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Dear Friend, 

How is it that more than four centuries after it was first identified,
syringomyelia remains such a mystery?

We still know so little about this painful, debilitating condition. Very few
people, in fact, have even heard of it!   

It isn’t that Chiari malformation (CM), and related disorders including
syringomyelia (SM) are incredibly rare – they aren’t.  

In fact, more than three times as many Americans are affected by CM than
by the most common form of Muscular Dystrophy! Isn’t it strange, then, that while
most anyone you meet is familiar with Muscular Dystrophy, so few have heard of
CM and SM?

That’s not just a curious fact. It’s tied to why so little is known about CM
and SM. It’s also the reason so many people go so long with a misdiagnosis or no
diagnosis. Because the conditions receive so little attention, they also attract precious
little funding for research.  

It’s a vicious circle – and something that needs to change. And that’s why
I’m writing you today… 

As you may know, a group of dedicated people came together late last year
to establish CSF, the Chiari & Syringomyelia Foundation, Inc.

We share a commitment to aggressively combating CM and SM – to raising
awareness and to advancing research efforts that will provide long-awaited, 
desperately-needed answers. Ultimately, we’re seeking a cure. 

But to succeed, we need the support of people like you who do know
about CM and SM – and who care. That’s why I’m extending this special 
invitation to become a CHARTER MEMBER of the new foundation. The best
contribution you can make today will drive our efforts forward.   

Your support today will be a sign of great hope to the family of Kaya Culver.

I’ve shared Kaya’s story on the reply form of this CSF charter member 
invitation to remind you just what a child – or any person – struggling with CM 
or SM must endure.  

By lending your support to CSF, you can act to prevent more needless suffer-
ing. 

(over, please)

      



Although the CSF name is new, when you visit our website, www.CSFinfo.org, you’ll see many
familiar names and faces among our Board of Directors, Board of Trustees, and professional staff.  

And on the front of this stationery, you’ll recognize the names of many on our distinguished
Medical Research Board who have committed their leadership, counsel and support to our critical mission.  

The only missing element now is bringing in a special group of committed supporters who
share our passion to defeating CM and SM – I’m talking about you and other friends of our cause!
Won’t you please lend your support today?

CSF has already completed community awareness and education programs in Denver and
Cleveland, and plans to launch similar programs in Washington, New York, Texas and Illinois this
year. We will begin establishing CSF support chapters this year with the goal of having chapters
throughout the United States within a few years.

Our most important goal of all though is driving critical research forward. Your support as a
charter member today will help us pursue long-term clinical and scientific studies that are the only
way to a cure. Your compassion – and action – will lead to better therapies, less pain and more hope
for CM and SM sufferers like Kaya. 

It will also lead to more people receiving an early and accurate diagnosis which will result in
more targeted, more effective treatment and a much better quality of life. Every person battling these
terrible conditions deserves those things.

As a charter member of CSF, you’ll be kept closely informed about our research and other
initiatives. You’ll share in the progress we make – progress that is long overdue, but will finally 
happen thanks to good people like you.

I sincerely hope you share our vision of a time when CM and SM will no longer be a 
mystery – a time when individuals like Kaya and their families won’t have to suffer with the reality
of these painful and debilitating conditions.

Supporting CSF is the best way you can make a difference. So please accept this special
invitation to join our mission as a charter member. Can I count on your support today?

With gratitude,

Dorothy Poppe
Executive Director

P.S.  Enclosed with this letter is your personalized 2008 CSF Charter Member card, identifying you 
as an original supporter of an organization founded exclusively to overcome Chiari malformation and
syringomyelia. Your card contains our website. If you, someone in your family, or someone else you know,
is affected by CM and SM please make them aware that CSF is available to help. Please send your gift 
back to help this important cause – thank you for your support!  




