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AHec, 16 cenTeMsp111 2025 r. (sTopHv1K) OT 13:00 4. ce npoBeAe 3aceAaHv1e Ha 

KOMll1Cll1f1Ta no peAK111 3a60J1f1BaHll1fl KbM Mv1Hv1CTepCTB0 Ha 3Apaseona3BaHeTO. 3aCeAaHll1eTO 

ce npoBeAe Av1CTaHU.1110HHO nocpeAC1B0M OHJlatiH KOHcpepeHTHa Bpb3Ka. 

np111cbcrsar: npocp. PyMeH CrecpaHoB (npeACeAaTell), npocp. BaJ1epv1R KaJ1esa, npocp. 

lt1sa Croesa, npocp. vlsatiJ10 TbpHes, npocp. nK?AM111J1a Maresa, npocp. PaA~a Tlt1H4esa, A-P 

l,1p~Ha Kosa4esa, A-P HeJ1111 lt1saHosa, A-P CseTflaHa Pat14esa, 6oHH lt1saHOB, BJ1aA~M111p 

TOMOB. 

Orcbcrsar: aKaA. npocp. Apara ToH4esa, aKaA. npocp. vlsaH Mv1J1aH0B, npocp. reopr111 

M111xatiJ1os, npocp. EMv1J1 nacKafleB, 6opHHa 6oTesa. 

np111CbCTBaLI.1ill1 BbHWHlt1 eKcneprv1: Mapv1HHa Mv1H4eBa {H~O3A). 

Cnll1Cb4eH CbCTaB - 16. KsopyM - 8. 

AHEBEH PEA: 

1. ·Pa3rfle>KAaHe Ha BbpHaT111re 3a AOnbflHv1TeJ1Ha v1HQ)OpMaU.111fl 3aflBJleHlt1fl 3a BKJlJ04BaHe 

Ha 3a60flfl Ba H 111~ B Cnv1CbKa Ha peAKv1Te 3a60flfl Ba Hlt1fl lt1 v1CKa Hlt1fl 3a o603Ha4aBaHe Ha 

eKcneprH1t1 u.eHrpose no peAKv1 3a60J1HBaHv1H; 

2. AoKflaABaHe Ha eKcnepTHa ou.eHKa 111 rJ1acysaHe Ha nocTonv1J1111 1t1cKaHv1fl KbM M3 3a 

BKJlJ04BaHe Ha 3a60flflBaHll1fl B Cnv1CbKa Ha peAKv1Te 3a60flf1BaHv1fl; 

3. AoKflaABaHe Ha eKcnepTHa ou.eHKa 111 rJ1acysaHe Ha nocTonv1J1v1 111cKaH111~ KbM HLJ.O3A 

3a o6o3Ha4eHl,1e Ha eKcneprHv1 u.eHTpose no peAKll1 3a60J1RBaH111R; 
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4. Pa3rfle>+<AaHe lt1 pa3npeAeflflHe 3a eKcnepTHa ou.eHKa Ha HOBOnOCTbnlt1/llt1 lt1CKaHlt1fl KbM 

M3 1t1 HUO3A 3a BKJH04BaHe Ha 3a60J1r1BaH1t1fl s Cn1t1CbKa Ha peAK1t1Te 3a60J1r1BaH1t1fl 111 3a 

o6o3Ha4eH1t1e Ha eKcneprH1t1 u.eHrpose no peAKll1 3a60J1r1BaH111r1; 

06Cb>KAAHl1fl ~ PEWEH~fl: 

1. KoM111c111r1ra pa3r/leAa AOKJ1aA111Te 3a ou.eHKa Ha nocTon111J1111re 111 pa3npeAeJ1eH111 3a 

eKcnepTHa ou.eHKa 3aflB/1€Hll1fl 3a BK/lto4BaHe Ha 3a60J1f1BaHit1fl B Cn111CbKa Ha P€AK111Te 

3a60J1f1BaHll1fl. K0Mll1Clt1f1Ta pew111 KaKT0 C/1€ABa: 

1) XoM031t1rorHa cpaM1t1J1Ha Xit1nepxonecreponeM1t1fl (KOA no MK6-10 E78.0, Orpha 

KOAOBe 391665) - KOMll1Cll1f1Ta OT/10}+{111 pa3r1le>+<AaHe Ha nOAaAeHOTO 3aflB/leH111e 

nopaA1t1 He1113rorseHa eKcneprHa ou.eHKa. 

2. KOMll1Cll1f1Ta pa3r/leAa nOCTbnll1/laTa AOnb/lHll1Te/1Ha AOKyMeHrau.111r1 no 3aflB/leHlt1e OT 

YM6An ,,Cs. reopr111" 3a o6o3Ha4aBaHe Ha eKcnepTeH u.eHToP no spoAeH"1 u.enHar111H111 Ha 

ycrHara 111/111J1111 He6u.ero. KoM111c111r1ra pew111, 4e 3ar1s111reJ1HT n0Kp111sa 1113"1CKBaH111r1ra 

Cbr/laCHO HapeA6a No 16 OT 2014 r. 3a YC/108111f1Ta 111 peAa 3a per"1CTp111paHe Ha peAK111Te 

3a60J1r1saH111r1 111 3a eKcneprH111re u.eHrpose 111 pecpepeHTH1t1Te Mpe>+<111 3a peAK111 

3a60J1r1BaH111r1 111 cJ1eABa Aa 6bAe npeAflO>+<eH 3a o6o3Ha4eH111e Karo eKcnepreH u.eHTbp no 

peAKll1 3a60J1r1 sa H 111r1 ( BPOAeH 1t1 u.en Har111 H 111 Ha ycrHara 111/111J11t1 He6u.ero). 

3. KoM111c111flra pa3rfleAa nocTon1t1J1oro 3ar1sJ1eH111e or M6An ,,Cbpu.e 111 M03bK
11

, nJ1eseH 3a 

o6o3Ha4aBaHe Ha eKcnepreH u.eHTbp no rpaHcr111per111H-CBbp3aHa aMll1/l0111A03a c 

HOpMa/lHa noc/leAOBaTe/lHOCT (A111B T111n) 111 HaC/leACTBeHa cpaMll1/1Ha aMll1/1O111AO3a C 

Hesponar111r1: 

• KOMll1Cll1f1Ta pew i-1, 4€ 3afl Blt1Te/lflT He noKp111 Ba it13it1CKBaHll1flTa Cbr /la CHO HapeA6a NQ 

16 or 2014 r. 3a ycnos111Hra i-1 peAa 3a per111crp1t1paHe Ha peAK1t1Te 3a60J1flBaH111H 111 3a 

eKcneprH111re u.eHrpose 111 pecpepeHTH111re Mpe>+<111 3a peAK1t1 3a6onr1saH1t1fl no 

OTHOWeH111e Ha PHAKOTO 3a60J1f1BaHe HaC/leACTBeHa cpaMlt1/1Ha aMll1/10111A03a C 

Hesponar111H; 

• KOMll1Cll1f1Ta pew111 Aa 11131t1CKa AOnb/lHll1Te/1Ha 111HQ)OpMaU.111fl no OTHOWeH1t1e Ha 

PHAK0TO 3a6oilr1BaHe rpaHCT111peT111H-CBbp3aHa aMll1/10111A03a C HOpMa/lHa 

noc/leAOBaTe/lHOCT (A111B T111n): 

0 3aflB/leHlt1eT0 He e 1113r0TBeHO Cbr/laCHO Hau.1110Ha/1Hll1fl K0HCeHcyc 3a 

A1t1arHocr111Ka, J1e4eH111e, npocJ1eAr1BaHe 111 pexa6111J1111rau.111r1 3a 

HaC/leACTBeHaTa rpaHCTll1peTll1HOBa aMlt1/1O111AO3a. Hau.111OHa/1Hlt1flT 

K0HCeHcyc AOPll1 Hee u.111r111paH; 

o n111ncsar AaHHll1 3a en111AeM111onor111r1ra 111 KJ1111H111Ko-reHer1114Hll1fl cneKTop Ha 

3a60J1HBaHero s 6bJ1rap111r1. Han111caHo e, 4e 30 pa3/11114Hll1 Myrau.111111 ca 

orrosopH111 3a 3a60J1r1BaHeTo, a re ca HaA 140. Han111caHo e, 4e 
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3a6011F1BaHero MO>Ke Aa 3ano4He Ha~-paHo Me>KAY 30 v1 50 r., KoeTo He e 

BFlpHo. 3a6011F1saHeTo MO>Ke Aa 3ano4He v1 Ha 18 r. v1 nau,v1eHTv1Te Aa 

3asbpWaT C cpaTaJleH v13XOA AO 30 r. TaKv1Ba nau,v1eHTlt1 ca Alt1arHOCTlt1LJ,v1paHlt1 

l,1 B 6b11rapv1R; 

o nlt1ncsaT AaHHv1 3a co6cTBeHlt1FI onlt1T Ha eK111na s Av1arHocTv1KaTa lt1 

Jle4eHlt1eTO Ha Hac11eACTBeHaTa TpaHCTlt1peTv1HOBa aMlt111Olt1AO3a. Ko11KO 

6011Hv1 C Hac11eACTBeHa TpaHCTv1peTlt1HOBa aMlt111Olt1AO3a ca 

Alt1arHOCTlt1LJ,v1paJ1lt1 AO cera OT eKlt1na v1 KOJlKO ca OT nneseHcKa 06J1acr? 

o noco4eHv1re ny611lt1Kau,lt1v1 Ha eKlt1na ca s 0611acrra Ha cbpAe4Hara 

aMlt1110v1A03a 11eKlt1 seplt1rl-1 lt1 Al--1B Tlt1n, a He s 0611acrra Ha Hac11eACTBeHara 

rpaHCTv1peTv1HOBa aMv1JlOv1AO3a. HFIMa AaHHv1 eKv1nbT Aa e Alt1arHOCTv11..J.l-1pa11 

nau,v1eHTv1 C HaC/1€ACTBeHa rpaHCTl-1peTl-1HOBa aMv1/IOv1AO3a AO MOMeHra; 

o B eKcneprHv1F1 eKl-1n y4acTsa eAv1H eAv1HCTBeH Hespo11or, HO 6e3 onlt1T v1 

KBaJll.-1Q)v1KaU.v1FI B 06J1acrra Ha HaCJleACTB€Hv1Te HesponaTl-1v1; 

0 8 Al-1arHOCTl-14Hl.-1FI a11ropv1TbM Jlv1nCBaT OCHOBHl-1 v1 3aAbJl>Kl-1TeJ1Hl,1 MeTOAl-1 

3a 1,,13cJ1eABaHe. He ca noco4eHv1 M1t1Hl-1MaJ1Hl-1Te Kpl-1repv1v1 3a nocraBRHe Ha 

Al-1arHo3ara aMl-1J101t1AHa noJ11t1Hesponarv1F1. Hee noco4eHo KaK ce ou,eHF1BaT 

acl-1MnTOMHl-1Te Hocv1reJ1l-1. He e noco4eHa KaK ce ou,eHFIBa nporpecl-1RTa Ha 

noJ1v1Hesponarl-1RTa. HRMa l-1HcpopMaU,l-1fl 3a npoBeAeHo o6y4eHl-1e 3a 

v13no113saHe Ha cKa11v1 3a ou,eHKa Ha HesponaTl-1FITa. HRMa npv1J1o>KeHv1 

ny6J1v1Kau,l-1v1 s ra3v1 06J1acr; 

o Hee noco4eH eKcnepT, KO~To ~e ocb~ecrs.Rsa o6pa3Hara A1t1arHOCT1t1Ka Ha 

CbpLJ.e; 

0 He crasa flCHO eKcnepTbT - reHeTv1K KaKbB onv1T lt1Ma B MOJleKyllFlpHara 

reHeT1t1Ka Ha 3a60Jlf1BaHeTO v1 KOJlKO nau,l-1eHTv1 C HaCJleACTBeHa 

rpaHCT1t1peT1t1HOBa aMv1JlOv1AO3a e AOKa3aJl AO cera; 

o B eKv1na e BKJlH)4eH eKcnepr no paA1t10v13oronHa Alt1arHocrv1Ka 3a 

OCbL.L'1eCTBFIBaHe Ha KOCTHa CU,lt1HT1t1rpacpv1F1 OT Cocp1t1fl. Tosa O3Ha4aBa, 4e 

60J1Hlt1Te ~e Tpf16Ba Aa nbrysaT AO Cocpv1R, 3a Aa Morar Aa OCb~eCTBflT TO Ba 

l-13CJleABaHe l-13BbH KJlv1Hv14Ha nbTeKa. HFIMa AeKJ1apaU,l-1FI OT noco4eHv1FI 

eKcnepT 3a Cbr/laCl-1e Aa 6bAe 4aCT OT KaHA1t1AaTCTBaL11w1t1fl u,eHTbp; 

o nv1ncsa aJ1ropv1TbM 3a Tepanv1F1ra Ha 3a60J1F1BaHero. norpewHo e 

cnoMeHaro, 4e lt1Ma reHHa Tepanv1F1. He ca noco4eHv1 perv1cTpv1paH1t1Te 

repaneBTv14Hl-1Te cpeACTBa, rexHv1Te 1t1HA1t1Kau,v1v1, Kp1t1Tepv1v1Te 3a 

npeBKJlH)4BaHe or eAHa KbM APvra repanv1R; 

o B eKv1na J1v1ncsar eKcneprv1 no pexa6v1J1l-1rau,v1R Ha 3a60J1RBaHero. nv1ncsa v1 

nporpaMa 3a pexa6l-1J11t1rau,v1R; 

0 no OTHOWeHv1e Ha 3aFIBJleHlt1eTO 3a rpaHCT1t1peT1t1H-CBbp3aHa aMv1JlOv1AO3a C 

HOpMa/lHa nocJ1eAOBaTeJ1HOCT (Al--18 T1t1n), KapAv1OJlOrv14Hv1FIT eK1t1n lt1Ma no­

rO/lflM onl-1T - 2 A1t1arHOCTlt1U,1t1paHv1 Clly4afl. B 3aflBJleH1t1eTO o6a4e e 

v13nO/13BaH Cblllwlt1FI TeKCT Ha 3aFIBJleHlt1eTO 3a cpaMv1JlHa rpaHCTv1peTv1HOBa 

aMv1JlOv1A03a c HeaponaT1t1F1, a Me>t<AY ABeTe 3a6011r1saH111F1 111Ma Cbl.l.J.eCTBeHa 

pa3/IHKa B Kpv1repv1v1re 3a A1t1arHOCT1t1Ka v1 Bb3MO>KHOCTv1Te 3a Jle4eH1t1e. 
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TeKCTbT TpH6Ba Aa ce npe~1,131,1pa CbOTBeTHO cne~lt1~l,1KaTa Ha 

3a60J1HBaHeTO. 

4. npocp. ~sa~J10 TbpHeB 1,13pa31,1 HecbrJ1ac1,1e c o6o3Ha4aBaHero Ha YM6A/l ,,Uap1,1~a 

lt1oaHHa - ~CY/1" Karo eKcnepreH Uw€HTbp no peAKl,1 3a60J1HBaHll1H (rpaHCTl,1p€Tl,1H­

CBbp3aHa aMl,1/lOl,1AO3a C HOpMa/lHa noc/leAOBaTe/lHOCT {Alt1B r1,1n) l,1 HaC/leACTBeHa 

cpaMl,1/lHa aMll1/lOl,1A03a C HesponaTll1H). npocp. TbpHeB C4ll1Ta, 4e MO>Ke Aa ce OA06p1,1 

o603Ha4aBaHeTO Ha eKcnepreH ~eHTbp 3a rpaHCTll1peTll1H-CBbp3aHa aMll1/lOl,1AO3a C 

HOpMa/lHa noc/leAOBaTe/lHOCT {All1B Tll1n), Karo ce npeACTaBHT 8Cl,14Kl,1 /lll1ncsaw.1,1 

AOKyMeHTll1. To~ npeAJ1ara Aa ce orJ10>1<1,1 o6o3Ha4asaHero Ha eKcnepreH ~eHTbp 3a 

HaC/leACTBeHa cpaMlt1/1Ha aMl,1/lOl,1AO3a C HesponaTll1H AO npeACTaBHHe Ha AOKa3aTe/lCTBa, 

4e Hespo11or1,14Hl,1HT eK1,1n MO>t<e Aa OCbl.LJ.€CTBHBa paHHa All1arHOCTl,1Ka l,1 npOC/1€AHBaHe Ha 

ac1,1MnT0MHl,1 Hoc1,1re111,1. O6o3Ha4eH1,1ero Ha YM6A/l ,,Uap1,1u.a lt1oaHHa - ~CY/1" Karo 

eKcnepreH UweHTbp no peAKl,1 3a60JlHBaHl,1H {rpaHCTll1peTl,1H-CBbp3aHa aMll1/l0l,1A03a C 

HOpMa/lHa noc/leAOBaTe/lHOCT {All1B Tll1n) l,1 HaC/leACTBeHa cpaMl,1/lHa aMll1/lOl,1AO3a C 

HesponaTll1H) e l,138bpWeHO no npenopbKa Ha KOMl,1Cl,1HTa, np1,1era Ha npeAXOAHOTO 

3aceAaH1,1e (npor0Ko11 NQSS or 17.06.2025 r.) 1,1 ocrasa s c1,111a. 

5. KoM1,1c1,1Hra pa3rlleAa nocTonlt111oro 3aHs11eH1,1e or C6A/1A6 ,,npocp .. ~BaH M1,1res" 3a 

o6o3Ha4aBaHe Ha eKcnepreH u.eHTbp no nbpBl,14Ha x1,1nepoKcaJ1yp1,1H. KoM1,1c1,1Hra pew1,1, 

4e 3aHBll1Te/lHT n0Kp1,1sa l,13l,1CKBaHll1HTa Cbr/laCHO HapeA6a N° 16 OT 2014 r. 3a YC/10Bl,1HTa 

1,1 peAa 3a per1,1crp1,1paHe Ha peAKll1Te 3a60J1HBaHll1H 1,1 3a eKcneprH1,1re UweHrpose 1,1 

.pecpepeHTHll1Te Mpe>t<l,1 3a peAKl,1 3a60J1HBaHl,1H lt1 C/leABa Aa 6bAe npeA/lO>t<eH 3a 

o6o3Ha4eH1,1e Karo eKcnepTeH UweHTbp no peAKll1 3a6011HBaHll1H {nbps1,14Ha 

x1,1 nep0Kca11yp1,1H). 

6. KOMl,1Cl,1HTa pa3r/leAa nOCTbnl,1/lOTO 3aHB/leHll1e OT C6A/l.l].6 ,,npocp. ~BaH M1,1res" 3a 

o6o3Ha4aBaHe Ha eKcnepreH ~eHTbp no xeMO/ll,1Tl,14HO-ypeMl,14eH Cl,1HAP0M. K0Ml,1Cl,1HTa 

pew1,1, 4e 3aHBl,1TellHT noKpll1Ba l,13l,1CKBaHll1HTa Cbr/laCHO HapeA6a N° 16 OT 2014 r. 3a 

yc11os1,1Hra 1,1 peAa 3a per1,1crp1,1paHe Ha peAKll1Te 3a6011HsaHll1H lt1 3a eKcneprH1,1re ~eHrpose 

l,1 pecpepeHTHl,1Te Mpe>Hl,1 3a peAKl,1 3a6011HBaHll1H l,1 C/leABa Aa 6bAe npeA/lO>HeH 3a 

o6o3Ha4eH1,1e Karo eKcnepreH Uw€HTbp no peAKll1 3a6011HBaHll1H (xeMOlll,1Tl,14Ho-ypeMll14eH 

Cl,1HAPOM). 

7. KOMl,1Cl,1HTa KOHCTar1,1pa, 4e He e noJ1y41,111a KbM MOMeHTa l,13lt1CKaHaTa AOnb/1Hl,1TeJ1Ha 

l,1HQ)OpMaUwll1H no nocTonl,1/10 3a.f1B/leHl,1e OT YM6A/l ,,CB. ~BaH P1,111CKl,1 11 3a o603Ha4aBaHe 

Ha eKcnepreH ~eHTbp 3a onr1,1KoHespoM1,1e111,1r {60J1ecr Ha Devic). 

8. KOMl,1Cl,1HTa np1,1e CbCTaBll1Te Ha eKcnepTHl,1Te rpyn1,1 3a 0UweHKa Ha H0BOnOCTbnl,1/ll,1Te 

3aHBJleHlt1.fl 3a BK/lK)4BaHe Ha 3a60/lHBaHl,1H B Cnll1CbKa Ha peAKlt1Te 3a60/lHBaHl,1H KaKTO 

cJ1eAsa: 

1) 60/leCT Ha van Hippel - Lindau (KOA no MK6-10 Q85.8, ORPHA K0A 892) - npocp. 

Ba11ep1,1H KaJ1esa, npocp. reopr1,1 M111xa~J1os, A-P Cser11aHa Pa~4esa; 

2) nbpBlt14eH ( 111All10naTlt14eH) ll1MYHOK0Mn/leKCeH ( ll1MYHOr 1106yJ11t1H-MeA1t1ll1pa H) 

MeM6paHonpoJ1111cpepar111seH r110MepyJ10Hecpp111r (IC-MPGN) (KOA no MK6-10 
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N03.5, ORPHA KOA 329903) - aKaA. npocp. Apara ToH4esa, npocp. EMv1J1 nacKa/leB, 

A-P vlpv1Ha Kosa4esa; 

3) C3 rJ10Mepy11onaTv1fl (C3G) (KOAOBe no MK6-10 N03.5, N03.6, ORPHA KOAOBe 

329918, 329931, 93571) - aKaA. npocp. Apara ToH4esa, npocp. EMv111 nacKa/leB, A­

P vlpv1Ha Kosa4eBa; 

4) Cv1HAPOM Ha Cv1/1Bbp- PbCe/1 (KOA no MK6-10 Q87.l, ORPHA KOA 813)- npocp. V1Ba 

CToesa, npocp. PaAKa Tv1H4esa, B11aAv1Mv1p ToMOB. 

9. KOMv1Cv1flTa npv1e CbCTaBv1T€ Ha eKcnepTHv1T€ rpynv1 3a OLJ.€HKa Ha HOBOnOCTbnv1/lv1T€ 

v1CKaHv1fl 3a o6o3Ha4aBaHe Ha eKcnepTHv1 L.J.€HTpose 3a peAKlt1 3a60/lflBaHv1fl KaKTO C/1€ABa: 

1) YM6An ,,CB. Map1,1Ha", BapHa (eKcnepTeH u.eHTbp no peAKv1 eHAOKpV1HHv1 

3a6011HBaHv1fl) - npocp. v1Ba CToesa, npocp. PaAKa Tv1H4esa, B11aAV1MV1p ToMos; 

2) YM6An ,,Cs. MapV1Ha", BapHa (eKcnepTeH u.eHTbp no cv1HAPOM Ha Clt1/1Bbp- Pbcell) 

- npocp. V1Ba CToesa, npocp. PaAKa TV1H4esa, 8J1aAlt1Mv1p ToMoB; 

3) YM6An ,,CB. AHHa" (eKcnepTeH 1..1weHTbp no nbpBV14Ha XV1nepOKCaJ1ypv1fl) - aKaA. 

npocp. Apara ToH4eBa, npocp. EMlt1/l nacKa/leB, A-P V1p1,1Ha Kosa4esa. 

10. npocp. PyMeH CTeq>aHOB lt1Hq>OpMlt1pa 4/1€HOBeTe Ha KOMl,1Cl,1flTa 3a nOCTbnlt1/10 nlt1CMO C 

V1CKaHe Ha CTaHOBv1W.e OT CTpaHa Ha Mlt1HV1CT€pCTBO Ha 3Apaseona3BaHeTO OTHOCHO 

3an1,1TsaHe OT ,,V1HcpopMau.1,10HHO 06cJ1y>t<saHe" AA BbB spb3Ka c HaArpa>t<AaHe 1,1 

BH€APflBaHe B Hau.v10Ha11HaTa 3ApaBHOv1Hq>OpMau.v10HHa CV1CTeMa Ha Orpha KOAOBe 3a 

P€AKV1 3a60/lflBaHv1fl. npocp. CTecpaHOB npeACTaBlt1 K0HKpeTHlt1T€ BbnpOCl,1 OT 3anlt1TBaHeTO 

c npeAflO>t<eHlt1fl 3a cTaHOBlt1W.e v1 o6ocHosKa KbM Hero. nposeAe ce Av1CKYClt1fl. A-p V1p1,1Ha 

KoBa4eBa o6bpHa BHv1MaHv1€ Bbpxy HOpMaTv18Hlt1T€ l,1 opraHv13aLJ.lt10HHl,1 npou.eAYPv1 np1,1 

nplt1eMaHeTO l,1 BHeAPflBaHeTO Ha HOBl,1 Clt1CT€Ml,1 3a KOAlt1Q>lt1KaLJ.lt1fl v1 K11ac1,1cp1,1KaU.v1fl Ha 

3a60J1HBaHlt1flTa y Hae. npoeKTbT 3a cTaHos1,1w.e e 1,13npaTeH AO 4/leHoBeTe Ha KoMlt1Clt1flTa 

C npeA/lO>K€Hv1€ 3a KOM€HTap1,1 npeAlt1 Aa 6bAe OKOH4aT€/lHO nOAaAeH KbM Mlt1Hv1CTepCTBO 

Ha 3ApaBeona3BaHeTo 1,1 ,,vlHcpopMau.1,10HHO 06cJ1y>t<saHe" AA. 

11. npocp. PyMeH CTecpaHOB lt1Hq>OpMlt1pa 4/1€HOBeTe Ha KOMlt1Clt1flTa 3a nocTbnlt1/10 nlt1CMO OT 

YM6An ,,LJ.apv1u.a ~oaHHa - vlCYn", c KOeTo ce cbo6w.asa 3a HOB pbKOBOAlt1Tefl Ha 

eKcnepTHl,1fl U.€HTbp no P€AKv1 A06poKa4eCTB€Hl,1 xeMaT0/10flt14Hl,1 3a60J1f1BaHlt1fl - AOLJ.. 

6opHHa AspaMosa. 

12. npocp. PyMeH CTecpaHOB lt1Hq>OpMlt1pa 4/1€HOBeTe Ha KOMl,1Cl,1flTa 3a nOCTbnlt1/10 nlt1CMO OT 

Mv1Hlt1CTepCTBOTO Ha 3ApaBeona3BaHeTO. Mlt1Hlt1CTepCTBOTO lt1Hq>OpMlt1pa, 4e e nO/lY4lt1/10 

n1,1cMo or p0Av1re11 Ha AeTe c STXBP1-CBbp3aHo pa3cTpo~cTBO (STXBPl eHu.ecpaJ1onaTlt1fl c 

en1,1J1encv1H). nl,1CM0TO e v13npaTeHO AO EKcnepTHl,1fl CbBeT no A€TCKa HeBp0llOrv1fl 3a 

CTaHOBV1LJJ.€ l,1 npeu.eHKa OTHOCH0 CbOTB€TCTBV1€ C onpeA€/1€Hv1eTO 3a PflAKO 3a60/lflBaHe 

cbr/laCHO § 1., r. 42 OT Aonb/1HV1Te/1Hlt1Te pa3nopeA6V1 KbM 3aKoHa 3a 3Apasero, KaKTO V1 

3a npeAOCTaBflH€ Ha He06XOAlt1Ma lt1Hq>OpMaU.V1fl 3a BK/lf04BaHe Ha 3a60/lf1BaHeTO B 

Cnlt1CbKa Ha peAKv1Te 3a6011HsaHv1fl no peAa Ha 4/1. 11 OT HapeA6a NQ 16 OT 2014 r. 3a 
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ycJ1osv1r1Ta v1 peAa 3a perv1cTpv1paHe Ha peAKv1Te 3a60J1HBaHv1r1 v1 3a eKcnepTHv1Te u.eHTpose 

v1 pecpepeHTHv1Te Mpe>Kv1 3a peAKv1 3a60J1HBaHv1fl. 

13. npocp. PyMeH CTeq>aHOB v1 A-P v1pv1Ha KoBa4eBa v1HQ)OpMv1paxa 4/leHOBeTe Ha KOMv1Cv1flTa 

3a nocTonv1J1v1 nv1cMa BbB spb3Ka c espone~cKv1 npoeKT European Rare Diseases Research 

Alliance (ERDERA) c noKaHa 3a y4acTv1e 3a ccpopMv1paHe Ha Hau.v1OHaJ1Ha orJ1eAaJ1Ha rpyna 

no peAKv1 60J1ecTv1. A-p Kosa4esa o6bpHa BHv1MaHv1e, 4e s Mv1Hv1cTepcTBO Ha 

3Apaseona3BaHeTO HflMa v1HQ)OpMaLJ.v1fl 3a TO3v1 npoeKT, Tb~ KaTO TO~ ce BOAv1 

Hay4HOv13CJleAOBaTe/lCKv1 v1 CbOTBeTHO nonaAa B pecopa Ha Mv1Hv1CTepCTBOTO Ha 

06pa3osaHv1ero v1 HayKaTa. 

14. KOMv1Cv1HTa pewv1 Aa HaCpO4v1 CJleABaW.OTO Cv1 3aceAaHv1e Ha 25 HOeMBpv1 2025 r. 

( BTOpH v1 K). 

C rosa AHeBHv1HT peA 6e v134epnaH v1 3aceAaHv1ero 6e 3aKpv1ro. 

npocp. p.-p Py~H CrecpaH£1B, AM 

(npeAC:eAp'fe/1 Ha KOMv1Cv1fl no peAKv1 3a60J1HBaHv1fl) 
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