOI) to link to your publication

OR

If your data is already deposited or will be deposited in a public NIH/NCI-supported FAIR 
repository:

→ Submit metadata only to LabCAS so it can be linked and made Findable and Accessible.



De-Identification of Data

All data must be de-identified at your site before uploading to LabCAS. 



Data to Include in Upload

It’s not just the data files—include supporting materials to make your data reusable:

● ReadMe File: A text file explaining your dataset, including supplemental details on 
algorithms or computations applied to the raw data—for easier understanding and 
reuse.

● Standard Operating Procedures (SOPs): Any SOPs followed during your study.

● Ancillary Data: Clinical or other relevant data captured during the study.

● Data Dictionaries: Definitions and descriptions of ancillary data elements.

● Any Other Useful Documentation: Additional materials that support 
interpretation or reuse of the data.



Data Organization

Match the logical organization of your data. 

For example: 
📁  Collection name
    📁  CollectionLevel
         📄   ReadMe.txt
         📄   SOP 1.pdf
         📄   ClinicalData.csv
         📄   DataDictionary.csv
    📁  Participant 1
        📂   Baseline
            📁  (optional nested datasets)
                📄   file 1
                📄   file 2
                📄   file 3                        
                . . .



Review and Validation of Data in LabCAS

During upload to LabCAS required metadata will be validated.

Site and/or assigned domain expert must:

● Login to LabCAS
● Review and validate data in LabCAS.
● Ensure accuracy of metadata and data capture.
● Confirm that the data is usable and understandable by other researchers.

This step is critical to ensure the data can be shared and reused by the broader 
research community.



Example of FAIR Data Collection in LabCAS
https://edrn-labcas.jpl.nasa.gov/labcas-ui/

https://edrn-labcas.jpl.nasa.gov/labcas-ui/


Step by step process and specific site training



Questions?

Contact Info: Heather Kincaid - heather.kincaid@jpl.nasa.gov


