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“If you’re reading this letter, I’m so sorry that KLS has a9ected your 
life and the life of your loved one. Like me, you’re part of a club that 
you don’t want to be in. But please know that you’re not alone! 
Everyone at the KLS Foundation is part of your village.” 

 

 

It takes a village.  Four simple words hold such power. For KLS patients and caregivers, the love and 
support from family, friends, and community can truly make a lasting di>erence. Jenny Grossman knows 
this. When her son Cooper was diagnosed with KLS in 2017, it was family, friends, and a KLSF board 
member – Gaylene Grossman -- who provided the comfort and strength Jenny needed to push forward 
when she felt herself losing hope.  
 
“I wanted to shrivel up into a ball and cry,” Grossman said. It’s a common feeling amongst families when 
they first learn their child or loved one has been diagnosed with a disorder so rare that only 1 in 1 million 
people are estimated to share the diagnosis. With so little understanding and the lack of an identified 
cause, families can feel isolated and overwhelmed by the journey to find physical and mental health care 
and adjust to the challenges and unpredictability of life with KLS. 
 
“When I received Cooper’s o>icial diagnosis, I had to decide whether I was going to throw in the towel or I 
was going to fight KLS,” Jenny remembers. “I made the choice to fight!”  
 
Jenny set out to use her passion for helping her son and others with KLS, joining the KLS Foundation 
board of directors. Jenny uses her endless energy to forge connections, network with other KLS families, 
and raise significant amounts of money from KLS families and friends to support critical KLS research 
studies.  
 
“I’m inspired daily to keep fighting to help raise awareness for KLS, find the cause, and ultimately the cure 
for the syndrome,” Jenny explains. “There are days I admittedly feal defeated, heartbroken, angry, and 
very alone. After all, I’m human. I’m a mom who wishes I could quickly cure KLS for my son along with 
every other patient and family who su>ers from this condition. But even though I can’t do so personally, I 
remain convinced it can be done.” Jenny continues, “It’s the supporting, caring village that keeps me and 
others going. When I allow myself to have a moment, I remind myself how lucky I am to have such a 
wonderful group of people in our KLS family.” 
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While Jenny believes strongly that one person can make a di>erence, she understands that finding the 
answers we know exist takes everyone working together towards a common goal. She is grateful for the 
expertise, hard work, and dedication of the other members of the KLS Foundation board and every 
generous volunteer and donor who share her commitment to solving the mystery of KLS. In the rare 
disease community, answers often come because of parents and former patients directly getting 
involved and leading the charge to raise money for research, create awareness, and foster a sense of 
community. 
 
“I think of Cooper and the job I need to do for him, other KLS patients, families, caretakers and the 
community in general,” Jenny reflects. “Continuing to forge ahead and raise awareness in the medical 
community, especially getting everyone on the same page to raise money for research, will be what helps 
us achieve our objective.” 
 
If you’re interested in reaching out to Jenny, you can do so by emailing her at jenny@klsfoundation.org. 
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