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My6nmkysaHo ot ERN-RND: 12 centemspwm 2019 r.

PesunsupaH Ha: 16 gekemspu 2024 r.
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OTKa3 OT OTrOBOPHOCT:

"I'Io,u,errlaTa Ha EBpOHGVICKaTa KOMUCHA 33 U34aBAHETO Ha Ta3un I'IY6J'IVIKaLI,MFI He npeacrasnAdBa o,u,o6peHV|e
Ha CbAbprKaHMETO, KOeTOo OTPa3ABa eAMHCTBEHO Bb3rieAnTe Ha aBTopuTe, U KOMUCHMATA HE HOCUM OTFOBOPHOCT
3a N3MNON3BAHETO HA CbAbprKallaTa Ce B HeA MHd)OpMaLIMFI."

Moseye Hbopmaumna 3a EBponeickua cblo3 e gocTbnHa B uHTepHeT (http://europa.eu).
okcembypr: Cnyk6a 3a nybankaumm Ha EBponeiickusa cbtos, 2019 .
© EBponeiicku cblos, 2019

Bb3npounsserkgaHeTo e pa3peLlleHo Npu yCAoBUE, Ye ce MOCOYN U3TOYHUKDT.
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BbBEAEHWE B EBPONEVNCKATA PEGEPEHTHA MPEXXA 3A PEAKU
HEBPOJIOTNYHU 3ABOJISBAHUSA (ERN-RND)

ERN-RND e eBponelicka pedepeHTHa MperKa, cb3ganeHa U ogobpeHa ot EBponelickusa cbto3. ERN-RND e
34paBHa MHPPACTPYKTYpa, KOATO ce POKycMpa BbPXY PeaKuTe HeBposaornyHu 3abonssaHus (PH3). Tpute
OCHOBHMU cTbnba Ha ERN-RND ca: i) mpexa oT eKcnepTu 1 eKCcnepTHU LLEeHTPOBE, ii) reHepupaHe, obeanHsaBaHe
W pasnpocTpaHeHWe Ha 3HaHuA 3a PHP u iii) npunaraHe Ha eneKkTPOHHO 34paBeornasBaHe, 3a Aa MOXKe
eKcnepTM3aTta 4a NbTyBa BMECTO MaLMEHTUTE U CEMENCTBATA.

ERN-RND obeauHsBa 64 oT BoAeLmUTe eKCnepTHU LeHTpoBe B EBpoNa, KakTo 1 4 acouummpann napTHbopa B 24
ObPXKABU UYNEHKU UM BKAKOYBA W3IKAOUYMTENIHO aAKTMBHM NaUMEHTCKM opraHusaumun. LeHTpoBeTe ca
pa3nonoxeHn B ABcTpus, benrua, Bvarapua, Xbpeatua, Kunbp, YewkaTta penybnuka, OaHus, EcTOHMA,
®duHnangms, PpaHumsa, Fepmanua, Mbpuua, YHrapua, WUtanua, Jlateua, Jlutea, Jliokcembypr, ManTa,
Huaepnanaua, Nonwa, ChoseHna, Ucnavna mn Weeuma.

CnepgHuTe rpynu 3abonsiBaHuAa ca obxsaHaty oT ERN-RND:
e ATaKCMW U HacNeACTBEHWU CNACTUYHM Napanjernm
e ATMNMYEH NAaPKUHCOHU3BbM U reHeTUYHa bonecT Ha MNMapKMHCOH
e [INCTOHMA, NaPOKCM3MANHO PA3CTPOMCTBO M HEBPOAEreHepaLma C HaTPyNBaHE Ha KenA30 B MO3bKa
o ®poHTOTEMNOpPANHA AeMeHUUA
e bonect Ha XbHTUHITBLH 1 ApYyrK BUAOBE XopesA
o JleBKOAUCTPODUM

KoHkpemHa uHgopmayusa 3a mpexcama, ekcriepmHume yeHmpoese u obxeaHamume 3a6071580HUA MOXeme
da Hamepume Ha yebcalima Ha mpexcama www.ern-rnd.eu.

MpenopvKa 3a KnuHUYHa ynompeba:

Esponelickama peghepeHmHa mMpexxa 3a peodKU Hesposo2u4yHU 3ab0na8aHUA
HacmosamesiHO Npenopv4ed U3nosa3saHemo Ha c1e0Hama cKasaa Kamo KAUHUYHA cKkana
30 OyeHKa Ha NaHMomeHam KuHa3a-acoyuupaHa HeepodezeHepayus (PKAN).

N3KNKOYBAHE HA OTTOBOPHOCT

MpY KAMHUYHUTE HACOKM, NMPENnopPbKUTE 3a NIEKAPCKMU MPAKTUKM, CUCTEMHUTE 00630pHM paboTn n apyrute
HACOKM, KOUTO ce Nyb6anKyBaT, NOAKPENAT UAN YMATO CTOMHOCT ce noTebpKaasa oT ERN-RND, ce kacae 3a
OLLEHKA Ha aKTyasiHa Hay4YHa W KAMHWYHA WHGOPMAUMA, KOATO Ce MNpPeaocTaBA KaTo NpeasoXKeHue 3a
obyyeHue.

NHpopmaumaTa (1) He obxBaLLa MOXKe BU BCUUKM NOAXOAALLMN NeYeHUA U MeToauM 3a obrpukeaHe 1 He TpsabBa
[a ce CMATA 33 KOHCTaTauua Ha cTaHAapTa 3a obrpukeaHe; (2) He ce aKTyanusMpa HeMNpPeKbCHAToO U e
Bb3MOXHO [@a He OTpa3sfBa Hal-HOBWUTE MO3HaHWA (OT WM3roTBAHETO Ha Tasn WMHPOpMaLMA U HEWHOTO
nNyb6AMKyBaHe pecn. NPoYNTaHEe MOKe Aa ce e NosaBuaa HoBa MHbopmaums); (3) ce oTHacA camo 3a cneumuduyHo
nocoyeHuTe BbNpOCH; (4) He NpeAcTaBAABa NpeanUcaHMe 3a onpeaeneHo MeaAUUMHCKO obcnykBaHe; (5) He
3amecTBa He3aBUCMMOTO NPOdECUOHANHO PeLIeHME Ha IEKYBALLMA NeKap, Tbil KaTo He B3emMa NoJ BHUMaHue
WHAMBUAYANHUTE Pa3INuMA MeXAy OTAe/IHUTe nauneHTU. BbB BceKku cyyail ieKyBalumMAT nekap Tpabsa aa
npoueanpa MHAMBUAYANHO CbC CbOTBETHMA MauMeHT. M3nonssaHeTo Ha MHbopmaumATa e A06pPOBOSHO.
NHpopmauymaTa ce npegoctaBa oT ERN-RND Bb3 ocHoBa Ha AencTButenHoTo cbetoaHmMe n ERN-RND He pgaBa
U3PUYHA MAW MDBAYAAMBA FapaHLMA MO OTHOLWeHWe Ha Ta3n uHbopmauma. ERN-RND uspuyHo OTxBbpAA
[aBaHeTO Ha BCAKaKBa rapaHuMA 3a rof4HOCT 3a MPUAOXKEHWE M FOAHOCT 3a onpegeneHa ynotpeba wam
onpepeneHa uen. ERN-RND He noema OTroBOpPHOCT 3a TeneCHU nospean UAN MaTepuasnHu LWeTu, KOUTo



https://ec.europa.eu/health/ern_en
https://www.ern-rnd.eu

European etwor °
Reference Neurlogial Dl °
Network _ Py

« European
M Reference
Networks

NMPOM3TMYAT OT M3MNO/3BAHETO Ha TasuM MHPOPMALMA MAN Ca BbB BPb3Ka C HeA, KaKTO M 3a rPeLKu Man
NPOMNYyCKM.

METOAOJ/IOIUA

OpobpABaHETO Ha KAMHMYHATA CKana 3a PKAN e M3BbplIEHO OT rpynata no 3abonssaHWA, CBbP3aHU C
OWCTOHMA, NapoKcM3manHu pasctponctea U NBIA Ha ERN-RND. bAxa cbnoctaBeHM CKanuTe, U3NO/J3BaHU B
KNAMHWYHATA NpPaKTMKA Ha Y1eHOBeTe Ha rpynata no 3abonsaBaHMATa, M pelleHMeTo KoA cKajla ada bbae
npeanoxeHa belle B3eTo Ypes aHOHUMHO rnacyBaHe Ha mal ority.

[pyna 6onectn 3a ANCTOHMA, NAPOKCU3MaANHKM pa3cTporcTea n NBIA:

KoopaguHatopu Ha rpynute no 6onectu:

Javier Perez Sanchez®; Sylvia Boesch?®

YneHose Ha rpynara no 6onectu:

Cneunannctn B 061acTTa Ha 34paBeona3BaHeTo:

Mette Mgller; Erik Johnsen?; Erik Hvid Danielsen?; Laura van de Pol?; Anna De Rosa3®; Myriam Carecchio?;
Roberto Ceravolo®; Elisa Unti°; Giovanni Palermo®; Andrea Mignarri®; Antonio Federico®; Marie Vidailhet’;
Aurelie Meneret’; Marta Blazquez Estrada®; Pierre Kolber®; Giorgos Pitsas'®; Christos Koros'!; Evangelos
Anagnostou'?; Leonidas Stefanis!!; Heli Helander!3; Jiri Klempir'4; Sdra Davisonova!?; Francisco Grandas®®; Dirk
Dressler®; Alejandra Darling?’; Juan Dario Ortigoza Escobar'’; Eugenia Amato?’; Maria Jose Marti'’; Yaroslau
Comptal’; Marta Skowronska!®; Michal Sobstyl*®; Antonio Elia!®; Giovanna Zorzi'% Roberto Cilia'®; Roberto
Eleopra'®; Alberto Albanese?’; Giulia Giannini?!; Luca Solina?!; Duccio Maria Cordelli?!; Caterina Garone?};
Veronica Di Pisa?!; Anna Fetta?!; Richard Walsh??; Kathleen Gorman??; Aoife Mahony??; Ana Rodriguez?3;
Soledad Serrano?3; Franziska Hopfner?*; Thomas Klopstock?*; Jeroen Vermeulen?>; Philipp Mahlknecht?;
Daniel Boesch?®; Wolfgang Nachbauer?®; Krista Ladzdovska?’; Ramona Valante?’; Elina Pucite?’; Enrico
Bertini%®; Francesco Nicita?®; Giacomo Garone28; Bart Post?; Michel Willemsen?®; Anke Snijders?’; Manuel
Dafotakis3’; Rocio Garcia-Ramos3!; Maria Judit Molnar3?; Marek BaldZ33; Martina Bockovd®3; Ognyana
Burgazlieva34; Andras Salamon3>; Aive Liigant3®; Pawel Tacik3’; Fran Borovecki®%; Ivana Jurjevic3®; Malgorazate
Dec-Cwiek3’; Katarzyna Sawczynska®’; Alexander Minchau®; Katja Lohmann®; Norbert Briiggemann?;
Sebastian Ldéns*’; Tobias Biumer®’; Ebba Lohmann*'; Kathrin Grundmann*!; Thomas Gasser®!; Hendrik
Rosewich*'; Bernhard Landwehrmeier®?; Thomas Musacchio®®; Martin Reich?}; Marina de Koning-Tijssen**;
Tom de Koning*; Damjan Osredkar®; Maja Kojovic*; Kinga Hadzsiev*®; Norbert Kovacs®®; Belén Pérez
Duefias*’; Maria Victoria Gonzalez Martinez?’; Silvia Jesis Maestre*®; Astrid Daniela Adarmes®?; Pablo Mir*é;
Elena Ojeda Lepe®; Marta Correa*®

[peacrtaBuTen Ha NaumneHTUTe:

Monika Benson??

1Aarhus University Hospital, Denmark; 2Amsterdam UMC - Amsterdam University Medical Center, Netherlands; 3A0U - Federico Il University
Hospital, Naples, Italy; “AOU - University Hospital Padua, Italy; SAOU - University Hospital Pisa, Italy; ®AOU - University Hospital Siena, Italy;
7APHP - Reference Centre for Rare Diseases 'Neurogenetics', Pitié-Salpétrieére Hospital, Paris, France; 8Asturias Central University Hospital,
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Oviedo, Spain; °CHL - Luxembourg Hospital Center, Luxembourg; °Cyprus Institute of Neurology and Genetics, Egkomi, Cyprus; 1Eginitio
Hospital, National and Kapodistrian University of Athens, Greece; 12ePAG representative; 13Finland Consortium: University Hospitals in Oulu,
Tampere and Helsinki, Finland; *General University Hospital Prague, Czech Republic; *Gregorio Marafién General University Hospital,
Madrid, Spain; ®Hannover Medical School, Germany; 7Hospital Clinic Barcelona and Sant Joan de Déu Hospital, Barcelona, Spain; 18Institute
of Psychiatry and Neurology, Warsaw, Poland; 1°IRCCS - Foundation of the Carlo Besta Neurological Institute, Milan, Italy; 22IRCCS - Humanitas
Clinical Institute of Rozzano, Milan, Italy; 21IRCCS - Institute of Neurological Sciences of Bologna, Italy; 22Irish Consortium: Tallaght University
Hospital and Children's Health Ireland; 23La Paz University Hospital, Madrid, Spain; 2*Ludwig Maximilian University Hospital, Munich,
Germany; ZMaastricht University Medical Center, Netherlands; 26Medical University Innsbruck, Austria; 2’Pauls Stradins Clinical University
Hospital, Riga, Latvia; 28Pediatric Hospital Bambino Gesl, Rome, Italy; 2°Radboud University Medical Centre, Nijmegen, Netherlands; 3°RWTH
- University Hospital Aachen, Germany; 31San Carlos Clinical Hospital, Madrid, Spain; 32Semmelweis University, Budapest, Hungary; 33St.
Anne’s University Hospital Brno, Czech Republic; 34St. Naum University Neurological Hospital, Sofia, Bulgaria; 3°Szent-Gyorgyi Albert Medical
Center, Szeged, Hungary; 3Tartu University Hospital, Estonia; 3’University Hospital Bonn, Germany; 38University Hospital Center Zagreb,
Croatia; 3University Hospital in Krakow, Poland; 4%University Hospital Schleswig-Holstein, Lilbeck, Germany; 4'University Hospital Tiibingen,
Germany; “2University Hospital Ulm, Germany; #3University Hospital Wurzburg, Germany; “*University Medical Center Groningen,
Netherlands; #*University Medical Centre Ljubljana, Slovenia; *University of Pécs, Hungary; 4’Vall d'Hebron University Hospital, Barcelona,
Spain; 48Virgen del Rocio University Hospital, Sevilla, Spain

[Mpouec Ha oaobpaBaHe:

e Cobrnacue 3a ogobpsiBaHe Ha AOKYMEHTa OT LanaTa rpyna no 3abonasaHuATa - 18.06.2019 r.
e (Cbrnacue 3a npepasrnexkjaHe Ha AOKYMEHTA OT UfAnaTa rpyna no 3abonssanua - 16.12.2024 r.

BPBb3KA KbM OPUTMHAJNTHATA NYBJNIUKALUUSA

Darling A, Tello C, Marti MJ, Garrido C, Aguilera-Albesa S, Tomds Vila M, Gastén |, Madruga M, Gonzalez
Gutiérrez L, Ramos Lizana J, Pujol M, Gavildn Iglesias T, Tustin K, Lin JP, Zorzi G, Nardocci N, Martorell L, Lorenzo
Sanz G, Gutiérrez F, Garcia PJ, Vela L, Hernandez Lahoz C, Ortigoza Escobar JD, Marti Sanchez L, Moreira F,
Coelho M, Correia Guedes L, Castro Caldas A, Ferreira J, Pires P, Costa C, Rego P, Magalhdes M, Stamelou M,
Cuadras Palleja D, Rodriguez-Blazquez C, Martinez-Martin P, Lupo V, Stefanis L, Pons R, Espinds C, Temudo T,
Pérez Duenas B. (2017) KnMHMYHA cKana 3a OLLeHKa Ha HeBpoJereHepaLUmsaTa, CBbpP3aHa C MaHTOTeHaT KMHa3a:
MunoTtHo npoy4ysaHe. Mov Disord. 32(11):1620-1630
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