
 
 

INTERNATIONAL MPS SOCIETIES AND RELEVANT PATIENT 
ORGANISATIONS 
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For each country, where there is an MPS Society/Association it has been listed. 
Where there is no MPS Society, an organisation which supports those with 
Lysosomal Storage Diseases has been listed. If a country has neither of the above, 
an umbrella organisation such as one supporting those with Rare Diseases has 
been listed where there is one.  
 
MPS Societies are shown with “MPS” 
 
 
 
 

 
 
ARGENTINA                                
 
Contact Name:  
Position:  
 
Organisation: Asociación de Pacientes de Enfermedades Lisosomales de la 
Republica Argentina (APELRA) 
 
Address: Peru 79 Piso 6 of 14 
                 CPA: C1067AAA 
                 Ciudad Autónoma de Buenos Aires 
                 ARGENTINA  
                               
Tel: +54 (0)11 – 43 42 – 9471  
Fax:  
Email: apelra@apelra-org.ar  
Website: http://web.apelra.org.ar  
 
 

 
 
 
 
 



AUSTRALIA                                 MPS  
 
Contact Name: Wendy Boon 
Position: Board President  
 
Organisation: Mucopolysaccharide & Related Diseases Society Australia Ltd  
 
Address (Wendy): PO Box 235 
                               Officer  
                               Victoria 3809 
                               AUSTRALIA 
 
Tel (Wendy): +61 (0)3 59 432 407 
Fax (Wendy): +61 (0)3 59 432 406 
Email (Wendy): president@mpssociety.org.au  
 
Address (National Office): MPS Society National Office  
                                             PO Box 623  
                                             Hornsby 
                                             NSW 1630 
                                             AUSTRALIA    
 
Tel (National Office): +61 (0)3 59 432 407 
Fax (National Office): +61 (0)3 59 432 406 
Email (National Office):  info@mpssociety.org.au  
Email (Committee of Management): committee@mpssociety.org.au 
 
Website: www.mpssociety.org.au  
 

 
AUSTRIA                                MPS  
 
Contact Name: Michaela Wiegl 
Position: Board President  
 
Organisation: Gesellschaft für Mukopolysaccharidosen  
 
Address: Finklham 90 
                A - 4075 Breitenaich 
                AUSTRIA  
 
Tel: +43 7249 47795 
Fax:  
Email: office@mps-austria.at  
Website: www.mps-austria.at  
 



 
BELGIUM 
 
Contact Name: Lut de Baere 
Position: Board President 
 
Organisation: BOKS Belgium 
 
Address: Alice Nahonlaan 7 
                 9120 Melsele 
                 BELGIUM  
 

Tel: + 32 (0)498 70 15 03 
Fax:  
Email: info@boks.be; lut@boks.be; ludeba@skynet.be 
Website: www.boks.be  
 
 

 
 
BRAZIL                            MPS 
 
Contact Name: Prof. Josué Félix de Araújo 
Position: President 
 
Organisation: ABMPS - Associação Brasileira de Mucopolissacaridoses 
 
Address: Rua Frei Henrique 21  
                 Nazaré- Salvador -Bahia,  
                 BRAZIL 
                 Cep 40050-420 
 
Tel: +55 71 99474111, +55 71 99817032, +55 71 3215 2803 
Fax:  
Email: josuefelixaraujo@hotmail.com; webmaster@mpsbrasil.org.br 
 
Website: www.mpsbrasil.org.br 
                 
 

 

 

 

 

 

 

 



 
BULGARIA                      MPS  
 
Contact Name: Desislava Pavlova Hristakeva-Atanasova 
Position: President 
 
Organisation: National Association of MPS Bulgaria 
 

Address: str. “Vladislav Ochkov“ No.47 

                8800 Sliven 

                BULGARIA   

 
Tel: +359 898 688 767 
Fax: 
Email: dessy_pavel@mail.bg  
Website:  
 
 

 
 
CANADA                             MPS  
 
Contact Name: Kirsten Harkins 
Position: Executive Director 
 
Organisation: The Canadian Society for Mucopolysaccharide & Related Diseases 
Inc. (The Canadian MPS Society) 
 
Address: PO Box 30034 
                 RPO Parkgate 
                 North Vancouver, B.C. 
                 V7H 2Y8  
                 CANADA  
 
Tel: +1 (604) 924-5130, 1-800-667-1846 
Fax: +1 (604) 924-5131 
Email: kirsten.mpssociety.ca@telus.net; kirsten@mpssociety.ca  
Website: www.mpssociety.ca 
 
 

 
 
 
 
 



CHILE 
 
Contact Name:  
Position:  
 
Organisation: Fundación Chilena de Pacientes de Enfermedades Lisosomales 
 
Address: Av. Providencia 2594 
                 Oficina 206 Providencia 
                 Santiago  
                 CHILE 
 
Tel: +56 02 – 436 81 47 
Fax:  
Email: info@felch.cl  
Website: www.felch.cl  
 
 

 
 
COLOMBIA 
 
Contact Name: Luz Victoria Salazar 
Position:  
 
Organisation: ACOPEL (Asociación Colombiana de Pacientes con Enfermedades 
de depósito Lisosomal)  
 
Address: Calle 142 #25 – 92 Int 12, B 
 
Tel: +57 1 27 42 695 
Toll Free Number: 018000114511 
Mobile: +57 310 2745342, +57 300 5553983  
Fax:  
Email: acopel@cable.net.co  
Website: www.acopel.org.co  
 
 

 
 
 
 
 
 
 
 



CROATIA 
 
Contact Name: Nataša Bijelić 
Position: Secretary 
 
Organisation: The Croatian Society of Patients with Rare Diseases 
 
Address: Trg hrvatskih velikana 2/II 
                 HR-10000 Zagreb  
                 CROATIA 
 
Tel: +385 01/481-28-46 

Fax:  
Email: rijetke.bolesti@gmail.com  
Website: www.rijetke-bolesti.hr 
 
 

 
 
CZECH REPUBLIC                         MPS 
 
Contact Name: Prof. Jan Michalík, PhD 
Position: Chairman 
 
Organisation: Spolecnost pro MPS (Czech Society for MPS)  
 
Address: Chaloupky 35 
                 Olomouc 
                 772 00 
                 CZECH REPUBLIC  
 
Tel / Fax: +420 585315787    
Email: spmps@seznam.cz 
Email (Jan): janmichalik@email.cz  
Website: www.mukopoly.cz  
 
 

 
 
 
 
 
 
 
 
 



DENMARK 
 
Contact Name:  
Position:  

Organisation: Sjaeldne Diagnoser (Rare Disorders Denmark) 

Address: Frederiksholms Kanal 2, 3.  
                 DK-1220  
                 København K 
                 DENMARK 
 
Tel: +45 3314 0010 

Fax: +45 3314 5509 

Email: mail@raredisorders.dk; mail@sjaeldnediagnoser.dk  
Website: www.sjaeldnediagnoser.dk  
 
 

 
 
ECUADOR 
 
Contact Name: Eliecer Quispe Fray & Carmen Mayorga  
Position:  
 
Organisation: FEPEL (Fundación Ecuatoriana de Pacientes con Enfermedades 
de deposito Lisosomal) 
 
Address: Calle 5 No.519 Y Linea Ferrea (E1 – 281 S36C) 
                 Las Caudras 
                 ECUADOR  
 
Tel: +593 – 22 – 699069  
Fax:  
Email: eliecer.quispe@azul.com.ec ; criztoo_0789@hotmail.com  
Website:  
 
 

 
 
 
 
 
 
 
 
 



ESTONIA                          MPS 
  
Contact Name: Ande Martin 
Position:  
 
Organisation: MPS Society Estonia 
 
Address: 
 
Tel:  
Fax: 
Email: andecorzetto@hotmail.com 
Website: 
 
 

 
 
FRANCE 
 
Contact Name: Delphine Genevaz 
Position: Deputy Director 
 
Contact Name: Jean-Paul Lebarbenchon 
Position: Board Member 
 
Organisation: Vaincre les Maladies Lysosomales (VML) 
 
Address: 2 ter avenue de France 
                 91300 Massy 
                 FRANCE  
 
Tel: +33 (0)1 69 75 40 30 
Fax: +33 (0)1 60 11 15 83 
Email: scientifique@vml-asso.org; jplebarbenchon@vml-asso.org   
Website: www.vml-asso.org  
 

 

 
 
 
 
 
 
 
 
 



GERMANY                          MPS  
 
Contact Name: Thomas Baum 
Position: President 
 
Contact Name: Bettina Wildi 
Position: Board Member, Vice President? 
 
Organisation: Stellvertretende Vorsitzende der Gesellschaft für MPS e.V. 
 
Address: Weingärten 6 
                 78333 Wahlwies-Stockach 
                 GERMANY  
 

Tel: +49 (0) 77 71 87 32 14  

Fax: +49 (0) 77 71 87 32 15 

Email: bettinawildi@aol.com; bettina.wildi@mps-ev.de; info@mps-ev.de;  

Thomas: info@lichttechnik-systeme.de; Thomas.baum@mps-ev.de, also send cc: 

sarah.baum@mps-ev.de  

Website: www.mps-ev.de/index.php  
 
 

 
 
GREECE 
 
Contact Name: Mrs. Marianna Lambrou 
Position:  
 
Organisation: The Greek Alliance of Rare Disease (PESPA) 

Address: Timotheou St 99-101 

                 16232 Athens  

                 GREECE 
 

Τel: +30 210 7660989, +30 210 7600289  
Fax: +30 210 7660989  
Email: gr-pespa@otenet.gr; tsahellas@ath.forthnet.gr 

Website: www.pespa.gr  
 
 

 
 
 



HONG KONG                          MPS  
 
Contact Name: Stephen Ma On Tat  
Position: Chairperson 
 
Organisation: Hong Kong Mucopolysaccharidoses & Rare Genetic Diseases 
Mutual Aid Group 
 
Address: G/F, Wang Lai House 
                 Wang Tau Hom Estate 
                 Kowloon 
                 HONG KONG 
 
Tel: +852 2794 3010 
Fax: +852 2338 4820 
Mobile: 9809-0973 
Email: mps@hk-mps.com  
Website: www.hk-mps.com  
 
 

 
 
HUNGARY                         MPS  
 
Contact Name: Zsuzsanna Roman  
Position: President 

Organisation: Magyar Mukopoliszaccharidózis Társaság (Hungarian Society for 
Mucopolysaccharide Diseases) 

Address: Ráth György u.27 
                 Budapest 
                 1122 
                 HUNGARY  
 
Tel: +36-1-3554-553 
Fax: 
Email: mps@mpstarsasag.hu; hegybiro@elgi.hu; 
Website: www.mpstarsasag.hu  
 
 

 
 
 
 
 



INDONESIA 
 
Contact Name: Mrs Peni Utami 
Position:  
 
Organisation: Indonesia IEM Parent Society 
 
Address:  
 
Tel:  
Fax:  
Email: peni.parwati@ndso.astra.co.id  
Website:  
 
 

 
 
IRAN 
 
Contact Name:  
Position:  
 
Organisation: Charity Foundation for Rare Diseases (CFSD) 
 
Address: No 12 15/1 st. sshahid akbari st, valia st 
                 PO Box 15815 - 3333  
                 Teheran 
                 IRAN  
 
Tel: +98 21 887 13 137  
Fax: +98 21 887 10 796 
Email: info@cffsd.org  
Website: www.cffsd.org  
 
 

 
 
 
 
 
 
 
 
 
 
 



IRELAND                        MPS  
 
Contact Name: David Hackett 
Position:  
 
Organisation: The Irish Society for Mucopolysaccharide Diseases 
 
Address: 20 Wrenville 
                 Pipers Cross 
                 Carrigaline 
                 Co. Cork  
                 REPUBLIC OF IRELAND 
 
Tel: +353 021-4377904 
Fax:  
Email: mps@mpssociety.ie  
Website: www.mpssociety.ie  
 

 
 
ITALY                            MPS  
 
Contact Name: Flavio Bertoglio 
Position: Board President 
 
Contact Name: Giovanna Pavan 
Position: Vice President 
 
Contact Name: Sonia Colombo 
Position:  
 
Organisation: Associazione Italiana Mucopolysaccharidosi Per Le Malatie Affini  
 
Address: Via Savona 13 
                 20144 Milan 
                 ITALY  

Tel: +39 02 99010188 

Fax: +39 02 99486016 

Email: chairman@mpssociety.it; vicepresident@mucopolisaccaridosi.it; 
sonia@mpssociety.it 

Website: www.mucopolisaccaridosi.it  
 



JAPAN                                   MPS  
 
Contact Name: Ushio Fujita 
Position: President 
 
Contact Name: Nobuhiro Kasa 
Position: Vice President, Foreign Contact 

Organisation: The Japanese Society of the Patients and the Families with MPS 

Address: 2-13-17, NAN-YODAI, YOSHII-machi 
                 TANO-gun, GUNMA-ken 
                 370-2101                 
                 JAPAN  
 
Tel/Fax: +81 27 388 3991 
Email: RXF02601@nifty.com; office@mps-japan.org 
Website: http://www.mps-japan.org/  
  
 

 
 
KOREA                                     MPS 
 
Contact Name:  
Position:  
 
Organisation: MPS Patient Organisation 
 
Address: 2nd Fl. Dongyang Printing Co. 
                 775-4, Keum Jung Dong 
                 Kunpo City 
                 Kyunggi Do 
                 KOREA 
 
Tel: +82 (0)31 397 6928  
Fax:  
Email:  
Website: http://mps.x-y.net/  
 
 

 
 
 
 
 



 
LUXEMBOURG 
 
Contact Name:  
Position:  
 
Organisation: Association Luxembourgeoise d’aide pour les personnes Atteindes 
de maladies Neuro-Musculaires et de maladies rares (ALAN asbl) 
 
Address: 23a, rue de Luxembourg 
                   L-7480 Tuntange 
                   LUXEMBOURG    
 
Tel: +352 266 112 1 
Fax: +352 266 112 27 
Email: info@alan.lu  
Website: www.alan.lu  
 
 

 
 
MALAYSIA 
 
Contact Name: Mr Lee Yee Seng 
Position: Secretary 
 
Organisation: Malaysia Metabolic Society (MMS) 
 
Address: P.O Box 6098 Pudu 
                 55710 Kuala Lumpur  
                 MALAYSIA 
 
Tel:  
Fax:  
Email: Shyee168@tm.net.my; setiausahamms@gmail.com   
Website: www.mms.org.my  
 
 

 
 
 
 
 
 
 
 



NETHERLANDS  
 
Contact Name: Hanka Meutgeert 
Position: Director 
 
Organisation: VKS 
 
Address: Postbus 664 
                 8000 AR 
                 Zwolle 
                 NETHERLANDS 
 
Tel: +31 (0)38 - 4201764 

Fax: +31 (0)38 - 4201447 

Email: info@stofwisselingsziekten.nl 
Website: www.stofwisselingsziekten.nl  
 
 

 
 
NEW ZEALAND 
 
Contact Name: Jenny Noble 
Position: Secretary / Treasurer 
 
Contact Name: John Forman 
Position: Chairman 
 
Organisation: Lysosomal Diseases New Zealand 
 
Address (Jenny): 16 Woodleigh Place 
                               Ohauiti 
                               Tauranga 
                               NEW ZEALAND  
 
Tel (Jenny): +64 7 544 8868   (John): +64 4 566 7707 
Fax (Jenny): +64 7 544 8867   (John): +64 4 566 7717 
Email: jenny.noble@xtra.co.nz; john.forman@xtra.co.nz 
Website: www.ldnz.org.nz 
 
 

 
 
 
 
 



 
NORWAY                            MPS  
 
Contact Name: Rita Barkhodaee 
Position: Representative for parent group 
 
Organisation: Foreldregruppen for MPS sykdommer  
                           (the parent and family organisation for MPS disorders in Norway) 
 
Address: Constitutionensvei 10 
                 4085 Stavanger 
                 NORWAY  
 
Tel (Mobile): +47 932 56278 
Email: rita.barkhodaee@upstreamonline.com 
Fax:  
Website:  
 

 

Second Contact: Kaja Giltvedt 
Position: Contact person for MPS disorders 
 
Organisation: Frambu (a national centre for rare disorders) 
 
Address: Sandbakkeveien 18 
                1404 Siggerud 
                 NORWAY 
 
Tel: +47 64 85 60 00 
Email: kaja.giltvedt@frambu.no; info@frambu.no 
Fax:  
Website: www.frambu.no  
  
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



PERU 
 
Contact Name: Cesar Augusto Mostacero Venegas 
Position: President 
 
Organisation: Asociación Peruana de Pacientes con Enfermedades de deposito 
Lisosomal (APPEL) 
 
Address: Jr. Quito #2329 
                Jesús Maria 
                Lima 11  
                PERU  
   
Tel: +51 2611757, +51 99-909016  
Fax:  
Email: appel@ec-red.com ; cem0s@ec-red.com  
Website:  
 
 

 
 
PHILIPPINES 
 
Contact Name: Cynthia K Magdaraog 
Position: President 
 
Organisation: Philippine Society for Orphan Disorders, Inc 
 
Address:  GD-3 Pacific Center 
                  San Miguel Avenue 
                  Ortigas 
                  1605 Pasig City 
                  PHILIPPINES 
 
Tel: +63 636-4675 
Fax:  
Email: info@psod.org.ph  
Website: www.psod.org.ph  
 

 

 
 
 
 
 
 



POLAND                             MPS 
 
Contact Name: Teresa Matulka 
Position:  President 
 
Contact Name: Meg Kaflik 
Position: Foreign Administrator  
 
Contact Name: Natalia Pawlowski 
Position: Foreign Administrator  
 
Organisation: Polish Society of Mucopolysaccharidosis (MPS) and Rare Diseases 
 
Address: ul. Radnych 9A 
                 05-503 Gloskow 
                 POLAND       
 
Tel: +48 227 57 81 97, +48 227 15 33 19 
        (Meg:  +48 607 78 47 10) 
        (Natalia: +48 788 48 28 62) 
 
Fax: +48 227 57 81 29 
Mobile: +48 605 36 88 40 
Email: tmatulka@wp.pl; mkaflik@wp.pl; nmpawlowski@gmail.com   
Website: www.mps-society.pl  
 
 

 
 
PORTUGAL 
 
Contact Name:  
Position: 
 
Organisation: APL – Associação Portuguesa das Doenças do Lisosoma 
 
Address:  Av. Defensores de Chaves, no.33, 5° 
                  1000-111 Lisboa 
                  PORTUGAL  
 
Tel: +351 213 194 710 
Fax: +351 213 194 719 
Email: geral@aplisosoma.org 
Website: www.aplisosoma.org  
 
 



 

ROMANIA 
 
Contact Name: Teodora Dumitriu 
Position: Member & Contact Parent 
 
Organisation: Fundatia Romana pentru Boli Lisosomale - FRBL (Romanian 
Foundation for Lysosomal Diseases) 
 
Address:  Str. Ardealului nr. 17 
                  CAMPINA, jud. Prahova 
                  Cod 105600 
                  ROMANIA 
 
Tel:  
Fax:  
Email: tfdum@yahoo.com 
Website:  
 

 

  

 

SINGAPORE 
 
Contact Name: 
Position:  
 
Organisation: Rare Genetics Network (Singapore) 
 
Address:  111 North Bridge Road 
                  #27-01/02 Peninsula Plaza 
                  SINGAPORE 179098 
 
Tel: +65 63893906 
Fax: +65 63893988 
Email: connect@raregenes.org, president@raregenes.org  
Website: www.raregenes.org  
 

 

 

 

 

 

 

 

 



SPAIN                        MPS 
 
Contact Name: Jordi Cruz 
Position: President 
 
Organisation: Asociación MPS España  
 
Address: C/Anslem Clavé, 1 
                 08787 La Pobla de Claramunt 
                 Barcelona 
                 SPAIN 
 
Tel: +34 616 080 198, +34 661 710 152     
Fax: +34 93 808 71 14 
Email: jordi.cruz@mpsesp.org 
Website: www.mpsesp.org  
 
 

 
 
SWEDEN                            MPS 
 
Contact Name: Veronica Hübinette 
Position:   
 
Organisation: Swedish MPS Society 
 
Address: Solvik 3 
                 471 61 Myggenäs 
                 SWEDEN  
 
Tel: +46 736 845277 
Fax: +46 304 678101 
Email: veronica_rasmus@hotmail.com; mps-foreningen@sverige.nu  

Website: www.mpsforeningen.se  
 
 

 
 
 
 
 
 
 
 
 



SWITZERLAND                           MPS  
 
Contact Name: Alfred (Fredi) Wiesbauer 
Position: Board Member 
 
Organisation: MPS Schweiz (MPS Society Switzerland) 
 
Address: Knonauerstr. 29 
                 CH 6330 Cham 
                 SWITZERLAND  
 
Tel: +41 41 780 80 23 
Fax: +41 41 783 20 03 
Mobile: +41 79 315 66 35 
Email: wiesbauer@swissonline.ch  
Website: www.verein-mps.ch  
 
 

 
 
TAIWAN                          MPS  
 
Contact Name: Virginia Tsai 
Position: President 
  

Organisation: Taiwan MPS Society 
 
Address: 7F, 16, Lane102, Ho-Chiang Street, 
                 Taipei, 104,  
                 TAIWAN     
                 R.O.C 
 
Tel: (O) +886 02-25032125, (C) +886 0910-925279 
Fax: +886 02-25039435 
Email: tsaivirginia@yahoo.com.tw  
Website: http://tacocity.com.tw/cks49/  
 
 

 
 
 
 
 
 
 
 



TURKEY                                 MPS 
 
Contact Name: Fer Pidden 
Position: Co-ordinator 
 
Organisation: Turkish MPS Society (lives in UK) 
 
Address: 5 Westbury Leigh 
                 Westbury 
                 Wiltshire   BA13 3SB 
                 UK 
    
Tel: +44 (0)7788 924766 
Mobile: +44 (0)1373 865117 
Fax:  
Email: ferpidden@msn.com  
Website: 
 
 

 
 
UK                                 MPS  
 
Contact Name: Christine Lavery 
Position: Chief Executive 
 
Organisation: Society for Mucopolysaccharide Diseases (MPS Society) 
 
Address: MPS House 
                 Repton Place 
                 White Lion Road 
                 Amersham 
                 Bucks   HP7 9LP 
                 UK 
 
Tel: +44 (0)845 389 9901 
Fax: +44 (0)845 389 9902  
Email: c.lavery@mpssociety.co.uk  
Website: www.mpssociety.co.uk  
 
 

 
 
 
 
 



URUGUAY 
 
Contact Name:  
Position:  
 
Organisation: AUPEL (Asociación Uruguaya de Pacientes con Enfermedades 
Lisosomales) 
 
Address: Coronel Mora 425 
                 CP 11300 – Ciudad de Montevideo 
                 Republica Oriental del URUGUAY 
 
Tel: + 598 99 682 500, + 598 94 576 911 
Fax:  
Email: aupeluruguay@gmail.com  
Website:  
 
 

 
 
USA                                    MPS  
 
Contact Name: Barbara Wedehase  
Position: Executive Director 
 
Organisation: National MPS Society 
 
Address: 4220 NC Highway 55 
                 Suite 140 
                 Durham 
                 NC 27713 
                 USA  
 
Tel: +1 919 806 0101 
Fax: +1 919 806 2055 
Email: barbara@mpssociety.org  
Website: www.mpssociety.org  
 
 

 


