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Henb3sa 6osTbCH

PeHat KoHodeeB 6oneH remogparoyuTapHbiM IMMEGOrMCTUOLMTO30M. OTO OZIHA U3 CIIOXHEWLLMX hopM paka. Ha
CBeTe HeT fekapcTBa, KoTopoe Neuunno Obl OT 3Toi BonesHu.

MoMoYUb MOXET TONMbKO nepecasKa KOCTHOrO MO3ra OT 340POBOI0 M Yy)KOro YesioBeKa, NoTOMY UTO CPeAM POAHM
Marblla noaxoAsLlero AoHopa He Halunock. Mouck AoHopa B eBponeickom peructpe, B Mepmanuu, o6oinaeTtca B
€15 Tbic. U caenatb 9T0 HaZo Kak MOXHO ObicTpee, NoToMy 4TO Gosie3Hb pasBUMBaETCA.

Manbuunky BoceMb MecALeB. OH CMAMT Ha KpoBaTH B YAMYPTCKOW AETCKOM KITMHUYECKOH BonbHULEe B MxeBCke,
BOMPOCUTENBHO yribi6aeTcsa TO MHe, TO MaMe CBOeN AHXene, OHOM PyKOM TaluMT B pOT MOM KapaHzall, a Apyrou
TAHETCA 3a MOEN TeTPaaKoMu.

- BoT kakune Mbl cenvac Becenble,- pacckasbiBaeT Arxena.- A BeCHOM nocne xumuun 12 AHen nponexanu B
peaHnMaL M Ha UCKYCCTBEHHOW BEHTUMALMM Nerkux. Koraa ero MHe BEPHYH, OH JaXe cocaTb HE MOT, TOSNbKO
A3bIYOK BbICOBbIBAJT, KaK KOTEHOK. M A Ha A3bIYOK MOJIOKO Kanana.

3aewwHuii aoktop Cepreit lyHaeB roBopun MHe Npo AHxeny, 4To oHa 6ouTca ntoboro neyeHus, 6GoUTCA HOBbIX
OCINOXHEHHWI, BOUTCA HKMUBHEHHO HEOOXOAMMOW ANA ee CbiHAa NepecaaKky KOCTHOrO Mo3ra. ATo AokTop JyHaeB
BOBpEeM#A nocTaBus aAnarHo3 PeHaty. O1o 6narofapsa emy PeHat ceiuac ynolbaeTca v TAHET B pOT KapaHaatu. U,
HACKOMbKO A NOHWMALD, IOKTOP PacCUMTbIBaET Ha MeHA. A fomkHa 06bACHUTL AHXere, UTo 60ATLCA Henb3dA, YTo
CTpax CMepTEsIbHO ONaceH.

Mbl yknaasiBaem PeHaTa v naem B 60NbHUYHYHO CTOMOBYHO YMTaTb B MOEM HOyTOYKe ucToputo AnuHel M Cepexu
TponuHbix. [TOTOMY UTO STO TOUHO Takas e UCTOPUA.

Koraa poannacb u 3abonena NUMPOrncTUOLUTO30M AnuHa, nepecaaky KOCTHOro mosra oT HepoACTBEHHOIro oHopa B
Poccuu ewe He genanu. AnunHe TpOI'IVIHOVI TOXEe nNnpoBOAMITN XUMUOTEepPanuio. 310 nomorano, Ho HeHagonro. [NoTom
leBOYKa nepecrtasia XxoanTb, MNOTOM noTepAna Cryx, N0TOM y Hee CIlly4nnca NHCYIbT. AnuHa ymepna Ha pykax y
MaMbl.

A notom TponuHbl pelumnnuncb poaute Cepexy. M Cepexa Toxe 3abonen numpoructTvouuto3om. Ho Bpaum K Tomy
BPEMEHM y)XXe Hay4uIucChb AenaTb HEPOACTBEHHbIE TpaHcnnaHTauun. M Ha aeHbrn untarenen Poccuickoro doraa
nomoLum Cepexe TponnHy Hawm B FepMaHnyM AOHOPa KOCTHOMO Mo3ra, caenanu nepecaaky. M Cepexa Bbi3aoposen
¥ xuBeT cebe ¢ nanoi 1 Mamo.

AHxena uutaeT crioBa Mambl AnvHbl 1 Cepexu TponuHbix: "Mambl 60nbHbIX AeTei oueHb HecyacTHbl. Mbl fULLEHSI
00ObIYHOM XXM3HU, NULLEHLI BO3MOXHOCTH NPOBOXaTb peBeHKa B caZlMK U coBepLlaTb PYyTUHHBLIE MOCTYMKKU, KOTOPLIE Kak
pas 1 COCTaBNAT CHACTbE YenoBeKka. A C Apyron CTOPOHbI, Mbl cHacTInBee MHOrMx. B uem Halle cuactbe? A B TOM,
yto pebeHok paaom. Beraert, urpaet u obHUMaeT Mamy".

- A MOXeT, He Hazo nepecaaky? A untana, 370 ONacHo,- BAPYr cnpawmnsaeT MeHA AHxena.

OT HeoXxnaaHHOCTH A Monyvy. ManbumnKy Hy)XHa nepecajKka KOCTHOro Mo3ra, ee rotoBbl BbINOTHUTb MOCKOBCKWE Bpayu
B Poccuiickoi aeTckoi KnnMHuueckoi 6onbHuue (PAKB). Ho noka AoHopa HeT, 1 Bpauu noaldepxusatoT PeHaTa B
WxeBcke. Bnoku xummoTepanuu, KOTOPLIMK Bpayu NOAABAAKT €ro TIMM@POruCTMOLUTO3, CNeayoT OAWH 3a APYrUM, U
KaXXabli crieaytoLmii 610K MOXeT oKasaTbCs HanpacHbIM. BonesHb MOXeT BbIMTK M3-NoA KOHTponA. Toraa cnyunTtcsa
obocTpeHure n PeHaT ympeT. A Monuy. Manbuuky HyxHa nepecaaka. Becero Hezento Hasaa Anxena cama obpatunach
B Poccuiickuii poHa nomoLLm ¢ npockOoi nomModb coBpaTh AeHbru Ha JoHopa. MNepecaka - 970, KOHeUYHO, onacHo. U
UY)KOM KOCTHBbIW MO3I MOXET He MPWXKUTbCA. MoryT, HakoHel, CryuYuTbea cMepTesbHble MHdeKyMn. Ho 6e3 nepecanku
PeHat TouHO nornbHerT.

A monuy. B oTBeT Ha Moe MonyaHue AHxena nnader.

- Bbl AymaeTe, A npoTvB nepecaakn? A NpoCcTo He 3Hat0, KaK XWUTb, eCnu notepato PeHara,- roBopuT oHa MHe.
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Arxena yxe Tepana fetei. Ee nepean 6epemMeHHOCTb 3aKOHUMIACh BbiknAbillem. MoTom poaunack AeBouka. B
BO3pacTe ABYX MeCALEB Yy IEBOYKM NOAHANACH TEMNepaTtypa, B3AySICHA XMBOT, U OHa cTana benas kak ymara.
JeBouka ymepna, e 6bino Bcero 2 Mecsua v 28 aHel. [juarHos Tak TONIKOM M He nocTaeuiu. B cnpaske o cvepTy
Hanucanu "neyeHovHan He0CTaTOYHOCTL".

M BoT Tenepb 6oneH PeHat. OH poaunnca 12 aHeaps 2007 roga, a yxe 8 mapTa y Hero noAHsnach Temneparypa,
noToM B3Ayncs XMBOT, U PeHat ctan Becb 6enbiit kak Bymara. Ha aToT pas MKeBCKUe Bpauu NoCTaBUIIu TOYHBbI
avarHos: "remodaroymMTapHelil TMMGOrucTMoLnTos3".

Arxena Torga aaxe He cpasy ucnyranacb, NOTOMY YTO HE MOHANA, YTO 3TO 3HAYMT. A 3HAUMNO BTO, YTO UMMYHUTET
Penata gan cboii 1 cTan paspyluaTtb nedeHb. PeHaTt uyTb He ymep OT neyeHoYHoW HeaocTaTouHOCTU. Ho emy
BOBpEeMA cZenanv XMMuoTepanuto, 1 neyeHb Gosblle He paspyLuaeTcs.

AHrxena LmbIraeT HocoM. Y Hee onATb KpacHetoT rasa. A Bpocatock paccnpalunBatb ee Npo paboTy, Npo Myxa,
KOTopbIi ywern, ctouno Penaty 3abonets. [o poxaeHua PeHata Arxena padotana npoaasLoM B NPOAYKTOBOM
mMarasuHe. A ceituac BCe A0XOAbl B CEMbE - MEHCUA MO MHBaMAHOCTHM Aa nocobue Ha pebeHka. A roBopto ew, uTo,
MOXeT ObITb, MyX eLLie BepHeTCA M AoMa Bce HanaauTes.

- [la He Hy)XHO MHe HUuero aToro,- o6pbiBaeT MeHs AHxena. - B uem Halle cyactbe? BaxHee feTei HUUEro B XKU3HH
HerT.

OHa 6epeT Mot HOyTOYK 1 BHOBb UMTaeT UCTOPHIO AnHbI M Cepexn TPOonuHBbIX.
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