
                                                                    

    Bobby Jones CSF unite@night Talking Points - 2022 
 

 
 
Feeling a little nervous to speak at your walk? Not sure what you should say? Don’t worry—we’ve 
got you covered! Check out a few of these key talking points for the Bobby Jones CSF unite@night 
walks. Feel free to mention as much, or as little as you’d like.  Also, don’t forget to tell a little bit about 
your personal story or assign someone to tell their personal story – but keep it brief.  

 
Bobby Jones CSF was founded in Oct 18, 2007.   There are three boards that include Board of 
Directors, International Board of Trustees and the Medical Board. 
 

Bobby Jones CSF is proud to be the only Chiari & syringomyelia organization to have met the 20 
rigorous standards of the Better Business Bureau’s Wise Giving Alliance, earned the Platinum Seal 
from Guidestar, and has received the Health on the net Code (or “HonCode”) certification, which 
means the information on the Bobby Jones CSF website is medically reliable, current, and 
scientifically accurate.  In addition, Charity Navigator has been added to the charity accountability 
seals Bobby Jones has received.   
 
 

 
Bobby Jones was the “Babe Ruth” of golf in 1930, winning the four major tournaments in one year 
that is known as the Grand Slam. He was the visionary behind the creation of the Masters 
tournament in 1934, and in 1948 he was officially diagnosed with syringomyelia. In his time, 
treatment for Jones was limited to pain management through a bit of codeine or whiskey as 
syringomyelia consumed a little more of him every day, until he couldn’t walk, couldn’t grasp, and 
his limbs atrophied until his death in 1971.  
Seventy years later, we still do not have acceptable treatment for syringomyelia and related 
disorders and we hope the work of Bobby Jones CSF will change that. 
 

 
Most of the educational lectures held during the past 18 months have been online, but we have been 
able to start getting back to some in-person lectures.  These lectures are free for anyone to attend, 
but you must register to receive the link.  All of these videos are made available online for anyone to 
access, completely free of charge. They have been accessed over 3 million times, by individuals, 
scientists and medical professionals all around the world. 
 
In addition, Bobby Jones CSF has started online support groups.  Every month, there is a support 
group for Adults, Parents and College aged young adults.  If you are affected by these disorders, 
please consider joining a support group.  

A little bit of history 

Who was Bobby Jones? 

What’s going on with Education & Support 



                                                                    

 
 
Our driving force for research is to find relief for those affected by Chiari, syringomyelia and related 
disorders. 
  
We are collaborating on external projects and leading our own internal projects, keeping those with 
Chiari, syringomyelia and related disorders in mind every step of the way. This research includes 
short- and long-term studies that will help identify symptoms, appropriate diagnostics, and the best 
treatment methods for Chiari, syringomyelia and related disorders like spinal instability, tethered cord 
syndrome and more. 
  
Check out the poster that lists the various projects we’re working on here at the walk.  You can also 
visit bobbyjonescsf.org/keytoacure to participate in the patient registry, where new studies are being 
launched all the time. 
 
 

 

 
Fun Facts About unite@night 
 

This year is the 11th year of the unite@night walks.  We started in 2012 and had 17 walks that first 
year and raised $77,000.  We have now held over 425 walks around the country and have raised 
over $1,270,000.  Thank you to all of the walk chairs and solo walkers. You all rock! 
 

Thank You 
Make sure you thank everyone for coming, for donating and for helping to be the key to a cure! 

Don’t forget the fun facts and the thank you 

What’s going on with Research 


