
 

 

 

NEW YEAR, NEW OPPORTUNITIES  
A Note from the KLS Foundation’s new Executive Director  

 

Hello KLS family!  I was honored and thrilled to join the KLS Foundation as 
our first-ever executive director in May of 2024.  With more than 20 years of 
nonprofit leadership and fundraising experience for higher education, 
disease advocacy, and medical research, I committed to helping the 
Foundation board of directors make a diJerence in the lives the people and 
families impacted by this rare syndrome. 

I’m passionate about rare disease advocacy because my daughter, 
Mackenzie, has a rare genetic syndrome called Distal 18q.  Born at 1 pound 
10 ounces, Mackenzie spent 133 days in the neonatal intensive care unit 
before coming home.   

Mackenzie lives with significant cognitive challenges, such as being nonverbal and severely delayed in 
learning. But as a proud dad, I get to brag that she’s undefeated in all 8 annual races she has run at the 
Baldwin County Special Olympics in Fairhope, Alabama – just a few miles up from the white sand of 
Orange Beach and Gulf Shores.  Like so many KLS families, we endure, pull together, and overcome 
obstacles, one at a time.   

Before joining the KLS Foundation, I served as The Chromosome 18 Registry & Research Society’s Vice 
President for Public Relations and interim Executive Director, so I understand the passion of rare disease 
parents and know how to direct organizations to support them. I am proud to lead the KLS Foundation in 
supporting this special community and raising awareness and funds for scientific research. 

I’m grateful to be surrounded by a great team of board members and volunteers at the KLS Foundation.  In 
2025, we have big goals that match our big dreams.   

1. Expand operational capacity and outreach by adding additional skilled volunteers, maximizing 
communication with our KLS members, and giving every KLS patient, family, or caretaker the tools 
and knowledge they need to be a fierce KLS advocate. 

2. Increase awareness about KLS, especially among the medical community, leading to faster diagnoses 
and treatment options. 

3. Support scientific research into the causes of KLS and raise the necessary funds to complete ongoing 
research and launch critical new studies. 



I welcome and encourage your feedback at any time.  If I can provide guidance, support, and answer 
questions, do not hesitate to reach out.  jason@klsfoundation.org. 

I hope to see and meet more of YOU – our KLS families and members, in person this year. We’ll be at the 
American Academy of Sleep Medicine’s (AASM) annual conference from June 7-11, 2025, in Seattle, 
Washington. And we would love your help to organize regionally and internationally! 

 

Jason Fisher 
Executive Director 
KLS Foundation 
jason@klsfoundation.org  
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