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Congenital Hyperinsulinism International (CHI) supports HI research for 
better treatments and cures,  raises awareness of HI to reduce brain 
damage and death, improves access to care and treatment for those 
with HI,  while providing a community for HI families.



The Origins of CHI
• First HI patient-reported data collection began in 1999 

• An outgrowth of our email support group 

• We wanted to be able to better remember who was who. This was for 
ourselves, initially, the members of the group. 



Since its founding in 2005 CHI: 
Helps patients around the world receive life-saving 
medications, treatment, and medical supplies. 

Serves as the global source of HI patient and family 
support available to thousands of people in the HI 
community around the world with an online support group 
which is active 24 hours a day. 

Support



Since its founding in 2005 CHI: 
Partners with Exeter Clinical Laboratory to provide 
genetic testing to over 800 patients in 60 countries who 
are suspected of having HI and who do not have the 
ability to pay for the testing. 

Designated six CHI Centers of Excellence in the US, 
UK, and Germany. 

Support



Awareness

Since its founding in 2005 CHI: 
Has created the Future Without Lows, Be My Sugar, Stop the Lows, HI Never Sleeps and many 
other awareness campaigns to save lives and prevent brain damage. Glucose as a Vital Sign 
coming soon!  



Awareness

Since its founding in 2005 CHI: 
Created and distributed the global HI and hypoglycemia awareness poster 
campaigns to save lives and prevent brain damage. The posters are 
available in 24 languages with a 25th on the way.  



Awareness

Since its founding in 2005 CHI: 
Has organized 25 HI conferences and meetings 
around the world bringing together leading 
global HI specialists to share best practices and 
research. 

Widely shares and advocates for the adoption of 
the PES Hypoglycemia Guidelines. 

Informs the patient community of  
     research opportunities 



Since its founding in 2005, CHI has: 
Secured funding for 11 pilot research grants for congenital hyperinsulinism. 
Created and manage the HI Global Registry, a key research tool to advance  
an understanding of the natural history of the condition and new treatments. 

With patient-powered research ensures the patient voice is included 
in drug development with the hope that new treatments will be 
developed to help thousands of patients. 
Launched and manages the Collaborative Research Network

Research



CHI CRN Mission and Cornerstones
Create a congenital 

hyperinsulinism (HI) collaborative 
research network (CRN) that puts 

patients at the center of a 
strategy that leads to faster and 
more accurate diagnosis, drives 
new evidence-based treatments 
and cures, standardizes clinical 

guidelines, and facilitates 
increased and improved access.  

 58 members including physicians, 
scientists, and patient experts 

from 18 countries and 5 
continents

The HI CRN has a commitment to: 
• supporting collaboration across the globe; 
• elevating the patient voice and ensuring the 

patient perspective is central to our work;  
• guaranteeing access to information, medical 

specialists, and treatments regardless of income 
and geography; 

• engaging new researchers and ideas to find 
innovative concepts and foster additional leaders 
in the HI network; and  

• addressing diversity, equity, and inclusion in our 
work and our community. 



Top 12 Gaps/Needs Prioritized at Lisbon CRN Convening

Workstream Gap/Need

All HI Natural History Study
Diagnostics Identification and adoption of newborn screening approach
Diagnostics Glucose as a vital sign
Medical and Surgical Treatments Knowledge of the cause of neurological damage
Care Guidelines & Centers of Excellence Continually evolving global care guidelines

Clinical Trials & Industry Engagement An expert group to develop novel clinical trials and outcome 
measures for regulatory approval

Genetics Access to genetic testing
Diagnostics A biomarker for hyperinsulinism
Clinical Trials & Industry Engagement Meaningful glycemic endpoints
Glucose Monitoring Device technology for HI patients
Medical and Surgical Treatments Implementation of personalized medicine 
Clinical Trials & Industry Engagement Expand access and accelerate enrollment in clinical trials 



Newborn Universal Screening 
 
Care Guidelines 

Glucose as a Vital Sign 

Natural History Studies 
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Julie Raskin 
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Working Together


