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OTKa3 OT OTrOBOPHOCT:

"I'Iop,ernaTa Ha EBpOI’IEﬁCKaTa KOMUCHUA 33 U34aBAHETO Ha Ta3un I'Iy6I'IMKaLI,VIFI He npeacrtasaAsa op,o6peHv1e
Ha CbAbprKaHMETO, KOETO OTPa3fABa eAMHCTBEHO Bb3rieanTe Ha aBTopute, 1 KomumcuaTa He HOCU OTFTOBOPHOCT
33 N3MO/13BAHETO HA CbAbprKallaTa Ce B HeA MHd)OpMaLI,MFI."

Moseye Hbopmauma 3a EBponeickua cbio3 e AocTbiHa B MHTepHeT (http://europa.eu).
okcembypr: Cnykb6a 3a nybankaumm Ha EBponeiickusa cbios, 2019 .
© EBponeiicku cbios, 2019

Bb3npounsserkgaHeTo e pa3peLleHo, Npu yCA0BUE Ye ce MOCOYN U3TOYHUKDBT.
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BbBEAEHWE B EBPONENCKATA PEGEPEHTHA MPEXXA 3A PEAKMU

HEBPOJIOT'NYHUN 3ABOJISBAHUA (ERN-RND)

ERN-RND e eBponelicka pedepeHTHa MpeKa, Cb3gageHa v ogobpeHa oT Eeponeiickua cbto3. ERN-RND e
34paBHa MHOPACTPYKTYpa, KOATO ce GOKycMpa BbpPXy pPeakuTe HEeBPONOrMYHWM 3abonsasaHua (PH3). Tpute
OCHOBHM cTbs16a Ha ERN-RND ca: i) mperka oT eKcnepTu 1 eKCnepTHU LEHTPOBE, ii) reHepupaHe, obegmHABaHe
M pasnpocTpaHeHue Ha 3HaHWA 3a PHP u iii) npunaraHe Ha enekTPOHHO 3ApaBeonasBaHe, 3a Aa MOXKe
eKkcnepTM3aTta Aa NbTyBa BMECTO NAaLMEeHTUTE U ceMencTBaTa.

ERN-RND obeanHaBa 64 oT BoaewmTe eKcnepTHU LeHTpoBe B EBpona, KakTo 1 4 acounmpaHn napTHbopa B 24
ObPXABU  UYNEHKM W  BK/IOYBA U3IKAKOYUTE/IHO aKTUMBHWM MNAUMEHTCKM oOpraHusauun. LeHTposeTe ca
pasnonoxeHu B ABcTpuAa, benrua, bbarapua, Xvpeatua, Kunbp, YewkKkata penybauka, Oanua, EcTtoHus,
®uHnanana, PpaHums, Fepmanua, Mbpumsa, YHrapusa, WUtanua, Nateua, Jiutea, Jliokcembypr, ManTa,
Hunpaepnanaua, Monwa, CnoseHuna, McnaHua v Lseyms.

CnepHuTte rpynu 3abonasaHua ca o6xsaHati oT ERN-RND:
e  ATaKCMM M HACNeACTBEHWU CNACTUYHM Mapanaerum
e ATUNWYEH NAPKUHCOHM3BM U reHeTUYHa 6osecT Ha MapKUHCOH
e JINCTOHMA, NAaPOKCM3MANHO PA3CTPOMCTBO M HEBPOAEreHepaLLUa C HaTPYNBaHE Ha KeNA30 B MO3bKa
e ®poHTOTEMNOpPANHaA AemeHuuA
e bonect Ha XbHTUHITBH M APYrv 3a4a4m
o JleBKOAUCTpOGUMU

KoHKpemHa uHopmayus 3a mpexcama, ekcriepmHume yeHmpose u obxeaHamume 3a607980HUS MoXeme
0a Hamepume Ha yebcalima Ha mpexcama www.ern-rnd.eu.

Mpenopvka 3a KnuHu4Ha ynompeba:

Esponelickama pechepeHMHa Mmpexca 3a peOKU Hespos02uvyHuU 3abona8aHuUA npenopvysa
usnonszeaHemo Ha CKanama 3a OUeHKa HA npoz2pecusHd cynpaHyKaeapHa napanusd
(PSPRS) kamo Hali-006pa KAUHUYHA NPAKMUKA 30 OYeHKd U KaacugpuKkayusa Ha
npozpecusHa cynpaHyKsaeapHa napanusd.

N3K/TKOYBAHE HA OTTOBOPHOCT

MpU KAMHWUYHUTE HACOKM, MPEMNOPBKUTE 3a JIEKAPCKU NMPAKTUKM, CUCTEMHUTE 00630pHM paboTn u apyrute
HACOKM, KOMTO ce Nyb6aMKyBaT, NOAKPENAT UAN YUATO CTOMHOCT ce noTebprKaaBa oT ERN-RND, ce kacae 3a
OLEHKa Ha aKTya/lHa Hay4yHa W KAMHMYHA MHOOPMAUMA, KOATO Ce MNpefocTaBA KaTo MNpeasoXKeHwe 3a
obyyeHue.

NHpopmaumaTa (1) He obxBaLLa MOXKe 61 BCUUKM NOAXOAALLN IeHYEHNA U METOAM 3a 06rpuKBaHe 1 He TpAbBa
[a ce CMATA 33 KOHCTaTauma Ha cTaHAapTa 3a obrpukeaHe; (2) He ce aKTyanusMpa HEMNpPeKbCHAToO U e
Bb3MOXHO [@ He OTpa3sBa Hal-HOBWUTE MO3HAHWA (OT M3roTBAHETO Ha Tasu MHOOPMAULMA U HENHOTO
nNyb6AMKyBaHe pecn. NPoYNTaHE MOMKe Aa ce e NosaBuaa HoBa MHbopmaums); (3) ce oTHaca camo 3a cneumduyHo
nocoyeHuTe BbNPOCH; (4) He NpeAcTaBAABa NpeanUcaHMe 3a onpeaeneHo MeauUMHCKO obcnyxkBaHe; (5) He
3amecTBa He3aBUCMMOTO NPOdECUOHANHO PeLLeHUE Ha NeKyBaLLMA SIeKap, Tbil KaTo He B3eMa NoJ BHUMaHWe
WHAMBUAYANHUTE Pa3INuMA MeXAy OTAe/IHUTe nauneHTU. BbB Bceku cryyail ieKyBalUmMAT nekap Tpabea aa
npoueanpa MHAMBUAYANHO CbC CbOTBETHMA MauuMeHT. M3nonssaHeTo Ha MHbopmaumATa e A06pPOBOSHO.
NHpopmauymaTa ce npegoctaa oT ERN-RND Bb3 ocHoBa Ha AencTButTenHoTo cbetoaHmMe n ERN-RND He gaBa
M3pMYHA WKW MbAYAMBA FapaHUMA NO OTHOWeHWe Ha Tasn MHpopmauma. ERN-RND uspmyHO oTxBbpaA
[aBaHeTO Ha BCAKaKBa rapaHuMA 3a ro4HOCT 3a MPUAOXKEHWE M FOAHOCT 3a onpegeneHa ynotpeba mau
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onpepeneHa uen. ERN-RND He noema OTroBOpPHOCT 3a TeneCHU nospean UAN MaTepuasnHu LWeTn, KOUTo
Npou3TUYaT OT M3MO/I3BAaHETO Ha Tasn MHPOPMALMA MAN Ca BbB BPb3KA C HeA, KaKTO WM 33 TPeliku uau
NPOMYCKMU.

METOAOJIOINUA

MpouecbT Ha ogobpeHWe e M3BbPLIEH OT rpynaTa no 3abosABaHMATA 3@ aTUNMYEH MAPKUHCOHU3BM W
reHeTn4yHa PD Ha ERN-RND.

[pyna 6onectn 3a aTMNMYeH NapKUHCOHM3BM U FreHeTn4YHa bI:

KoopauHatopu Ha rpynuTte no 6onectu:

Alessandra Fanciulli?®; Pietro Guaraldi?*; Johannes Levin?®

YneHoBe Ha rpynarta no 6onecru:

Cneunannctn B 061acTTa Ha 34paBeona3BaHeTo:

Albert Acewicz?!; Archontia Adamou??; Alberto Albanese??; Angelo Antonini# David Bendetowicz'?; Martina
Boc¢kova?®’; Daniel Boesch?®; Agnita Boon®®; Fran Borovecki*'; Norbert Briiggemann**; Giovanna Calandra
Buonaura?*; Myriam Carrecchio?; Fatima Carrillo Garcia®!; Roberto Ceravolo®; Roberto Cilia??; Colin Clarke?;
Yaroslau Compta?%; David Crosiers?; Erik Hvid Danielsen?'; Sara Davisonova'’; Oriol de Fabregues®’; Anna De
Rosa3; Matgorzata Dec-Cwie*?; Eleonora Del Prete®; Elisa Dopper'®; Roberto Eleopra?%; Antonio Elia?2; Marta
Blazquez Estrada®; Claire Ewenczyk’; Margherita Fabbri'’; Antonio Federico® Daniela Frosini®; Barbara
Garavaglia??; Rocio Garcia Ramos®; Giacomo Garone3!; Thomas Gasser®; Beatrice Heim?°; Lena Hjermind33;
Giinter Hoglinger?®; Florian Holtbernd3*; Franziska Hopfner?®; Silvia Jesus®!; Erik Johnsen?; Liis Kadastik-
Eerme3?; Christine Klein®*; Jifi Klempii'’; Martin Klietz'®; Péter Klivényi®®; Thomas Klopstock?®; Maija Koivu'®;
Maja Kojovi¢*; Pierre Kolber!?; Vassilis Konstantinidis'4; Christos Koros!4; Norbert Kovacs*®; Florian Krismer?;
Bernhard Landwehrmeier?®; Krista Lazdovska3’; Valentina Leta??; Gerrit Machetanz®; Virginia Maltese*’; Maria
Jose Marti?%; Allan McCarthy?>; Wassilios Meissner!?; Andrea Mignarri®; Pablo Mir>!; Maria Judit Molnar3¢;
Mette Mgller'; Laura Mufioz>}; Thomas Musacchio Musacchio?’; Francesco Nicita3!; Joergen Nielsen33; Sean
0O'Dowd?’; Elena Ojeda Lepe®!; Marios Pantzaris'3; Anne Pavy-Le Traon!?; Javier Perez Sanchez'®; Bart Post®?;
Irena Rektorova®’; Ana Rodriguez?’; Evien RGzZi¢kal’; Katarzyna Sawczynska*?; Soledad Serrano?’; Leonidas
Stefanis!4; Per Svenningsson?®; Lars Toenges’; Marzena Ulamek-Koziol?!; Ramona Valante3’; Francesc
Valldeoriola?’; Wim Vandenberghe?®3; Richard Walsh?>; Ullrich Wiillner*®; Emil Ylikallio®

MNpeacTaguTen Ha NaUMEHTUTE:

Lubomir Mazouch?®?

1Aarhus University Hospital, Denmark; 2Antwerp University Hospital, Edegem, Belgium; 3A0U - Federico Il University Hospital, Naples, Italy;
4A0U - University Hospital Padua, Italy; SAOU - University Hospital Pisa, Italy; ®AOU - University Hospital Siena, Italy; APHP - Reference Centre
for Rare Diseases 'Neurogenetics', Pitié-Salpétriere Hospital, Paris, France; 8Asturias Central University Hospital, Oviedo, Spain; °Catholic
Clinic Bochum, Germany; 19CHL - Luxembourg Hospital Center, Luxembourg; 11CHU - Reference Center for Rare Multiple System Atrophy
diseases, University Hospital Toulouse, France; 12CHU - Reference Center for Rare Multiple System Atrophy, University Hospital Bordeaux,
France; 3Cyprus Institute of Neurology and Genetics, Egkomi, Cyprus; 1“Eginitio Hospital, National and Kapodistrian University of Athens,
Greece; 5Erasmus University Medical Center Rotterdam, Netherlands; °Finland Consortium: University Hospitals in Oulu, Tampere and
Helsinki, Finland; 7General University Hospital Prague, Czech Republic; ¥Gregorio Marafion General University Hospital, Madrid, Spain;
BHannover Medical School, Germany; 2°Hospital Clinic Barcelona and Sant Joan de Déu Hospital, Barcelona, Spain; 2institute of Psychiatry
and Neurology, Warsaw, Poland; 22IRCCS - Foundation of the Carlo Besta Neurological Institute, Milan, Italy; 22IRCCS - Humanitas Clinical
Institute of Rozzano, Milan, Italy; 22IRCCS - Institute of Neurological Sciences of Bologna, Italy; 2°Irish Consortium: Tallaght University Hospital
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and Children's Health Ireland; 26Karolinska University Hospital, Stockholm, Sweden; ?’La Paz University Hospital, Madrid, Spain; 26Ludwig
Maximilian University Hospital, Munich, Germany; 2°Medical University Innsbruck, Austria; 3°Pauls Stradins Clinical University Hospital, Riga,
Latvia; 3'Pediatric Hospital Bambino Gesu, Rome, Italy; 32Radboud University Medical Centre, Nijmegen, Netherlands; 33Rigshospitalet
University Hospital Copenhagen, Denmark; 3*RWTH - University Hospital Aachen, Germany; 35San Carlos Clinical Hospital, Madrid, Spain;
36Semmelweis University, Budapest, Hungary; 37St. Anne’s University Hospital Brno, Czech Republic; 38Szent-Gyorgyi Albert Medical Center,
Szeged, Hungary; 3°Tartu University Hospital, Estonia; “°University Hospital Bonn, Germany; “tUniversity Hospital Center Zagreb, Croatia;
4“2University Hospital in Krakow, Poland; 43University Hospital Leuven, Belgium; #*University Hospital Schleswig-Holstein, Liibeck, Germany;
45University Hospital Tubingen, Germany; “6University Hospital Ulm, Germany; 4’University Hospital Wirzburg, Germany; “8University
Medical Centre Ljubljana, Slovenia; “University of Pécs, Hungary; 3%Vall d'Hebron University Hospital, Barcelona, Spain; 51Virgen del Rocio
University Hospital, Sevilla, Spain; 52ePAG

Mpouec Ha ogobpaBaHe:
e HKaptorpadupaHe Ha  wu3nNon3BaHUTe ckann 3a bBonect no  rpynun  bonectu
toHM 2017 r. - maii 2018 r.

e [lpeanorkeHue 3a ogobpABaHe Ha CKaslaTa 3a OUEHKA OT KoopauHaTopuTe Ha rpynuTe no
3abonasaHma Ha ERN-RND: 15/05/2018

e O6cbxaaHe B rpynaTa no 3abonasaHma Ha ERN-RND no Bpeme Ha rogmiuHata cpeua: 08/06/2018

e Cobrnacue 3a ogobpsBaHe Ha CKaslaTa Ha 3a601ABaHUATA NO BpeMe Ha roauliHaTa cpela Ha ERN-
RND npes 2018 r.: 08/06/2018

e Cbrnacue 3a ogobpeHue oT UanaTa rpyna no 3abonasanuata: 25/09/2018

e OpobpABaHe Ha aKTyanusnpaHua AokymeHT: 11/10/2024
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