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OBPAILIEHUE O TIOMOLLU (CPOUYHBIN CBOP)

OO6pamack K BaM 3a CllaceHUEM KU3HHU Moero cbiHa — ['opbaTta Mupona CepreeBuua
25.05.2022r.p. MoeMy MaJIbuMKy MOCTaBJIE€H CMEPTEJIbHBIA T€HETUYECKUM TUArHO3 —
[Iporpeccupytomias Mmpimednas guctpodus romenna-bekkepa (nenenus 3x30H0B 51-53
rena DMD).

Sl BocnuThiBaro nABoux Aeted oaHa. OKa3aBIIMCh B TAKOW CUTYallMH, S BBIHYXKJCHA
IPOCUTH O MOMOIIHU, TAK KaK )XH3Hb MOEro peOeHKa ceidyac 3aBUCUT UCKIIOUUTEIHHO OT
MUJIOCEPAUSITIONCH.

[lyTh Kk ycTaHOBJIEHMIO TMarHo3a MupoHa ctan s Hac kommapom, 02.08.2024rona
nepes INpPOBEJEHHEM MEAUIUHCKOIO BMEIIATENbCTBA CBHIHY BBEIM MHUOPEIAKCAHT
ATpakypuyM — Ipemnapat, KOTOpPbIi KaTeropuueCcKu IPOTUBOIOKA3aH IPH HEBBISIBICHHON
muoauctpopun JlromenHa. ITo0 MpUBEIO K MTHOBEHHON (GUOPHIIIALMHU KETYAOYKOB U
KJIMHUYECKOHW cMepTu Moero pedenka. Muponry uygom cmaciu. Ho mMmeHHo Onaromaps
9TOM CTpalIHO# Tpareauu Bpaud CMOTJIM BOBPEMs Y3HATh MpaBy: SKCTPEHHOE IIy0oKoe
reHeTHYeCcKoe 00CIeJ0BaHHUE BHISIBUIO UCTUHHYIO MPUYUHY MPOU3OIMIEANIET0 U OTKPBLIO
HaM TOYHBIHM 1uarHo3. be3 3Toro pokoBoro ciay4as Mbl MOTJIHM Obl YIYCTUTh JIparoleHHoe
BpeMsI, TAK U HE y3HaB, OT YEr0o yracaeT MaJIbIIl.

24.06.2026rona no nopy4yeHuto MuHuctepcTBa 3apaBooxpanenust Pb na 6aze PHIIL]
«Matp u guTa» Obul mpoBeneH OQUIMANbHBIA BpadyeOHBIM KOHCWIMYM (KOMHS
3akmoueHus Ne 12-1-7/I-5199 npunaraercs). Koncminym nocranoBui, 4To Mupony
MOJKET OBITh PAaCCMOTPEH U TOKa3aH B KAauye€CTBE MATOTCHETUYECKOUN Tepamuy HOBEUIITNI
reHHBIN penapat «AneBuaucy (leranaucTporeHMOKCcenapBoBeK).

24.06.2026 roga odunmnansubii koHcwauym PHIIL «Math u nuTs» mOCTaHOBUI, UTO
MupoHy mnoka3aHa DATOTE€HETHYECKas Tepamus HOBEHIIMM T€HHBIM IIpENnapaToM
«2nesuaucy (Elevidys). Ceitgac MBI cTpOro MO TPOTOKOJIY 3aBEPIIUIN BBEICHHE BCEX
XKUBBIX BakuMH. Cpa3y Ioclie MOCTBAaKIMHAJIBHOTO MHTEpPBaJa HAYHETCSH CTEPOUIHAS
Tepanus, u 4epe3 12 Heaear MupoH J0KEH BBIMTH Ha J03Y I BBEICHUS « DIICBUIACAY.
BpeMst kpuTHueCKH OTpaHMY€HO BO3PAaCTOM peOeHKA.
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[Ipomry Bac nopnep:xaTb Mot cOOp XOTs OBl OTHUM M3 3THX CIOCOOOB:

- Ioxanyiicta, 1oHecuTe HHPOPMALHIOO COOpE 10 BAIIMX COTPYIHUKOBH NMAPTHEPOB;

- Pa3amMecTUTHINCTOBKY C peKBU3UTAMHHA CTEH/1aX OpraHu3aluy;

- Ilo BO3MOXHOCTH pacnpocTpaHutre HH(popmanuio Ha cou. CTpaHHuKax Bamel

opraHu3aluu,pabouux rpynmnax Baitoep/renerpaMm;
- I1o BO3MOKHOCTH OpraHu3yiTe 6J1arOTBOPUTEIBHBIN COOP CPein COTPYTHUKOB Balle

OpraHu3aIuy.
- PaccMoTpuTE BO3MOXKHOCTHOKA3aTh 0€3B03ME3IHYIO( CITOHCOPCKYIO )IIOMOIIIb.

C yBaxeHHMEM U HaJIexK 101!
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