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NMPOTOKO/1 Ne 58/24.02.2026 r.

Ot 3acegaHue Ha Komucusa no pegku 3abonssaHusa

KbM MMHMCTepCTBO Ha 34 paBeona3BaHeTo

AHec, 24 despyapn 2026 r. (BTOpHMK) oT 13:00 4. ce nposeae 3aceflaHue Ha
KomucuaTa no peaku 3abonasanuna kbm MUHUCTEPCTBO Ha 34paBeonasBaHeTo. 3acefaHneTo
ce nposeae ANCTaHLMOHHO NOCPeACTBOM OH/IalH KOHPepeHTHa Bpb3Ka.

Mpucecrsat: npod. PymeH CredaHos (npencenaten), akag. npod. [para ToHuesa,
npod. Banepua Kanesa, npod. Msa Croesa, npod. Msaiino TbpHes, Npod. Paaka TuHYeBa, a-
p WpuHa Kosayesa, A-p Henu MBaHoBa, a-p CeeTnaHa Paityesa, Bnagummp Tomos.

OtcoberBaT: akag. npod. MeaH MunaHos, npod. Meopru Muxaiinos, npod. Emun
Mackanes, npod. /lloamuna MateBsa, bosH UBaHoB, BopaHa BoTesa.

MpucbeTBaLLM BBHIWIHM ekecnepTu: MapuaHa Munuesa (HLLO3A).

CnuncbyeH cbeTas - 16. Ksopym - 8.

[IHEBEH PE[;:

1. PasrnexpgaHe Ha BbpHaTUTe 3a AONbAHUTEIHA MHGOPMALMA 3aABIEHUA 3a BK/KOUYBaHE
Ha 3abonasaHma B CNUCbKa Ha peakuTe 3ab60aABaHMA U UCKaHUA 33 0603HaYaBaHe Ha
eKCNepTHU LLEeHTPOBE MO peaKu 3a60aaBaHUA;

2. [loknagBaHe Ha €KCnepTHa oueHKa U rnacyBaHe Ha NOCTbNUAM UCKaHUA Kbm M3 3a
BKAlOYBaHe Ha 3abosiAaBaHMA B CNMCbKa Ha peakuTe 336OIIFIBaHVIFI,'

3. [loknagpaHe Ha eKcnepTHa OLEHKa W /1acyBaHe Ha MOCTbAMAM UCKaHua Kbm HLO3A
3a 0603HayYeHNe Ha eKCNepTHU LLEHTPOBE MO PeaKu 3ab0NABaHMS;



4. PasrnexgaHe v pasnpegenfHe 3a eKCNepTHa OLEeHKa Ha HOBOMOCTbMMUAM UCKaHMA KbM
M3 1 HLLO3A 3a Bk/1touBaHe Ha 3a60n1aBaHMA B CNUCbKa Ha pefKuTe 3a6019BaHMA 1 3a
0603HayeHne Ha eKCNepTHU LIEHTPOBE MO PeaKM 3a60aABaHUS;

5. HacpoyBaHe Ha c/ie4Ballo 3aceaHue;

6. Apyru.

OBCbXXAAHUA U PELLEHUA:

Komucusara NPpne CbCTaBUTE Ha EKCNEPTHUTE TPynM 3a OUEHKa Ha HOBOMOCTbNMAMTE
3aAB/IEHNA 3a BK/IKOYBaHe Ha 3abonssaHma B CnMcbKa Ha peakuTte 3ab015BaHMA KaKTo

cnepsa:

1) dedunuunT Ha NMpyBaT KMHa3a B epUTPOLUTUTE (kog no MKB-10 D55.2, ORPHA Koz,

766) - npod. Banepus Kanesa, npod. Pagka TuHYeBa, 4-p NpuHa Kosayesa.

Komucuata pasrnesa nocTbnuiata AOMbAHUTENHA AOKYMEHTAUMA MO 3asBAeHME OT
MBAJI ,Cbpue u Mo3bK“, MneBeH 3a o603HayaBaHe Ha eKcrepTeH LeHTbp no
TPAHCTUPETUH-CBbP3aHa amuaouo3a C HOpMasHa nocnefoBaTenHocT (Aus  Tvn).
KomucusTa pelwm fa nsncka cnefHata SOMbAHUTENHa MHPOPMALMS:

B 3aABneHneTO Cce KasBa, Ye Cb3/aBaHETO Ha TO3M eKcrnepTeH LEeHTbp uenu no-
N1eCeH A0CTbM Ha nauneHTUTe ¢ ToBa 3abonasaHe ot CeBeposanasHa Bbarapua Ao
ANArHOCTUKa U sledeHne, KaKTo M nogobpasaHe KayecTBOTO Ha MeAMLMHCKaTa
rpuka B cpaHata. Ho cbuespemeHHo MBAJT ,,Cbple U MO3bK“, [1eBEH He MoXKe
fia OCUrypu NpoBeXAaHeTO Ha KOCTHa CUMHTMrpadua, KOATO e paHeH CbpaeyeH
6romapKep U 3a4b/KUTENHO U3CNeaBaHe 3a YyCTaHOBABaHe Ha TPaHCTUPETMHOBA
amunonaosa. MbAJT ,Cepue 1 mMo3bK“ MNeBeH e CK/uMna A0roBop ¢ neyebHo
3aBeseHue B Codpua M BCUUKM NaLMEHTH, CYCMeKTHM 3a 3abonasaHeTo, TpsbBa Aa
nasat 8 Codusa, 3a Aa OCbLLECTBAT M3cnenBaHeTo. CnomeHaBsa ce, 4Ye npeacTomn
n3rpakaaHe Ha Kopnyc U 4Ye e Ha/ule NPOeKT 3a M3rpaxiaHe Ha cobCcTBEHO
OTAE/NeHUE NO HyKneapHa meanuunHa B MBAJT ,,Copue U MO3bK” MneseH, HO ToBa
e B 6belle Bpeme, a He B HaCTOALLMA MOMEHT;

Mo oTHOLWeHKe Ha MONeKYNAPHO-TEHETUYHOTO U3CeBaHE UMa M3npaTeHo NUCMo
OT CNeunanncT No MeAMLMHCKa reHeTnKa Kbm MBAJT ,Copue 1 Mo3bK”, MaeseH ¢
TBbPAEHME 33 [OKasaHW [Bama MaUMEHTU C XepefuTapHa TPaHCTUPETMHOBA
amuionaosa. B npesCcTaBAHETO OT PbKOBOAUTENS Ha LIEHTbPA Ha onuTa Ha MBA/
»Cbple 1 Mo3bK”, MneseH obaye He ce cboblyasaT Noso6HM OaHHU. OcBeH ToBa,
BCUYKM CNnydaun C XepeguTapHa TPaHCTMPETMHOBA amuionAo3a A0 MOMEHTa ce
NleKkyBsaT B EKcnepTHMA ueHTbp B YMBAJ ,AnekcaHapoBcka”. Kbm EKcnepTHus
LUeHTbp Ha YMBAJ] ,AnekcaHaposcka” e HacoyeH oT MBAJ »CbpLe U MO3bK",
neBeH efMH  nmauMeHT ¢ npeanonaraema  AuarHosa XepeauTtapHa
TPaHCTUPETNHOBA amMW/I0MA03a, HO Tasu AMarHosa BNoc/eACTBUE € OTXBbp/eHa. B
33AB/IEHNETO € HaNWCaHO CbLLO, Ye BPEMETO OT B3eMaHEeTO Ha KpbBHaTa npoba 40
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nosy4yaBaHe Ha reHeTUYEH pesynTaT OTHeMa OT 4 10 8 ceAMULUM. MHOroroAMLLHUAT
OnuT B BbArapus nokassa, Ye TPAaHCTUPEHOBUAT reH € MasTbK reH, CbCToAL, ce oT 4
€K30Ha, M 0PU LIANIOCTHOTO My CEKBEHMpaHe OTHeMaA 4 AHU. Ba)KHO e CbLLO TaKa
Aa ce YTOYHM KOM Le 3annallla MONeKYNIAPHO-TEHETUYHOTO U3C/eBaHe;

Mo OoTHOWeHWe Ha NeYeHMeTO Ha TPaHCTUPETMH-CBbp3aHa amMUIoMA03a C
HOPMa/sHa MocnefoBaTeNHOCT (AMB TUM) B 3aABJEHMETO Ce W3THbKBA, uye
3a60/17BaHETO Ce NeKyBa CbC CTabUAM3aTOPU Ha TPAHCTUPETUHA - Tadamuamc u
AKopammamc 1 ye HAma oduumanHo ogobpeHune Ha PHK 6asunpaHa Tepanus ¢
BytpucupaH /AmByTpa/. ToBa CTaHOBMILE NOKa3Ba HeMo3HaBaHe Ha
CbBpeMeHHUTEe TepaneBTUYHU Bb3MOXKHOCTM:

i. Byrpucupan (Amvuttra) e peructpupaH oT EBponelickaTa Komucua 3a
WHAMKalUuATa Kapgmomuonatusa npu ATTR Ha 9 toHu 2025 1. ToBa e aaTaTa,
Ha KoATo EBponeiickaTa Komucus oduLmanHo oaobpasa AoNbAHUTENHATA
WHOWKaLMA 33 IeYeHne Ha AUB TUN U HacneacTBeHa ATTR amuaoungosa ¢
KapavomuonaTus;

ii. Akopamuauc (Beyonttra) e omobpeH oT EsponeiickaTa Komucus 3a
neveHune Ha ATTR Kapanomuonatua Ha 11 dpespyapu 2025 r. Tosa e gaTata
Ha U3faBaHe Ha MapKeTMHIoBOTO paspelleHue B EC 3a edeHne Ha AMB TN
W BapuaHTHa TPaHCTMPETMHOBA amMW/IOMAO3a C KapAuOMMONaTUA npu
Bb3PACTHM.

iii. Ha 8-9 nekemspu 2025 r. ce cbcTOA eBponelicka paboTHa cpella ¢ uen aa
ce pa3paboTu eBpoOMeircKM KOHCEHCyc 3a 3abonsaBaHeTo. JleyeHMeTo ¢
ByTpucupaH e MHAMLMPAHO KaKTO MPU CMECeH KAMHMYEH GpEeHOTMUM, TaKa U
npu cbpAedeH GeHOTUN, KaKTO NPU Hac/eACTBEHa, Taka M NpU AUB TWM
TPaHCTMpeTMHOBa CbpAevyHa amuaongosa. Colwo B pa3paboTeHUTE HOBM
KpUTepumn 3a nedyeHue Ha 3abonasaHeTo Ha H3OK ca 3anucaHu U Tpute
mMefuKameHTa - Tapamuaunc 61 mr, ByTpucupaH U AKopammuauc 3a neyeHue
Ha AMB TUN TPAHCTUPETUHOBA CbpaeYHa aMUAoM403a.

CnepoBatenHo, TepaneBTUYHUAT aIfOPUTBM Ha eKuna TPABBa 4a ce aKTyanusupa;

EKCNepTHUAT HEBPO/IOrMYEH EKMM Ce CbCTOM OT ABama AyLUM - €AMH BeYe HamycHan
W eanH mnag cneunannuct 6es obyyeHue, onuT U nybaMKaumMm B obnacTTa Ha
TPaHCTMpEeTMHOBATa aMMIOUA03a. He cTaBa ACHO OT 3asABAEHMETO A4anAWn npwusara
CyZ[OCKaH M CMMMNaTUKOB KOMKEH OTrOBOP - METOAM 3a paHHa AMarHOCTMKa Ha
3abonasaHeto. Mo OTHOLEHME Ha HEBPOJOrMYHaTa OLEHKa MMa HETOYHOCTU B
TeKcTa. CTpaHeH M3pas e HamasieHa CKOPOCT Ha HEPBHa MPOBOAUMOCT M HaMasleHa
amnaunTyza. lNpaBUAHUAT U3pa3 e HamasieHa CKOPOCT Ha NpoBeXJaHe U HamaneHu
amnautygn  Ha CMAI un CHAM. He ca nocoyeHu cneunduyHUTe
€/1eKTPOHEBPOrPadCKM XapaKTEPUCTUKU Ha Pas3NIMYHUTE MyTaLlMK, KaKTO M Ha
TPaHCTUPETMHOBATa  amuiouaHa  NOAMHEBpONaTMA  NpW  AMBMA  TUN
TPaHCTMPETUHOBA aMUIOUA033a;



7.

e OT 3aABNEHMETO CTaBa ACHO, Ye He ce No3HaBaT MMHUMANHWUTE KpUTEPWUM 33
3anoysBaHe Ha JieyeHMe Ha 3abonsBaHeTo. Te ca onucaHu B peauua
MeXAyHapoAHK Ny6IMKaLLMM, @ CHLLLO U B HALIMOHA/IHWA HU KOHCeHCYC v cnejBa Aa
6baaT cnasBaHu;

e B 3aABAEHMETO e 3aMucaHo, Ye 0ceM KapAMoi03M ce 3aHMMaBaT C npoduiaktMkara
Ha MauMeHTMTe C TpaHCTUpeTMH-CBbP3aHa amuiougosa ¢ HOpmasiHa
nocnenoBaTeNHOCT (4MB TUN). CBETOBHMAT ONUT MOKa3Bea, Ye ToBa e HENPUIOKMMO
33 ToBa 3abonaBaHe. AKO eKCNEePTHUAT KapauonornyeH ekun Ha MBAJT ,Cbpue
MO3bK“, MneBeH nposexaaT NpodunakT1Ka, fobpe 61 610 Aa HY 3aN03HAAT Kak
ce c/yyBa TOBa.

KomucuaTa pasrneda nocrbnunoto 3assnenune ot YMBAJT ,Llapuua MoaHHa - UCY/1“ 3a
0603HayaBaHe Ha eKcrnepTeH LUEHTbP MO MWacTeHUA rpasuc. KomucuaTa pelun, 4e
3aABUTENAT NOKPMUBA M3NCKBaHMATa cbraacHo Hapeaba Ne 16 ot 2014 r. 3a ycaosuATa U
pefa 3a perncTpuMpaHe Ha peakute 3ab0aABaHMA W 32 EKCNepTHUTE UEHTPOoBe W
pedepeHTHUTE Mpexu 3a pefku 3abonAsaHua M cnefpa Aa Oble NpeasioXeH 3a
0603HaueHMe KaTo eKCNePTEH LLeHTbP N0 pesKku 3a60aaBaHNUA (MUacTeHUA rpaBuc).

KomucuaTa pasrneda nocTbnuioto 3asasieHne ot YMBAJICM ,H. W. Muporos” 3a
o603HayaBaHe Ha EeKCrepTeH LeHTbp no Mmandopmauun Ha Kuapu ¢ uam Ges
cUpUHroMmMenusa. KomucuaTa peluu, Ye 3aaBUTENAT MOKPUBA M3UCKBAHWMATA CbINAcHO
Hapepn6a Ne 16 ot 2014 r. 3a ycnosuaTa M pesa 3a perncTpupaHe Ha pegruTe 3abonasaHua
1 33 EKCNEPTHUTE LieHTPOBE M pedepeHTHUTE MPeXM 3a peakn 3abonABaHMA 1 ciefBa 4a
6bae NpefsoxeH 3a 0603HaYeHMEe KaTo EeKCrmepTeH LeHTbp No peaku 3abonssaHuA
(mandopmaumu Ha Kuapu ¢ unum 6e3 cupuHrommenma).

KomucuaTa KOHCTaTMpa, Ye He e MoJlyuynia KbM MOMEHTa M3WCKaHaTa AOMb/HUTENHA
MHPOPMaLIMA Mo NOCTbAWAO 3asBeHue oT YMBAI ,Cs. MBaH Punckun” 3a obosHayasaHe
Ha eKcrnepTeH LIeHTbp 3a ONTUKoHeBpoMuenuT (6onect Ha Devic).

Bnagumup TomoB MHbOPMMpPaA M MOKaHM YneHoBeTe Ha KomucuATa 3a NPeaCcToALLOTO
oTbenassaHe Ha MexKayHapo4HMA AeH Ha pegkuTe 6onectn Ha 28 pespyapn 2026 .

KomucuaTa pelun Aa Hacpoum ceABallloTo cv 3acefaHme Ha 21 anpun 2026 T. (BTOpHMUK).

C ToBa AHeBHMAT pes 6e n3depnaH U 3acegaHuneTto be 3akpuTo.

Moanwuc:
Mpod. a-p PymeH CredaHos, AM

(Mpepncenaten Ha Komucus no peaku sabonasaHmA)





