


25 OKTSB6PS - BCEMUPHbIVN OEHb
UHDOPMUPOBAHUA O OUATHO3E SPINA BIFIDA

KAXAbIN OEHb Mbl
NMOMOIAEM AETAM
C ANATHO3OM
SPINA BIFIDA

A B YEM TBOS
CYNEPCUNA?




I'lo 30BY cepaua v No NPU3BAHUIO

EJEHA MOPAKHWHA

Unrepsbio xxypHany The Lawyer B pamkax mecsa

OCBEIOMJIEHHOCTU O nuarHo3se spina bifida

PYKOBOAMTEIh MPOEKTa IPUANYECcKOH MOAAep/KKM 01aroTBOpUTeNnpHOr0 hoHaa «CrnuHa Ouduna». 3amumaeT
MpaBa JeTei ¥ B3POCTBIX C MHBAMTUAHOCTRIO. B peecTpe dhoHaa «CrnuHa 6uduaa» Goree 1100 MOTONEYHBIX C
Auar{€o3oM spina bifida. OcHoBHoOe HanpaBneHMe AeaTeNBHOCTH — 0(DOPMIEHHE WHBATUIHOCTH,
WHIWBUAVATBEHOM NPOrpamMMBel peabuIuTaluy U abUIHUTAINH, ToNTy4eHHe HeoOX0IUMBIX TeXHHYECKHUX CPefiCTB
peabHUAnTanuy, KOMIIEHCAILIMM, BBIIIIAT 1 JIBIOT. B 1999 rofiy oKoOHYKMIa MOCKOBCKMIH HOBBIM IOPUANYECKIH
WHCTUTYT 110 CTIeHATEHOCTH « OPUCTIPYIEHIIUSI».

I'TaBHBIN JKU3HEHHBIM IPUHIIUIT «[1OMOTal, eClTA MOJKeIIb».
Cea 3a pyiib B 2022 TOAV ¥ CYUTAET, YTO HUKOI/Ia He I03/[HO OCBOMTE YTO-TO HOBOE,

JTr06uT cobak. Ceidac B ceMbe ENeHbI JKUBET NPeKPacHbIN e opoasl cuba-MHY M0 KITWYKe AMKO.

— Bawe «kpepo — «[lomoran, ecnm moxelb». HasepHoe, Bbl yXe paBHO
npuaepXxmnsaeTecb ero?

ITO Kpeno CBA3aHO C TPYAHLIM NEPUOLOM B MOEN XU3HK, Koraa B 2016 rogy ymepna mos
Mama, 9 Npuwna B LEepKoBb. M3yvyeHne 3akoHa boxbero ykpenuio meHs, cpopmmnposasno
B3rNa4bl, 9 NONyYMNa OTBETbI HA MHOrMe BONPOCkl. K TOMY Xe, foNroe Bpems s He 3Hana,
4eM X0oMy 3aHuMmaTbCs. 1o BHYTPeHHeMy 30BYy npuwwna B 61aroTBopuTenbHoCTb. Cenyac 4
TOYHO 3Halo, 4YTO Hax0XyCb Ha CBOEM MecCTe.




— EneHa, kak Bbl Ha4anu coTpygHuUyaThb C
6naroTBopUTENbHBIM POHOOM?

B cdhepe 6GnarotBopuTenbHOCTU paboTato
c 2018 ropa. lNepsbiM mecTom paboThbl
CTan [EeTCKUMM XOCnUC «JOM C Maskomy.
Tam MeHs Hay4mnn mHoromy. MNoHMmaHue
TOro, roe U B Kakux macwTrabax s mory
nomoratb 3a cYeT npodeCcCUoHaNbHbIX
ycunuin passmusano meHsa. C 2020 ropa
paboTtaio B 6narotsopuTtenibHom ooHae
«CnnHa budpupaan.

— B 4yem mMMeHHO 3akntyaeTca Balwla
pabota?

Haww nogoneyHble — AETU N B3POCSble
C pedkum pauarHosom spina bifida.
3abonesaHne BbIPaXaeTcs B HEMOAHOM
3aKpbITUM NO3BOHOYHONO KaHana u3-3a
pacLenneHns No3BoHKOB. [ToMoYb Taknm
NIOAIM € MEOULMHCKOM TOYKM 3peHus
MOXHO Cpa3sy nocsie POXAEHUS U paxe
BHYTPUYTPOGHO. B nepvog,
0epeMeHHOCTM WA cpasy  nocne
noseneHns pebeHka Ha CBET MOXHO
NpPOoBECTN onepaumio, Kotopas No3BonuT
npegynpeavTb OCNOXHEHUS n
obecneynTb 4enoseky Xu3Hb. [letn co
spina bifida TpebyloT cneunanbHOro
yxoaa.

Onsg pocta M pasBUTUS MM HYXHbl
Kpecna-Konscku, BEPTMKANN3aTopbI,
pasnuyHble  annapatbl, KaTeTepbl WU
NOATY3HUKN (OOHUMU U3  OCNOXHEHWM
3aboneBaHus  SBNAOTCS  HapyLUEHWS
paboTbl MOYEBLIAENNUTENBHOM CUCTEMbI).

B pamkax npoekTta  OpUAUHECKOM
NnoALEepPXKM Mbl COMNpPOBOXAAEM
nogoneYHbiX ooH4a Ha pasHbIX 3Tanax
noslydeHns Heo6xoauMon MeaULMHCKON
MOMOLLN U  UHOMBUAYANbHbIX CPEeacTs
peabunutaumu. llomoraem nony4nTbL BCE
3T0 6ecnnaTHo.

— To ecTb nony4nTb 6ecnnaTtHO MOXHO
Jaxe [oporocTosLwme Kpecna-Konacku u
apyrue cpeacrea?

[a, BepHo. Halum nogoneyHble nonyyatoT
TexHn4Yeckne CpeacTea peabunutaumm

UMEHHO no NHOMBUAYANbHBIM
nporpammam peabvnutaumm n
abunutaumu yepes perMoHasnbHble
oTaeneHus doHpa coumanbHOro

CTPaxoBaHUS WU  pecypcCHble LEHTPbL.
@®oHg, «CnuHa 6udpmnpa» ctan ogHUM U3
HEMHOMMX, roe [f[eHeXHble cOopbl Ha
Kpecna-konackm 1 BepTMKanuM3atopsl
Oblnn nNpekpalteHbl. B pepkux cnyvaax
Mbl BCE elle MOXem npuobpectu
TEXHUYeCKMe CpeacTsa 3a cveT hoHAa.
Hanpumep, ecnn nomolwp TpebyeTcs
pebeHky 6e3 rpaxaaHcTea.

B ocTanbHOM Mbl XOpOLIO NPOABUHYIUCH
Brnepen. 3a nepsble Tpu kBaptana 2022
roga Hawu nogoneyHble nonayynnu 28
Kpecen-konacok u 4 sepTtukanusartopa
(onopbl ANg CTOSAHWS) Ha OOLLYIO CYMMY
6onee 4Yem 9,5 munnnoHos pybnen.
Bcero 3a Bpems paboTbl npoekTa
yoanocb nony4Yutb 57 Konacok wm

-KONACKWU.
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