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Member States  
(invited and ONLY travel reimbursed) 

 
 

BULGARIA   
 
Rumen STEFANOV 
Bulgarian Association for Promotion 
of Education and Sciences (BAPES) 
- Information Centre for Rare 
Diseases and Orphan Drugs 
(CRDOD) 
4 Bratia Sveshtarovi str 
BG - 4017  PLOVDIV 
Tel.:  
E-mail: stefanov@raredis.org

 
 

 

CYPRUS   
 
Violetta ANASTASIADOU 
Ministry of Health - Medical Public 
Health Services 
Arch. Makarios III Hospital 
Clinical Genetics, 6 Korytsas st. 
CY - 1474  STROVOLOS 
Tel: +357 (22) 405117 
E-mail: vanast@spidernet.com.cy
 

  

CZECH REPUBLIC   
 
Milan MACEK 
Ministry of Health  
Department of Health Services 
4, Palackého námCZ – 128 01 
Prague 2 
Tel.: +420 607 180 832 (gsm) 
E-mail: 
milan.macek.jr@lfmotol.cuni.cz
 

  

DENMARK   
 
Marianne JESPERSEN 
National Board of Health; The 
Islands Brygge 67, PO Box 1881 
DK - 2300 COPENHAGEN S 
Tel: +45 (72) 227400 
Fax: +45 (72) 227444 
E-mail: mj@sst.dk
 

 
 

 

FRANCE    
 
Juliette BLOCH 
Institut national de veille sanitaire 
12, rue du Val d'Osne 
FR - 94415  SAINT MAURICE 
CEDEX 
Tel.: +33 (1) 41 79 67 00 
E-mail: j.bloch@invs.sante.fr
 
 

 
 
 

 

mailto:stefanov@raredis.org
mailto:vanast@spidernet.com.cy
mailto:milan.macek.jr@lfmotol.cuni.cz
mailto:mj@sst.dk
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HUNGARY   
 
János SÁNDOR 
National Center for Healthcare Audit 
and Improvement 
Váci utca 174 
HU-1097 BUDAPEST 
Tel.: +36 (20) 932 31 40 
E-mail: janos.sandor@etk.pte.hu
 

  

ITALY   
 
Domenica TARUSCIO  
Centro Nazionale Malattie Rare - 
Istituto Superiore di Sanita 
Viale Regina Elena, 299 
IT - 00161  ROME 
Tel.:   +39 (06) 49 90 40 16 
E-mail: taruscio@iss.it  
 

 
Annalisa TRAMA (RBT EUROPLAN) 
Centro Nazionale Malattie Rare - 
Istituto Superiore di Sanita 
Viale Regina Elena, 299 
IT - 00161  ROME 
Tel.:   +39 (06) 49 90 40 16 
E-mail: annalisa.trama@iss.it  
 

 
 

LUXEMBOURG   
 
Yolande WAGENER 
Direction de la Santé 
Villa Louvigny, Allée Marconi 
LU - 2120 LUXEMBOURG 
Tel: +352 4785544 
E-mail: yolande.wagener@ms.etat.lu
 

  

MALTA   
 
Miriam DALMAS 
Director Policy Development and EU 
Affairs 
Ministry of Social Policy 
Palazzo Castellania 
15, Merchants Street 
MT - Valletta, VLT 2000 
Tel: +356 2299 2405 
Fax: +356 2299 2663 
E-mail: miriam.dalmas@gov.mt
 

 
 

 

POLAND   
 
Bogdan WOJTYNIAK 
National Institute of Hygiene - Dept. 
of Medical Statistics 
Chocimska 24 
PL - 00-791  WARSAW 
Tel: +48 (22) 54 21 229 
E-mail: bogdan@medstat.waw.pl
 

 
 

 

SLOVENIA   
 
Jožica ŠEMERL 
Institute of Public Health 
2, Trubarjeva 
SI - 1000 LJUBLJANA 
Tel: +386 (01) 2441 460 
E-mail: jozica.selb@ivz-rs.si
 

  

mailto:janos.sandor@etk.pte.hu
mailto:taruscio@iss.it
mailto:yolande.wagener@ms.etat.lu
mailto:miriam.dalmas@gov.mt
mailto:bogdan@medstat.waw.pl
mailto:jozica.selb@ivz-rs.si
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SPAIN   
 
Manuel POSADA DE LA PAZ  
Instituto de Investigacion en 
Enfermedades Raras 
Instituto de Salud Carlos III 
Silesio Delgado 6, 
ES – 28029  MADRID 
Tel.: +34 (91) 822 2044  
E-mail: mposada@isciii.es
 

  

SWEDEN   
 
Anders FASTH  
Chair Swedish Rare Diseases 
Database Committee 
Division of Immunology 
The Queen Silvia Children's Hospital 
SE - 416 85  GÖTEBORG 
Tel:     +46 (31) 34 34 000 (Standard) 
Email: anders.fasth@pediat.gu.se
 

  

UNITED KINGDOM   
 
Edmund JESSOP  
Department of Health 
Wilington House  
133 Waterloo Road 
UK - SE1 8UG London 
Tel: +44 (0) 207 972 1317 
E-mail: Edmund.Jessop@ncg.nhs.uk
 

 
 

 

 

 

 

 

 

 

 

 

 

 

 

mailto:mposada@isciii.es
mailto:anders.fasth@pediat.gu.se
mailto:Edmund.Jessop@ncg.nhs.uk
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Private Experts 
(invited and reimbursed as private experts) 

   
 
Ségolène AYMÉ  
Scientific secretariat 
INSERM SC 11 
102, rue Didot 
FR - 75014  PARIS 
Tel.: +33 1 56 53 81 39 
Fax: +33 1 56 53 81 38 
E-mail: ayme@orpha.net
 

 
Charlotte RODWELL 
Scientific secretariat 
INSERM SC 11 
102, rue Didot 
FR - 75014  PARIS 
Tel.: +33 1 56 53 81 37 
Fax: +33 1 56 53 81 38 
E-mail:charlotte.rodwell@inserm.fr
 

 
Rbt Joint Action 

 
Lúcia DO SOCORRO COSTA DE 
LEMOS  
European Federation for 
Neurofibromatosis ASS NF Europe 
Rua Marquesa de Alorna, n° 2 atelier 
Bons Dias 
PT - 2657  RAMADA 
Tel: 
Email: lucia.lemos@clix.pt
 

 
 

 

 
Alastair KENT  
EAGS – European Alliance of Patient 
and Parent Groups for Genetic 
Services and Innovation in Medicine 
Genetic Interest Group 
Unit 4D, Leroy House, 436 Essex 
Road 
UK - N1 3QP London 
Tel:     +44 (207) 704 31 41 
Email: alastair@gig.org.uk
 

  

 

 
Christel NOURISSIER (RBT) 
EURORDIS - European Organisation 
for Rare Diseases 
102, Rue Didot 
FR - 75014  Paris 
Tel:     +33 (1) 39 54 93 37 
Email: 
christel.nourissier@eurordis.org
 

 
Yann LE CAM (Rbt POLKA) 
EURORDIS - European 
Organisation for Rare Diseases 
102, Rue Didot 
FR - 75014  Paris 
Tel:     +33 (1) 39 54 93 37 
Email: yann.lecam@eurordis.org

 
Flaminia Macchia  BANGSGAARD 
EURORDIS - European Organisation 
for Rare Diseases 
102, Rue Didot 
FR - 75014  Paris 
Tel:     +33 (1) 39 54 93 37 
Email:flaminia.macchia@eurordis.or
g
 

 
Alvaro RAMIREZ VANEGAS 
European Autism Information System 
(Ongoing project) 
Hope, Autism Unit; The 
St. Joseph, Ballinabearna 
Ballinhassig, Co. Cork 
Ireland 
Tel:     +353-61923944 
Email: aramirez@hopeproject.ie
 

  

 
Helmut POPPER 
Rare Pulmonary Diseases  
Institute of Pathology - University of 

  

mailto:ayme@orpha.net
mailto:charlotte.rodwell@inserm.fr
mailto:lucia.lemos@clix.pt
mailto:alastair@gig.org.uk
mailto:christel.nourissier@eurordis.org
mailto:yann.lecam@eurordis.org
mailto:aramirez@hopeproject.ie
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Graz 
Auenbruggerplatz 25 
AT - 8036  GRAZ 
Tel:      
Email: helmut.popper@meduni-graz.at
 
 
Josep TORRENT FARNELI 
Orphan Medicinal Products  
Fundació Doctor Robert 
Carrer Sant Antoni Maria Claret, 171. 
ES - 08041 Barcelona. Spain 
Tel.:     +34+ 93 433 50 18 
Mobile: +34 639 644 462 
Fax:     +34+ 93 433 50 16 
Email: josep.torrent@uab.es
 

  

 
Mauno VIHINEN 
Information Network for 
Immunodeficiencies  
Institute of Medical Technology  
University of Tampere 
FI - 33014  Tampere 
Tel:     +358 (3) 3551.7735 
Email: mauno.vihinen@uta.fi
 

  

 
Joan Luis VIVES CORRONS 
ENERCA – European Network for 
Rare Congenital Anaemias  
Hospital Clinic i Provincia 
Villarroel, 170 
ES - 08036  BARCELONA 
Tel:     +34 (93) 227.54.51 
Email: jlvives@clinic.ub.es
 

  

 
Bianca PIZZERA PIANTANIDA 
EU Primary Immunodeficiencies 
Conference   
IPOPI’s Board Member,  
Firside, Main Road, Downderry,  
UK - PL11 3LE 
Tel:    +39 0322 45554  
Email: bianca.pizzera@alice.it
 

  

 
David N. SHEPPARD 
European Coordination Action for 
Research in Cystic Fibrosis  
University of Bristol 
Department of Physiology 
School of Medical Sciences 
University Walk 
Bristol BS8 1TD, UK 
Tel:     +44 117 331 2290 
Fax:    +44 117 331 2288 
Email: D.N.Sheppard@bristol.ac.uk
 

  

 
Stuart M. TANNER 
Wilson Disease 

  

mailto:helmut.popper@meduni-graz.at
mailto:josep.torrent@uab.es
mailto:mauno.vihinen@uta.fi
mailto:jlvives@clinic.ub.es
mailto:bianca.pizzera@alice.it
mailto:D.N.Sheppard@bristol.ac.uk


7 

University of Sheffield 
Academic Unit of Child Health 
Sheffield Children's NHS Trust 
Western Bank, Sheffield S10 2TH 
Tel.:  +0114 271 7517 
Fax:  +0114 275 5364 
Email: m.s.tanner@sheffield.ac.uk
 
 
Giovanna ZAMBRUNO 
Rare Genetic Skin Diseases 
Laboratory of Molecular and Cell 
Biology 
Istituto Dermopatico dell'Immacolata, 
IRCCS 
Via Monti di Creta 104 
I - 00167 Roma, Italy 
Tel.: +39-06-66464738 (office) 
        +39 06-66464721(secretary) 
Mobile: +39-333-7164866 
Fax: +39-06-66464705 
Email: g.zambruno@idi.it  
 

  

 
Cornelia ZEIDLER 
SCN – Severe Chronic Neutropenia 
Abteilung Kinderheilkunde IV - 
Pädiatrische Hämatologie und 
Onkologie - Medizinische Hochschule 
Hannover 
Carl-Neuberg-Strasse 1 
DE - 30625  Hannover 
Tel.:   +49 (511) 71 05 
Email: zeidler.cornelia@mh-
hannover.de
 

  

 
Sonia BERRIH-AKNIN   
European Myasthenia Gravis Network 
Department of Dr BERRIH-AKNIN, 
CNRS UMR 8078, Marie Lannelongue 
Hospital 
133, Avenue de la Resistance 
F - 92350  Le Plessis-Robinson 
Tel: 
Email: sonia.berrih@ccml.u-psud.fr
 
 
 

 
Nicole KERLERO DE ROSBO  
European Myasthenia Gravis 
Network 
Department of Dr BERRIH-AKNIN, 
CNRS UMR 8078, Marie 
Lannelongue Hospital 
133, Avenue de la Resistance 
F - 92350  Le Plessis-Robinson 
Tel: 
Email: nicole.kerlero-de-rosbo@u-
psud.fr
 

 

 
Alexandre FOURCADE 
Working Group on Rare Diseases 
Centres of Reference of the High 
Level Committee on Health 
Email: 
Alexandre.FOURCADE@sante.gouv.f
r
 

 
Frédéric SICARD 
Working Group on Rare Diseases 
Centres of Reference of the High 
Level Committee on Health 
Email: 
Frederic.Sicard@sante.gouv.fr
 

 

 
 
 
 

mailto:m.s.tanner@sheffield.ac.uk
mailto:g.zambruno@idi.it
mailto:zeidler.cornelia@mh-hannover.de
mailto:zeidler.cornelia@mh-hannover.de
mailto:sonia.berrih@ccml.u-psud.fr
mailto:Alexandre.FOURCADE@sante.gouv.fr
mailto:Alexandre.FOURCADE@sante.gouv.fr
mailto:Frederic.Sicard@sante.gouv.fr
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Private Experts 
(invited and no reimbursed) 

 
 
Helen DOLK 
EUROCAT 1 & 2 – Surveillance of 
Congenital Anomalies in Europe 
(completed project) 
EUROCAT 3 (ongoing project) 
University of Ulster at Jordanstown 
Shore Rd, Newtonabbey 
NORTHERN IRELAND 
UK - BT37 0QB Co Antrim 
Tel:     +44  2890 368540 
Email: H.Dolk@ulster.ac.uk
 

 
Vera NELEN 
EUROCAT 1 & 2 – Surveillance of 
Congenital Anomalies in Europe 
(completed project) 
EUROCAT 3 (ongoing project) 
University of Ulster at Jordanstown 
Shore Rd, Newtonabbey 
NORTHERN IRELAND 
UK - BT37 0QB Co Antrim 
Tel:     +44  2890 368540 
Email: V.Nelen@ulster.ac.uk
 

 

 
Jordi LLINARES-GARCIA 
EMEA 
Scientific Advice and Orphan Drugs 
Sector 
7, Westeferry Circus 
Canary Wharf 
UK - E14 4HB - LONDON 
Tel:     +44 (20) 7 523 71 26 
Email: 
Jordi.Llinares@emea.europa.eu
 

  

mailto:H.Dolk@ulster.ac.uk
mailto:V.Nelen@ulster.ac.uk
mailto:Jordi.Llinares@emea.europa.eu
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 Projects Leaders 
(invited and no reimbursed) 

 
 
Jill CLAYTON SMITH 
A European Network of Centres of 
Reference for Dysmorphology  
The University of Manchester  
Tel.:  
E-mail: pam.griffiths@cmmc.nhs.uk
 

 
Pam GRIFFINS 
A European Network of Centres of 
Reference for Dysmorphology  
The University of Manchester  
Tel.:  
E-mail: pam.griffiths@cmmc.nhs.uk
 

 

 
Jean-Charles DEYBACH 
European Porphyria Network: 
providing better healthcare for 
patients and their families 
Assistance Publique - Hôpitaux de 
Paris 
Tel.:   
E-mail: jean-
charles.deybach@lmr.aphp.fr
 

  

 
Jean DONADIEU 
EURO-HISTIO-NET 2008  project 
Praticien Hospitalier 
Service d'Hémato-Oncologie 
Pédiatrique 
Hopital Trousseau 
26 avenue du Dr Netter 
F - 75012 Paris 
Tel: 33 1 44 73 53 14 / 68 54  
Fax: 33 1 44 73 65 73  
Email: jean.donadieu@trs.aphp.fr
 

  
 

 
Louis DUBERTET 
TAG project 
Fondation Rene Touraine 
Hopital Saint Louis, Pavillon Bazin 
1, avenue Claude Vellefaux  
F - 75010 Paris 
Contact person: Marie Guillou  
mj.guillou@free.fr
 

  

 
Laura FREGONESE 
Patient Associations and Alpha1 
International Registry  
Stichting Alpha1 International 
Registry Leiden University Medical 
Centre (LUMC) 
Albinusdreef 2,  
NL - 2333ZA, Leiden 
Tel.:  +31715262950 
Email: L.Fregonese@lumc.nl
 

  

 
Marco GATTORNO 
EuroFever project 
2nd Division of Pediatrics 

  

mailto:jean-charles.deybach@lmr.aphp.fr
mailto:jean-charles.deybach@lmr.aphp.fr
mailto:jean.donadieu@trs.aphp.fr
mailto:mj.guillou@free.fr
mailto:L.Fregonese@lumc.nl


10 

"G. Gaslini" Scientific Institute 
Largo G. Gaslini 5 
I - 16147, Genova 
Tel.:  +39-010-5636386 
Fax:   +39-010-5636211 
Email:  
 
 
Gemma GATTA 
Surveillance of rare cancers in 
Europe 
Istituto Nazionale per lo Studio e la 
Cura dei Tumori 
Via Venezian 1 
IT-20133  MILAN 
Tel.:  +39 0223903526 
Email: 
Gemma.Gatta@istitutotumori.mi.it
 

  

 
Regine KLUGE 
Paediatric Hodgkin Network project 
Univ.-Prof. Dr. med. Regine Kluge 
Universität Leipzig 
Leitende Oberärztin der 
Klinik und Poliklinik für 
Nuklearmedizin 
Stephanstraße 11 
D - 04103 Leipzig 
Tel.:   +49-(0)341-9718-031 
Fax.:  +49-(0)341-9718-009 
E-Mail: Regine.Kluge@medizin.uni-
leipzig.de
 

  

 
Michael MAKRIS 
EUHASS project 
The University of Sheffield 
academic Unit of haematology 
Firth Court, Western Bank 
Sheffield  
UK - S10 2TN  
Tel: +44 1142712760 
E-mail: m.makris@sheffield.ac.uk
 

  

 
Flora PAYVANDI 
Establishment of an European 
Network of Rare Bleeding Disorders 
Università degli Studi di Milano  
Email: flora.peyvandi@unimi.it
 

  

 
Lynam SHANE 
POLKA project 
Health Policy Project Coordinator 
EURORDIS - European Organisation 
for Rare Diseases 
102, Rue Didot 
FR - 75014  Paris 
Tel:  +33 1 56 53 52 16 
Fax: +33 1 56 53 52 15 

  

mailto:Gemma.Gatta@istitutotumori.mi.it
mailto:Regine.Kluge@medizin.uni-leipzig.de
mailto:Regine.Kluge@medizin.uni-leipzig.de
mailto:m.makris@sheffield.ac.uk
mailto:flora.peyvandi@unimi.it
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E-mail: shane.lynam@eurordis.org
 
Tsveta SCHYNS 
nEUroped 
Secretary General 
ENRAH Association  
Tivoligasse 70/10     
A- 1120 Vienna 
Tel./Fax:  +43-1-920 00 75    
Mobile:     +43-699-19200192 
Email: ts@enrah.net
Web site: www.enrah.net
 

  

 
Thomas WAGNER 
European Centres of Reference 
Network for Cystic Fibrosis  
Klinikum der Johann Wolfgang 
Goethe-Universität 
Email: t.wagner@em.uni-frankfurt.de
 

  

 
Susan WEBB 
European Register on Cushing’s 
Syndrome  
Institut de Recerca de l' Hospital de 
la Santa Creu i Sant Pau 
Dept. Endocrinology Hospital Sant 
Pau  
Pare Claret 167 
ES – 08025 Barcelona 
Email: swebb@santpau.es
 

  

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

mailto:shane.lynam@eurordis.org
mailto:ts@enrah.net
http://www.enrah.net/
mailto:t.wagner@em.uni-frankfurt.de
mailto:swebb@santpau.es
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Observers
(invited and NOT reimbursed) 

 
 

 
Paolo BAILI 
National Institute of Cancer - Unit of 
Descreptive Epidemiology  
Via Venezia 1 
IT - 20133  MILANO 
+39 (02) 2390 3527 
lifetable@istitutotumori.mi.it

 
Ricardo CAPOCACCIA 
RARECARE project 
Istituto Superiore di Sanita 
National Centre of Epidemiology 
Viale Regina Elena, 299 
IT - 00161  ROME 
+39 (06) 49 90 42 90 
+39 (06) 49 90 42 85 
riccardo.capocaccia@iss.it
 

 
Mia DE SCHEIRDER-DESMET  
European Federation for 
Neurofibromatosis ASS NF Europe 
Nijverheidsstrat 29/16 
B - 9100  SINT-NIKLAAS 
+32 (3) 76.61.341 
mia@nfkontakt.be

 
Antonio FEDERICO 
European Brain Council 
Viale Bracci 2 
Dept. Neurological and Behavioural 
Sciences,  
University Siena 
IT - 53100 Siena 
+39 0577 585760 63 
+39 0577 40327 
federico@unisi.it
 

 
Silvio GARATTINI  
Istituto di Ricerche Farmacologiche 
"Mario Negri" 
Via Eritrea, 62 
IT - 20157  MILANO 
+39 (02) 39.01.41 
mnegri@marionegri.it

 
Jean GEORGES 
Alzheimer Europe 
Route de Thionville, 45 
L - 2611  LUXEMBOURG 
+352 29 79 70 
jean.georges@alzheimer-europe.org

 
Simona GIAMPAOLI  
EUROCISS – Cardiovascular 
Indicators Surveillance set in Europe  
Institute of Health - National Centre 
of Epidemiology, Surveillance & 
Health Promotion  
Via Giano della Bella 34 
IT - 00162  ROMA 
+39 (06) 49 90 42 31 
simona.giampaoli@iss.it
 

 
François HOUYEZ  
EURORDIS - European Organisation 
for Rare Diseases 
102, Rue Didot 
F-75014 Paris 
+33 (1) 56 53 52 18 
francois.houyez@eurordis.org

 
Sandrine LAVALLE  
Alzheimer Europe 
Route de Thionville, 45 
L - 2611  Luxembourg 
+352 29 79 70 
info@alzheimer-europe.org

 
Barbara LEITNER  
Statistik Austria - Direktion 
Bevölkerung - Bereich Demographie 
und Arbeitsmarkt 
Hintere Zollamstrasse 2b 
AT - 1035  WIEN 
+43 (1) 711 28 72 62 
barbara.leitner@statistik.gv.at
 

 
Michele LIPUCCI DI PAOLA  
University of Pisa 
Pisa 
+ 39 050 564 816 
mlipucci@agr.unipi.it

 
Gudjon MAGNUSSON  
WHO – Information, Evidence & 
Communication Division 
WHO Regional Office for Europe 
Scherfigsvej 8 
DK-2100  Copenhaguen 
+45 39171228 
gma@who.dk

 
Alberto MARTINI  
PRINTO (Paediatric Rheumatology 
International Trials Organisation) 
IRCCS Istituto Giannina Gaslini 
Largo Gaslini, 5 
IT - 16147  GENOVA 
+39 (010) 56.36.211 
albertomartini@ospedale-gaslini.ge.it

 
Andrea MICHELI  
EUROCHIP – Health Indicators for 
Monitoring Cancer in Europe  
Istituto Nazionale Tumori - Unit of  
Descriptive Epidemiology and Health 
Planning 
Via Venezian, 1 
IT - 20133  MILANO 
+39 (.02) .23.90.2867 
andrea.micheli@istitutotumori.mi.it
 

 
Dace MIHALOVSKA  
Latvia 
Health Statistics and Medical 
Technology Agency 
12/22 Duntes Street 
RIGA  LV - 1005 
+371 (75) 01 590 
dacem@vsmta.lv

   

mailto:lifetable@istitutotumori.mi.it
mailto:riccardo.capocaccia@iss.it
mailto:mia@nfkontakt.be
mailto:federico@unisi.it
mailto:mnegri@marionegri.it
mailto:jean.georges@alzheimer-europe.org
mailto:simona.giampaoli@iss.it
mailto:francois.houyez@eurordis.org
mailto:info@alzheimer-europe.org
mailto:barbara.leitner@statistik.gv.at
mailto:mlipucci@agr.unipi.it
mailto:gma@who.dk
mailto:albertomartini@ospedale-gaslini.ge.it
mailto:andrea.micheli@istitutotumori.mi.it
mailto:dacem@vsmta.lv
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John MURRAY  
Specialised Healthcare Alliance - 
SHCA 
P.O. Box 248, 
MAYFIELD 
UK-TN20 6WD 
+44 (01) 4358 72964 
john.murray@shca.info
 

Pavlos PAVLOU  
Health Monitoring Unit - Ministry of 
Health 
Markou Drakou 10 
Pallouriotissa 
CY - 1448  NICOSIA 
+357 (22) 557 125 
ppavlou@moh.gov.cy
 

Liis ROOVÄLI  
Estonia 
Health Statistics Unit, Health 
Information and Analysis 
Department, Ministry of Social Affairs 
of Estonia 
Gonsiori 29 
EE-15027  TALLINN 
+372 6269158 
liis.roovali@sm.ee
 

 
Nicolino RUPERTO  
IRCCS G. Gaslini - Pediatria II - 
PRINTO 
Largo Gaslini, 5 
IT - 16147  GENOVA 
+39 (010) 382 854 / 393 425 
nicolaruperto@ospedale-gaslini.ge.it
 

 
Herwig JANSEN  
Belgium 
Scientific Institute of Public Health  
J. Wytsmanstreet 14  
BE - 1050 Brussels  
drjansen@skynet.be
Herwig.jansen@iph.fgov.be

 
Arrigo SCHIEPPATI  
European Educational Programme 
on Rare Diseases  
Mario Negri Institute for 
Pharmacological Research - Clinical 
Researc Centre for Rare Diseases 
"Also e Cele Dacco" 
Villa Camozzi, Via Camozzi 3, 
IT - 24020  RANICA - BERGAMO 
+39 (035) 453 5304 
raredis@marionegri.it
 

 
Simone SPULER, M. D.  
EUROMUSCLENET  
Dept. of Neurology, Charité 
University Hospital 
Campus Virchow Klinikum 
Augustenburger Platz 1 
DE - 13353  BERLIN 
+49 030 450 560 193 
simone.spuler@charite.de
 

 
Magnus STENBECK  
Sweden 
Epidemiologiskt Centrum, 
Socialstyrelsen 
SE - 106 33  STOCKHOLM 
+46 (8) 5555 3117 
Magnus.Stenbeck@sos.se

 
Erzsebet STOKKER  
Zsuzsanna SZABO 
Hungarian Central Statistic Office - 
Population, Health and Welfare 
Statistics Dept. 
HU - 1024  BUDAPEST 
Keleti Károly u. 5-7 
+36 (1) 345 6572 
erzsebet.stokker@office.ksh.hu
zsuzsa.szabo@ksh.hu
 

 
Volker STRAUB  
The Harold Macmillan Chair of 
Medicine 
University of Newcastle upon Tyne 
Institute of Human Genetics 
International Centre for Life 
Central Parkway 
Newcastle upon Tyne, NE1 3BZ, UK 
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