
Progress Report: Date:  9/20/14 

Project:  ASFA Registry Study 

To date there has been steady progress since the registry was IRB approved last year.  There are 

currently 40 patients that have been retrospectively added to the database.  These include 15 

Neuromyelitis Optica patients, 10 Wilson’s disease patients, and 15 MUSK positive Myasthenia 

Gravis patients.  Two oral abstracts have been submitted, one on the current status of the 

registry and another on a preliminary analysis of the Wilson’s disease patients.   Currently data 

on the Wilson’s disease is being analyzed for manuscript preparation.  
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Amendments since the last continuing review: 

The study was amended on 5/7/14 to add the PI's name, address and contact information at 

the top of the research protocol, added version 030814 to the title of the protocol, updated the 

membership of the ASFA committee, clarified the number of total participants that will be 

enrolled from a multicenter perspective, added the diseases that are currently being studied 

and updated the references.  

 

These requested changes are largely for clarification and adminstrative purposes. 

Respectfully submitted, 

 

Edward Wong, MD 



 

 

 

 



 


