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In memory of Paula and Woody Varner, the Board of Directors of the Barth Syndrome Foundation has created the Varner Award for 

Pioneers in Science and Medicine, to be presented for the first time at our biennial 2008 Scientific, Medical and Family Conference. This 

award is to be given to a scientist or physician whose dedication to work in his or her field has made a positive and lasting impact on Barth 

syndrome. The award will be funded from the Paula and Woody Varner Science and Medicine Fund. 

Dear Participants, 
 

Welcome to the 4
th
 International Scientific, Medical and Family Conference on Barth syndrome!  With a nod to the railroad origins of the first 

owner and builder of this historic hotel, our theme is ñOn Track Toward a Cureò and we hope that this Conference will indeed confirm our 
direction and accelerate our speed to that cure. 
 

This Conference continues to be unique among rare disorders in that it brings affected families and individuals, research scientists and clinicians 
together in one place at one time. The Barth Syndrome Foundation and our affiliates in Canada, South Africa and the UK firmly believe that while 
each of these groups can make some progress alone in their individual efforts, together, we are so much more powerful. 
 

Doctors who might see a single Barth patient in a lifetime will have the opportunity to see 40 at once and gain a greater understanding of the 
science underlying potential new treatments. Scientists will have the chance to hear how patients are faring under various treatments, how Barth 
syndrome affects a boyôs life and be invited to use their considerable imagination to create hypotheses about the possible connections between 
the symptoms and their underlying causesé which can then form the basis for future research. And the families have a unique opportunity to be 
seen by the worldôs greatest experts in Barth syndrome and contribute directly to the search for a cure by providing their information, their 
histories and even their own tissue to the search for a cure. 
 

Nor are the emotional benefits of gathering together to reinforce our commitment to making the world a better, more friendly place for our children 
and our grandchildren to be overlooked! We all have made a great effort to come to Clearwater, Florida in July. Many others are unable to come 
but wish that they were here with us. Above all, we consider everyone here to be a part of the greater Barth Family. We have built a high level of 
trust in each other over the years, and we are certainly depending on each other. And if past Conferences are any measure, we also know that 
we have a lot of fun together too! 
 

So please make the most out of your time here. Reach out to say óhelloô to someone you donôt know and listen to their story and questions. Share 
your own experience and questions. Be open and letôs find new ways to work together to help each other stay on track toward a cure for Barth 
syndrome. We are certainly all on board this train together! I hope you all enjoy the Conference. 
 

Respectfully, 
 
 
 
Valerie (óShelleyô) Bowen 
President 
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Meet new families, enjoy a slide show, receive welcome packets and information about clinics, meetings and sign the kids up f or fun 
activities, including boat tours, the zoo, BounceU and more!  (Light snacks available)  

 

 
Ages 11 & under enjoy a movie and snacks under the stars! Children under the age of three 
must be accompanied by an adult/guardian during Mondayôs Movie Night. 
 

 
Ages 12 & up embark on a ghost tour to the óoff-limits areaò of the hotel where phantom 
voices are heard, lights turn themselves on and off, doors open and close themselves, 
phantom faces appear in the windows. A disconnected phone in the unused 4th floor may 
ring. 
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Two days of Barth clinics where families and clinicians share and learn valuable information about the clinical aspects of Ba rth  
syndrome. This exchange between families and clinicians about the many nuances of Barth syndrome gives rise to opportunities to 
explore new ideas and discuss issues of common theme. Data collected as a result of these clinics will feed the Barth Syndrom e 
Registry to further the understanding of this disorder. The BSF clinics have been hailed as a model approach by other health advocacy 
groups. (Arts, crafts, movies, outdoor games and Wii activities for all) 

Carolyn T. Spencer, MD 
Barry J. Byrne, MD, PhD 
Sharonda Aikens 
Petar Breitinger, PA 
Randall M. Bryant, MD 
Todd Cade, PT, PhD 
Vicki Hay, ECHO Technician 
Jessica Lohmann, ECHO Technician 
Melissa Maisenbacher, MS, CGC 
Renee Margossian, MD 
Sharon Redfearn, ARNP 
Terry Sexton, ARNP 
Renata Shih, MD 
Dianne Stanford, RN 

Rebecca L. Kern, MGC 
Iris L. Gonzalez, PhD 
 

Richard I. Kelley, MD, PhD 
 

Ariel Sherbany, MD, PhD 
 
 

Jane Day, PhD, PT 
Jodi Lowe, DHSc, PT 

Rhonda Avery, RD, LD/N, CDE 
Carrie Crain, BS 
Linda Croxton, MSN, ARNP, CDE 
Penny Porch Edwards, MS, RD, LD/N 

Eileen Q. Juico, MA, MEd 
Jonathan Rosenshine, MA, MEd 

Karin Colby Watson, MPT 
Jeanette VanDuyne, PT, PCS 
Bobbie King, OTR/L 

 


