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What is GEM?

• A collaborative, online tool to support a 
prospective measure (CDE) consensus 
process for research and clinical settings

• Utilizes collaborative workspaces
• Encourages use of CDEs across projects

https://www.gem-measures.org



What is GEM? https://www.gem-measures.org

• Wiki-based and crowd-sourced: “Trip advisor 
meets Wikipedia”

• Input from multiple stakeholders
• Users supply:

– Meta-data on constructs and measures
– Ratings and comments
– Quantitative and qualitative data

• Goal: data sharing and integration based on 
CDEs

• Initiative-specific measure evaluation criteria



Past GEM Initiatives

Assessment of Cancer Patient Symptoms and 
Needs Electronic Health Record Campaign

Distress Measures Initiative

DISSEMINATION &
IMPLEMENTATION
Models in Health Research & Practice



What worked?  What did not work?

9/21/2022

 Consensus tool using crowdsourcing

 Multiple stakeholders

 Collaborative workspaces

 Ability to find/access measures

 Wiki aspects

 Missing/non-standard             
information

 Lack of data entry

 Discomfort from users

 Burdensome

 Disparate evaluation methods

 Data repository

 Other available resources-
e.g.:

 Data (ICPSR; CRDC)

 Measures (NCCOR; NIH 
CDE Repository; PhenX; 
HealthMeasures)

 Collaboration (Teams; Slack)



Lessons Learned

 Reduce burden/barriers

 Need tools and resources

 Need clear benefit to user (win/win)
 What’s the need/problem?

 Incentivize reuse of CDEs/data

 Foster collective attitude

 Prospective vs. retrospective data  
harmonization

 A trusted source is important

9/21/2022

https://here2there.ca/developing-lessons-learned/

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

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


GEM Transition

9/21/2022

 Rebrand as cancer- and behaviorally-focused

 Shift to dissemination of existing measures

 Start with GEM initiatives then do outreach

 Search for constructs and/or measures

 Download where possible

 Trusted source

 Connect to other systems (e.g., HealthMeasures; PhenX; NIH CDE Repository; NCCOR)



For more information about GEM . . .

Parry et al. (2015) TBM

Rabin et al. (2012)
Implementation Science

Moser et al. (2011) AJPM

MacLean et al. (2018) 
Obesity



www.cancer.gov www.cancer.gov/espanol
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