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Ot 3acepaHue Ha Komucua no peaku 3abonnsaHun

KbM MUHUCTEPCTBO Ha 34paBeona3BaHeTo

[OHec, 4 1oHn 2024 . (BTOpHUK) oT 12:00 4. ce npoBeae 3aceaaHue Ha Komucuata no

peaku 3abonAsaHMAa KbM MUHUCTEPCTBO Ha 34paseona3BaHeTo. 3acefdaHneTo ce nposene
ANCTaHUNMOHHO NOCPeACTBOM OHMANH KOHepeHTHa Bpb3Ka.

Npucbereat: npod. Pymen CredaHoB (npeaceparen), akaa. npo¢. MBaH MunaHos,

npo¢. Banepua Kanesa, npod. lreoprn Muxaiinos, npo¢. Usa Croesa, npod. MBaitno TvpHes,
npo¢. Pagka TuHuesa, aA-p Henn WeaHosa, a-p CBetnaHa PaliyeBa, boAaH WeaHoB, bopaHa
botesa, Bragumup Tomos.

OTcbeTBaT: akaa. npo¢. [para ToHuyesa, npo¢. Emun Mackanes, npod. /ioamuna

Maresa, a-p Upuna KoBauesa.

2.

MpucbeTBalM BbHIWHK ekcnepTu: MapuaHa Munuesa (HLLO3A).

CnucbyeH cbCTaB — 16. Ksopym — 8.

AHEBEH PEA:

PasrnexaaHe Ha BbpHaTUTE 33 AONbAHUTENHA MHPOPMALUA 3aABNEHUA 33 BKAOUBaHE
Ha 3abonasanna B CnucbKa Ha peakuTe 3a6onaBaHMA U UCKaHWUA 33 0bo3HavaBaHe Ha
eKcnepTHU UEeHTPOBe No peaKu 3abonABaHuUA;

JloknanBaHe Ha eKCnepTHa OLLEHKa U rfacyBaHe Ha NOCTLNWMAWU UCKaHUA KbM M3 3a
BKAlOYBaHe Ha 3abonasanuna B Cnncbka Ha peakuTe 3abonasaHus;



3. [oknapBaHe Ha eKcnepTHa OUEHKa WU rnacyBaHe Ha NOCTbNMAW UCKaHus kbm HLIO3A
3a 0603HaveHNe Ha eKCNepTHU LEHTPOBE No peaku 3a60nABaHus;

4. Pa3rnexpaHe v pa3npenensHe 3a eKCNEepPTHA OUEHKa Ha HOBONOCTbMWUAN UCKAHUA KbM
M3 1 HLLO3A 3a Bk/louBaHe Ha 3abonasaHus B Cnucbka Ha peakuTe 3abonAeBaHus U 3a
0603HaueHWe Ha eKCNepTHU LLEHTPOBE NO peaKku 3aboNABaHus;

5. HacpouBaHe Ha cnefBallo 3acefaHue;

6. Opyru.

OBCbXKAOAHUA U PELLUEHUA:

KomucusaTta pasrnega aoknagute 3a OUEHKa Ha NOCTbNUAMTe M pasnpeaeneHu 3a
eKCnepTHa OUEHKa 3aABNEHWUA 3a BKAlOYBaHe Ha 3abonaBaHua B8 CNMCbKa Ha peakuTe
3abonsasaHuA. KomucuATa peLin KakTo cneasa:

1) CuHapom Ha Lennox-Gastaut (koa no MKB-10 G40.4, Orpha kog 2382) -
pa3rnexpaHeTo Ha 3aABNEeHUETO Ce OTnara 3a C/eABauloTo 3acegaHue nopagu
HEeW3roTeBeHa eKcnepTHa OLEHKa;

2) CuHapom Ha Dravet (koa no MKB-10 G40.4, Orpha kopa, 33069) — pasrnexaaHeTto
Ha 3anABNEeHWETO ce OTnara 3a CNeABallOTO 3acefaHue nopagu HeusroTeeHa
EKCNepTHa OUEHKa.

KomucuaTta pasrnesa nocrbnuaoto sassneHne ot YMBAN ,[A-p leopru CTpaHcku® 3a
0603HaYaBaHe Ha eKCnepTeH LLeHTbP NO Koarynonatuu U peaxn aHemuu. Komucuarta
pewu, ye 3aABUTENAT NOKPUBA M3UCKBAHUATA cbrnacHo Hapepba Ne 16 ot 2014 r. 3a
yCcnosuaTa U pena 3a perucTpupaHe Ha peakuTe 3abonaBaHUA U 33 eKCNEePTHUTE LLEHTPOBE
n pedepeHTHUTE MpeXKM 3a peaku 3abonasaHuAa U cneaBa na 6bae npegnoxeH 3a
0603HayeHne KaTo eKCnepTeH LEeHTbP NO peaku 3abonsBaHua (koarynonatuu U pegku
aHeMuu).

Komucuata pasrnena nocrbnunoto 3assneHne ot YMBAJT ,AnekcaHgposcka” 3a
0603Ha4YaBaHe Ha eKCcnepTeH UEeHTbP NO Mykosucuuao3a. KomucuaTta pewn ga uUsucka
AONbAHUTENHA UHPOPMALMA OT NOAATENA HA 3aABNEHUETO NO CeJHUTE BbNPOCK:

1) B 3aaBneHMETO ce ynoMeHaBa EBponercKu KOHCEHCYC 3a FPUXXU NpU NauueHTu ¢
MYKOBMUCLMA033, HO TaKbB IUNCBA KbM NPUAOKEHUTE AOKYMEHTU. [la ce NpUNoXKM
EBpONECKM KOHCEHCYC 3a rPUXKM NPU NaUMEHTU C MYKOBUCLMAO33 KbM
3aABNEHUETO;

2) 3asBneHUETO Cbabp)Ka HeacHa WHOOPMauMA OTHOCHO NPOCNeAABaHETO Ha
Bb3pacTHUTE NALUMEHTU C MyKOBUCLMAO033. [1a ce A0NbAHU C UHDOPMALUA OTHOCHO
pa3npeaeneHueTo Ha NauMeHTUu Noa U Hag 18-roguiuHa Bb3pacT. [la ce AoNbAHK C
UHPOPMaLUA KOJKO Ca Bb3PaCcTHUTE NaLMEHTH, KOKO OT TAX We ce npocneanasar
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OT LLEHTbPA M KONIKO OT TAX We Ce npocaeansaT OT BbHWHKW ekcnepTu. fa ce YTOYHU
KOW BbBHWHWU YneHoBe OT MYATUAUCUMNAWUHAPHUA eKWn we y4yacTBaTt B
npocnengasaHeTo Ha Bb3PacTHU NauUueHTy.

B pamKuTe Ha pasrnexpaHeTo Ha 3aasneHueto ot YMBAJl ,AnekcaHppoBcka“” 3a
obo3HauyaBaHe Ha eKcnepTeH LEeHTbP N0 MYKOBUCLMA033a Bb3HMKHA BBHAPOC OTHOCHO
Bb3MOXHOCTTA 32 BKAOYUBAHE Ha CNELMaANU3aHTU B EKUMUTE Ha EKCNEPTHUTE LLEHTPOBE No
penku 3abonnasanuna. boaH UBaHOB yTOUHM, Ye cbrnacHo ua. 20, an. 2 ot Hapeaba Ne 16 ot
2014 r. 33 ycnioBuATa 1 peda 3a peructpupaHe Ha pegkute 3a60/1a8aHNA U 33 eKCNepTHUTE
LUEeHTpoBe U pedepeHTHUTE Mpexun 3a peaku 3abonNnaBaHWA, B €KCNepTHUTE UEeHTpoBe
paboTaAT neKkapu ¢ NpusHaTa MeaMUMHCKa CNeunanHocT, nekapu 6e3 cneumanHocT U apyr
MEeAULMHCKN U HEMEAULIMHCKAU NepCcoHan.

KomucuaTa npue cbCTaBuUTE Ha eKCNepTHUTE rpynu 3a OLEeHKa Ha HOBONOCTbNWUAMTE
3aABNEHUA 33 BKAlOYBaHe Ha 3abonABaHua B CNUcbKa Ha peakuTe 3abonAaBaHUA KaKTo
cneppa:

1) ATUNMuYeH xeMONUTUUYHO-ypemMuyeH cuHapom (Koa no MKB-10 D59.3, Orpha kop,
2134) - npod. Banepua Kanesa, npod. Emun Mackanes, 4-p CBeTnaHa PaitueBa.

Komucuata npue CcbCTaBute Ha eKCnepTHUTe rpynn 3a OUeHKa Ha HoBonocCTbnuaute
NCKaHUA 3a 0603HauYaBaHe Ha EKCNepTHU LeHTpoBe 3a pedKu 3a601ABaHUA KaKTO cnepsa:

1) MBAJIHN ,CB. Haym” (eKcnepTeH ueHTbp No 3abonsBaHUA OT CMeKTbpa Ha
ONTUYHUA HEBPOMMENUT) — akaa,. npood. Aipara ToHyesa, npod. Usaitno TbpHes, A-
p Upuna Kosauesa. '

Mpo¢. PymeH CredaHoB 3ano3Ha uneHoseTe Ha KomucuaTa ¢ nocrbnuna nHpopmauuma ot
4-p UpvHa KosauyeBa OTHOCHO B3€TO pelleHWe Ha NOCAegHOTO 3acefaHune Ha boppaa Ha
ObPXABUTE YNEHKWM MO BbNPOCUMTE Ha eBponenckuTe pedepeHTHU Mpexu 3a pegku
3abonsBaHuA:

1) Cnep HanpaBeHO AONUTBAHE 40 BCUYKM AbPXKaBU U cnef aHanun3 Ha 060bweHuTe
pe3yntatu, EBponeiickata Komucua uHdopmupa, ye uwe 6bae obaseHa HoOBa
NOKaHa 3a BKAOYBaHE Ha HOBW acounupaHu naptHbopu (All) B eBponeiickuTe
pedepeHTHU Mperkn 3a peaku 3abonssaHuA. ToBa Le Ce CyYn Hal-BEpOATHO Npes
2025 r.,, kaTo npoueaypata Tpabsa aa e duHannsnpaHa go 2026 r.;

2) MMpouepypaTa 3a BKAKOYBaHe Ha HOBM Al we 6bae cneaHarta:
i. 3afBKa 3a )eNnaHue OT CbOTBETHOTO neyebHO 3aBeaeHue;
ii. onobpeHune OT CLbOTBETHUTE OpPraHKU Ha HALLMOHANHO HUBO;

iii. opobpeHne OT KOOpAMHATOPA Ha CbOTBETHATa eBponeicka pedepeHTHa
Mpexa;

iv. CK/MIOYBaHe Ha ABYCTPaHHO CnopasyMmeHune mexay nevebHoTo 3asegeHue n
CbOTBETHATa eBponencka pedpepeHTHa Mpexa.



3)

4)

MNpoueaypata 3a BKNOUBAHE HA HOBM All cbabpiKa CNeaHOTO orpaHuueHune. All
moraT aa 6bAaT BKAIOYBAHM CaMO B Te3M MPEXKMW, B KOMTO CbOTBETHATa AbprKasa
HAMa MbAHOMNPasHKU 4neHoBe. BbB BCcAKa esBponeicka pedepeHTHa Mpexka 3a
peaku 3abonaBaHUA MOXKe Aa YNeHyBa camo eamH Al OT AbpiKasa Ynew;

i. Bbbarapua uma yuactve B 06W0 wecT eBponeickn pepepeHTHU MpeXkn 3a
peaku 3abonaBaHuA, KaTo 3a ocTaHanute 18 mpexu cneaBa Aa ce
onpeaenar All.

EsponerickaTa KOMUCHA NOCOYBaA OLLE, Ye cneq NPUKNIoUBaHe Ha Ta3u npoueaypa
8o 2026 r., npe3 2027 r. ce nnaHupa pa 6bvae obsaseHa M HOBA NOKaHa 3a
MbAHOMPaBHN YneHoBe B eBponeickuTe pedepeHTHU mpexu. Mpeasuxpa ce
obaue Ta3mn nokaHa Aa e camo 3a Beve BKAOYEeHWUTe B MpexuTe All, Ha KOWUTO Aa ce
Aafe Bb3MOXHOCT, akO NOKPUBAT U3UCKBAHUATA Ha CbOTBETHATA MpeXKa, Aa CTaHaT
HeHW NbAHONPABHW YNeHOBe.

i. 3a apyrn neyebHu 3aBeaeHMA HAMA Oa 6bae BHL3MOXKHO BKAOYBAHE B
eBponeincknuTe pedepeHTHU MpeXu, Tbil KaTO M MOHACTOAWEM B TAX
uneHysat ronam 6pon neuyebuu 3aBegeHna U ToBa 6M 3aTpPyaHWUNO
YyNpaBAEeHUETO UM.

8. KomucusaTa pewn MHbopmaLmATa 3a NOKaHaTa 3a BKAlouBaHe Ha HoBM All B eBponeinckuTe
pedepeHTHU Mmpexu 3a peaku 3abonasaHna pa 6bae nybnAMKyBaHa Ha WHTEpHET
ctpaHnuata Ha KomucusaTta. Cobwarta uHPopmaumna we 6bae wu3lnpateHa M A0
pbKOoBOAUTENUTE Ha NevyebHU 33aBeAEHUA B CTpaHaTa CbC CTATyT Ha YHMBEPCUTETCKU
6onHuUM, BUaEHKM NOTEHUMANHK KaHaMaaTh 3a All.

9. Mpo¢. Pymen CredaHos nHPopmupa uneHosete Ha Komucuata 3a U3roTBeH aHanu3 Ha
npeanoXeHNAa 3a MepKu B nNoaKpena AeWHOCTTa Ha €KCNEepTHUTE LLeHTPOoBE 3a peaku
3abonasaHuA B bbarapua. AHaNU3bLT € M3roTBEH Bb3 OCHOBA Ha NONYYEHU CTAHOBMULLA OT

PBKOBOAUTENU HA EKCNEePTHW UEeHTpOBe 3a peaKu 3abonnsaHuA B bbnrapusa u no3sonaAsa
Aa ce HanpasAT chegHUTe 3aKNioYeHUA U NPenopPbKNU:

1)

2)

3)

4)

HeobxoaMMOCT OT NOKpMBaHe Ha pasxoauTe 33 ABa WATHU CbTPYAHMUM
(KoOpAMHATOP W TeXHMYECKN ceKpeTap) KbM Bcekn oduumanHo 0603HaueH
eKCnepTeH LeHTbLP NO peaKu 3abonAsBanus;

Heobxoaumoct OT cb3gaBaHe W NpUemMaHe Ha MeXxaHWU3bm 33 PUHAHCUpaHe
BKNIOYBAHETO Ha BbHLWHWU KOHCYNTAHTU KbM AeHHOCTTa Ha eKCNepTHUTE LeHTpoBe
3a peaku 3abonaBaHus;

HeobxoaumocT OT Cb3gaBaHe M MpPUemaHe Ha MexaHM3bM 33 MOKpUBaHe
pa3xoauTe 3a TPaHCNOPT Ha NauMeHTUTe ¢ peakn 3abonsasaHuA 00 CbOTBETHUA
eKCNepTeH UeHTHbP;

HeobxoaumocT oT uenesBn cpeactsa 3a obpasoBaHue M nonynsapuanpaHe Ha
eKCNepTHUTE LUEeHTPOBE NO peakn 3abonaABaHus,;



10.

11.

12.

5) HeobxoaumocT oT cb3gaBaHe U NpUemMaHe Ha MexaHW3bM 33 PUHaHCUpaHe Ha
cneuuanusMpaHu OUArHocTUMHU U nevebHM AelHOCTM 3a peakun 3abonsasaHus,
KOWUTO He ce NOKPMBAT ¢ Ny6AUYHKU CPeAcTBa KbM HACTOALWMA MOMEHT MAM ce
MOKPUBAT B OrpaHNYeH o6em, KOWTO He NO3BO/IABaA aAeKBaTHO Aa Ce OTTOBOPU Ha
MeAMULMUHCKUTE NOTPebHOCTU Ha CbOTBETHUTE NALMUEHTH;

6) HeobxoAMMOCT OT LeneBM MHBECTMLMM 3a 3aKynyBaHe Ha HOBa anapaTypa u/wau
PEMOHT Ha BeYe Ha/MYHa Takasa.

7) Tobii KaTo eKcnepTHUTE LEHTPOBE 3a peaku 6onectu ce cb3aasaT Ha GYHKUUOHaNEH
NPUHUMN KbM nevyebHu 3aBeaeHuA, Komucuata cuuta 3a uenecbobpasHo
OTNYCKaHEeTO Ha AONBbAHUTENHO GUHAHCUPaHe 3a ne4ebHOTO 3aBeaeHue B pasmep
oT 10% ot 06woTOo drHaHCUpaHe 3a EMUHOCTUTE Ha EKCNEPTHUA LLEHTDBP.

Mpod. Usaitno TbpHeB Npeanou aAa ce A06aBU KbM 3aK/lOYeHUATa U NpenopbKute
HeobxogMMOCTTa OT MeToAMYHa noakpena oOT cTpaHa Ha MUHUCTEpPCTBO Ha
3Apaseona3BaHeTo Npu pa3paboTBaHETO Ha CTAHAAPTHU AOKYMEHTU U Npoueaypu BbB
BPb3Ka C AeWHOCTTa Ha eKCNepTHUTE LeHTPOBE 3a peaKku 3a60ABaHNA U TAXHOTO yyacTue
B eBponencKkuTe pepepeHTHU MpeXn. Y4acTMeTo B eBponeickuTe pepepeHTHU Mpexku 3a
peakun 3abonnaBaHnAa e 06BbP3aHO ¢ NPEMUHABAHETO Ha BbHIWIEH OAWUT, KOWTO WU3UCKBA
pa3paboTeHU CTaHAAPTHW [OOKYMEHTM W npouedypu BbB Bpb3Ka C AEWHOCTTa Ha
eKcnepTHUTE LLeHTpOoBe 3a peaku 3abonasaHuma.

KoMucuaTa npue BCUYKKU 3aKNIOYEHMA U NPenopbkKu, KOUTO we 6baaT u3npateHn Ao
MuHUCTepCcTBO Ha 34paBeonasBaHeTo. TbiW KaTo 4acT OT NpeanoXKeHuATa npegnonarar
AONBAHUTENHO LeneBo GUHAHCUPaHe OT CTpaHa Ha MUHUCTEPCTBO Ha 34paBeonasBaHeTo,
KomucusaTa no peaku 3abonasaHuna npegnara 4a ce cb3aaae cCbBmecTHa paboTHa rpynac
npeacrasuTenn Ha MUHUCTEPCTBO Ha 34paBeona3BaHeTo (BK/AIOUYMTENHO HOPUCT U
buHaHcUCT), KoATO pa u3paboTu npepsiokeHUE 3a KOHKpPeTeH MexaHU3bM 33
drHaHCcKMpaHe Ha ekcnepTHUTE LLEHTPOBE NO peakun 3abonasaHuA B bbarapus.

Npod. Pymen CredaHoB MHPopmMUpa uneHoBeTe Ha KOoMUCUATA 3@ NONYHEHO NUCMO OT
MUHKUCTEPCTBO Ha 34paBeoNa3BaHETO C UCKAHE 3a NPeaJsioKeHUA 3a MEPKU U AeACTBUA
OTHOCHO 3aTpPyAHEHUA B AOCTbNA OO0 /IeYEHWE HA NAUMEHTU CbC CMMHANHA MYCKYNHa
aTpodua B U3TouHa Bbarapua. OrpaHUYEHUAT EKCNEepPTEH ONUT U KOHLEHTPUPAHETO My B
MasKo Ha 6poli KNIMHWYHU LEHTPOBE € XxapaKTepeH Nnpobaem 3a BCUUYKKN peakun 6onectu. B
Ta3un Bpb3Ka KomucuaTa npeanara Ha MUHUCTEPCTBO Ha 3gpaBeona3BaHeTo:

1) [da HacbpuaBa CbTPyAHWYECTBOTO WM AManora mexay obwuHute U nevebHute
3aBeJleHnA C LeN Cb3QaBaHe Ha eKCNepTHU LEeHTpoBe No peaku 3abonsasaHuna Ha
peruoHaneH NpuHLMn;

2) [a aHann3npa Bb3MOXHOCTTa 3a OTMNYCKaHe Ha Lefesn cpeacTBa Kbm oduLmanHo
o0603HaueHUTEe eKCNepTHU LLeHTpoBe 3a peakun 3abonABaHuA, KouTo Aa 6vaat
M3MNoN3BaHN 3a Cb3gasBaHe W OByyeHWEe Ha eKCNepTHU E€KUNU Ha pernoHaneH
npuHLUMN.



13. KomucuaTta pewn ga Hacpouu cneaBalloTo cv 3acedaHme Ha 23 onm 2024 1. (BTOPHUK).

C ToBa AHEBHUAT pen 6e n3yepnaH n 3acegaHneTo be 3aKpUTO.

MNoanwuc:

Mpod. a-p PymeH CredaHoB, om

(Mpeacenaten Ha Komucma no peaku 3abonasaHus)



