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KOMUCUA

Bogewo gevicteue Ha EC B noMoLy \j

Ha NaLMeHTnN C peaKu, cnaﬁgaﬁ(»‘
pa3npoCcTpaHeHn U CNI0MHU

KakBo npeacraBnABaT eBponeucKuTe
pedepeHTHU Mpexu (EPM)?

Cb3pageHu cbrnacHo OupektnBa 2011/24/EC oTHOCHO
npasaTa Ha NauueHTUTe Npu TpaHCrpaHUYHO 34paBHO
obcny:KBaHe, eBponenckute pepepeHTHU Mpexu (EPM)
npeAcTaBnsABaT BUPTYAsSIHU MPEXKU Ha A0CTaBUMLM HA
3apaBHO 06cnyBaHe, yctaHoBeHU B EBponelickua cbio3 (EC)
1 HopBerus u cneunanusmpaHu B 1e4eHUeTo Ha NaumeHTH C
peaku, cnabo pasnpocTpaHeHU U C/I0XKHU 3abonABaHuA.

EBponeiickute pedepeHTHU Mpexu obeguHABAT 3HAHUA
M eKcrnepTeH ONUT M OKasBaT MoAKpena Ha OTAefHUTE
3ApaBHM CMeLManucTy B CTpeMeXka UM Aa NpeaoCTaBAT No-
TOYHA AMArHOCTMKA U Aa npunarat Haii-go6poTo HanUUHO
fNeuyeHue.

o/_o ¢—='

MocpeacTsBoM cneumanHa 3awmrteHa UT
nnatpopma exkmn eBpOrenckn ekcnepTm

Hag 6 000 pepku B EC pagKo 3abonasaHe e MOMe Aa pasremaa MeamLyHCKM
3a601ABaHUA sacaraT 3abonABaHe, KOeTo 3acAra cnydvam, b6e3 ga e HeobxoaAMMo
BCEKMAHeBMeTo Ha 61130 36 no-manko ot 5 Ha 10 000 naumeHTUTe Aa Hanyckat cobcTeeHaTa cm

MunmnoHa gywm B EC. AywWwn. Abprasa.

MbTyBa 3HaHMeTO, a He
nayneHTbT.



https://eur-lex.europa.eu/legal-content/BG/TXT/?uri=celex:32011L0024
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_bg
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_bg

EBponeicKkuTe pedpepeHTHU Mpexu:

o pasriexgat MHAMBUAYANIHU CAyYaMu Ha naumeHTM (noseue oT 3 800 [0 MOMEHTA), KaTo NPOBeXAAT BUPTYaHU
06CHXOaHMA MY eKcnepTy, paboTeLum 3a A0CTaBUMLUM Ha 34PaBHO 06C/yMKBaHe, C MoMoLTa Ha puHaHcMpaHa ot
EBponerickaTa KoMmMcuA creumanya 3awmrteHa UT nnatpopMa. EKcneptute 06ChHaaT KAMHUYHM Cydan, 3a Aa NocTUrHaT
Cbrnacme 0THOCHO AMarHo3ara v fieyeHneTo.

e pa3paboTBaT HACOKM 3a K/AMHUUYHU NPAKTUKU U APYrA UHCTPYMEHTH, MOANOMAralyy B3eMaHeTo Ha KJAMHUYHO
pelueHMe 3a KOHKPETHO pAAKo 3abonaBaHe, € Uen Aa ce NpeaocTaBAT HANBTCTBUA HA KMHUUYHUTE
crneumManmucTi, KakTo U KypcoBe 3a obyueHne Ha AOCTaBYMLM HA 3A4paBHO obcny)KBaHe.

» ynecHABaT pa6oTaTta B MpeXa M NpoBe)XAaHeTo HA MAWA6HU KAMHMYHU NPOYYBAHUA, KOMTO NpW APYrU
06cToATeNCTBa 61Xa BUAN HEBB3MOMHM, KaTo Cbbupat AaHHW oT uenma EC ¢ uen no-gobpo pasbupaHe Ha peakmTe u
CIOXHUTE 3a60/1ABaHMA M OKa3BaHe Ha NoMoLl, B pa3paboTBaHeTo Ha SeyeHms.

. pa3pa60'rBa'r U NoAADBPXKAT PerucTpu Ha pegkurte 3abonaBaHusa c AaHHUTEe Ha Haco4yeHUTe KbM TAX NauneHTwn.

* MPUMBAMYAT 3a yYacTUe NaLMeHTUTe NMocpeaCcTBOM eBPOMEenCcKM Mpynv 3a 3alymMTa Ha npasaTa MM, NOCTABAMKM TaKa
npob6neMuTe UM B LeHTbpa Ha AeiHOCTUTe HA EPM.

24-1e EPM bnaxa
Ccb3gageHu npes 2017 r.
1 obxsaLaT Hag 900
cneuvanusnpanHmn
KNMHWYHM LUeHTbPa,
pasnosioXKeHn B noseve
oT 300 60nHMLM B 26
ObpKaBM YNeHKMN.

Mpe3 2024 r. Te
obxsawar 1 619

Cb3pageHuTe o cneunanusvpaHun
MoMeHTa 24 EPM KAMHWYHM LIeHTbPa,
obxBaLlaT MHOMO pas3nonoXeHn B

peaku 3abonABaHus, 382 6onHULM BBB
BK/IIOYUTENHO peaKkum BCUYKMTE 27 Obprasu
3abonABaHnA Ha O O O O uneHKkm 1 B Hopserua.
KOCTWTE, peaku

BMAOBE paK, peaku

3abonABaHNA Ha

eHAOKpMHHaTa c1McTemMa,

peaKun HEeBPOMOrMYHN

1N HEBPOMYCKY/HU

3a60/1ABaHNA 1 MHOMO

apyrw.

Kak ce ogobpaBart u oueHasar EPM?

3a Aa ce npucbeamHAT KbM EPM, gocTtaBunumTe Ha 34paBHO 06CyKBaHe KaHauMaaTCcTBaT ceq oTnpaseHa oT EBponerickaTa
KOMMUCKA NOKaHa, a 3aABNEeHNETO MM Ce OLieHABa OT He3aBucuM oleHuTen (HO), KoiTo 13roTea Aoknag 3a CbeeTa Ha
abpsaBuTe yneHkn (COY).

COM pewasa ganv ga 04obpu gageHo npeanoxeHune 3a Cb34aBaHe Ha Mpexa M CbOTBETHUTE 3asB/IeHNA 3a YNeHCTBO.

EPM npemunHaBat nepmoamyHa oueHKa. MbpBUAT KPbl BbHLUHO OLeHABaHe bewe npe3 2022 r., neT roanHn cneg
Cb3gaBaHeTo Ha 24-Te EPM c TexHuTe 836 uneHoBe. Pe3yntatute nokasaxa, 4ye 100 % ot EPM n 88 % oT uneHoBeTe UM
ca NoCTUrHanM ,3aA0BoNUTENHN" pe3ynTaTi. Manka yacT oT uneHoseTe (8 %) nMaxa Hyaa oT nogobpeHue, a 4 % oT
uneHcTBaTa b6sxa npekpaTeHW. PesyntaTmTe OT oueHKaTta NoTBbpKAaear, Ye EPM ca eBponeicku npuMep 3a ycrnex n ye u
3aHanpeg e NpoabXKaT Aa 6baaT MOLLEeH MHCTPYMEHT B TbPCEHeTO Ha HauMHK 3a cnpaBsHe C peakuTe 3abonABaHmA.


https://health.ec.europa.eu/rare-diseases-and-european-reference-networks/european-reference-networks/governance-structure_en
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks/european-reference-networks/governance-structure_en

EPM TpAa6sa:
&

(VM
na 6baart HacoueHW KbM A -

nauneHTa 1 pbKoBogeHU OT
KIMHWYHKU Ccneumnanmnctun

S,

v =
v =

VR
=
Aa nognexar Ha Cepuro3Ha,
He3aBMCHMMa oueHKa /
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[a nony4yar nogkpenara
M 04obpeHneTo Ha
HaUMOHaIHUTE opraHu

@ Kak EC nogkpena EPM?

KoMucrATa nHBeCTMpa CepmosHo B MO-HATaTbLIHOTO yKpenBaHe Ha EPM. B gonbaHeHWe KbM dMHAHCUMPAHETO,
KOeTOo e npeAocTaBAna Npes npeaxoaHuTe roavHn, Kommcnata npegnara HoBW AMPEKTHU 6e3Bb3Me3aHM
CpeacTBa Ha CTOMHOCT 77 MMAMOHA eBPO 3a KOHCONMAMPAHETO Ha Te3n MpeXuM Npes cnegsalumTe rognHu (4o
30 centemBpun 2027 r.).

OcseH ToBa KoMncmATa npegocTasa owe 15 MmvnmnoHa espo (06wo 18 MMamnoHa) Ype3 CbBMEeCTHO AeNCTBUE 3a
MHTerpmvpaHe Ha EPM B HaumoHanHuTe 34paBHU CUCTEMM.

YO Mone3Hu BpBb3KMK

bpowypa Ha
EPM (Cnyx6a 3a

nyénvkaumm Ha EC,
2023 r)

EBponencku
pedepeHTHU Mpexun

(yebcanT Europa)



https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_bg
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_bg
https://op.europa.eu/bg/publication-detail/-/publication/cc54431e-77a4-11ee-99ba-01aa75ed71a1
https://op.europa.eu/bg/publication-detail/-/publication/cc54431e-77a4-11ee-99ba-01aa75ed71a1
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