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06blyHas Xn3Hb
HeoObIYHO CeMbM

BynnesHblit anugepmonun3 - 310 peakoe
reHeTuyeckoe 3abonesanue. [pu nobon
MeXaHW4ecKoil TpaBme, a MHorfa 1 6e3 Hee
KOXa OTCNanBaeTca, OCTaBNAA OTKPbITYIO
paHy. lpu TAXenon ¢opme Takne MOBpeEX-
[EHWA BO3HMKAIOT N Ha CNM3NCTBIX 06onoy-
Kax, M Ha [ApYrvx opraHax. TNiogen, 6onbHBIX
GynnesHbiM  3NWAEPMONW30M, Has3biBaloT
«baboukamu», MeTaQopUYHO CpaBHUBAA WX
UyBCTBUTENbHYIO KOXY C Kpblnom 6abouku,
KOTOpOE TaK Nerko NnoBpefnTb OfHUM Mpu-
KOCHOBEHMWEM,

CypryTckas cembs, roe ecTb Takoil pe-
6eHOK, XUBET B 0ObIMHOM TPEXUCTHUKe. U
KOrfia A BOLEN, BbIACHWAOCH, YTO fouKa Ba-
nepuA B WKone, Nana Ha pabore.

—  He onacro 1u xodume maxoii
desoYKe 8 WIKOY? — 3a[al0 BONpPOC
Mame.

- 370 CreuuancHaa WKona Ana pgeten
¢ OB3. Mbl He xoaunu B AeTCKWiA caf. Y Hac
TOrga 6bIMK CUNBHO nopaxeHbl rnasa, oHa
He MOrfia HaXxoaWUThCA Ha AHeBHOM CBeTe. A B
LWKOMYy Mbi XO4WM,

— To ecmb cocmosHue

cmabunusyemca?

i Bcerna eCTb nepuofbl pemMuccum n ne-
pviogbl 060CTPEHNA, U HUKOTAA UX He yrafa-
ewb. MoXHo neyb cnatb B OOQHOM COCTOAHWN,
a NPOCHYTLCA B APYrom. [leTv — OHW NoABIX-
Hble, Beraiot, cKauyT, moryT ynacte. Ho ecnu
6bITb OCTOPOXHbIM, BbINONMHATD OnpepeneH-
Hble npoueaypbl, TO MOXHO BECTU HOpMalb-
HYIO XU3Hb.

— (koneko e Cypzyme makux

demeii?

- B CypryTe Hac fBoe - Hawa Jlepa 1 ecTb
eule lacaHoBa [inaHa. Y Hee Taxenan ¢op-
Ma, 1 UM NOC/IoKHee.

— Kaxyio nomouis el nosyyaeme

om Hauiezo 30pasooxpaHeHus?

- Bo mHorom 6narofapa AesTenbHoCT
¢oHpa «fetn-6aboukn» 310 3abonesaHue
cTano w3sectHo. AneHa KypartoBa, npefce-
natenb GoHAa, Npueskana B OKpyr, BCTpe-
yanacb c rybepHatopom. Co3gaH nepeueHb
HeobXoguMbIX HaM MeaWKaMeHTOB, NepeBs-
304HOro Matepuana. Bce 310 mMbl nonyyaem
4Yepes XMPYPruyeckoe OTAENeHne KnHuYe-
CKoI ropoackoli 6onbHuULbI. MpaBga, cenvac
ecTb HeCnoKOMCTBO Mo NOBOAY TOr0, YTO Me-
OMKaMeHTBl MEpeBOAAT Ha OTeyecTBEeHHble
aHanoru.

Nletn-6ab6oukn. Bo3moXHO, KTO-TO yXe CAbILLaN, YnTan Wan BUAen cloxet
Ha TeNleBMAEHUMN 0 fieTAX C 0YeHb YyBCTBUTENbHOI Koxeid. 0 TOM, Kak
KUBETCA TaKUM JeTAM, X CEMbAM, KaK OHU CNPABAAIOTCA C TPYAHOCTAMMY,
BbINaBLUMMM HA UX JONKO, M KTO UM MIOMOFaeT, Mbl NOrOBOPUAY

¢ Annoi XAPYEHKO, mamoit oaHoro Takoro pebeHka, u npeaceaarenem

6naroTBopuTenbHoro ponpa «Jletn-6abouku» Anexoii KYPATOBOH.

COXPAHAA °
HEXHBIX TETEN

—  Poccuiickue ananozu ycmynaiom

no kavyecmey?

- 3HaumTenbHo ycTynawT. Ecnu 6UHT uyTh
TONwe, To Ans feTeil ¢ TAxenon gpopmoit by-
[ET NPOCTO HEBO3MOXHO Er0 UCMONb30BaTh,
Takue 6uHTHI, KaK «Maynb XaptmaH», B Poccum
He Npon3BOoAAT. Y70 Mbi € 3TUM Byaem fenatsb,
He 3Hato noka. To xe n no masam. Mpugetca
3aKa3blBaTb, YTOObI MPMBO3MNK OTKYAA-TO.
KocmoueBTuKy (310 crneuuanbHble cpeacTea
ONA YXOfa, YBNaXHEHUA, KynaHua) Hawwu
yupexaeHus soobiLe He 3aKynaioT.

—  JleyeHue u medukameHmoi
oyeHb dopozu. Kak pewiaeme
chunarcossie npobnemeor?

- Ectb nmeHcuA no yxomy 3a pebeHkom,
neHcwa Banepuu, A neHcuoHep MBJ, pabo-
TaeT nana, ectb 6abywka 1 genywka. Cnpas-
nAaemcs. (Dopma 3aboneBaHNA He camas Taxe-
nas, No3ToMy AOPOroCTOALYME OnepaLnn He
Tpebyiotca. 3ybbl neunnu 3gecs, Ha MywkuHa.
,[lenanw nop NonHbIM HapKko30M, U Bpa4in K
HaMm oYyeHb BHUMaTENbHO OTHECTUCH. BOOGLI.‘E

Ham ¢ Bpayami Be3eT. ECni Hy»HO BbiexaTb B
caHaTopwit, To nomoraet ¢oHa. Korga 6Gbinn
Hy»Hbl Gonblune cpeactsa, B 2014 rogy Mbl
e3gunn B 3anbLbypr, 310 6biNO caenaHo Tak-
xe cunamu donga. CypryTckuin dong «bnaro-
[apio» ycTpauBaeT npasgHWKM, NpUrnaLlaoT
Hac. B 3Tom rogy Aoub Bnepsbie MOAHOLEHHO
BCTpeTUna HoBbli rof, XoAWuNa Ha yTPEHHMK.

— 3abonesanue zeHemuyeckoe.

Y eac 6binu & pody maxue cnyyau?

- Xota 3aboneBaHune 1 ABNAETCA Hacned-
CTBEHHbIM, HO MPOABNAETCA COBEpLUEHHO
HeoXuaaHHo. 3Ta popMa Ha3blBaeTca peLiec-
CUBHOW, Y Hac nana, Mama, BCe POACTBEHHU-
KM, KOO Mbl 3HaeM, — BCe 340p0OBbl. A BCErO
€CTb TpY GOPMbI HacNe0BaHWA: AOMUHAHT-
Has, Korga KTo-nubo u3 poguteneii bonex b3,
peueccnBHas, Korga poautenn He 6onbHbl,
HO ABNAKTCA HOCUTENAMU reHa, U CMOHTaH-
HaA MyTaLuA, NPUYUHBI KOTOPOIA He ACHI.

—  [Momumo gpunarcosbix cpedcms,

HYXHbl CUNTbI U husuyecKue,

u MmopaneHsie. Omkyda ece 5mo

bepemca?

- TowHauany, KoHeuHo, 6bino TAXeno.
JTOro e HUKTO He oXwupaaeT. Jlepa pogu-
nack B 2010 rogy, 1 MHe B 60NBHULE YECTHO
CKa3aK, YTO He 3HaI0T, YTO C 3TUM [enartb,
Aaeaite npobosatb. M metogom npob u
owmbok mbl yunnuck. Owmnbok gonyckanu
oyeHb MHoro. lepeblie nonroga Banepus
Xuna B peaHumaummn. W cnacubo, 4to Mol
OCTaNUCh KNBbI, BCTPETANIA MHOTO OT3bIBYM-
BbiX Ntofeli. MopanbHO 3TO TAXeNo, NoToMy
yTO nepeble rogbl Tol BOOGLE HE NOHUMa-
elwb, byfeT N1 TBOI pebeHOK XOAWTb, CMO-
KET NN OH YTO-TO BpaThb B PyKW. ITO OrPOM-
Has paboTa poguTenei, n HyHa Bepa B To,
YTO BCE MOAYYMTCA.

MoTom NOABMANCH JEBYOHKM U3 POHAA.
Yxe Torga Tam Obiaw nl0gKn, KOTopble npeg-
CTaBNANN BClO 3Ty uctopuio. OHW Hauanm
[eNUTbCA OMbITOM, MOMOTann ¢ MeaykameH-
Tamu. KoHeyHo, npobnem MHoOro M ceitvac,

HETU-BABOMKH

HO B 06|.|.IEM 3TO NONHOLUEHHbIE AETW, KOTO-
pbl€ MOTYT HOPMAJlbHO XWUTb. Onu npocTo
OYeHb HEXHble.

—  Ecmb Hadexoa, Ymo cuMnimomoi

Mozym Kak-mo cznadumeca?

- 3abonesaHue byneT BCErha, OHO HEWU3-
neynmo. bbieatot obocTpeHus, bbiBaeT, Korga
Boobue Bce xopowo. Mbl yuumca camu u
YUUM [10Yb XMTb C 3TUM. ECTb exefjHEBHbIE
npoLeaypsbl, Kotopble HeobxoAUMO NPOBO-
AuTb. M pebeHOK MOHMMAET, UTO 3TO HYHO.
37O BNMCbIBAETCA B M3Hb. M Te, C kem Mbl
oblLaemcs, 3HalOT, YTO 3TO HOpMa ANA Hac,
Y oHa, 1 Mbl yKe CnoKoiHo oTHocumcA. A 3a-
Meualo, uto niobbie feTn ¢ orpaHUyeHHbIMA
BO3MOHOCTAMM 0cobeHHble. OHK 0YeHb OT-
KpbITbIE, CBETNbIE, U OHW COBUPAIOT BOKPYF
ceba xopowwux niopei. Tak xe u Banepus,
€l Kak-TO BEe3€eT C 40OpbIMU 1 OT3bIBYUBLIMM
NoABMU.

—  Buyenom cumyayus c neveHuem

3mozo 3abonesanus MeHsemca

K y4uiemy?

- [a, oyeHb MHOTOE U3MEHWNOCh 3a No-
cnegHue rogbl. 10 net Hasag B Poccum He
6bin10 BOOOLLE HUYEro AN1A TaKKX AeTei.

A modu makue 6oinu 8cezoa?

- [a, ectb Mambl ¢ Takum 3abonesa-
HueM. B poHfEe eCTb XKeHLMHA, KOTOPOIA
ye 3a 60 nert, oHa BCI0 XW3Hb NpoXuna
¢ 3tum. Korga mMbl poaunuce, He 6bino

Boobue Huuero. U peHer He 6bino co-
BCeM, Bce bbino nevanbHo. Hacta Ana-
aunckan w3 CyprytMHdopmTB, nom-
HIO, CAenana CIoeT Ha TeneBuaeHUHN,
1 Mbl cOBMpani cpeacTea Ha MeANKaMEHTbI.
A ceilyac cUcTeMa MoOCTPOeHa Takum obpa-
30M, UTO pebeHOK POXAAETCA, U cpasy nocne
MOCTaHOBKM NarHo3a B NepBble e JHU Mo-
ABNAIOTCA COTPYAHUKW ¢oHAa. lMpuesxaet
ME[iCecTpa, OpraHU30BbIBAET MPaBUNbHbIA
yX0f, NuTaHve, MefukameHTbl. W 6naropa-
pA GoHpy, AneHe KypatoBoit, noneuntensm
ceitvac B Poccum Bce 310 opraH13oBaHo.

C yero Bce HaunHanNoCb

Mbi nonpocunu yupegutena u npepce-
patens GnarotBoputenbHoro ¢oHaa «fletu-
Babouku» AneHy KypaToBy pacckasatb o fie-
ATeNbHOCTA $poHTa.

- Hawa ucropua Hayanacb ¢ AHTOHa,
camoro nepeoro pebeHka-6abouku B Moein
MU3HU. AHTOH BbIA Manb4YMKOM, OT KOTOPOTO
0TKa3anucb PoORMUTENH, a A CTana Tem YenoBe-
KOM, KOTOpbIA BO3WN MeAVUKaMeHTbl AHTOHY
B 6onbHULY. O4eHb CKOpO A y3Hana ewye 06
ofHOl AeBouKe, GonbHoi B3, notom eue
06 ofHol 1 eule... M Torga ctano AcHo, 4to
HY’KHO OpraHW30BbIBaTb GOHA ANA NMOMOLM
60nbHbIM, MX poauUTENaM, Bpaduam. Bcem atum
NIOAAM HyXHa 6Bbina opraHusaums, kotopas
6Ll He NPOCTO 3aHMManack cbopom noxepT-
BOBaHWiA, a cobupana 1 genmnacb 3HaHUAMU
0 b3. W nocteneHHo Bokpyr meHs obpa3oBsa-
nacb KOMaHZa MoAel, XKenaoLux nomoratb
Takum petam. Tak, B 2011 rogy nossunca
GnaroTBopuTenbHbIA GoHp, «[eTn-6aboukuy.
1 BOT yKe 9 neT Mbl 3aHUMaeMCcA BCecTo-
POHHEl CUCTEMHOI NOMOLLLIO JETAM C 3TUM
penkum reHeTudyeckum 3abonesaHvem. Ha
CErofHAWHMA AeHb $oHZ nomoraet Gonee
400 nogoneyHbim no Bceit Poceum. Ceityac
Mbl MLLEM TakuX Niogei cTapiie 50 net, Begb
CerofiHA HUKTO TOYHO HE 3HaEeT, CKOMbKO UX.
Moatomy ¢oHp co3paeT Peructp 6onbHbix
6ynnesHbiM 3NMaepMONM30M 1 NXTUO30M.

Ham ¢wvHaHCOBO NOMOraloT YacTHble
nnLa, KOMNaHKWK, Nonyyaem rpaHTbl. [nA Hac
TaKXKe BaHa MOAAEPMKa HalMX nomeuu-
Tenei: Kcennmm Pannonopt, fRanunbl Kos-
nosckoro, Anekcanppa LibinkuHa, Arnamn
Tapacoso#, Cawmn lans 1 Hatanbm Mnexa-
HOBO, a TaKxe Bcex py3eii poHAa.

[letn-6abouk MOryT BECTM MOMHOLEH-
Hbli 06pa3 xu3HK. TyCTb 3TO COBCEM He npo-
CTO, HO A He nepecTaHy NoBTOPATb, YTO by-
Ne3HbIA 3NUAEPMONK3 — 3TO UCTOPKA He NPo
6onesHb, a NPo KU3Hb.

i Anopeit AHTPOIIOB
| @omo u3 apxusa cemvu 31036
| u ponda «[lemu-6abouxu»




