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BbBEJAEHWE B EBPONENCKATA PEOEPEHTHA MPEXXA 3A PEJKMU

BOJIECTU HEBPOJIOTM4YHU 3ABOJIABAHNSA (ERN-RND)

ERN-RND e eBponeicka pedepeHTHa Mmperka, cb3gaaeHa n ogobpeHa ot EBponeickus cbio3. ERN-RND e
34paBHa MHPACTPYKTYpPa, KOATO ce POKycMpa BbPXY PeAKMTE HEBPONOTMYHM 3abonsasaHus (PH3). Tpute
OCHOBHM cTbnba Ha ERN-RND ca: (i) mperka OT eKcnepTM M eKcnepTHW LeHTpoBe, (ii) reHepupaHe,
obeanHsaBaHe U pasnpocTpaHeHne Ha 3HaHusA 3a PHP u (iii) npunaraHe Ha enekTPOHHO 34paBeonasBaHe,
33 1a MOXKe eKcnepTM3aTta 4a NbTyBa BMECTO NauMeHTUTe U cemelcTBaTa.

ERN-RND obeauHsBa 32 oT BOAeLLUTE eKCnepTHU LeHTpoBe B EBpona, Kakto 1 10 acoummnpaHm napTHbopU
B 20 AbpXKaABM-YIEHKN U BK/IOYBA U3KAOUYUTENIHO aKTUBHM MAUMEHTCKM opraHmsauunun. LleHTpoBeTe ce
HamupaT B ABcTpua, benrua, bbarapua, N'epmanuna, anua, EctoHna, Ucnanna, Utanma, latena, JIntea,
Jiokcembypr, Manta, ObegmHeHoTO KpanctsBo, Monwa, CnoseHusa, YHrapua, PuHnanansa, PpaHums,
XonaHaua n Yexma.

Cnepnute rpynu 3abonasaHus ca ob6xsaHaTn oT ERN-RND:

e ATaKCMM M HacNeaCTBEHM CNACTUYHM Napaniermm

e ATUNNYEH NAPKMHCOHM3BM U reHeTUYHa 6onect Ha MapKMUHCOH

e [IMCTOHMA, NAPOKCU3MATHN AUCTOHUN N CUHAPOM Ha HEBPOZEreHpaLUA C HaTPYNBaHe Ha KenAa3o
B MO3bKa

e (dpoHTOTEMMOPANHA AEMEHLNA

o bonect Ha XbHTUHITBH U 4pYrvM BUAOBE XOopes

e JleBkoauctpodumn

KoHKpeTHa MHPOpMaUMA 33 MpexKaTa, eKCNepTHUTE LeHTpoBe U obxBaHaTUTe 3abonaBaHUA MoXKe Aa
6bae HamepeHa Ha yebcaliTa Ha mpeXkaTa www.ern-rnd.eu.

MpenopvKa 3a KnuHU4YHa ynompeé6a:

Esponelickama pegepeHmHa mpexa 3a peoKu Hesposao2u4yHU 3abonseaHus
HacmosmesiHoO rnpenopvYea U3nosa3eaHemo Ha c/1e0HUSA mepanesmuyeH an20pUuMmsvm 3a
OKaNHA U 2eHepanu3uUpPaHa OUCMOHUS.

OTKA3A OT OTTOBOPHOCT

MpY KAMHUYHUTE NPENOPDBKN, NPENOPBKUTE 33 NEKAPCKM MPAKTUKK, CUCTEMATUYHUTE 0630pU U gpyrute
npenopbKK, KOUTO ce nybanKyBaT, NOAKPENAT UAM YMATO CTOMHOCT ce noTebp)Kaasa oT ERN-RND, ce
Kacae 3a OUEeHKa Ha aKTya/Ha Hay4yHa W KAWHMYHA MHPOpMaLMA, KOATO ce npenocTaBAa KaTo
npeanoxeHue 3a obyyeHue.

NHbopmaumsaTa (1) He TpabBa Aa ce Bb3NpuMema KaTo 0b6xBaLLalla BCMYKM NOAXOAALLM IEYEHUA U METOAM
3a rpua u He Tpsabea Aa ce nNpMema KaTo AeKnapaumsa 33 CTaHZapTa 33 eYeHne U rpuka; (2) He ce
aKTyann3Mpa HEMpPeKbCcHaTO M € Bb3MOXKHO A3 He OTpasABa Hali-HOBWUTE NO3HaHMA (OT M3rOTBAHETO Ha
Tasn MHPopMaumMa U HEMHOTO Ny6IMKYBaHe pecn. NPOYMTAHE MOXKeE Aa ce e NoABMAA HOBA TakaBa); (3) ce
OTHacA camo 3a cneumdMyHO NocoyeHuTe BbMpoOcH; (4) He NpeacTaBnABa NpPenopbKa 3a onpeaesieHa
MeAMLMHCKa rpuKa; (5) He 3amecTBa HE3aBUCMMOTO NPOGECMOHANHO MHEHME HA NIEKYBALLMA NEKAP, Tbi
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KaToO He B3ema NoJg BHMMaHWE WHAUBUAYANHUTE PA3NMuMAa MeXay OTAeNHUTe naumeHTu. Bve BCeku
CAyYyail nNeKyBalWMAT nekap TpaAbBa Aa npoueampa WMHAMBMAYANHO CbC CbOTBETHMA MNALMEHT.
M3non3saHeTo Ha MHPOpMaLMATa e AobpoBosHo. UHPopmaumaTa ce npepoctass oT ERN-RND Kakto e u
ERN-RND He gaBa M3pUYHA UAM Mb/MaAMBA rapaHuUMA NO OTHOLWEHWE Ha Ta3n uHpopmauma. ERN-RND
M3PUYHO OTXBBP/SIA AABAHETO Ha BCAKAKBA rapaHuMA 33 Ba/IMAHOCT 33 NPUNOXKEHME U BaNNMAHOCT 3a
onpeaeneHa ynotpeba nnm onpeaeneHa uen. ERN-RND He noema oTroBOPHOCT 3a TeNIeCHU nospean nim
MaTepPUaHN LWETU, KOUTO NPOU3TUYAT OT M3MNOA3BAHETO HA Ta3n MHPOPMALMA NN Ca BbB BPb3Ka C Hed,
KaKTO M 3a FpeLKkn nam nponycku.

TepaneBTUYHUAT aNropuTbM 3a GOKaNHA U reHepanusMpaHa AUCTOHMA e opobpeH oT lpynata no
3abonaBaHMA, CBbP3aHN C ANCTOHMA, NAPOKCU3ManHKM pasctpoiictea u NBIA Ha ERN-RND.

pyna 6onectn 3a AMCTOHMUA, NAPOKCM3MaAHO pa3cTponcTeo 1 NBIA:
KoopauHatopu Ha rpynute no 6onecrtu:

Tobuac baymep? , benen Mepec AyeHac?! , AxosaHa 3op3nt!

YneHoBe Ha rpynarta no 6onecru:

Alberto Albanese!, Enrico Bertini* ; Kailash Bhatia® ; Elena Chorbadgieva® ; Yaroslau Compta’ ; Adrian
Danek?; Alejandra Darling” ; Tom de Koning®; Marina de Koning-Tijssen® ; Malgorazate Dec-Cwiek® ; Maria
Teresa Dottil® ; Petr Dusek?® , Antonio Eliall ; Antonio Federicol® ; Dusan Flisar'? ; Thomas Gasser®3 ;
Kathrin Grundmann?'? ; Kinga Hadzsiev!* ; Petra Havrankova?® , Robert Jech?® , Christine Klein®> ; Jiri
Klempir'® ; Thomas Klopstock? , Maja Kojovicl’ ; Norbert Kovacs'4 ; Bernhard Landwehrmeier® ; Ebba
Lohmann?®? ; Katja Lohmann?®>, Sebastian Lons'®> ; Maria Jose Marti’ ; Maria Judit Molnar'® ; Alexander
Miinchau®® ; Juan Dario Ortigoza Escobar’ ; Damjan Osredkar!? ; Sebastian Paus?® ; Bart Post?? ; Evien
RUZi¢ka?® ; Susanne A. Schneider? ; Sinem Tunc?® ; Marie Vidailhet? , Michel Willemsen?2

MpepcraButen Ha NnauneHTUTE:

Mapek Mapkosuy, AHC 18Plus, l’epmaHus

1IRCCS Clinical Institute Humanitas - Rozzano, WUtanus;2 Klinikum der Universitat Minchen, Frepmanusa;? Assistance Publique - Hopitaux de
Paris, Hopital Pitié-Salepétriére, ®paHuma: PedepeHTeH LeHTbP 3a peakn 6onectn "HesporeHeTuka";* MegumatpuyHa 6onHuua Bambino
Gesu, Pum, Utanus;® University College London Hospitals NHS Foundation Trust, O6eaMHeHOTO KpasicTeo;® YHMBEpPCUTETCKA HEBPOJIOTUYHA
60nHuua "C. Haym" Codusa, Bbarapuma;’ Hospital Clinic i Provincial de Barcelona y Hospital de Sant Joan de Déu, Ucnanua;® YHuBepcUTeTCKM
MeAULMHCKMN LeHTbp MpoHuHreH, Huaepnanams; ° YHusepcuTetcka 6oaHmua B Kpakos, Nonwa;1% AOY Cuena, Utanus; 1doHgauma IRCCS
HeBpoaorMyeH MHCTMTYT Kapno Becta - MunaHo, Utanus;2 YHUBEPCUTETCKM MeAMUMHCKM LeHTbp SllobnsHa, ChoseHua;'3 YHnBepcuTeTcKa
KAMHUKa TobuHreH, epmanua;* YHusepcutet MMed, YHrapusa;l® YHusepcuTeTcKa KamHuka LUnessur-XonwaiH, Fepmanua; 6General
University Hospital in Prague, Yewka peny6auka;l’ University Medical Centre Ljubljana, Cnosexusa;8 Universitatsklinikum Ulm, Frepmanus;1®
Semmelweis University, YHrapua;2 Universitdtsklinikum Bonn, Fepmanua;2l Hospital Universitari Vall d'Hebron, Wcnawua;2? Stichting
Katholieke Universiteit, doing business as Radboud University Medical Center Nijmegen, Huaepnanaua;2 Motol University Hospital, Yewka
penybivKa

Mpouec Ha ogobpaBaHe:

e Cobrnacue 3a ogobpasaHe Ha OKYMEHTA OT uanaTa rpyna no 3abonssaHmaTa - 18.06.2019 r.
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