
 

 
 
 
 

 
 
 

           
                  
            

                         
 

 
 

 
You can find us on the web at www.urmc.rochester.edu/fields-center 

 
 

 

 
Update on Clinical and Basic Research 

 

 
The Fields Center for FSHD & Neuromuscular Research & the FSH Society 

invite you to join us for the 

2018 FSHD Family Day 
 
 
 
 
 

The 2018 FSHD Family Day was made possible through the generous support 
the Leiden University Medical Center, the University of Rochester Medical 
Center and the FSH Society.   

FSHD Family Day 
Saturday, April 7, 2018 

http://www.urmc.rochester.edu/fields-center


Saturday, April 7, 2018 
9:00 a.m. to 2:50 p.m.  

University of Rochester Medical Center • Helen Wood Hall 
255 Crittenden Blvd, Rochester, NY  14607 

 
Our FSHD partnership – researchers, clinicians, patients and family members - has come a long 
way in the last two years.  Please join us to hear internationally respected experts report back to 
you - telling you what we’ve learned, where we are and where we are heading.  We’ll touch on 
progress in the clinic, in the laboratories, and on the bridge from research to practice.  This report 
is our shared story – written page by page during each research and clinic visit.  Come join us to 
review the tale.    
 

 
Featuring Presentations By: 

 
Rabi Tawil, MD 

University of Rochester 
“Welcome and Opening Remarks”  

Silvère van der Maarel, PhD 
Leiden University  

“New Diagnostic Tools to Improve DNA Diagnosis 
and Explain Clinical Variability” 

 
Stephen Tapscott, MD, PhD 

The Fred Hutchinson Cancer Research Center 
“The Cause of FSHD and Opportunities  

for Drug Development” 

June Kinoshita 
FSH Society 

“The Road to Treatment is Paved  
by Engaged Families” 

 

Jeffrey Statland, MD 
University of Kansas 

“Clinical Trial Readiness” 
 

Leann Lewis, MS 
University of Rochester 

“Genetic Counseling and FSHD” 
 

 
Katy Eichinger, P.T., PhD 
University of Rochester 

“Physical Therapy and Exercise” 
 

Rabi Tawil, MD 
University of Rochester 

“FSHD Care Guidelines: What do the mean?” 
 

And “Ask the Experts” panel discussions, led by scientists, clinicians, patients  
and family members to answer your questions about FSHD.    

 

 
During our day together, we will discuss the 
most current information of interest to people 
with FSHD and their family members, 
including recent advances in the 
understanding of FSHD2 and preparations for 
future clinical trials.  During breaks, we hope 
that you will join us for lunch and 
refreshments.   

 Registration begins at 8:30 a.m.  The 
conference begins at 9:00 a.m.  A continental 
breakfast and lunch will be served.   
 
Parking is free and is available at the Saunders 
Research Building on the west side of Helen 
Wood Hall.   

 
REGISTER NOW:  SPACE IS LIMITED 

Please respond by Monday, March 30, 2018. 
 

For additional information or to register by phone, please 

call Karen Lee at 585.275.3614 or  email us at FieldsCenter@urmc.rochester.edu. 

 
If you would like to register on-line please go to the FSH Society website www.fshsociety.org 

and type in the search bar 2018 Family Day Rochester. 

http://www.fshsociety.org/

