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Kak paboTu EBponeiicKkaTta KOMUCHUA B
obnacrtra Ha pegkuTte 3abonaBaHunA
n eBponenckute pedpepeHTHU Mpexu (EPM)

3HaeTe nm, ve...?

PaboTtaTta B 06nactTa Ha peakuTe 3abonABaHMA BKAIOYBA y4acTMe Ha MHOMO reHepanHi AMpeKLmm
@ (FO) v cnyx6m Ha KoMUCcKMATa, KOUTO KOOPANHMPAT 3aeAH0 AEMHOCTTa U eKCNepTHUA ONnuT,

3a [a ce NocTUrHe Hanpeabk B gerHoctuTe Ha EC B obnactta Ha peakuTe 3abonaBaHnsa no

MYNTUAMCUMNAMHAPEH WM OCHOBAH Ha ChTPYAHMYECTBO HauMH.

OuepTtaBaHe Ha paMKaTta Ha geiHoctTa Ha EC B o6nactTa Ha pegKure

3abonasaHunA
3,qpaBHaTa N0 INTUKA U OpFaHVIBaLI,MFlTa Ha I'IpE/:lOCTaBFIHETO Ha 3,ClpaBHM ycner n MegnUMHCKM
FPU¥KMN Ca OT HauMoHas/IHa KOMMNeTeHTHOCT. KoMucmaTa o6at4e AonbaBa HauMOHaNHUTE MOTNTUKMN,
KaTo HacbpyaBa 06MeHa Ha Han-406pn NPaKTUKM U CbTPYAHMUECTBOTO MEXOY AbPHKaBUTE USIEHKMU.
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KoMucuata geiictBa B paMKuUTe Ha
CNefHoTO:

e ChobLueHne Ha KoMMcKATa OTHOCHO peakuTe
3abonasaHuA

e [Ipenopbka Ha CbBeTa 3a JAencTBMe B 0bnactta Ha
peakuTe 3abonAaBaHuA

e [IMpeKTmBa 3@ TPaHCrPaHNYHOTO 34PaBHO 06CNYHKBaHE

C Te3un aKkToBe Ce onpeaensaT NapameTpuTe Ha paboTaTa B Lenva
EC B 0o6nacTtTa Ha peakuTte 3abonABaHWA OT rMegHa ToYKa Ha
obLiecTBeHOTO 34pase. Lo ce oTHacA 40_HAyYHUTe u3CeaBaHus,
EC oTaaBHa NpvopuTM3Mpa Nogxpenara 3a peakute 3abonABaHuA
ype3 nocnenoBaTeHM PaMKOBM MPOrpaMm 3a HayuHW M3CneaBaHUA
M MHOBaLMMW, C aKTMBHOTO y4acTme Ha EPM B HAKOMKO NpoeKTa u
KMMHWUYHW U3NUTBAHUA.



https://eur-lex.europa.eu/legal-content/BG/TXT/?uri=celex%3A52008DC0679
https://eur-lex.europa.eu/legal-content/BG/TXT/?uri=celex%3A52008DC0679
https://eur-lex.europa.eu/legal-content/BG/TXT/?uri=CELEX%3A32009H0703%2802%29
https://eur-lex.europa.eu/legal-content/BG/TXT/?uri=CELEX%3A32009H0703%2802%29
https://eur-lex.europa.eu/legal-content/BG/TXT/?uri=CELEX%3A02011L0024-20250112
https://research-and-innovation.ec.europa.eu/research-area/health/rare-diseases_en
https://op.europa.eu/en/publication-detail/-/publication/3791ed8f-d780-11ee-b9d9-01aa75ed71a1

JlekapcTBa cMpaum u
IO MeAMUMHCKM n3penus 3a
peAku 3abonaBaHus

EC npegnpuema genctemsa 3a noaobpABaHe Ha
[ocTtbna go 6e3onacHu 1 No-epeKTUBHU NekapcTea
cvpauy 1 MeguUMHCKM 3genma 3a peaku
3abonaeaHmA. Mo oTHOLWEHME Ha nekapcTeata
cvpauy KommncmnaTta npepasrnega 3akoHo4aTefIcTBoTo
3a flekapcTeaTa cmpaum 1 Npeasoxmn NnpoMeHn 3a
CnpaBAHe C BCUYKKM Npeam3BUKaTeNCTBa, YCTaHOBEHM
npe3 nocnegHute 20 rogmHu.

MpoMeHMTe MMaT 3a Len Aa HacbpuyaT
pa3paboTBaHETO Ha fIeKapCTBa CMpaum 3a peaKu
3a601ABaHMA C He4OCTaTbYHO fleYeHme, KaTo
BbBEMKAAT LieNIeHacoueHn CTUMYM, 3acuneHa
perynaTtopHa nogxpena 1 nogobpeH paBeH 40CTHN
[0 NeKkapcTBa cvpaum.

Mpe3 2024 r. 6sixa NpeocTaBeHn HACoKM 3a
KIMHMYHATA OLeHKa Ha MeauuUMHCKUTE n3genmsa

3a peaku 3abonsaBaHuvA C Len nogroMaraHe Ha
NpoM3BOAMTENNTE, 3a Aa U3MbAHABAT perynaTtopHuTe
M3ncKkBaHWA Ha PernameHTa Ha EC 3a MegMUMHCKMTE
m3genvA. Bb3 ocHOBa Ha Te3m HAacoku EBponenckarta
areHuUMA No nexkapcrearta crtapTvpa nunoTHa
nporpama B nogxkpena Ha pa3paboTBaHeTo U
OLEeHKaTa Ha MegMUMHCKN U34envA 3a peaKkm
3a60nABaHMA Ype3 y4acTMeTo Ha eKCnepTHU rpynu.

oﬂxfﬂj HanuyHocT u o6bMeH Ha
aflly AAaHHU

MpeacToAwoTo eBpONencKo NPOCTPAHCTBO Ha
3[4paBHUY AaHHM Lie Noaobpu HenpeKkbCHAToCTTa

Ha FpUXKUTE 3a NauMeHTUTe Ha HaLMOHAMHO U
€BpOMNeNCKo paBHULLE, KaTo AaZe Bb3MOMXKHOCT

3a CUrypeH 4oCTbM M CrodenfaHe Ha eNIeKTPOHHU
34pasHu gocveTa B UenvA EC. EBponenckoTo
NMPOCTPaHCTBO Ha 34paBHU AAHHM LLe MOAMNOMOrHe
BTOPUYHOTO M3MoJ3BaHe Ha AaHHW, KaTo NMpeaocTaBu
noBeye JaHHW 3a peakuTe 3abonABaHnA 3a HayyHU
nscnegBanna 1 nHoeaumm. O4akea ce NnogobpeHVAT
OOCTbMN 40 AAaHHM Aa YCKopW pa3paboTBaHeTo Ha
HOBW NeYeHna 1 nekapcTea 3a NauneHTH C peaxu
3abonABaHuA.

,‘.E“".\. EBponeickn pepepeHTHM
®sss? Mpexu (EPM)

KoMucmAaTa yKpenBa genHOCTTa Ha 24 eBpOnencKu
pedepeHTHN Mpexku (EPM), KomTo ca TpaHcrpaHuyHm
MperM, 0beaMHABALLM EBPOMNENCKM LIEHTPOBE

C eKcrnepTeH ONWUT M NO3HaHMA 3a CNpaBAHe

C peaku, cnabo pasnpocTpaHeHN 1 COKHN
3a601ABaHMA M CbCTOAHWA, 32 KOUTO € HeobX0aMMO
BMCOKOCMeumManmM3npaHo 3apaBHo obciyeaHe. EPM
npeacTaBnNABaT KNOY0B efleMeHT Ha eBpOonencKuA
34paBeH Cbio3 B 0bnacTta Ha peakmTe 3abonsBaHusa
1 paboTAT 32 KOOPAMHALMA HA MPEeXMTE, PErncTpu
Ha NaumMeHTUTE, 0byYeHMe, HACOKM 3a KIMHUYHATA
NpakTMKa 1 KOMyHMKaUMA 3a NnosuLLaBaHe Ha
0CBEOMEHOCTTa OTHOCHO peaKuTe 3abonABaHNA U
genHoctmte Ha EPM.



https://health.ec.europa.eu/medical-devices-sector/new-regulations/guidance-mdcg-endorsed-documents-and-other-guidance_en
https://health.ec.europa.eu/ehealth-digital-health-and-care/european-health-data-space-regulation-ehds_bg
https://health.ec.europa.eu/ehealth-digital-health-and-care/european-health-data-space-regulation-ehds_bg
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_bg
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks_bg

KaK e opraHu3npaHo ynpasseHUeTo Ha
EBponencKkata pedpepeHTHA Mpexa?

""", AHraxupanoct Ha EC ¢
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" AbPXaBUTE UJIEHKMU

CHBETLT HA ObPHKaBUTE YNEHKM e rpyna oT
HaLMOHA/THM MPeACTaBUTENN, HA KOWTO € Bb3/10XeH
HaO30pbT Ha eBPOMNENCKUTE pedepeHTHN MPEHKM.
TsxHaTa paboTa BKOYBa 040bpsABaHe Ha KaHauaaTypm
3a MPEXM M YNEHCTBO M NpeKpaTABaHE Ha MPEXM, KaKTo
1 B3eMaHe Ha peLLeHnA 0THOCHO 3arybaTa Ha YneHCTBO.
[Ba MbTM rogmwHo KoMmcnAaTa opraHmsmpa cpewum

cbC CbBeTa Ha ObpXKaBUTE YIEHKK, 3a Aa HaNpaB/ABa
paboTaTa Ha EPM n, Korato e HeobxoamMo, ga noctura
KOHCEHCYC MO TEMMTE, CBbP3aHM C B3EMaHeTO Ha
pelleHmA. MoraT ga 6baat opraHm3vpaHn n apyrm
CpeLUm Mo KOHKPEeTHM TeMu, CBbp3aHn ¢ EPM.

CbBMecTHa paboTa

wt
OT CbLIECTBEHO 3HAYeHWe e Cbllo TaKka B

LeHTbpa Ha genHocTTa Ha EC B obnactta Ha

peakuTe 3abonABaHWA ga 6bae NocTaBeH MacsLT

Ha NauMeHTUTe U TexHuTe cemenctea. MNopaam

ToBa KoMmcuaATa cn CbTpyaHUYM C MALMEHTCKM
opraHmsaumm, n no-crneuynanHo ¢ EURORDIS —
obeanHeHWe C HeCToMNaHCcKa Len, NpeacTaBnsaBallo
Hag 1000 opraHu3auum Ha NaumeHTU C peaxu
3abonaABaHMA. Hanpumep naumMeHTCKMTE opraHmn3aLmm
ca BK/loYeHW B paboTaTta Ha eBponenckuTe
pedepeHTHM Mpexn 1 EURORDIS e BarkeH napTHbOP
B MHOI0 ¢uHaHcvpanu oT EC npoekTn Kato ERDERA m
Screen4Care.

<E> Orphanet

KoMuncunaTa cblo Taka nogkpena Orphanet —
MHALMATMBA, KOATO YNpas/isasa UmdpoB rnopTas

3a cbbypaHe 1 NoaobpsABaHe Ha 3HaHWATA 3a
peaKmTe 3a60/1ABaHMA C Len YCbBBbPLLEHCTBaHE Ha
OMarHOCTMKaTa, FPUHUTE M NIEYEHNETO HA MaUMEHTU
C peakv 3abonasaHmA. OceeH Toea Orphanet 3anassa
HOMEHKaTypaTa Ha peaxuTe 3aboABaHWA, M3BeCTHA
kato ORPHAcode, KoATo No3BoABa XapMOHM3MpaHa
KoandvKkauma Ha peakmTe 3ab0nABaHNA B CBETOBEH
MaLasb. .

MaumeHTCKMN opraHmsauum

Jo)o)o

AHra)XupaHocTt Ha
EC c EBponeickuTe
pedepeHTHU MpeXxu

KomumeuaTa cblio pabotm B TACHO CbTpyAHNYECTBO

C MpeXuTe, KaTto ABa MbTW MOAULLHO OpraHu3mnpa
cpewwm ¢ [pynarta Ha koopauHaTopute Ha EPM. Tasu
rpyna obegvHsaBa KoopavHaTopuTe Ha BCUYKM EPM

W pasrnexga obwm BbNpoCcK BbB BCUYKN MPEMHKM MO
TeXHWYECKM N OpraHu3aumMoHHKM acnekTu. Karto ce
nMa npeaBung TEXHUAT eKCNepTeH ONUT, Te CbLU0 Taka
6vBaT KaHEHW A KOHCYNTMPAT ObPHABUTE YNEHKM U
KomncuaTta.

NMoaxkpena 3a YKkpahHa
B 6opb6aTta c pegKkure
3abonaBaHuA

KomMucnATta nogkpena YKpanHa, BKAUMTENHO B
obnactTa Ha pegkmTe 3abonsaBaHuA. BbBegeHa

€ paMKa, KOATO MO3BOJIABA HA YKPaUHCKMTE
[0CTaBYMLM Ha 34paBHO 06CNy»KBaHe Aa TbpcAT
CbBETW OTHOCHO YKPaMHCKM MNauMeHTV C peakm nin
C10XHW 3a60NABaHMA OT Y/IeHOBE Ha eBPONEeNCKUTE
pedepeHTHM Mpexkn. OcBeH ToBa EPM ce aHraxupar c
M3rparkaaHeTo Ha KanaumTeT n obMeHa Ha Han-0o6pu
MPaKTUKM 3a YKPAMHCKUTE KOMMETEHTHW OpraHn u
34paBHu 3BeHa.


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#%3A~%3Atext%3DEach%20ERN%20has%20a%20coordinator%2C%20and%20all%20coordinators%2Ctechnical%20and%20organisational%20aspects%20of%20the%252
https://health.ec.europa.eu/rare-diseases-and-european-reference-networks/european-reference-networks/governance-structure_en
https://www.eurordis.org/
https://erdera.org/
https://screen4care.eu/
https://www.orpha.net/fr
https://www.orpha.net/en/disease/classification




