
 
December 2019 
 
Dear Friends, 
 
At the end of another exciting year, we stop and reflect on just how far we’ve come. Congenital Hyperinsulinism International 
(CHI) is the only organization of its kind supporting hyperinsulinism (HI) patients in the US and globally. When we founded CHI 
in 2005, there were no new treatments in development for HI. Those with the most severe form had their pancreas removed 
because there wasn’t a medication to control their HI, but this also caused them a lifetime with diabetes. We needed to change this 
and to work on improved treatments for all types of HI. We learned from people in the business of developing new treatments that 
a rare disease community can attract researchers and companies to their space if they: 

1) create a united community.   We do this by listening closely and addressing the needs of all in our community. 
2) raise awareness of the unmet need.  We do this by sharing our stories constantly and everywhere we can. 
3) collect patient reported data.  We do this through the HI Global Registry. 

 
Fourteen years later, there are six biopharmaceutical and biotechnology companies working on new treatments for HI. This is 
progress! And we have done it all with your support! 
 
Here are highlights from the past year of our work supporting research, awareness and those living with HI: 
 

 This fall, the HI Global Registry (HIGR), a project of CHI, celebrated its first birthday. HIGR tracks the experiences of 
those who live with HI, making it possible to quantify and characterize life with HI in a rigorous, scientific fashion to 
support new research leading to treatments and cures. In our first year of operation, over 300 people with HI from 43 
countries and every inhabited continent joined HIGR.  

 CHI was able to fund two pilot HI research grants. Thanks to the generosity of the 2017 Sugar Soiree donors, we were 
able to sponsor a new grant for HIHA research, in addition to the Million Dollar Bike Ride grant.  

 We more than doubled the support for the genetic testing partnership project with the University of Exeter in the UK. 
Those suspected of HI from anywhere in the world, who otherwise would not be able to afford it, received genetic testing 
for HI to determine the type of treatment each baby or child with HI needs. Joining forces with Exeter has enabled 255 
individuals from 39 countries to access genetic testing. 

 Access to diazoxide, the only approved medication for HI, is a problem in many countries. CHI partnered to submit a 
successful application to add diazoxide to the World Health Organization List of Essential Medications, which is a major 
step forward in our quest to make diazoxide available to all who need it.  

 Over 270 people, from fourteen countries, attended the two major HI Family conferences in Philadelphia, PA and Vienna, 
Austria this September. 

 We now have information about HI and the signs and symptoms of hypoglycemia available in 19 languages. Our website 
was visited by people from 123 countries in the last year.  

 CHI advised three biotechnical companies developing new treatments on clinical trial design. 

There is still so much to be done to ensure that new and better treatments are developed and that all babies, children, and adults 
with HI can access the best possible care to avoid preventable brain damage and other complications. Every step of the way we do 
this work in partnership with you.   
 
Please help us improve the lives of HI patients by donating online at http://congenitalhi.org/donate/ or by using the enclosed form. 
CHI is a registered 501(c)3 and your donation is 100% tax deductible.  Thank you so much for your continued support.  
 
Sincerely, 
 

 
 
Julie Raskin 
Executive Director 
Congenital Hyperinsulinism International 
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August 2018

Dear Family, Friends, and the CHI Community, 

We are very excited and humbled to be this year's Sugar Soiree Chairs and we look forward to seeing each and every one of 
you in Scarsdale, NY at Fenway Golf Club on Saturday night, November 17, 2018. 

The Sugar Soiree is Congenital Hyperinsulinism International’s (CHI) biggest fundraiser of the year. Congenital 
hyperinsulinism (HI) is a serious and frustrating rare disease that can cause brain damage and death. By attending the Sugar 
Soiree, you make it possible for CHI to continue its important work helping people with HI gain access to lifesaving 
medical care, raising awareness of HI to end preventable brain damage and death, and conducting and supporting research 
for better treatments and cures. 

These are some recent projects made possible by support from previous Sugar Soirees and wonderful people like you: 

• Funding research for a bihormonal bionic pancreas for the treatment of diabetes post-pancreatectomy in children 
with congenital hyperinsulinism. 
• Partnering with Exeter Clinical Laboratory in the United Kingdom to provide genetic testing to patients all over the 
world who are suspected of having HI, and who do not have the ability to pay for the testing themselves.  Genetic testing is 
crucial for diagnosing HI.  
• Launching the HI Global Registry which will be a key research tool to advance an understanding of the natural 
history of the condition and new treatments.

There is so much more work to be done. This year’s Soiree will make it possible for CHI to continue to serve the HI 
community, and to expand its support of research, patient access to excellent care, and awareness to save lives and prevent 
brain damage.  

Our daughter, Olive Yoon, was born in 2017 and lived the entirety of her five months in the NICU. We chair the Soiree in 
her honor and in honor of all babies and children that are no longer with us today because of this disease. We just signed a 
superb band for the evening and we couldn’t be more excited to dance the night away while raising money and awareness 
for a great cause. We’re also thrilled to be honoring Dr. Lisa States of the Children’s Hospital of Philadelphia with the Be 
My Sugar Award for Medical Excellence for her outstanding work on FDOPA PET/CT study that has led to cures for many 
children with focal HI. We hope that you will join us as it will be a Night to Remember. 

Looking forward to seeing you there. 

Sincerely, 

Marc and Thaïs Stuart 

Marc and Thaïs Stuart 
2018 Sugar Soiree Co-Chairs 
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