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TURNER SYNDROME AWARENESS TAKES OVER FEBRUARY BY STORM 
 
 

Local Woman Determined to Make Huge Impact in Her Community 
 
 

 
January 2021 ~ Lori Kobular, a Toms River resident, has volunteered with the local nonprofit 
Turner Syndrome Foundation (TSF) to raise awareness of Turner Syndrome (TS) in her 
community and beyond. 
 
Lori is mother to Julie, 33-year-old who was diagnosed with TS when she was 6 weeks old.  Lori 
explained her personal experience with TS. “Over Julie’s 33 years most people we meet have 
never heard of Turner Syndrome, so I have made it my mission to bring Awareness of TS to as 
many as possible. In Julie’s 33 years, many of the physicians I took her to didn’t have the 
answers that we needed at that time to make the best medical decisions for her future. I don’t 
want mothers of a TS girl to have to face the same questions without the appropriate answers. 
 
As a card designer, I began using my craft for good beginning in March of 2018 when I held a 
fundraising scrapbooking event. Then, in 2019 I began hosting my annual ‘It’s A Girl Thing’ 
Turner Syndrome Awareness Blog Hop on the internet. This year myself and my friends are 
making cards that represent Turner Syndrome with the opportunity to win prizes. More 
information can be found at https://myturnersyndromejourney.blogspot.com.  
 
I am also on the Board of Directors of the Turner Syndrome Foundation and a member of the 
TSF Awareness Committee. We are organizing ways for physicians to learn about Turner 
Syndrome and for patients to get involved in raising awareness. The goal of raising awareness is 
that further research will be done to understand how TS affects girls and women throughout 
their lifetimes.” 

 



 

Turner Syndrome is a random chromosomal disorder affecting 1 in 2000 live female births, 
making it the second most common genetic disorder. Those with the disorder can experience 
numerous health complications; most common problems involve kidneys, heart, thyroid, 
diabetes, hearing, osteoporosis, infertility, serious pregnancy complications, and impaired 
visuo-spatial and executive function abilities.   
 
Turner Syndrome was discovered in 1938, yet today there is still a lack of awareness of the 
condition. This has led to a lack of support and resources for individuals who live with the 
disorder. Delayed diagnosis continues to be a challenge which limits access to life-changing 
health interventions that should start from birth.  There is also a lack of research dedicated to 
TS, highlighted by a recent Institute of Medicine report that emphasizes the need for new 
research focused on women’s health issues. 
 
The Turner Syndrome Foundation, which is based in Hazlet, New Jersey, was founded in 2008 to 
serve the international community with awareness, advocacy, education, health, and research 
initiatives for TS.  In 2020, TSF served over 3,500 patients, 8,500 family members, 6,000 medical 
professionals, and 4,000 supporters in its fight against TS.   
 
“As a woman with Turner Syndrome, I have greatly enjoyed engaging with the Turner Syndrome 
Foundation.  They provide wonderful learning opportunities and activities for people impacted 
by TS - individuals who have TS, parents and family members who have a loved one with TS, and 
those interested in learning more to name a few.  The information provided is at an appropriate 
level and helps provide needed support and encouragement.  This includes helping people 
establish connections with others.  I look forward to my continued involvement with TSF!” – Dr. 
Megan Edwards Collins     
 
February is Turner Syndrome Awareness Month, a time in which the TS community bands 
together to raise awareness.  Anyone interested in joining the effort to raise TS awareness can 
visit TSF’s social media pages or sign up for its Awareness Month 2021 Newsletter.  
 
Turner Syndrome Foundation (TSF) is a registered 501(c)(3) nonprofit organization with a 
mission to support research initiatives and facilitate education programs that increase 
professional awareness and enhance medical care of those affected by Turner Syndrome.  For 
more information about TSF, visit https://turnersyndromefoundation.org or call 1-800-594-
4585. 
 
  


