POMPE Conrections

IPA would like to thank the following clinicians and scientists for sharing their expertise with us:

Dr. C.G. Faber (MD), Neurology, University of Maastricht, the Netherlands

Dr. C.E.M. de Die-Smulders (MD), Clinical Genetics, University of Maastricht, the Netherlands

Dr. W. J. Shaughnessy (MD), Pediatrics (Orthopedics and Scoliosis), Mayo Clinic, Minnesota, USA

Dr. U. Mellies (MD), Department of General Pediatrics, Division of Pediatric Pulmonology, University of Essen,
Children’s Hospital, Essen, Germany

Dr. R.G. van Kesteren (MD), Center of Home Mechanical Ventilation, Utrecht Medical Center, Utrecht, the Netherlands
Dr. M.J. Kampelmacher (MD), Center of Home Mechanical Ventilation, Utrecht Medical Center, Utrecht, the Netherlands
M.L.C. Hagemans (MSc), Erasmus Medical Center Rotterdam, the Netherlands

The medical and scientific advisory board:

Dr. P. Kishnani (MD), Pediatrics and Medical Genetics, Duke University Medical Center, Durham, NC, USA

Dr. A.J. J. Reuser, Clinical genetics, Erasmus Medical Center Rotterdam, the Netherlands

Prof. V. Straub (MD), Consultant in Neuromuscular Genetics, University of Newcastle upon Tyne, Newcastle, UK

Prof. J. Hopwood, Head Lysosomal Diseases Research Unit, Children, Youth and Women'’s Health Service, Adelaide,
Australia

IPA also would like to thank patients worldwide for supplying IPA with pictures, and the Dutch Neuromuscular Diseases
Association (VSN) in the Netherlands, Acid Maltase Disorder Association (AMDA) in the USA, Muscle Dystrophy Campaign
in the UK and Australian Pompe Association (APA) in Australia for supplying IPA with information and brochures. IPA also
thanks Genzyme corporation for their financial support which made these publications possible.

Writers and advisors of these publications on Pompe disease are:

Maryze Schoneveld van der Linde (MA) Project coordinator ‘Pompe Connections’ and IPA board member, the Netherlands
Helen Walker, IPA board member and President APA, Australia

Marylyn House, IPA committee member and President AMDA, USA

Ria Broekgaarden, IPA secretary and board member, the Netherlands

For more information you can contact the IPA secretariat at:
Luitenant Generaal van Heutszlaan 6, 3743 JN Baarn, the Netherlands
Phone: + 31 35 5480461 Fax: + 31 35 5480499 E-mail: ria.broekgaarden@vsn.nl
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