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1st IPA Community Advisory Board (CAB) meeting 
In October 2019 the first IPA Community Advisory Board 
(CAB) was held in San Antonio, Texas.  The  IPA  established 
its Community Advisory Board (CAB) for Pompe disease in 
2019 and consists of 24 individuals from the Pompe patient 
community, including patients, family members of patients, 
and patient organization leaders from different countries 
and continents around the world. The CAB represents all 
variants of Pompe disease, from infantile to  late-onset   
Pompe disease. During the meeting, the CAB members 
offered their experience and expertise to sponsors of clinical 
research, on overall program development, single clinical 
trials, hopes for future therapies, and other aspects beyond 
the research program, with the ultimate goal of   ensuring 
that clinical studies are designed to consider the real needs of patients. The meeting was moderated by James Valentine, an 
independent third-party moderator, and was extremely productive, setting a high standard for future CAB meetings.                  
A summary of the key-takeaways from the meeting is available on the IPA website: www.worldpompe.org 

Thesis on Physiotherapy Management in Adults with Pompe Disease 

On September the 10th, Dr. Marein Favejee received her PhD on her thesis ‘Physiotherapy        
Management in Adults with Pompe Disease’ at the Erasmus Medical Center in Rotterdam. It’s 
goal was to examine whether physical therapy is a valuable adjunct to enzyme replacement           
therapy and how it best can be organised. It became clear that and improved understanding 
of physical therapy is required. The developed exercise program is safe for mildly affected 
patients and helps to improve endurance, muscle strength, muscle function and core           
stability. Also it reduced fatigue, pain and improves mental health. The developed training 
program is  therefore proven to be valuable. The ability to walk is related to age, gender, 
BMI, use of ventilation and the muscle strength in hip and knees. Finally the complaints of 
incontinence in Dutch adult Pompe patients are described and the quite possitive effect of 
pelvic floor physiotherapy to treat these symptoms0. More studies are needed on this topic. 
To read the thesis, please visit: https://repub.eur.nl/pub/118722 

AMDA/IPA Pompe Patient and Scientific Conference 2019 

On October 25—27, 2019, almost 200 Pompe patients and their families,          
scientists, doctors, and industry representatives from around the world gathered 
in San Antonio, Texas, for the 2019 AMDA/IPA Pompe Patient and Scientific           
Conference. Over the course of that weekend, there were twenty-two                
presentations on topics such as enzyme replacement therapy, gene therapy,        
muscle regeneration, disease management, and many others. 
The Conference Brochure with Presenter Biographies and Abstracts can be           
downloaded at the IPA website:                                                                                           

http://amda-pompe.org/downloads/publications/Brochure_Final.pdf  

The IPA will inform you when The in-depth Conference Report and the recording of 
the presentations will be available.  

If you no longer wish to receive this Update, please let us know by email to info@worldpompe.org 

 

Raymond Saich new Board Member to the IPA 

At the latest Annual General Meeting (AGM) of 
the IPA in October 2019, Raymond Saich has 
been elected as new IPA Board Member. He 
succeeds Helmut Erny who was IPA Board  
Member for 20 years. Raymond OAM is           
President of the Australian Pompe Association 
(APA). 

 

Raymond Saich 

 

Three of the world Pompe experts (left 
to right): Dr. Arnold Reuser, Prof. Ans 
van der Ploeg and Dr. Priya Kishnani. 

 


