
Progress Report: Date:  8/24/15 

Project:  ASFA Registry Study 

To date there has been steady progress since the registry was IRB approved last year.  In 2015, 

there was an amendment to include patients with leukemia as a study group.  Currently there 

are currently 137 patients that have been retrospectively added to the database.  These include 

17 Neuromyelitis Optica (NMO) patients, 10 Wilson’s disease patients, 15 MUSK positive 

Myasthenia Gravis patients and 95 leukemia patients.  Three abstracts have been submitted, 

one on the current status of MUSK positive Myasthenia Gravis patient database, (accepted to 

the AABB 2015 meeting), a second on NMO patient database which was presented as an oral 

presentation at the April 2015 ASFA national meeting, and a third, presented as a poster, on the 

use of hetastarch in patients undergoing leukapheresis for leukemia, at the same ASFA meeting.  

The previous data on Wilson’s disease has been as accepted as a manuscript for JCA.   We also 

anticipate an editorial on the use of the multicenter ASFA registry to gather outcome data in 

these patients. 
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[Epub ahead of print] 

Amendments since the last continuing review: 



The study was amended on 3/31/15 (CNMC) to update inclusion and exclusion criteria 

(including leukemia patients), changes to the assent and consent forms, updating new 

collaborators involved in study design, data collection and analysis, and updating the name of 

the ASFA Rare Disease Registry to the ASFA Research Subcommittee throughout the protocol 

and assent/consent documents. 
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