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Bogewo gevicrtesme Ha EC B noMoll

Ha nauueHTU C peaKu, cnabo

pasnpocTpaHeHu 1 CA0XHU 3abons

KakBo npeacraBnABaT eBponeucKuTe
pedepeHTHU Mpexu (EPM)?

Cb3pageHu cbrnacHo OupektnBa 2011/24/EC oTHOCHO
npasaTa Ha NauueHTUTe Npu TpaHCrpaHUYHO 34paBHO
obcny:xBaHe, 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.

/0

Hag 6 000 pepku B EC pagKo 3abonasaHe e
3a60NABAHUA 3acArar 3abonABaHe, KoeTo 3acara
BCEKMOHEBMETO Ha 6130 36 no-manko ot 5 Ha 10 000

MuanoHa aywm s EC. AyWn.

MocpeacTsBoM cneumanHa 3awmrteHa UT
nnatpopma exkmn eBpPOMenckn ekcrnepTm
MOMe Aa pasrnexaa MeauumHCKN
cnydvam, 6e3 ga e HeobxoaAMMo
naumeHTUTe Aa Hanyckat cobcTeeHaTa cm
ObpraBa.

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:

e pasrnexpaTt MHAMBUAYa/IHU Cy4au Ha nauueHTH (nosedye oT 3 800 40 MOMEHTa), KaTo NpoBexaat
BUPTYanHW 06CkbHAaHNA MEXAY EKCNepTH, paboTeLum 3a 40CTaBYMUM Ha 34paBHO 0b6CyXKBaHe, C noMoLTa
e Ha ¢ouHaHcupaHa oT EBponenickaTa KommcmaA cneumanda awmteHa UT nnatdopma. EkcnepTtuTe obcbraat
KNMHWYHK Crlydaum, 3@ Aa NocTUrHaT CbriacmMe 0THOCHO AvarHo3aTa W fle4eHneTo.

* pa3paboTBaT HACOKM 3a KIMHUYHU NPAKTUKMN U APYrU MHCTPYMEHTH, NognoMaraiyy B3eMaHeTo
HA KAMHUYHO pelueHMe 3a KOHKPeTHO pAAKo 3abonfaBaHe, € Uen Aga ce NpefoCTaBAT HANbTCTBUA
HA KAMHUYHUTE CMEeLUasNIMCTH, KAaKTo U KypcoBe 3a obyueHne Ha AOCTaBYMLM HA 34paBHO
o6cnyxxBaHe.

e yniecHABAT paboTaTa B MpeXa U NpoBeXAaHeTo Ha MawabHN KNAMHUYHU NPOYyYBaHUA, KOWTO
npv Apyrm obcToATencTsa bmxa bmnm HEBB3IMOXKHM, KaTo CbbupaT AaHHKM oT uenmsa EC ¢ uen no-gobpo
pasbupaHe Ha peaknTe U CIOKHWUTE 3a601ABaHMA M OKa3BaHe Ha NMoMoLl B pa3paboTBaHETO Ha fieyeHus.

. pa3pa601'Ba'r U noaabvpXaT perucTtpu Ha pegKkuTe 3abonABaHmA c AaHHUTE HA HaCoYeHUTe KbM TAX
nauneHTun.

* MpUuB/AMYAT 3a yyacTue nalymueHTuTe nocpencrsom EBpOI'IeVICKVI rpynu 3a 3alinTta Ha npaBata UM,
NMOCTABAUKU TaKa HPOGHEMMTE UM B LlEHTDBbpa Ha AEﬁHOCTMTe Ha EPM.

@ JNIEYEHUE

KOHKPETHA EPM

Cb3pageHuTe Ao 24-1e EPM bAaxa
MomMeHTa 24 EPM cb3gagexu npes 2017 r.
06XBaLLaT MHOMO MALUMEHTU v obxBawar Hag 900
peaku 3abonaBaHus, cneuvanmsnpanHmn
BK/OUUTENHO PeaKM HALIMOHAJTHA KIIMHWYHM LIEHTBPA,
3abonABaHMA Ha OOCTABYMLUN pa3MonoKeHW B nosede
KOCTUTE, peaKku HA 3[IPABHO o1 300 60nHMUM B 26
OBCHVHBAHE
EeHAOKpUHHATa cnMcTema, O O O O Mpe3 2024 r. Te
pe KU HeBPOIOrUHM KNUHUYHN  HAYYHU FEHEPUPAHE U OBYYEHUE U obxBawar 1 619
1 HEBPOMYCKY/HU HACOKM N3CNEABAHUA CNOOENAHE HA  ENNEKTPOHHO CcreumManvavpani
33607HBAHVA 1 MHOFO M MHOBALUU OOKA3ATE/ICTBA OBPA30BAHUE KNMHWAYHM LIeHTBPA,
apyru. pasnosioXeHn B
382 60NHMLM BbB
BCUYKMTE 27 ObpraBu
YneHku 1 B Hopeerus.

On Kak naumeHTUTEe nonyuyasart gocton o EPM?

C NMCMEeHOTO Cbriacme Ha NauMeHTUTE M B CbOTBETCTBME C NMpaBwunaTta Ha HaumoHanHarta 3gpaBHa cucteMa
TeXHUAT AO0CTAaBUMK HA 34paBHO 06CyKBaHe MOXKe Aa NpeACcTaBu cayvyauTe UM Npef CbOTBETHUA
uneH Ha EPM B gbprkaBsara, 3a Aa nosyym KOHCYNTauum 0THOCHO AMarHoCTUUMPAHETO MW NIeYeHNETO.

_@QI Kak goctaBunMuymTe Ha 34paBHO 06cnyKBaHe MoraT fia Y/IeCHAT
BUpPTyasiHuTe 06CcbXKAaHMA?

[octaBunmTe Ha 34paBHO 06CTYyMKBaHe Morar Aa Npeasosar Aa ce NoTbPCy NMoMoLy 0T CboTBeTHaTa EPM,
Cflef] Kato Npoy4ar Bb3MOKHOCTUTE 3a fleyeHne B cOBCTBEHATA CU ObpHaBa.

Te MoraT ga ce cBbpKAT C YneHose Ha EPM B cobcTBeHaTa cv ObpKaBa, 3a Aa NpeacTaBAT clyyas, Ho caMo
cnen M3pU4YHO NMMCMEHO CbIacKe Ha nauuveHTa 3a NpeacTaBsAHe U CnogensaHe Ha 34paBHOTO My AOCKeE.

Cneq nonyyaBaHe Ha 3anNMTBaHETO KoopaunHatopuTe Ha EPM MoraT ga ceBmKat BUpTyasieH KOHCUMYM OT
CNeumanmncTy B pasnmyHmn QUcumnavMHn NocpeacTBoM cneumanHa 3awmrteHa UT nnatgopma — CPMS (cuctema
3@ yrNpaB/feHne Ha KANHWYHW AaHHM Ha NaUMEeHTUTe) — KOATO MM MO3BOJIABA Aa CnodenaT 6e3 puck AaHHM
3a naumeHTUTe, Aa 0bCcbXAAT Cyyan, Aa NoCTaBAT AvarHo3a n/vnu ga npeanvcear feveHne, ako Takoea
CblUecTByBa.

JocTaBUYMKDBT HA 3ApaBHO OGCI‘IY)KBaHE B AbpXaBaTa Ha NalyuMeHTa e 3a Hero eAMHHaTa TOYKa 3a KOHTAKT, KOATO
OGC'b)KAa npuHoOCa HAa eKCnepTuUTe HAa BCAKA CTbMKa OT AUArHOCTULMPAHETO U sied4eHUueTo.



https://cpms2.ern-net.eu/screen/public
https://cpms2.ern-net.eu/screen/public

UctopuaTta Ha OHU - pAADBK BUA enunaencus

YeTnpuroguwHo MoMyeHue ot OuHnaHama, noayvasalo npunagbum no 20-30 nbTm Ha
[OEH, e U3NpaTeHo OT IMYHMA CU NeKap Ha Nperne4 nNpyu cneunanmcT B yHMBepCUTeTCKaTa
60nHMLA B XEN3WHKKM, KbAETO My NPaBAT enekTpoeHuedanorpamMa (EET) n agpeHo-MarHuTeH
pe3oHaHCc (AMP) Ha MO3bKa M M0 AWMArHOCTMUMPAT C pAgKa popMa Ha enuaencus, NpUYMHeHa
0T MO3b4Ha MandopMaumsa. MNbpBoHaYaNHO poauTenmTe My M3NUTBAT 0bNeKYeHNe, Ye He
CTaBa gyMa 3a Tymop. BoAHMYHUAT ekmn obade He 3Hae MHOr0 3a B1Aa enunencus, 0T KOMTo
CcTpaga MomyeTo. To e cpeq ManumHaTa, ctpajaluym ot Toea 3abonaBaHe BbB OuHNaHAMA, a
MeAVLMHCKMTE LIeHTPOoBE B CBETA C OMMT B Ta3u 06/1aCT ca CbBCEM MasKo.

BoaHMYHMAT ekmn ce cBbp3Ba € EPM EpiCARE B TbpceHe Ha nomoly. Cbe cbrnacmeTto Ha OHm

M Ha HeroBuTe poauTeNn Te KadeaTt gocmeTo My B cuctemata CPMS. Ekun cneumnanmctv ot
Wtanua, Bennkobputannsa, OpaHuus, Micnanma, PymbHUA, LBeuma n HugepnaHava pasrnexaa
HEroBmA Cy4ar 1 HanMYHUTE n3cneaBaHuA. Kato Han-HUCKOPUCKOBO NleYeHWe C Hal-roaAaM
LIAHC 3a ycnex Te npenopbYBaT aBaHrapaHata paamoxupypria Gammaknife®, koAaTo e
[0CTbMHA CaMo B ABa LiEHTbpA.

OHW 1 ceMencTBoTO My 0TMBAT B Mapcunumsa, 3a ga ce CpelyHaT CbC CneumanvcTmTe no
ennnencma Ha TaMOLIHWA YHUBEPCUTET, KOWMTO MMAT MHOIMO ONMUT B TO3M BUA xmpypruaA. Cneg
onepaunaTa cbCToAHMeTo Ha OHM ce NogobpsaBa 3HauMTeNHO. Tor BCe OLe MMa NpUNagbLv,
HO BpOAT MM e HaManAn APacTUYHO.

Vi3mucreH npumep no dedicmaumesneH cay4ati Ha nayueHm Ha EPM

KakBa non3a HocAT EPM 3a 3apaBHUTEe cneuManmcTu?

3apaBHUTE CNeLnanucTi MoraT Aa y4acTBaT BbB BUPTYaHM CPeLLy, Ha KOUTO ce 06ChKAaT C/lyyYan Ha peaxu
3abonABaHuA.

OcBeH ToBa Te Mofly4aBar 40oCTbM 40 pa3paboTeHnTe oT EPM HacoKM 3a KAMHWYHM MPaKTUKW, KaKTo U 40
obpasosaTenHun 1 0by4nTeNHU MaTepUany 1 OHNaiH Kypcose.

Te MoraT ga yyacTeaT v B NporpamMu 3a uscnegosartenckum 06MeH 1 B MallabHu 13cneaoBaTesnckm npoy4BaHuA.

Mone3Hu Bpb3KKU

Bpowypa Ha
EPM (Cnyxba 3a

nyénvkaumm Ha EC,
2023 r.)

EBponencku
pedepeHTHU Mpexun

(ye6cant Europa)



https://audiovisual.ec.europa.eu/en/media/video/I-191812
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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