“"" OT.OEN BHELWWHNX LLEPKOBHbIX CBA3EN
. 90 Mockosckoro lNarpuapxara

3asiBneHue npencenarena OBLLC mutpononuta
Bonokonamckoro MnapuoHa B cBsi3u ¢ cyabbon
10-MecsiuHOro manbyuka Hapnu Napoa

n3 BenukobputaHmm

Bce cynebHble nHcTaHumu, BKo4Yas EBponesicknii ¢y no npaBaM 4es10BeKka, BbIHECIN CTpaaarowemy
pPenKkuM reHeTM4eckuM 3aboneBaHnem pebeHKy CMEePTHbIN MPUroBop, He BHS/IM Moibbam poanTtenei
COXpaHUTb eMy WaHC Ha Xu3Hb. B cBS3u co crnoxusluerics cutyaunen npegcenarens Orgena
BHeLlWHUX LiepKoBHbIx cBa3er Mockosckoro [Natpuapxara mutporonnt Bonokonamckmni VinapuoH

BBICTYrnJ1 ¢ 3asiB/ieHNEeM.

CeroiHst MHOXECTBO /0 Lel Mo BCEMY MMPY C BONTHEHMEM CNeasT 3a cyapboit necatmmecsyHoro Yapnm
"apna u3 BenvkobputaHum, KOTOPbI CTPaaaeT peakmum reHeTndeckmm 3abonesanmneM. Celidac pebeHok
HaxoOWTCS, MO MHEHUIO aHTNIMACKNX BPAYe, B TEPMUHANBHON CTaANN N eMYy YK€ HUYEM HENb35 MOMOYb.
Cneumnanuctbl 13 6onbHULBI 'panT-OcMoHA-CTPUT cHMTaIOT, YTO HEOBX0OMMO OTKNIOYUTL pebeHka oT
CMCTEM XM3HeobecneyeHns 1 okasaTb NanIMaTMBHY NOMOLLb, YTOObI Hapnu «40CTONHO yMep».

Pooutenu caMocTosTeNbHO M3Y4nny BapyaHTbl anbTEPHATUBHOMO NeYeHnsl. AMEPUKAHCKNE MeONKY
roTOBbI BbINY NPUHATE pebeHKa 1 NPOBECTH KyPC 3KCMEPUMEHTANIbHON Tepanun, KoTopas nmena
NONOXMWTENbHbIE PE3ynbTaThbl B Cly4asix ¢ APYrMU ManeHbKUMM NaumyeHTamm 1 nomorna obneryuntb
cumnToMbl 3aboneBaHus. HebeapaanuyHble noam cobpany bonee MUNINOHA OYHTOB CTEPSIMHIOB A/1St
onnatbl nedeHns Yapnu B CLUA. OpgHako rocnutans pait-OcmoHa-CTtput obpaTtnncs B ¢y, 4Tobbl TOT
pewwn cynpby pebeHka. Bece cynebHble nHcTaHUmMW, BKtoYasi EBponerickuii cy no npasam YenoBeka,
BbIHECIN PeBEHKY CMEPTHbIV MPUIroBOP, HE BHSNN MONbbaM poamTeneli COXpaHUTb eMy WaHC Ha XU3Hb.

Mpobnema Tak Ha3blBaEMOW «MaCcCMBHON 3BTaHa3MN» BO3HVKNA B pe3ynbTaTte nporpecca B
MEOMLIMHCKIX TEXHOMOIMSIX, KOrda CKYCCTBEHHO NoaaepXmBaTh AblxaHne 1 KpoBoobpalleHme ¢
HaOeX O Ha NCLENeHNe MOXHO rogamin. PaHee KputepreM HacTynneHns CMepTH cumtanach
HeobpaTmMMas ocTaHOBKa AblxaHusi 1 KpoBoobpaleHus. OfHako Tenepb akT CMEPTM NPEBpaLLaeTCs B
NPOLECC YMMPaHUSI, 3aBUCUMbIA OT PELIEHVSI Bpaya, YTO HanaraeT Ha COBPEMEHHYIO MeaULMHY 0cobyto
OTBETCTBEHHOCTb. Kaxablii feHb NpebbiBaHNS NauMeHTa B peaHMaLm CTOUT HeMarblX EHer.
B03MOXHOCTM 60/bHMLL MO NOAAEPXAHMIO XN3HW OrpaHuYeHbl, TeM Bonee, Y4To NOCTynatoT HoBbIe

NauneHTbl B TAXEN0OM COCTOAHUN N O60py,ﬂ,OBaHI/I9| Ha BCeX s1BHO HE XBaTaerT.

Ho B cnyyae ¢ Yapnu [Mapaom ectb 1 Bpayun B CLUA, rotoBble B3ATbCS 3a €ro neyYeHne, ectb 1



chrHaHCcOoBblE cpeacTBa. HecMoTpst Ha 370, Cy L NPVHSIN PELIEHNE, YTO B «NTy4lInX MHTEepecax pebeHka»
OTKMIOYUTb €ro OT annapaTta Xun3HeobecneyeHmsl, okasaTtb NafIMaTMBHYIO NMOMOLLb U «OaTb JOCTOWHO

yMepeTb».

COBpeMeHHaFI 3anagHas umsmnm3aumnsa nocTynmpyeTt, 4To YenoBeyecCkas XN3Hb ABNAETCA abcontoTHOM
LEHHOCTbIO, HO NMpn 3TOM BO MHOIMX CTpaHax NnieHne Xn3Hum T4Xerno 60nbHbIX niogen, B TOM ymcne

JeTen, CTaHOBUTCS Y3aKOHEHHOW PearibHOCTbIO.

[pamatnam cutyaumm ycyrybnsetcs TeM, YTO pOOUTENN HE MOTYT MPUHSATb PELIEHNE CaMOCTOSTENBHO.
Moyemy B XXI Beke ceMbsi B CBOOOIHOM AEMOKPATUHECKOM roCy1apCTBE OKa3bIBAETCS 3anepTol B
CTeHax O4HOM KNIMHWKM N3-3a PeLeHns Cyaa 1 He MOXEeT BOCNONb30BaTbCS yCnyramv Apyrovt KNMHUKA?
MoyeMy poamTeny nWeHbl NpaBa BCEMU AOCTYMHbIMU CpeacTBamMm 60poTbCS 3a XM3Hb CBOEro pebeHka
N CaMOCTOSATENbHO NPUHMMATb PeLeHns, Kacatowmecs ero nedeHma? lNpoucxopsilee — Hacunve Hag,

COBECTbIO poauTENEei, N30eBaTenbCTBO HaO HUMW, CaAN3M, OKPaLUEHHbIV B 'yMaHUCTUYECKME TOHA.

YynosuiiHoe pelweHne EBponeiickoro cyaa no npaeam Yenoseka npoaeMOHCTPUPOBano rnyboyaniumi
KPU3UC CaMoro NnoHATMA 3aluunTbl Npas Yenoseka. Tenepb Npaso Ha XWU3Hb YCTynaeT MecTo rnpasy Ha

CMepTb.

Bbipaxato Hagexay Ha To, 4To poautenn Yapnu Mapna nonyyar BO3MOXHOCTb MPefOCTaBUTb CBOEMY
pebeHKy TO NeYeHne, KOTOPOE OHM CHUTAIOT NPaBWbHbIM. Montocb, YTOBbI OHY CMOTIM MEPEHECT
MOCTUrLLME UX CTPALHbIE UCMbITaHWS. Bepto, 4To MunocepaHbIi Tocnoab He NUWKUT ManeHbkoro Yapnu

CBoeit ntobBM 1 NPETBOPUT €ro cTpadaHus B 3anor XX3Hu Be4YHOMA.
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