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Welcome

Fifteen years of FEETEG activity

Pilar Giraldo, Haematology Department, Miguel Servet University Hospital.
i+CS. CIBERER, Zaragoza, Spain

Opening Lecture. European networks on rare diseases

Francesc Palau, Coordinator of CIBERER. Valencia, Spain

Dinner

3rd 2008

1st Plenary Session: Gaucher Disease. Natural History and therapy approach
Chairs: Gregory Pastores, Neurology and Pediatrics Department,
New York University, USA
Mercedes Roca, CIBERER, Spain
Stable or severe disease, how to evaluate them
Ari Zimran, Gaucher Clinic, Shaare Zedek Medical Centre, Jerusalem, Israel

Neurological manifestations in Gaucher Disease
Bruno Bembi, IRCCS, Bruno Garofolo Institute, Trieste, Italy

Bone manifestations. How to prevent them
Gregory Pastores, Neurology and Pediatrics Department, New York University, USA

Discussion
Coffee break

2nd Plenary Session. Genes, biomarkers and associated diseases
Chairs: Lluisa Vilageliu, Genetics Department, Barcelona University,
CIBERER, Barcelona, Spain
Johannes Aerts, Biochemistry and Internal Medicine Department,
Academic Medical Centre, University of Amsterdam, The Netherlands
Genes involved in GD and susceptibility of bone disease
Daniel Grinberg, Genetics Department, Barcelona University, CIBERER, Spain
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Biomarkers in lysosomal disorders and its utility

Joahnnes Aerts, Biochemistry and Internal Medicine Department, Academic
Medical Centre, University of Amsterdam, The Netherlands

Therapy for Gaucher Disease: Goals and markers

Stephan vom Dahl, Division of Gastroenterology, Heinrich-Heine University,
Dusseldorf, Germany

Comorbidities associated to GD. Are they modified by therapy?
Deborah Elstein, Gaucher Clinic, Shaare Zedek Medical Centre, Jerusalem, Israel
Discussion

Cocktail

3rd Plenary Session. Other Lysosomal diseases

Chairs: Atul Mehta, Haematology Department, Royal Free Hospital,
London, United Kingdom
Carmen Dominguez, Biochemistry and Molecular Research Centre,
Vall d’Hebron University Hospital, CIBERER, Spain

Remaining diagnostic challenges in Lysosomal Disorders

Miguel Pocovi, Department of Biochemistry, Molecular and Cellular Biology,

University of Zaragoza, CIBERER, Spain

Fabry disease. Therapy

Atul Mehta, Haematology Department. Royal Free Hospital, London, United Kingdom

Nienman Pick C. Diagnosis and therapy approach

Asuncién Aracil, Neurology Department, San Joan de Deu Hospital, CIBERER,

Barcelona, Spain

Pompe Disease. Diagnosis and therapy approach

Andrea Dardis, Bruno Garofolo Institute, Trieste, Italy

Mucopolysaccharidosis and therapy approaches

Lluisa Vilageliu, University of Barcelona, CIBERER, Spain

Discussion

4th Plenary Session. Therapeutic options in LSD. Vision from industry
Actelion, Genzyme, Protalix, Shire-HGT

Closing Lecture

Concept and Methods for the Study of Natural History of Rare Disease
Manuel Posada de la Paz, Instituto Carlos Ill, CIBERER, Madrid, Spain
Concluding Remarks

Ari Zimran, Gaucher Clinic, Shaare Zedek Medical Centre, Jerusalem, Israel

REGISTRATION AND ACCOMMODATION FORM

Personal Data

Family Name First Name.
Department

Institution/Hospital

Hospital address

Postal code City Country
Telephone Fax E-mail

Personal address

All personal data requested in this form is required in order to process your registration.
Personal data will be kept by Doctaforum (address: Avda. Campo de Calatrava 17, 4-PB-1,
28034 Madrid, Spain) to manage your registration.You have the rigth to access, rectify, cancel
and oppose this data by sending your written request to Doctaforum.

Registration Fee
550€ + 16% VAT

The registration fee for the workshop attendees covers: accommodation at the Hotel
Hiberus***** in single room from 2nd to 3rd September (1 night), participation in all
conference sessions, refreshment breaks and dinner on September, 2nd.

If you need hotel accommodation for other dates, please contact the conference
secretariat.

Method of Payment:

Qa Banker’s draft made payable to “Doctaforum”

] Bank transfer to “Doctaforum” at the following account:
Banco Atlantico-Sabadell Account No: IBAN ES 37 0081-7116-65-0001094519
Swift Code: BSABESBB

All payments must be made in EURO.

All payments must be free of charges to the receiver.

Hotel reservation will be effective and confirmed when complete payment
has been received by the Conference Secretariat Doctaforum S.L.

Please, complete and return to:

Conference Secretariat

Doctaforum

Avda. Campo de Calatrava 17, 4-PB-1, 28034 Madrid - Spain
Phone.: +34 91 372 02 03 - Fax: +34 91 735 04 54

E-mail: lysosomal_workshop@doctaforum.com




