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OTKas OT OTrOBOPHOCT:

"MogkpenaTta Ha EBponerickata KOMUCUS 3@ M3ZABaAHETO Ha Ta3u nybnukauma He npeacraBnsiBa
opobpeHMe Ha CbAbpPXAaHUETO, KOeTO OTpa3siBa eAMHCTBEHO Bb3rfieanTe Ha aBTopuTte, n KoMmucusTta He
HOCM OTrOBOPHOCT 3a M3M0JI3BAHETO Ha CbAbpXKallaTa ce B Hes nHdopmauyms."

MoBeue nHdopmauns 3a EBponerickmnsa cbio3 e goctbnHa B nHTepHeT (http://europa.eu).
Jliokcembypr: Cnyxb6a 3a nybnmkaumn Ha EBponenckusa cbto3, 2019 r.

© EBponemncku cbto3, 2019

Bb3npounssexaaHeTo € pa3peLleHo, Npu yCrioBUE Ye ce NMOCOYM M3TOYHUKDT.



European
v Reference
Networks

BbBEAEHWE B EBPOMNENCKATA PEGEPEHTHA MPEXXA 3A

PEAKWN HEBPOJZIOTMYHU 3ABOJIABAHUA (ERN-RND)

ERN-RND e eBponeiicka pedepeHTHa Mpexa, cb3aaaeHa n ogobpeHa ot EBponenckus
cbto3. ERN-RND e 3apaBHa MHpaCTpyKTypa, KOSATO ce oKycMpa BbpxXy peakuTe
HeBponornyHn 3abonsasaHusa (PH3). Tpute ocHoBHM cTbsiba Ha ERN-RND ca: (i)
MpeXa OT eKCnepTM un ekcnepTHu ueHTpose, (ii) reHepupaHe, obegunHsiBaHe U
pasnpocTpaHeHne Ha 3HaHua 3a PHP wu (iii)) npunaraHe Ha eneKTPOHHO
3QpaBeona3BaHe, 3a JAa MOXe eKcrnepTmsata ga NbTyBa BMeCTO MNauUMEHTUTE U

ceMencTaaTa.

ERN-RND obegunHsaBa 64 oT BoaewmTe eKCnepTHM ueHTpoBe B EBpona, kakto u 4
acoummpaHun napTHbopa B 24 ObpXXaBW YNIE€HKU U BKJIKOYBA U3KIHOUYUTENHO aKTUBHMU
MnaumMeHTCKN opraHumsaumn. LleHTpoBeTe ca pa3nofsioxxeHn B ABCTpuda, benrus,
bvnrapua, Xvpeatna, Kunbp, YewkaTta penybnuka, OaHuna, EctoHna, ®duHnaHauns,
O®OpaHuuna, [lepmanusa, [bpuma, YHrapuda, Wpnangua, Wtanusa, Jlateusa, JInTea,
JliokceMbypr, ManTa, Huagepnanaus, Monwa, CnoseHuns, UcnaHusa u LWeeums.

CnegHute rpynu 3abonsasanHmsa ca o6xsaHatn oT ERN-RND:

e ATakcuum 1 HacnencTBEHW CNAacTUYHW napanaermu

e ATUNMYEH NAPKUHCOHU3BM U reHeTn4yHa 6osect Ha NapKUHCOH

e [ANCTOHMA, MApOKCU3MaNHU AUCTOHMU M CUHOPOM Ha HeBpoAereHpauusa ¢
HaTpynBaHe Ha XeJsid30 B MO3bKa

o« OpoHTOTEMNOpPaANHa AeMeHuns

o boniect Ha XbHTUHITBLH U ApYyru BUAOBE Xopes

o JleBkogncTpodum

KoHkpeTHa MHpOopMauns 3a Mpexarta, eKCnepTHMTe LeHTpoBe u ob6xBaHaTuTe
3abongBaHusa Moxe aa 6bae HaMepeHa Ha yebcaliTa Ha MpexaTta www.ern-rnd.eu.

YTBbpIKaaBaHe Ha CTOMHOCTTA:
EBponeyickata pe¢gepeHTHa Mperka 3a pegKkn HeBpOJIOrMyHU 3abosssBaHNA
norBsbpAN CTOMHOCTTA Ha T€3M HAaCOKMH.

Monsi, o6bpHeTe BHUMaHHne:

CnegHuTe Hacokum ca pa3paboreHV 3a napKMHCOHW3Ma KarTto LsJio, a He
KOHKPETHO 3a aTtunu4YHUTE MNapKMHCOHOBM pPa3CTPOUCTBA. 3a MNnociegHuTe
3abonssBaHNs AOKa3areJsicTBarta (ocobeHo 3a nporpecuBHarta
cynpaHykneapHa napanansa, PSP, n MynTunsieHara cuctreMHa arpogunsi, MSA)
ocTtaBat HegoCcTtatTb4yHM, 3a pfga ce HanpaBsT OKOHYaTeJ/IHU 3aK/II0YeHns
OTHOCHO e@HNKaCHOCTTa Ha npernopbYaHUTEe HNHTepBeHUun. Bb3 ocHoBa Ha
npyunokpmBaLynTe ce cMMnNTomMn obaye e pasyMHO Aa ce rnpearnosioxm, 4ye
npenopbKNTE Morart ga ce npuaarat v 3a atunUYHNs NapKNHCOHU3bM.

Hacoknre ca paspa6boreHmn npe3 2008 r. (noronegn4yHa mn eprorepanus) m
2014 r. (¢pnznorepanmsi), nopagm KOETO B HSIKOMN CJ/iydan MOXKe pga ca
HenbJ/IHNU, 0CO6eHOo 3a sioronegn4YyHaTa Tepanms.
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OTKA3A OT OTFTOBOPHOCT:

Mpn KAMHWUYHUTE NPENOPBLKU, NMPENnOpPbKUTE 3a JIEKAPCKU NPaKTUKK,
cucrteMaTnyHuTe 0630pu 1 Apyrute npenopbKu, KOUTo ce nybnukysar,
noAKpenaT UK YMATO CTOMHOCT ce noTebpxaaBa oT ERN-RND, ce kacae 3a
OLEeHKa Ha aKTyasiHa Hay4Ha U KJIMHMYHA MHdOopMaums, KOSATO ce npenocTtaBs
KaTo npeanoxeHue 3a obyyeHue.

NHdopMaumsaTa (1) He TpssibBa Aa ce Bb3npuMeMa KaTo obxBaulalla BCUYKK
noAXoASWM NevyeHns n MeToamn 3a rpmxa m He Tpsibea fa ce npuema KaTto
AeKfiapauus 3a ctaHgapTa 3a edeHune u rpmxa; (2) He ce akTyanuaupa
HenpeKbCHATO M € Bb3MOXHO Aa He OTpa3siBa Hal-HOBUTEe No3HaHus (OT
N3roTBAHETO Ha Ta3n MHOopMaumsa U HEMHOTO Ny6NMKyBaHe pecn. NpoYynTaHe
MOXe Aa ce e nosieuia HoBa TakaBa); (3) ce oTHacsa caMo 3a cneundunyHo
noco4yeHuTe Bbnpocu; (4) He npeacTasasBa Npenopbka 3a onpegeneHa
MeanumHcka rpuxa; (5) He 3aMecTBa He3aBMCUMOTO NpodeCcnoHaIHO MHEHME Ha
NeKyBallnsa nekap, Tbi KaTo He B3eMa No4 BHUMaHWE NHAMBUAYANTHUTE
pasnnynsg Mexay oTaesnHUTe NnaumeHTU. BbB BCEKU Cny4dan nekyBalLUMAaT nekap
TpsibBa Aa npoueampa MHANMBUAYANTHO CbC CbOTBETHUA NaumeHT. Mi3non3BaHeTo
Ha MHdopmauumsaTa e nobposonHo. MHPopMmaumnaTa ce npeaoctass ot ERN-RND
KakTo € n ERN-RND He gaBa napuyHa nnm MbadanmBa rapaHumg rno oTHoweHue
Ha Ta3n nHdopmaumsa. ERN-RND n3pnyHO oTXBbpNS AaBaHETO Ha BCSIKaKBa
rapaHums 3a Ba/IMAHOCT 3a NpuUIoXeHne 1 BannaHOCT 3a onpeaesieHa ynoTpeba
unu onpeaeneHa uen. ERN-RND He noeMa OTroBOpHOCT 3a TefieCHW noBpean uim
MaTepuanHu WeTu, KOUTO NMPon3TMYaT OT U3MOSI3BAHETO Ha Ta3n MHdopMauns
WNN Ca BbB BPb3Ka C HeESl, KaKTO U 3a rpeLwku Uam nponycku.

MpouecsbT Ha onobpeHne e nsBbplueH oT PaboTHaTa rpyna no
HeBpopexabunutaums Ha ERN-RND.

LsnaTta paboTHa rpyna gage cbriacmeTo cu 3a ogobpssaHe Ha: 12 tonn 2023

PaboTHa rpyna 3a HeBpopexabunutauus:
KoopaunHaTtopu Ha paboTHuTe rpynu:
Annemieke Buizer?; Antonio Federico’; Maria Judit Molnar4®; Jorik Nonnekes*®

UneHoBe Ha pa6boTHaTa rpyna:
Cneuvannctn No 3paBHU FPUXMN:

Ditte Harboe Danielsen?!; Laura Bonouvrié?; David Crosiers3; Patrick Cras3; Angelo
Antonini#; Carmelo Chisari®>; Marianna Delussi®; Domenico Plantone’; Pauline
Lallemant®; Dagmar Timann-Braun®;, Elena Salvatorel®?; Giovanna Lopanell;
Bosco Méndez Ferrer!?; Dafin Muresanul4; Letizia Leocanil4; Karin Diserens!>;
Nina Petrpoulou'®; Caterina Mariottil’; Harro Seelaar!®; Alberto Albanese??;
Roberto Gatti??; Jérg B Schulz?!; Lenka Kraj¢ovi¢ova??; Emanuela Pagliano?3;
Martin Srp24; Ruth Van Der Looven??; Christoph Gutenbrunner?®; Ana Maria
Dominguez Cobo?’; Ariadna Riera Castello?’; Julita Medina Cantillo?’; Eva Lépez
Valdés?8; Clara Casaco Blanco??; Andreea Mihaela Dumitrescu??; David Gémez-
Andrés3?; Mireia Alvarez39; Pedro Oliva Nacarino3!; Susana Chajma Izquierdo3?;
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Lourdes Lopez de Munain33; Jan Sielczak34; Iwona Sarzynska-Dtugosz34; Roberto
Gatti3>; Luigi Lavorgna3®; Jirgen Andrich3’; Natasa Klepac3®; Philip Homburg3?;
Alena Zumrova“%; Lucie Stovickova*; Ondrej Cakrt4?; Gregor Wenning4!; Agius
Anastasi Andrei*?; Heli Helander#3; Elina Pucite**; Enrico Bertini*>; Francesco
Nicita%>; Gessica Vasco?>; Maurizio Petrarca®>; Susanna Summa“>; Anne Norup?®;
Mette Lindelof*®; Samih Almudafar’; Alexander Geurts*?; Gabriella Gardian?;
Karen O'Connell*!; Kadri Medijainen®?; Dimitris Sokratous?3; Jifi Béhounek>%;
Thomas Klopstock®>; Rebecca Schuele®®; Kathrin Reetz®’; Marcus Grobe-
Einsler®8; Kerstin Ludtke>?; Ludger Schols®?; Bernhard Landwehrmeyer®!; Thomas
Musacchio®?; Jadwiga Kubica®3; Gudrun Schonherr®4; Sylvia Boesch®; Wolfgang
Nachbauer®4; Agnes Elema®>; Deborah Sival®>; Marina de Koning-Tijssen®>; Wieke
Eggink®>; Katja Groleger Srsen®; Ieva Michailoviené®’; Rita Kaladyte-
Lokominiené®’; Claudia Vinciguerra®®

MNpeAcTaBUTENN Ha MAUMEHTCKU OpraHM3aLmnm:
Mary Kearney!®; Monika Benson!®; Nataliya Grigoroval®

1Aarhus Universitetshospital; 2Amsterdam University Medical Center, Hugepnanausa; 3Antwerp University
Hospital; “AO di Padova; *AOU Pisana, Pisa; 8AOU Policlinico Bari; 7AOU Senese, WUtanua; 8Assistance
Publique-Hopitaux de Paris, Hopital Pitié-Salepétriere, ®paHuus: PedepeHTeH LUeHTbp 3a peaku 6onectu
"HeBporeHeTnka"; Ataxia Networks; 1°Azienda Ospedaliera Universitaria Federico II, Heanon; 1Azienda USL
di Bologna - IRCCS Istituto delle Scienze Neurologiche; 12Complejo Hospitalario Regional Virgen del Rocio,
Cesuna; 14EAN; 15EFNR/WFNR; 1®Eginitio Hospital Athens, Mbpums; 7EHDN; 18ePAG; 1°Erasmus MC:
University Medical Center Rotterdam, Huaepnanaus; 2°European Dystonia Network; 2'European FA network;
22Fakultni nemocnice U Sv. Anny v Brné; 23Foundation IRCCS neurological institute Carlo Besta - Milan, Italy;
24General University Hospital in Prague, Czech Republic; 2°Ghent University Hospital; 2®Hannover Medical
School; ?’Hospital Clinic i Provincial de Barcelona y Hospital de Sant Joan de Déu, Spain; 28Hospital Clinico
San Carlos, Magpua; 2°Hospital General Universitario Gregorio Marafidon, Maapua; 3°Hospital Universitari Vall
d'Hebron, Ncnanus; 3'Hospital Universitario Central de Asturias, OBueno; 3?Hospital Universitario La Paz,
Maapwva; 33Hospital Universitario Marqués de Valdecilla, CaHTangep; 34Institute of Psychiatry and Neurology,
Bapwaga; 3°IRCCS Clinical Institute Humanitas - Rozzano, Wtanua; 3¢Italian Society of Neurology;
37Katholisches Klinikum Bochum; 38Klinicki bolniCki centar Zagreb; 3°MeanunHCKN UEHTbP Ha JlageHckus
yHuBepcuteT; “*%YHuBepcutetcka 6onHuua Moton, Yewka penybnuka; 4pyna 3a uscneasaHe MSA;
“?HaunoHaneH KoopAWHALMOHEH LeHTbp, 6onHMua Mater Dei (MDH), ManTta; 43YHuBepcuteTcka 6onHMuA
Oyny; 4 KnuHu4yHa yHuBepcuTeTcka 6onHuua Pauls Stradins, Pura Jlateusa; 4°MeauaTtpuyHa 6onHmua Bambino
Geslu, Pum, Wtanua; 4Rigshospitalet, YHuBepcuTeTcka 6onHuua B KoneHxareH; 4’Sahlgrenska
Universitetssjukhuset, MbonHgan; 48Semmelweis University, YHrapusa; 49Stichting Katholieke Universiteit,
aelictealy kato Radboud University Medical Center Nijmegen, Hugepnanaus; 59Szent-Gyoérgyi Albert Medical
Center, University of Szeged; >!Tallaght University Hospital, v6nuH; >2Tartu University Hospital, EcToHus;
53The Cyprus Foundation for Muscular Dystrophy Research (The Cyprus Institute of Neurology and Genetics);
>4Thomayer University Hospital, Mpara; °°TIRCON; >®Treat-HSP; >’YHuBepcuTeTcka 60nHMUA AaxeH;
58YHuBepcutetcka 6onHMua BoH, FepMaHua; 5°YHusepcutetcka 6onHuua LUnessur-XonwaiH, FepmaHus;
0YHuBepcuTeTcka 6onHuMua TiobuHreH, TepmaHus; S'YHuBepcuTeTcka 6GonHuua YnM, [epMmaHus;
62yHuBepcuTteTcka 6onHuua Bropubypr; 83YHusepcuTteTcka 6onHuua B Kpakos, Monwa; ®4YHuBepcuteTcka
6onHuua UHcbpyk, Tirol Kliniken GmbH; 3YHuBepcnTeTCKN MEANLMHCKU LeHTbp MpoHMHIeH, Huaepnanans;
66YHMBEPCUTETCKM MeaULIMHCKM LueHTbp JTlobnaHa, CnoeeHus; 7YHmnBepcuTteTcka 6onHMLA BunHioc CaHTapoc
KnuHukoc, Nlntea; 88AYOO0.RR. S.Giovanni di Dio e Ruggi d'Aragona
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CKAJIN/NPENOPBKN/ANATPAMU

1.

Hacoku 3a ¢pumsmoTepanms:
https://www.parkinsonnet.com/discipline/physiotherapy/

PHbKOBOACTBO 3a eprortepanus:
https://www.parkinsonnet.com/discipline/occupational-therapy/

Hacokun 3a noronegnyHa tTepanuvs:
https://www.parkinsonnet.com/discipline/speech-and-language/



3. European
Reference
Network

LAE S
o3\ European

Qe "\
‘¢ Reference

.. 'oo °
L JPH so? Networks

https://ec.europa.eu/health/ern

KY European ir Network

@
[ ] '. F "
.. i __.:. Reference gintzll\lo[?)lcal Diseases
(AL )
]
e Network @ Coordinator
for rare or low prevalence Universitdtsklinikum
complex diseases Tiibingen — Deutschland

www.ern-rnd.eu

Co-funded by the European Union -




