
 

2025 Moebius Syndrome Foundation Scientific Symposium 
Thursday, July 24th 

Sheraton Salt Lake City, 150 W 500 S, Salt Lake City, UT, 84101; Room: Deer Valley 
 

9:00 – 9:05 Bryn Webb, MD Welcome 
9:05 – 9:50 John Carey, MD, MPH (Utah) Keynote Address: The discovery of 

Carey-Fineman-Ziter syndrome 
9:50 – 10:20 Bryn Webb, MD (Wisconsin), 

Irini Manoli, MD/PhD (NIH), 
Elizabeth Engle, MD (Boston 
Children's Hospital), 
Ethylin Wang Jabs, MD (Mayo) 

Systematic phenotype and genotype 
characterization of Moebius syndrome  

10:20 – 10:30 Break  
10:30 – 11:00 Matthew Rose, MD, PhD 

(UC-Irvine) 
Post-Mortem Neuroradiology, Pathology, 
and Genetic Studies of Adults with 
Moebius syndrome 

11:00 – 11:30 Gregory Borschel, MD (Indiana) Through Their Eyes: Navigating Life with 
Limited Eyelid Closure in Moebius 
Syndrome  

11:30 – 12:00 Alison Snyder-Warwick, MD 
(Michigan) 

VEGF enhances neuromuscular junction 
recovery after nerve injury 

12:00 – 12:45 Lunch   
12:45 – 13:15 Bryn Webb, MD, Kathryn 

Kraus-McClure, MD (Moebius 
Syndrome Foundation) 

NORD IAMRARE Moebius Syndrome 
Foundation Research Registry 

13:15 – 13:35 Jackie Diels, OT (Facial 
Retraining, LLC) 

The Role of Facial Retraining in Moebius 
Syndrome 

13:35 – 13:50 Elizabeth Norton, PhD, Judith 
Licht (Northwestern) 

Leveraging Community and Professional 
Expertise to Accurately Characterize Early 
Communication Development in Children 
with Moebius Syndrome 

13:50 – 14:00 Break  
14:00 – 14:15 Jane Evered, PhD, RN, Kelly 

Novak, Rachel Grob, PhD, MA 
(Wisconsin) 

Learning from adults and parents of 
children living with Moebius syndrome: A 
new interview study 

14:15 – 14:30 Kathleen Bogart, PhD (Oregon 
State) 

Increasing disability inclusion through 
self-relevant research  
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