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THE EUROPEAN REFERENCE NETWORK FOR RARE NEUROLOGICAL
DISEASES (ERN-RND)

ERN-RND is a European Reference Network established and approved by the
European Union. ERN-RND is a healthcare infrastructure which focuses on rare
neurological diseases (RND). The three main pillars of ERN-RND are (i) network of
experts and expertise centres, (ii) generation, pooling and dissemination of RND
knowledge, and (iii) implementation of e-health to allow the expertise to travel
instead of patients and families.

ERN-RND unites 64 of Europe’s leading expert centres as well as 4 affiliated partners
in 24 Member States and includes highly active patient organizations. Centres are
located in Austria, Belgium, Bulgaria, Croatia, Cyprus, Czech Republic, Denmark,
Estonia, Finland, France, Germany, Greece, Hungary, Ireland, Italy, Latvia, Lithuania,
Luxembourg, Malta, The Netherlands, Poland, Slovenia, Spain and Sweden.

The following disease groups are covered by ERN-RND:
e Ataxias and Hereditary Spastic Paraplegias
e Atypical Parkinsonism and genetic Parkinson’s Disease
e Dystonia, Paroxysmal Disorders and Neurodegeneration with Brain Ion
Accumulation
e Frontotemporal Dementia
¢ Huntington’s Disease and other Choreas
e Leukodystrophies

Specific information about the network, the expert centres and the diseases covered
can be found at the network’s web site www.ern-rnd.eu.

Affirmation of value:
The European Reference Network for Rare Neurological Diseases has
affirmed the value of these guidelines.

DISCLAIMER

Clinical practice guidelines, practice advisories, systematic reviews and other
guidance published, endorsed or affirmed by ERN-RND are assessments of current
scientific and clinical information provided as an educational service.

The information (1) should not be considered inclusive of all proper treatments,
methods of care, or as a statement of the standard of care; (2) is not continually
updated and may not reflect the most recent evidence (new information may emerge
between the time information is developed and when it is published or read); (3)
addresses only the question(s) specifically identified; (4) does not mandate any
particular course of medical care; and (5) is not intended to substitute for the
independent professional judgement of the treating provider, as the information does
not account for individual variation among patients. In all cases, the selected course
of action should be considered by the treating provider in the context of treating the
individual patient. Use of the information is voluntary. ERN-RND provided this
information on an “as is” basis, and makes no warranty, expressed or implied,
regarding the information. ERN-RND specifically disclaims any warranties of
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merchantability or fitness for a particular use or purpose. ERN-RND assumes no
responsibility for any injury or damage to persons or property arising out of or related
to any use of this information or for any errors or omissions.

Guidelines on the EHDN website: https://ehdn.org/clinical-quidelines/

METHODS

The endorsement process has been performed by the Working Group for
Neurorehabilitation of ERN-RND.

Consent on endorsement was given by the entire Working Group on: 12 July
2023

Working Group for Neurorehabilitation:
Working Group Coordinators:
Annemieke Buizer 2; Antonio Federico 7; Maria Judit Molnar 48; Jorik Nonnekes 4°

Working Group Members:
Healthcare professionals:

Ditte Harboe Danielsen !; Laura Bonouvrié 2; David Crosiers 3; Patrick Cras 3;
Angelo Antonini 4; Carmelo Chisari >; Marlanna Delussi ©; Domemco PIantone 7
Pauline Lallemant 8, Dagmar Timann—Braun °: Elena Salvatore 10, Giovanna
Lopane !1; Bosco Méndez Ferrer 12; Dafin Muresanu 14; Letizia Leocani #; Karin
Diserens 1>; Nina Petrpoulou 1©; Caterina Mariotti !7; Harro Seelaar 1°; Alberto
Albanese 20; Roberto Gatti 29; J6rg B Schulz 21; Lenka Kraj¢ovi¢ova 22; Emanuela
Pagliano 23; Martin Srp 24; Ruth Van Der Looven 25; Christoph Gutenbrunner 2¢;
Ana Maria Dominguez Cobo 27; Ariadna Riera Castello 27; Julita Medina Cantillo
27, Eva Lopez Valdés 28; Clara Casaco Blanco 2°; Andreea Mihaela Dumitrescu 2°;
DaV|d Gomez-Andrés 30 Mireia Alvarez 39; Pedro Oliva Nacarino 3!; Susana
Chajma Izquierdo 32; Lourdes Lopez de Munaln 33; Jan Sielczak 34; Iwona
Sarzynska-Dlugosz 34 Roberto Gatti 3°; Luigi Lavorgna 3¢, Jurgen Andrlch 37,
Natasa Klepac 38; Ph|||p Homburg 39; Alena Zumrova 49; Luae Stovic¢kova 4°;
Ondrej Cakrt 4°; Gregor Wenning a1 ; Agius Anastasi Andre| 42: Heli Helander 43,
Elina Pucite 44; Enrico Bertini 4°; Francesco Nicita 4°; Gessica Vasco 45+ Maurizio
Petrarca 4°; Susanna Summa 4°>; Anne Norup 46; Mette Lindelof 4¢; Samih
Almudafar 47; Alexander Geurts 4°; Gabriella Gardian °9; Karen O'Connell °1;
Kadri Medijainen >2; Dimitris Sokratous °3; Jifi Béhounek >%; Thomas Klopstock
55: Rebecca Schuele >%; Kathrin Reetz >7; Marcus Grobe-Einsler 8; Kerstin
Ludtke >°; Ludger Schols ¢9; Bernhard Landwehrmeyer ¢1; Thomas Musacchio ©?;
Jadwiga Kubica 3; Gudrun Schonherr 4; Sylvia Boesch ¢4; Wolfgang Nachbauer
64- Agnes Elema >; Deborah Sival °; Marina de Koning-Tijssen >; Wieke Eggink
65. Katja Groleger Srsen ©%; Ieva Michailoviené ¢7; Rita Kaladyté-Lokominiené
67. Claudia Vinciguerra®8
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Patient organisation representatives:
Mary Kearney 18; Monika Benson 18; Nataliya Grigorova 18

1 Aarhus Universitetshospital; 2 Amsterdam University Medical Center, the Netherlands; 3 Antwerp
University Hospital; 4+ AO di Padova; 5 AOU Pisana, Pisa; ® AOU Policlinico Bari; 7 AOU Senese, Italy; 8
Assistance Publique-Hb6pitaux de Paris, Hopital Pitié-Salepétriére, France: Reference Centre for Rare
Diseases 'Neurogenetics'; ° Ataxia Networks; 10 Azienda Ospedaliera Universitaria Federico II, Napoli; 11
Azienda USL di Bologna - IRCCS Istituto delle Scienze Neurologiche; 12 Complejo Hospitalario Regional
Virgen del Rocio, Sevilla; 1 EAN; 1> EFNR/WFNR; 16 Eginitio Hospital Athens, Greece; 17 EHDN; 18 ePAG; 1°
Erasmus MC: University Medical Center Rotterdam, Netherlands ; 2° European Dystonia Network; 21
European FA network; 22 Fakultni nemocnice U Sv. Anny v Brné; 23 Foundation IRCCS neurological institute
Carlo Besta — Milan, Italy; 2* General University Hospital in Prague, Czech Republic; 25 Ghent University
Hospital; 26 Hannover Medical School; 27 Hospital Clinic i Provincial de Barcelona y Hospital de Sant Joan de
Déu, Spain; 28 Hospital Clinico San Carlos, Madrid; 2° Hospital General Universitario Gregorio Marafién,
Madrid; 39 Hospital Universitari Vall d'Hebron, Spain; 3! Hospital Universitario Central de Asturias, Oviedo;
32 Hospital Universitario La Paz, Madrid; 33 Hospital Universitario Marqués de Valdecilla, Santander; 34
Institute of Psychiatry and Neurology, Warsaw; 3> IRCCS Clinical Institute Humanitas - Rozzano, Italy; 3¢
Italian Society of Neurology; 37 Katholisches Klinikum Bochum; 38 Klinicki bolnicki centar Zagreb; 3° Leiden
University Medical Center; 4° Motol University Hospital, Czech Republic; 4* MSA study group; 42> National
Coordination Hub, Mater Dei Hospital (MDH), Malta; 43 Oulu University Hospital; 4* Pauls Stradins Clinical
University Hospital, Riga Latvia; 4°> Pediatric hospital Bambino Gesu, Rome, Italy; 46 Rigshospitalet,
Copenhagen University Hospital; 47 Sahlgrenska Universitetssjukhuset, MéIndal; 4 Semmelweis University,
Hungary; 4° Stichting Katholieke Universiteit, doing business as Radboud University Medical Center
Nijmegen, Netherlands; °° Szent-Gyorgyi Albert Medical Center, University of Szeged; >! Tallaght
University Hospital, Dublin; 52 Tartu University Hospital, Estonia; >3 The Cyprus Foundation for Muscular
Dystrophy Research (The Cyprus Institute of Neurology and Genetics); >* Thomayer University Hospital,
Prague; 3> TIRCON; 36 Treat-HSP; 57 University Hospital Aachen; 58 University Hospital Bonn, Germany; >°
University Hospital Schleswig-Holstein, Germany; ¢ University Hospital Tibingen, Germany; ! University
Hospital Ulm, Germany; 62 University Hospital Wiirzburg; 63 University Hospital in Krakow, Poland; %4
University Hospital Innsbruck, Tirol Kliniken GmbH; 63 University Medical Center Groningen, Netherlands; 6
University Medical Centre Ljubljana, Slovenia; 67 Vilnius University Hospital Santaros Klinikos, Lithuania;
68A0U 0O0.RR. S.Giovanni di Dio e Ruggi d'Aragona

1. EHDN Physiotherapy Working Group; Physiotherapy Clinical Guidelines;
2013; https:\ehdn.org\wp-content\uploads\2016\08\English version.pdf

2. EHDN Physiotherapy Working Group; HD Physiotherapy 2020 guidelines:
Summary for HD families; 2020; https://ehdn.org/wp-
content/uploads/2021/01/HD-Clinical-Guidelines Lay-Summary FINAL-

Europe.pdf

3. EHDN Physiotherapy Working Group; HD Physiotherapy 2020 guidelines:
Summary for healthcare professionals; 2020; https://ehdn.org/wp-
content/uploads/2021/01/HD-Clinical-Guidelines professional-Summary-
FINAL-Europe.pdf
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