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BbBEJAEHWE B EBPONENCKATA PEOEPEHTHA MPEXA 3A

PEAKN HEBPOJIOTMYHU 3ABOJIABAHUA (ERN-RND)

ERN-RND e eBponeiicka pedepeHTHa Mmpexa, cb3gageHa u ogobpeHa ot EBponeickma cbto3. ERN-RND e 3apaBHa
NMHPACTPYKTYPa, KOATO ce GpoKycupa BbpXy PeaKnTe HEBPOJIOrMUYHK 3abonsaBaHua (PH3). Tpute ocHoBHM cTbnba Ha ERN-RND
ca: (i) mpexka oT eKcnepTu U eKCNepTHU LEeHTPOBE, (ii) reHepnpaHe, obeguMHABaHE M Pa3NpoCTpaHeHne Ha 3HaHuA 3a PHP u (iii)
npunaraHe Ha eNIeKTPOHHO 34paBeonasBaHe, 3a 43 MOXKe eKCrnepTU3aTa 4a NbTyBa BMECTO NaLMeHTUTe U ceMeicTeaTa.

ERN-RND obeguHaBa 32 oT BogewnTe eKCcnepTHN LeHTposBe B EBpona, Kakto 1 10 acoummnpaHun naptHbopu B 20 AbpiKaBu-
YNEHKWU U BKKOYBA U3KJAKOUYMTENHO aKTUBHU MNALMEHTCKN OpraHm3aunm. LleHTposeTe ce Hamupat B ABcTpua, benrua, bvarapums,
Fepmanuna, OaHua, EctoHua, Ucnanua, Utanua, Nateua, Siutea, Jllokcembypr, Manta, ObeanHeHoTo Kpanctso, Monwa,
CnoBeHus, YHrapusa, ®uHnanans, PpaHuyma, XonaHaua n Yexms.

CnepgHuTe rpynu 3abonsasaHuaA ca o6xsaHaT oT ERN-RND:

e ATaKCMM UM HacnenCcTBEHW CNACTMYHM Napaniernm

e  ATUNMYEH NAPKUHCOHWU3BM M reHeTUYHa 6osecT Ha NMapKUHCOH

e  [IUCTOHMA, NAPOKCM3MAHU SUCTOHUN U CUHAPOM Ha HEBPOAEreHpaLMsa C HaTPYNBaHe Ha Keaa30 B MO3bKa
e OdpoHTOTEMMNOpPANHA AemeHLuUA

e bosiecT Ha XbHTUHITBH U ApYyrv BUAOBE Xopes

e JleBkoguctpodum

KoHKkpemHa uHpopmayus 3a Mpexcama, ekcriepmdume yeHmpose u obxeaHamume 3a60s1a8aHUA Moxce 0a 6v0e HamepeHa
Ha yebcalima Ha mpexcama www.ern-rnd.eu.

Mpenopvka 3a KnuHU4YHA ynompeba:

MoHacmosawem HAMA HAAUYHU HACOKU 30 sleYeHue Ha 2eHemuYyHU degheKmu, pasauyHu
om PKAN. Esponelickama peghepeHmMHa mpexca 3a peOKu Heepos102u4HU 3a601a6aHUA
HacmosamesHo npenopvy4yea 0d ce ciedsam yKasaHuama, 0adeHu e o63opHume
cmamuu no-0ony, 3a se4yeHuemo Ha 2eHemu4vHu oegeKkmu, pazauyHu om lNMKAH.

OTKA3A OT OTTOBOPHOCT

Mpy KAMHUYHUTE NPENOPBKU, NPENOPBKUTE 3a IEKAPCKU MPAKTUKKU, CUCTEMATUYHUTE 0630pU 1 ApYrUTE NPENOPBKU, KOUTO ce
nyb6aMKyBaT, NOAKPENAT UAN YMATO CTOMHOCT ce noTBbpaaBa oT ERN-RND, ce Kacae 3a oueHKa Ha aKTyasiHa HayyHa U
KAMHWMYHA MHGOPMaUMs, KOATO ce NpesoCcTaBs KaTo NpeanoKeHue 3a obyyeHue.

NHdopmaumsaTa (1) He TpabBa Aa ce Bb3NpMeMa KaTo 06XBalLlaLLa BCUYKM NOAXOAALLM JIeYEHUA U METOAM 3a FpUKa U He TpabBa
[a ce npyMema KaTo AeKaapaumsa 3a cTaHAapTa 3a IeYeHME U TPUKa; (2) He ce aKkTyamM3unpa HenmpeKbCHATO M € Bb3MOXKHO Aa He
OTpa3fBa Hall-HOBMTE NO3HaHMA (OT M3roTBAHETO Ha Ta3n MHPoPMaLMA U HEMHOTO NyBMKyBaHe pecn. NpoYynTaHe MOXe aa ce
e nosABMna HoBa TaKaBa); (3) ce oTHaca camo 3a crneuMduUYHO MocoyeHUTe BbMPOCcK; (4) He npeacTaBnsBa NpPenopbka 3a
onpegeneHa meguuUMHCKa rpua; (5) He 3amecTBa HE3aBUCMMOTO NPOPECMOHANIHO MHEHWE Ha IEKYBALLMA NIeKap, Tbil KaTo He
B3eMa Noj, BHUMaHWEe MHAMBUAYANHUTE Pa3NuMNA MeXAY OTAENHUTE NauMeHTU. BbB BCeKM cayyalt eKkyBalUAT nekap Tpabea
Ja npoueampa UHAMBUAYAHO CbC CbOTBETHUA NauneHT. M3non3BaHeTo Ha MHGopMauuaTa e sobposonHo. UHbopmauuaTa ce
npegoctaBa oT ERN-RND KakTo e un ERN-RND He aaBa M3puyHa UAM MbYaIMBa FrapaHLLMA MO OTHOLWEHWE Ha Ta3u MHGopmaums.
ERN-RND n3pMyHO OTXBbPAA AaBaHETO Ha BCAKAKBa rapaHuUMA 3a Ba/MAHOCT 3@ NPU/IOKEHME N BaNIMAHOCT 32 onpeseneHa
ynotpeba mnnm onpegeneHa uen. ERN-RND He noema OTroBOPHOCT 3a Te/NeCHW NoBpeau WUAM MaTepUanHU LWETU, KOUTO
NPOM3TMYAT OT M3MO3BAHETO Ha Ta3n MHOOPMALMA MK Ca BbB BPb3Ka C HEA, KaKTO U 3a MPeLLKM Uau NPONYCKHU.
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METOAOJIOInNA

OpobpeHneTo Ha 0630pHUTE CTATMM 3@ TeHeTUYHN aedeKTn, pasnmyHu ot PKAN, e HanpaseHo oT rpynaTa
no 6onectn 3a AUCTOHUA, NAPOKCU3ManHu pasctporictea n NBIA Ha ERN-RND.

pyna 6onectn 3a AUCTOHNA, NaPOKCU3ManHN pa3cTpoicTea 1 NBIA:
KoopauHatopu Ha rpynute no 6onectu:

Tobuac baymep? , benen Mepec AyeHac?! , AxosaHa 3op3n'!

UYneHose Ha rpynata no 6onectu:

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 Federico!® ; Dusan Flisar'? ; Thomas Gasser®3 ;
Kathrin Grundmann?'? ; Kinga Hadzsiev!* ; Petra Havrankovd?® , Robert Jech?® , Christine Klein®> ; Jiri
Klempir'® ; Thomas Klopstock? , Maja Kojovic'’ ; 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, FfepmanHus

1 |RCCS Clinical Institute Humanitas - Rozzano, Utanus;? Klinikum der Universitdt Miinchen, FrepmaHus;3 Assistance Publique-Hbpitaux de
Paris, Hopital Pitié- Salepétriere, ®paHuun: PedepeHTeH LeHTbp 3a peaku 6onectn "HesporeHeTuka";* MeguaTtpmuHa 6oaHMLa Bambino
GesU, Pum, Utanus;® University College London Hospitals NHS Foundation Trust, O6eaMHeHOTO KpanicTeo;® YHMBEepCUTETCKA HEBPOJIOTUYHA
60sHMUa "CB. Haym" Codun, Bbarapms;’ Hospital Clinic i Provincial de Barcelona y Hospital de Sant Joande Déu, UcnaHus;8 YHuBepcUteTcku
MeAULMHCKMN LeHTbp MpoHuHreH, HuagepnaHaus;® YuusepcuteTcka 6onHuLa B Kpakos, Moawa;® AOY CueHa, Utanus;! dongaumsa IRCCS
HeBponormyeH uHCTUTYT Kapno bBecta - MwunaHo, WTanus;12 YHUBEPCUTETCKM MeEAUUMHCKM UeHTbp JliobnaHa, CnoseHus;3
Universitatsklinikum Tibingen, Fepmanua;* Yuusepcutet MNey, YHrapus;> Universitatsklinikum Schleswig-Holstein, Frepmanus; 16 General
University Hospital in Prague, Yexua;” University Medical Centre Ljubljana, Cnosenus; 8 Universitatsklinikum Ulm, Fepmanus;1® Semmelweis
University, YHrapusa;2® Universitdtsklinikum Bonn, Fepmanus;?! Hospital Universitari Vall d'Hebron, Wcnanua;22 Stichting Katholieke
Universiteit, geicreawy kKato Radboud University Medical Center Nijmegen, Huaepnanaus; 23 Motol University Hospital, Yexua

Mpouec Ha ogobpsBaHe:

- Cbrnacue 3a oaobpaBaHe Ha AOKYMEHTUTE OT UAnaTa rpyna no 6onectra - 16.06.2020 .
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- PLA2G6-Associated Neurodegeneration. Allison Gregory, Manju A Kurian, Eamonn R Mabher,
Penelope Hogarth, Susan J Hayflick, Margaret P Adam, Holly H Ardinger, Roberta A Pagon, Stephanie
E Wallace, Lora JH Bean, Karen Stephens, Anne Amemiya, editors. In: GeneReviews® [Internet].
Seattle (WA): University of Washington, Seattle; 1993—2020. 2008 Jun 19 [updated 2017 Mar 23].

- Mitochondrial Membrane Protein-Associated Neurodegeneration. Allison Gregory , Monika Hartig
, Holger Prokisch, Tomasz Kmiec, Penelope Hogarth, Susan J Hayflick, Margaret P Adam, Holly H
Ardinger, Roberta A Pagon, Stephanie E Wallace, Lora JH Bean, Karen Stephens, Anne Amemiya,
editors. In: GeneReviews® [Internet]. Seattle (WA): University of Washington, Seattle; 1993-2020.
2014 Feb 27 (Update 2021 Mar 4).

- Beta-Propeller Protein-Associated Neurodegeneration. Allison Gregory, Manju A Kurian, Tobias
Haack, Susan J Hayflick, Penelope Hogarth, Margaret P Adam, Holly H Ardinger, Roberta A Pagon,
Stephanie E Wallace, Lora JH Bean, Karen Stephens, Anne Amemiya, editors. In: GeneReviews®
[Internet]. Seattle (WA): University of Washington, Seattle; 1993—2020. 2017 Feb 16.

MNopaau pa3r|ope,a,6MTe 3a 3alunNTa HA MHTENEKTYya/1IHaTa COBCTBEHOCT He e M03BO/IEHO Aa oTne4vyatame
,CI,GVICTBMTGJTHVIH TEPANEBTUYEH aNTOPUTBM B TO3U AOKYMEHT.
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