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Investment

Trust

Commitment

Creating a Virtuous Cycle with Stakeholders Propels Strategic 

Goals

Biopharma
Researchers
Community
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Models of Engagement - External

● Join a consortium

● Partner on 1 project

● Invite them to your conference

● Compare missions and roadmaps, divide and conquer on gaps

● Bring them into board

● Merge
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Examples
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Global collaboration and partnership

11 Associations and growing!

Quarterly Calls including 19 countries

Census Project

STXBP1 Global Connect

www.stxbp1globalconnect.org
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STXBP1 Sept ‘24 Census: 1157 Patients in 52 Countries



Resources

● Think Like a Start-Up: Grow your Patient Advocacy Group 

session from Global Genes’ Week in Rare 2024: currently 

accessible through conference app, will soon be posted on 

globalgenes.org

● Working Nicely in the Same Sandbox session from Global 
Genes’ RARE Advocacy Summit 2023:

https://globalgenes.org/video/working-nicely-in-the-same-

sandbox-2023-rare-advocacy-summit/

● Global Advocacy Alliance: https://globalgenes.org/about-

us/global-advocacy-alliance/

● Mental Health resources: https://globalgenes.org/mental-

health-and-well-being/
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