
 
 

BELGIUM 

• Neurology Service, FTLD clinic, University Hospitals Leuven 

 

Contact: Prof. Rik Vandenberghe 

Phone: +3216344280 

Email: rik.vandenberghe@uzleuven.be  

 

• Neurology Service, Movement Disorders and Huntington clinic, University Hospitals 

Leuven 

 

Contact: Prof. Wim Vandenberghe 

Phone: +3216344280 

Email: wim.vandenberghe@uzleuven.be 

 

• Neurology Service, Neuromuscular Disorders clinic, University Hospitals Leuven 

 

Contact: Prof. Kristl CLAEYS 

Phone: +3216344280 

Email: kristl.claeys@uzleuven.be 

− PAEDIATRIC contact 

 

Contact: Dr Liesbet DEWAELE  

Email: liesbeth.dewaele@uzleuven.be 

 

• Université Libre de Bruxelles, Hôpital Erasme 

DG Ataxia, Heriditary Spastic Paraplegia 

 

Contact: Prof. Massimo PANDOLFO 

Phone: +32 02 555 34 29 

Email: Massimo.Pandolfo@ulb.ac.be  

− PAEDIATRIC contact 

Contact: Dr Florence CHRISTIAENS  

Email: Florence.Christiaens@erasme.ulb.ac.be 

 

BULGARIA 

• University Neurological Hospital “St. Naum” Sofia 

 

Contact: Elena Chorbadgieva 

Email: elena_8_3@abv.bg  
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− PAEDIATRIC contact  

Contact: Dr ASENOVA 
Email:  as_asenova@mail.bg  

 

CZECH REPUBLIC 

• Motol University Hospital, Prague 

Ataxia, Hereditary Spastic Paraplegia 

Contact: Martin Vyhnálek, MD, Ph.D. 

Phone: +420 22443 6880 

Email: vyhnalek@gmail.com  

 

− PAEDIATRIC contact  

Contact: Dr Alena ZUMROVA  

Email: alena.zumrova@lfmotol.cuni.cz  

 

• Charles University Prague, First Faculty of Medicine – Department of Neurology and 

Centre of Clinical Neuroscience, Huntington’s Disease 

 

Contact: Dr Jiri Klempir 

Phone: +420 2 2496 5550 

Email: jiri.klempir@seznam.cz  

− PAEDIATRIC contact  

Contact: Dr  Iva PRIDOHOVA  

Email: Iva.Prihodova@lf1.cuni.cz  

 

FRANCE 

•  Centre de Référence Maladie Rare Atrophie Multisystématisée  

Service de Neurologie, Hôpital Pellegrin, CHU de Bordeaux 

 

Head of clinic: Prof. Wassilios MEISSNER  

Phone: +33 (0)5 57 82 14 20 

Email: wassilios.meissner@chu-bordeaux.fr 
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• Reference centre for Huntington disease - Site coordinator 

Service de neurologie - Consultation Maladie de Huntington  

CHU Henri Mondor 

 

Head of clinic: Prof. Anne-Catherine BACHOUD-LEVI  

Phone: +33 (0)1 49 81 37 93 

Email: delphine.delbos@aphp.fr  

 

− PAEDIATRIC contact  
 

Contact: Dr Ralph EPAUD  
Email: Ralph.Epaud@chicreteil.fr  

 

 

• Centre de Référence Leucodystrophie  

Service de Neuropédiatrie   

GHU Paris-Sud - Hôpital de Bicêtre 

 

Head of clinic: Prof. Patrick AUBOURG  

Phone: +33 (0)1 45 21 30 17 

Email: patrick.aubourg@inserm.fr 

 

 

• Centre de référence des leucodystrophies  

Service de Neurologie et Maladies métaboliques  

CHU Paris - Hôpital Robert Debré  

 

− PAEDIATRIC contacts  
 

Head of clinic: Prof. Odile BOESPFLUG-TANGUY  

Phone: +33 (0)1 40 03 40 20 

Email: marie-louise.vendeville@rdb.aphp.fr 

 

Contact: Dr Caroline Sevin 
Email: caroline.sevin@inserm.fr  

 

 

● Centre de Référence Maladies rares Neurogénétique (dystonias) 

Département de Neurologie 

CHU Paris-GH La Pitié Salpêtrière-Charles Foix - Hôpital Pitié-Salpêtrière 

 

Head of clinic: Prof. Marie VIDAILHET  

Phone: +33 (0)1 42 16 17 94 

Email: marie.vidailhet@aphp.fr  
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• Centre de Référence Maladies rares Neurogénétique (coordination) 

Département de Génétique  

CHU Paris-GH La Pitié Salpêtrière-Charles Foix - Hôpital Pitié-Salpêtrière 

 

Head of clinic: Prof. Alexandra DURR  

Phone: +33 (0)1 42 16 13 46 or +33 (0)1 57 27 45 31 

Email: elodie.petit@icm-institute.org and  alexandra.durr@aphp.fr 

 

− PAEDIATRIC contact  

Contact: Dr Cyril MIGNOT 

Email: cyril.mignot@psl.aphp.fr  

 

• Maladies rares - Centre de référence de l'atrophie multisystématisée AMS 

Unité d'Explorations neurophysiologiques 

CHU de Toulouse - Hôpital Pierre-Paul Riquet 

 

Head of clinic: Prof. Olivier RASCOL 

Phone: +33 (0)5 61 77 22 71 

Email: neuroams.sec@chu-toulouse.fr  
 

 

GERMANY 
 

 

• Department of Neurology 

Center for Rare Diseases Bonn (ZSEB), University Hospital Bonn (UKB) 

 

Head of clinic: Prof. Thomas KLOCKGETHER 

Phone: +49 (0)228 287 15736 

Email: klockgether@uni-bonn.de  

 

− PAEDIATRIC contact  

Contact: Dr Janbernd KIRSCHNER  

Email: janbernd.kirschner@ukbonn.de  

 

 

• Rare neurological movement disorders, interdisciplinary ataxia clinic 

Lübecker Zentrum für seltene Erkrankungen (ZSE)  

Universitätsklinikum Schleswig-Holstein - Campus Lübeck 

 

Head of clinic: Prof. Alexander MÜNCHAU (PAEDIATRIC) 

Phone: +49 (0)451 3101 8213 

Email: alexander.muenchau@neuro.uni-luebeck.de  

 

mailto:elodie.petit@icm-institute.org
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mailto:cyril.mignot@psl.aphp.fr
mailto:neuroams.sec@chu-toulouse.fr
mailto:klockgether@uni-bonn.de
mailto:janbernd.kirschner@ukbonn.de
mailto:alexander.muenchau@neuro.uni-luebeck.de


 
 

• Huntington disease clinic 

Lübecker Zentrum für seltene Erkrankungen (ZSE)  

Universitätsklinikum Schleswig-Holstein - Campus Lübeck 

 

Head of clinic: Prof. Alexander MÜNCHAU, Prof. Norbert BRÜGGEMANN 

Phone: +49 (0)451 3101 8213 

Email: alexander.muenchau@neuro.uni-luebeck.de 

 

 

• Dystonia clinic 

Lübecker Zentrum für seltene Erkrankungen (ZSE)  

Universitätsklinikum Schleswig-Holstein - Campus Lübeck 

 

Head of clinic: Prof. Tobias BÄUMER 

Phone: +49 (0)451 3101 8213 

Email: tobias.baeumer@neuro.uni-luebeck.de  
 

 

• Atypical Parkinson syndrome clinic 

Lübecker Zentrum für seltene Erkrankungen (ZSE)  

Universitätsklinikum Schleswig-Holstein - Campus Lübeck 

 

Head of clinic: Prof. Norbert BRÜGGEMANN 

Phone: +49 (0)451 3101 8213 

Email: norbert.brueggemann@neuro.uni-luebeck.de  

 

 

•   Neurogenetic diseases clinic 

 Institut für Schlaganfall- und Demenzforschung (ISD) 

 Klinikum der Universität München 

 

Contact: Prof. Martin Dichgans 

Phone:  +49 (0)89 4400 46046 

Email: martin.dichgans@med.uni-muenchen.de  

 

 

• Cognitive neurology and dementia clinic 

Arbeitsgruppe Kognitive Neurologie - Neurologische Klinik und Poliklinik  

LMU Klinikum der Universität München - Campus Großhadern 

 

Head of clinic: Prof. Adrian DANEK  

Phone: +49 (0)89 4400 76676 

Email: danek@lmu.de  
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• Neurologische Klinik Ludwig-Maximilians-Universität München Klinikum der Universität - 

Großhadern & Deutsches Zentrum für Neurodegenerative Erkrankungen (DZNE) 
  

Contact: Priv.-Doz. Dr. med. Johannes LEVIN  

Phone: +49 (0)89/4400-46465  
Email: johannes.levin@med.uni-muenchen.de 

 

− PAEDIATRIC contact  

Contact: Dr Wolfgang MÜLLER-FELBER  

Email: Wolfgang.Mueller-Felber@med.uni-muenchen.de  

 

 • Ataxia clinic                                                                                                                  

Zentrum für Seltene Erkrankungen (ZSE) Tübingen                                               

Behandlungs- und Forschungszentrum für Seltene Erkrankungen ZSE Tübingen 

 

Head of clinic: Prof. Ludger SCHÖLS  

Phone: +49 (0)7071 29 85170 

Email: ludger.schoels@uni-tuebingen.de  

 

• Frontotemporal and early-onset dementias clinic 

Zentrum für Seltene Erkrankungen (ZSE) Tübingen  

Behandlungs- und Forschungszentrum für Seltene Erkrankungen ZSE Tübingen 

 

Head of clinic: Prof. Ludger SCHÖLS  

Phone: +49 (0)7071 29 85170 

Email: ludger.schoels@uni-tuebingen.de 

 

 

   • Hereditary spastic paraplegia clinic 

   Zentrum für Seltene Erkrankungen (ZSE) Tübingen 

   Behandlungs- und Forschungszentrum für Seltene Erkrankungen ZSE Tübingen 

 

   Head of clinic: Prof. Ludger SCHÖLS  

  Phone: +49 (0)7071 29 85170 

 Email: ludger.schoels@uni-tuebingen.de 

 

 

• Huntington disease clinic 

Zentrum für Seltene Erkrankungen (ZSE) Tübingen 

Behandlungs- und Forschungszentrum für Seltene Erkrankungen ZSE Tübingen 

 

Head of clinic: Prof. Ludger SCHÖLS  

Phone: +49 (0)7071 29 85170 

Email: ludger.schoels@uni-tuebingen.de 
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• Leukodystrophy clinic  

Zentrum für Seltene Erkrankungen (ZSE) Tübingen 

Behandlungs- und Forschungszentrum für Seltene Erkrankungen ZSE Tübingen 

 

Head of clinic: Prof. Ludger SCHÖLS  

Phone: +49 (0)7071 29 85170 

Email: ludger.schoels@uni-tuebingen.de 

 

 

• University Children’s Hospital Tübingen - department of Paediatrics 

Rare neurologic diseases and developmental disorders clinic 

Zentrum für Seltene Erkrankungen (ZSE) Tübingen 

Behandlungs- und Forschungszentrum für Seltene Erkrankungen ZSE Tübingen 

 

Contact: Dr. Samuel GRÖSCHEL  

Email: Samuel.Groeschel@med.uni-tuebingen.de  

 

Contact: Prof. Ingeborg KRÄGELOH-MANN  

Email: ingeborg.kraegeloh-mann@med.uni-tuebingen.de  

 

• Atypical Parkinson syndrome clinic specialized on PSP 

Abteilung Neurologie mit Schwerpunkt neurodegenerative Erkrankungen  

Zentrum für Neurologie  

Hertie-Institut für klinische Hirnforschung (HIH) 

 

Head of clinic: Prof. Thomas GASSER  

Phone: +49 (0)7071 29 82048 

Email: thomas.gasser@uni-tuebingen.de  

 

 

• Dystonia clinic 

Abteilung Neurologie mit Schwerpunkt neurodegenerative Erkrankungen  

Zentrum für Neurologie  

Hertie-Institut für klinische Hirnforschung (HIH)  

 

Contact: Dr Ebba LOHMANN  

Phone: +49 (0)7071 29 82048 

Email: ebba.lohmann@uni.tuebingen.de  

 

 

• Genetic counselling clinic 

Institut für Medizinische Genetik und angewandte Genomik Tübingen 

 

Contact: Dr Andreas DUFKE  

Phone: +49 (0)7071 29 72288 

Email: andreas.dufke@med.uni-tuebingen.de  
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• Zentrum für Seltene Erkrankungen am Universitätsklinikum Ulm 

 

Head of centre: Prof. Dr. Klaus-Michael DEBATIN  
Phone: +49(0)731/500-57080  
Fax: +49(0)731/500-57058  
Email: zse@uniklinik-ulm.de   

 

- Dementia Clinic  

Head of clinic: Prof. Christine VON ARNIM  

Email: christine.arnim@uni-ulm.de  
Prof. Dr. Markus OTTO - Phone: +49 (0)731-63010  
Prof. Dr. Elmar PINKHARDT - Phone: +49 (0) 731-1775234  
Email: gedaechtnis.ambulanz@uniklinik-ulm.de   

 

- Huntington disease MULTIDISCIPLINARY CLINIC  
EHDN – European Huntington’s Disease Network  

Head of clinic: Prof. G. Bernhard LANDWEHRMEYER  
Phone: +49 (0)731 500 63101  

Fax: +49 (0)731 500 63082  

Email: bernhard.landwehrmeyer@uni-ulm.de 

 

 

 

HUNGARY 
 

 

• Outpatient Clinic of Rare Disorders 

Genetics Laboratory 

Institute of Genomic Medicine and Rare Disorders, Semmelweis University 

 

Head of clinic: Prof. Maria Judit MOLNAR  

Phone: +36 1 459 1492 

Email: molnar.mariajudit@med.semmelweis-univ.hu  

 

− PAEDIATRIC contact  

Contact: Dr Zoltan LIPTAI  

Email: liptai.zoltan@med.semmelweis-univ.hu   

 

• University of Pécs Medical School 

 

Contact: Dr Norbert KOVÁCS 

Phone: 37644 

Email: kovacs.norbert@pte.hu  
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− PAEDIATRIC contact  

 
Contact: Dr Kinga HADZSIEV  
Email: hadzsiev.kinga@pte.hu  

 

ITALY 

 
• Centre of Expertise for rare parkinsonian syndromes 

Neurologia I  

Fondazione IRCCS Istituto Neurologico "Carlo Besta", Milan 
 
Contact: Dr Caterina MARIOTTI 

Phone: +39 02 23942269 

Email: caterina.mariotti@istituto-besta.it  

 

− PAEDIATRIC contacts 

 

Contact: Dr Isabella MORONI   

Email: isabella.moroni@istituto-besta.it   

 

Contact: Dr Giovanna ZORZI 

Email: giovanna.zorzi@istituto-besta.it  

 

Contact: Dr Nardo NARDOCCI  

Email: nardo.nardocci@istituto-besta.it  

 

Contact: Dr Anna ARDISSONE  

Email: anna.ardissone@istituto-besta.it  

 

 

• Centre of Expertise for rare pediatric neurologic diseases 

Unità di Malattie Neuromuscolari e Neurodegenerative - Laboratorio di Medicina Molecolare  

Dipartimento di Neuroscienze e Neuroriabilitazione  

IRCCS Ospedale Pediatrico Bambino Gesù, Rome 

 

Head of clinic: Prof. Enrico S. BERTINI  

Phone: +39 06 68592105 

Email: enricosilvio.bertini@opbq.net  

 

− PAEDIATRIC contact  

Contact: Dr Francesco NICITA  

Email: francesco.nicita@opbg.net  
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• IRCCS Clinical Institute Humanitas  

Dystonia and Paroxysmal Disorders, Neurodegeneration with Brain Iron Accumulation, 

Choreas and Huntington’s disease, Frontotemporal Dementia, Atypical Parkinsonian 

syndromes, Rozzano, Italy 

 

Contact: Prof. Alberto ALBANESE 

Phone: +39 02 8224 8201 

Email: alberto.albanese@unicatt.it  

• Azienda Ospedaliero-Universitaria Siena 

  

Contact: Prof. Antonio Federico 

Phone: +39 0577 585763 - 233222 

Email: federico@unisi.it  

− PAEDIATRIC contact  
 

Contact: Dr Salvatore GROSSO    
Email: salvatore.grosso@unisi.it   
 

 

LITHUANIA 

 
• Vilnius University Hospital Santariškių Klinikos 

Department of Human and Medical Genetics 

 

Contact: Prof. Algirdas UTKUS 

Phone: +370 5 2501794 

Email: algirdas.utkus@mf.vu.lt  

 

− PAEDIATRIC contact  

Contact: Dr Rūta Praninskienė 

Email: ruta.praninskiene@santa.lt  

 

 

NETHERLANDS 
 

• Center for Childhood White Matter Disorders 

Afdeling Kinderneurologie 

VUmc - VU medisch centrum, Amsterdam 

 

Head of clinic: Dr Nicole WOLF (PAEDIATRIC) 

Phone: +31 (0)20 44 41162 / +31 (0)20 44 41160 

Email: n.wolf@vumc.nl  
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• Expert Centre for Movement Disorders 

Department of Neurology AB 51  

University medical Center Groningen (UMCG) 
PO Box 30.001 
9700 RB Groningen  
 

− PAEDIATRIC contacts    

Head of Movement Disorders: Prof dr Marina AJ DE KONING-TIJSSEN    
Phone: +31-50-3612400 
Fax: +31-50-3611707  
Email: M.A.J.de.Koning-Tijssen@umcg.nl   

Website: http://movementdisordersgroningen.com 

 

Contact: Dr Deborah SIVAL   

Email: d.a.sival@umcg.nl  

 

• Centre for Genetic Movement Disorders 

Afdeling Neurologie  

Radboudumc - Radboud universitair medisch centrum, Nijmegen 

 

 

Head of clinic: Dr B.P.C. Bart VAN DE WARRENBURG  

Phone: +31 (0)24 361 6600 

Email: administratie.neuro@radboudumc.nl  

 

− PAEDIATRIC contacts  
 

Contact: Dr Michel WILLEMSEN  
Email: michel.willemsen@radboudumc.nl   

 

Contact: Dr Charlotte HAAXMA   
Email: Charlotte.Haaxma@radboudumc.nl  

  

• Expert team Frontotemporal Dementia 

Alzheimercentrum Erasmus MC  

Erasmus MC - Erasmus Medisch Centrum, Rotterdam 

 

Head of clinic: Prof. J.C. John VAN SWIETEN  

Phone: +31 (0)10 703 7000 

Email: poli.alzheimercentrum@erasmusmc.nl  

 

− PAEDIATRIC contact  

Contact: Dr Marie Claire DE WIT   

Email: m.c.y.dewit@erasmusmc.nl  
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POLAND 

 

• Rare Neurologic Diseases Clinic 

Oddzial Kliniczny Neurologii 

Szpital Uniwersytecki w Krakowie 

 

Head of clinic: Prof. Joanna PERA  

Phone: +48 12 4248600 

Email: neurologia@cm-uj.krakow.pl  

 

 

SLOVENIA 

 
• University Medical Centre Ljubljana 

 

Contact: Prof. Borut PETERLIN 

Phone: +386 1 5401 137 

Email: borut.peterlin@guest.arnes.si  
 

− PAEDIATRIC contact 
  

Contact: Dr Damjan OSREDKAR  
Email: damjan.osredkar@kclj.si    

 

 

SPAIN 
 

 

• CSUR - National unit of expertise for hereditary ataxias and paraplegias (adults) 

Unidad Neuromuscular  

Hospital Universitari General Vall d'Hebron, Barcelona 

 

Head of clinic: Dr Alfons MACAYA  

Phone: +34 932746000 

 

 

• CSUR - National unit of expertise for hereditary ataxias and paraplegias (children) 

Sección de Neurología Pediátrica  

Hospital Universitari General Vall d'Hebron, Barcelona 

 

Head of clinic: Dr Alfons MACAYA (PAEDIATRIC) 

Phone: +34 93 489 31 56 

Email: neurologia.pediatrica@vhebron.net 
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• Expert clinic for rare movement disorders 

Sección de Neurología Pediátrica 

Hospital Universitari General Vall d'Hebron, Barcelona 

 

Head of clinic: Dr Belén PÉREZ-DUEÑAS (PAEDIATRIC) 

Phone: +34 93 489 31 56 

Email: neurologia.pediatrica@vhebron.net 

 

 

• CSUR - National unit of expertise for hereditary ataxias and paraplegias 

Servicio de Neurología  

Hospital Sant Joan de Déu Barcelona 

 

Contact: Andrés NASCIMENTO OSORIO 

Phone: +34 93 253 21 00 

Email: anascimento@sjdhospitalbarcelona.org  

 

 

• CSUR - National unit of expertise for rare movement disorders 

Unidad de Trastornos del Movimiento  

Servicio de Neurología Pediátrica 

Hospital Sant Joan de Déu Barcelona 

 

Head of clinic: Dr Juan Darío ORTIGOZA ESCOBAR (PAEDIATRIC) 

Phone: +34 93 253 21 00 Ext. 71465 

Email: jortigoza@sjdhospitalbarcelona.org  

 

UK 
 

• University College London Hospitals NHS Foundation Trust  

Dystonia, Paroxysmal Disorders and Neurodegeneration with Brain Iron Accumulation / 

Atypical PD 

National Hospital for Neurology, Queen Square 

 

Contact: Prof. Kailash BHATIA 

Phone: +44 (0)20 3448 4252 

Email: k.bhatia@ucl.ac.uk 

 

 

• University College London Hospitals NHS Foundation Trust  

Ataxia, Hereditary Spastic Paraplegia  

National Hospital for Neurology, Queen Square 

 

Contact: Prof. Paola GIUNTI 

Phone: +44 845 155 5000 

Email: p.giunti@ucl.ac.uk  
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• University College London Hospitals NHS Foundation Trust  

Choreas and Huntington’s Disease  

National Hospital for Neurology, Queen Square 

 

Contact: Daniela RAE  

Email: d.rae@nhs.net 

 

• University College London Hospitals NHS Foundation Trust  

Frontotemporal Dementia 

National Hospital for Neurology, Queen Square 

 

Contact: Dr Jonathan ROHRER 

Phone: +44 (0)20 3448 3011 

Email: j.rohrer@ucl.ac.uk 

 

• University College London Hospitals NHS Foundation Trust  

Choreas and Huntington’s Disease  

National Hospital for Neurology, Queen Square 
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