Gulf War lliness Common Data Elements Initiative

Data Standards

The US Department of Veterans Affairs and the Department of Defense CDRMP joined
efforts to develop data standards for clinical research involving veterans diagnosed with Gulf
War lliness. Through the efforts of two working groups, the first draft of Common Data
Elements (CDEs) for Gulf War lliness (GWI) is included. The Core and Supplemental-Highly
Recommended data elements that are to be used by an Investigator when beginning a
research study in GWI are listed in the tables.

Many of the CDEs will overlap across study types, which allows for comparisons and meta-
analysis across studies. With the aim of transferring significant medical information across
studies, the tables display data elements for each domain in a consistent format. The goals of
the GWI CDE initiative are to increase the efficiency and effectiveness of clinical research
studies and clinical treatment, increase data quality, facilitate data sharing, and help to
educate new clinical investigators.

Gulf War lliness (GWI) Common Data Elements Frequently Asked Questions

Organized by 12 domains often used in clinical studies, data standards classify common data
elements (CDEs) as Core, Supplemental - Highly Recommended, Supplemental,

or Exploratory. These CDEs build on the process developed by the National Institute of
Neurological Disorders and Stroke (NINDS) for Myalgic Encephalomyelitis/Chronic Fatigue
Syndrome (ME/CFS) and are organized into domains that are intuitive and common in clinical
research studies. Additional information is available about the development of the CDEs via
email at GWICDE@nova.edu.

Overview

To develop the Gulf War lliness (GWI) Common Data Elements, two working groups were
formed to identify and define data elements in symptoms or systems. Members of both
groups are collaborating on the development of the military experience/environmental
exposure module. Despite overlap, each group worked on these 12 domains:

Symptoms Assessment
e Baseline/Covariate
Fatigue
Post-Exertional Malaise
Sleep
Pain
QOL/Functional Status/Exercise Challenge Tests/Activity

Systems Assessment

¢ Neurologic/Cognitive/CNS Imaging
Autonomic
Endocrine/Neuroendocrine
Immune
Biomarkers

Military Experience/Environmental Exposure
e Under Development


https://www.commondataelements.ninds.nih.gov/Glossary.aspx?term=Core+CDE
https://www.commondataelements.ninds.nih.gov/Glossary.aspx?term=Supplemental-Highly+Recommended+CDE
https://www.commondataelements.ninds.nih.gov/Glossary.aspx?term=Supplemental+CDE
https://www.commondataelements.ninds.nih.gov/Glossary.aspx?term=Exploratory+CDE
mailto:GWICDE@nova.edu

Feedback and Suqgestions

The GWI Common Data Element Project is committed to creating useful tools for the research
community. To send questions, comments, or concerns regarding the Project, please email
GWICDE@nova.edu. All revisions or updates to the GWI CDEs will undergo a thorough
review process including approval by the GWI CDE Working Group Oversight Committee or
the GWI CDE Steering Committee prior to implementation. Thank you in advance for your
feedback!
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