L A [N
o3\ European
0. Reference

0.: o' Networks

@ Coordinator

HACOKM HA EFNS 3A
ONATHOCTURA U TEHEHUNE HA
MbPBNYHU AUCTOHUN

EUROPEAN JOURNAL OF NEUROLOGY 2011, 18:5-18

EUROPEAN REFERENCE NETWORKS
FOR RARE, LOW PREVALENCE AND COMPLEX DISEASES

Share. Care. Cure.

My6nnkysaHo ot ERN-RND: centemspu 2019




3, European
Reference

European
v Reference

Network
Networks

OTKas ot OTroBOPHOCT:

"MopgKpenaTta Ha EBponeickata KOMMCMA 33 M34aBAaHETO Ha Tasu nybaMKauma He npeacTaBnsBa
of0bpeHne Ha CbabPXKAHNETO, KOETO OTPa3ABa eANHCTBEHO Bb3rneamTe Ha aBTopuTe, U KomucmaTa He
HOCM OTrOBOPHOCT 3a M3M0NA3BAaHETO HA CbAbpKalWlaTa ce B Hes MHpopmauyma."

MoBeye MHPOpMaLMa 3a EBponeickua cbio3 e 4ocTbrHa B MHTepHeT (http://europa.eu).
Nokcembypr: Cnyxkba 3a nybamMkauum Ha EBponeickus cbios, 2019 T.
© Eponelicku cbtos, 2019

B'b3I'IpOM3Be)K,EI,aHETO € paspeLlleHo, npu ycnosne 4e ce NnOCOYN U3TOHYHUKDT.
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BbBEJAEHWE B EBPONENCKATA PEOEPEHTHA MPEXA 3A

PEAKN HEBPOJIOTMYHU 3ABOJIABAHUA (ERN-RND)

ERN-RND e eBponeicka pedepeHTHa mperka, cb3gaaeHa n ogobpeHa ot EBponeickus cbio3. ERN-RND e
34paBHa MHPACTPYKTYpPa, KOATO ce POoKycMpa BbPXY PeAKMTE HEBPOAOTMYHM 3abonsasaHus (PH3). Tpute
OCHOBHM cTbnba Ha ERN-RND ca: (i) mperka OT eKcnepTM M eKCnepTHW LeHTpoBe, (ii) reHepupaHe,
obeanHsaBaHe U pa3npocTpaHeHne Ha 3HaHusA 3a PHP u (iii) npunaraHe Ha enekTPOHHO 34paBeonasBaHe,
33 1a MOXKe eKcnepTM3aTta 4a NbTyBa BMECTO NauMeHTUTe U cemelcTBaTa.

ERN-RND o6eanHaBa 64 oT BOAELLNTE eKCNEPTHU LeHTpoBe B EBpona, KakTo 1 4 acounmpaHmn NapTHbOPKU
B 24 AbpXKABM-YNEHKU U BKAKOYBA U3KNOUYUTENHO aKTMBHM MaUMEHTCKM opraHmsauunun. LleHTpoBseTe ce
Hamupat B ABCTpuA, benruns, bbarapua, Xvpsatua, Kunbp, Yewkata penybauka, OaHua, ECTOHMA,
®uHnangma, ®paHums, Fepmanua, Mpuma, YHrapua, Utanua, Nateua, Jiutea, Jliokcembypr, ManTa,
Huaepnanaua, Monwa, CnoseHuna, Ucnavma u Lseuuns.

CnepHute rpynu 3abonnasaHus ca obxsaHaTn oT ERN-RND:

e ATaKCMU M HacneACTBEHM CNACTUYHM Napanjiernm

e ATMNWYEH NAPKUHCOHU3BM M reHeTUYHa bonecT Ha [MapKUHCOH

e [INCTOHMA, NAPOKCM3MANHN ANCTOHUM M CUHAPOM Ha HEBPOAEreHpauma C HaTpyNBaHe Ha XKenaso
B MO3bKa

e @poHTOTEMNOpPANHA AeMeHUMA

e bonecTt Ha XbHTUHITBH M APYrK BUAOBE Xopes

e JleBKOAUCTpOGUM

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

YmevpxdaeaHe Ha cmoliHocmma:

Esponelickama pechepeHMHa Mmpexca 3a peOKU Heepono02uYyHuU 3a601568aHUA NTOMEbPOU
cmoliHocmma HA Mmoead PbKOoBOOCMBO Kamo Hal-006pa KAUHUYHA NPAKMUKa 3d
MbpeUYHU OUCMOHUU.

N3K/THOYBAHE HA OTTOBOPHOCT

MpW KAMHUYHUTE HAaCOKW, NPENOPBbKUTE 3a IEKAPCKM NPAKTUKM, CUCTEMHUTE 0630PHM PaboTun n gpyrute
HACOKM, KOUTO ce Nyb6/IMKyBaT, NOAKPENAT UM YMATO CTOMHOCT ce noTBbpKaaBa oT ERN-RND, ce Kacae 3a
OLleHKA Ha aKTya/Ha Hay4yHa WU KAMHWUYHA MHPOpPMaLMA, KOATO Ce NpenoCcTaBA KaTo NpeasioXKeHue 3a
obyueHue.

NHPopmaumaTa (1) He obxBalLa moxKe 6M BCUUYKM NOAXOLAM NEYEHUA U METOAM 33 0O6rpuKBaHe U He
TpAbBa Aa ce CMATA 33 KOHCTATaLUMA Ha CTaHAApPTa 3a 0brpukBaHe; (2) He ce akTyann3Mpa HenpeKkbCcHaTo
N e Bb3MOXHO [la He 0TPa3fABa Hal-HOBUTE MO3HAHMA (OT U3rOTBAHETO Ha Ta3n MHPOPMALMA N HEMHOTO
nybavKyBaHe pecn. NPOYUTAHE MOXKe [a ce e MoABMAa HoBa MHbopmauma); (3) ce oTHaca camo 3a
cneumdmyHo nocoveHuTe BbNpocK; (4) He NpeacTaBnABa NpeAnvcaHUe 3a onpefeneHo MeANUUHCKO
obcnyrkBaHe; (5) He 3amecTBa HE3aBUCMMOTO NPOPECUOHANHO peLleHMEe Ha NEKYBALLMA IeKap, Tbi KaTo
He B3ema NoJj, BHUMaHMEe UHAMBUAYANHUTE Pa3NMUUA MeXAY OTAeNHUTe NaunmeHTu. Bbe BCeKu caydan
NeKyBawWwmAT nekap Tpabea ga npoueanpa MHAMBUAYANHO CbC CbOTBETHMA NauMeHT. M3non3saHeTo Ha
nHoopmaumatTa e pobposonHo. WMHPopmaumata ce npepoctaBa oT ERN-RND Bb3 ocHOBa Ha
AencTeutenHoTo cbectosHme n ERN-RND He gaBa uM3puyHa UAM MbAYanMBa rapaHLmMa No OTHOLWEHWE Ha
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Tasn uHbopmauma. ERN-RND mM3pMYHO OTXBBbPAA [aBaHETO Ha BCAKAKBA rapaHuUMsa 3a FOAHOCT 33
NPWIOKEHME U TOAHOCT 3a onpeaeneHa ynotpeba nnm onpeaeneHa uen. ERN-RND He noema oTroBopHOCT

3a TesieCHU noBpeaun nam matepunanHu Wwetn, KOMTo NPponusTnHaT OT U3NON3BAHETO HA Ta3U MHd)OpMaLI,VIFl
MN Ca BbB BPb3Ka C HEA, KAKTO U 3a rpeLlKkn nam nponycku.

BPBb3KA KbM OPUITMHAJTHATA NYBJINKALUA

https://onlinelibrary.wiley.com/doi/full/10.1111/.1468-1331.2010.03042.x
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https://ec.europa.eu/health/ern en
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