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NHTEPBbKO OCHOBATEJIA ®OHLOA

10 net Hasap WHHe WHIOWKUHON
coobLWmnn, 41O y eé CblHa, KOTOpbIn
ewe He poaumncs, pepnkoe
3abonesaHne — Spina  bifida.
UHpopmaumm o0 TOM, 4TO penaTb
C Takum guarHosom, B Poccum
NpakTM4yeckn He Obino:  marepsm
B eé autyaumm po  cux  nop
npegnaraloT  MNpPoCTO  0TKA3aTbCs
OT peb&Hka. VMHHa He oTKasanachb.
CeropHs Matseto 10 net, a ero mama
pyKOBOAUT 61aroTBOPUTENbHBIM
dPOHOOM, KOTOPbIN MOMOTaET CEMbIM,
CTONKHYBLUMMCS €O Spina bifida.

«Bbl  ucnoptute
CTaTUCTUKY»

poaaomy

9710 Gblna Mog BTOpas 6epemMeHHOCTb,
MHe 6bino 27 net. Ha 33-n Hepene,
nocne CKPWHWHra, Matseto
noctasMnu guarHo3d Spina bifida.
[OnarHo3 meHs WOKMpOBan, 1 MHOro
nnakana u He 3Hana, 4To penatsb.
Ha Takom no3gHem cpoke
Y XEHLLUMHbI B NPUHUMMNE HEe OCTaeTcs
BblOOpa, OHa He MOXET npepsBaTtb
6epeMeHHOCTb — HO 9 jaxe
M He fymana o Takom onuuu.

Mocne TOro Kkak MHe coobwmnu
AnarHo3 MatBes, 9 oTKpblna gns cebs
HeOObI4HbIN ~ CNoco®  CNpPaBnATbLCA
C TPEBOXHOCTLIO. 4 cmoTpena ounbmbl
O KOHUNarepsx W >XWU3HU eBpees
BO Bpems BTopon mupoBON BOWHbI.
Kakmm-Tto 06pasom MMEHHO 3TO MeHs
W crnacno: 9 Buaena, 410 ObiBaloT
cnTyaumm XyXe, 4TO paxe
B HEMMOBEPHO TAXESNbIX YCNOBUSAX
nogu BblkKmMBannu. Torga MeHsa 0CEHWUIO:
«Oken, petka, Tbl B uUeHTpe MOCKBbI,
y Teba ecTb [py3bs, CBA3W, BCe
HopmanbHo. Cnpasumcsy. [ecatb net
Hasan, korga 9 Obina OepemeHHa
Mateeem, B Poccun He 6blNO HUYEro,
4YTO MOMNO Obl €My M MHEe MNOMOMb:
HU CanToB, HK coobulecTB. 4 Hanucana
B OecaTkn poHaoB. Bce oHWM oTBevanu
OQHO M TO Xe: 3TO He npodunabHoe
3aboneBaHne ONa  HUX, OHU 3ITUM
He 3aHMMaloTCA.

A ponxHa Obina poxarb B OAHOM
n3 n3BeCTHenWmnx poagomos MOCKBbI.
3a HeCcKosibkO [AHeW [0 pPOoaoB MHe
NO3BOHUAN M CKa3anu He npuesxarb:
«Bbl MCnopTUTE POOJOMY CTaTUCTUKY
pebEHKOM C NaTonornemy».

Spina bifida — naTtonorna NO3BOHOYMHWKA Yy NNOAA, HENOMHOE 3akpbiThe
NMO3BOHOYHOTO €TONbA, M3-3a 4ero Ha NO3BOHOYHMKE 00pasyeTcsa rpbixa
(C naTbiHM Ha3BaHWe nNaToONOrMM NEPEeBOAUTCA KaK  «PacLLEenNEHHbIN
NO3BOHOYHMK»). Spina bifida puarHocTupyloT eweé B yTpobe; exerogHo
B Poccumn poxpatotca 1500-2000 peten ¢ Takmm amarHosom. Ecnm Spina
bifida oOHapyXxusaloT [0 24-n Hepenu, mame npepgnaraloT npoBecTU
BHYTPUYTPOOHYIO onepauumio, onepauuio nocne poxpeHus wuav npepsatb
6epeMeHHOCTb. [lo3gHee 3TOro Cpoka OCTaéTca TONbKO OOUH BAPWAHT:
onepaumsa nocne poxaeHns pebeéHka.



N MmeHa Hanpasunu B pPSO0BOM
poaunbHbin oM. B wutore MmHe
NPUWNOCL WUCKaTb HOBbIK  POAAOM
Yyepes 3HaKOMBbIX, OGykBanbHO
3@ pgBa gHA.  Moa  wuctopus
He  egMHWYHa,  4Yepe3  OTKasbl
poaaOMOB npoxoaar DecaTku
XEHWMNH ¢ aumarHo3om Spina bifida

y nnoga. B pompome  MmHe
He npepnaranu 0TKa3aTbCs
oT pebeHka, HO 3TO, HaBepHoe,

TONbKO M3-3@8 MOEro peLunTenbHOro
HacTpos W TUrPUHOro B3rMgpa —
Jaxe nopymatb BCyx 06 oOTkase
oT MaTtBed pgoom CO MHOW Oblno
CTpawHo. OAHAKO XeHLUMHe NpSmo
B MOEN nanarte COTPYAHUKWU poaaoMa
COBETOBAaNN 0TKa3aTbCs OT pebeHka

n3-3a Apyrow naTonoruu.
B OTHOLLUEHUN neren
C 0COBEHHOCTAMM 30,0pOBbS
N TAOXKENbIMM  AnarHodamm 370

NPOUCXOOUT MOCTOSAHHO: MeACecTpsl
HamekalT  Mamam, 4TO  OHM
He CnpaeaTcd, 4TO nOTpebyeTcs
MHOTO feHer u nyywe «He My4uTb
HW ce64, HM ero». Cpa3sy nocne pogos
Mbl ¢ MaTBeem nonann B U3BECTHbIN
HENPOXMPYPruveckumn UeHTp
B MockBe ¥ nposenn Tam Tpu
Hepenu.

MecCTHble Bpaun He CMOMM NPOBeCTU
CbiHY onepauuio. 4 paxe He 3Hana,
BbIXMBET N OH. bnaropgapsa Apy3bsam
a9 cobpana 3a cemb gHen 50 TbIcaM
ponnapoe Ha onepauuto B U3paune.
N3pannbckne Bpayu nposenu
onepauuio no yLWMBaAHWUIO U 3aKPbITUIO
CMMHHOMO3roBOW [pbIXKU UM caenanv
WyHTMpOBaHKe,  Bnaropgaps  Yemy
cnacnu Mo3r Matses
oT rmapouedanum (ckonneHue NuHen
CNUHHOMO3roBOK XNOKOCTH
B >Kefyfo4kax rosioBHOro mosra. —
Mpum. pegq,.).

«MoXxHO nu
MKU3HLIO?»

MHEe HacnaKpaTtbCa

Mocne nepBoro Wwoka y meHa He Obin0

npobsem C nNpUHATUEM  [MarHo3a
MaTBes: nNpPoCTO Yy MeHs  Takow
pebeHOoK, M BCE. 3TO He noxo,

He xopowo. Tem He MeHee § 3Hal
MHOTO UCTOPUN, KOTAa Mambl UK Narnbl
He  npuHMManuM  OuarHos  geteu
N yXoaMNn U3 CEMbU UNKN OTKAa3bIBaNUCh
oT pebeHka. Mo cTaTUCTMKe Hawero
doHAa, Kaxpabii 4eTBEPTbIN PebGEHOK
co Spina bifida nmeeT onbIT CMPOTCTBA:
ero 6pocatoT NpsMo B poaaome.




NHTEPBbKO OCHOBATEJIA ®OHLOA

MHOrme XeHLuHbI, y3HaB 0 auarHose
pebeHka BO BpemMs OepeMeHHOCTH,
4yBCTBYIOT CBOIO BUHY 3a 3T0. MHe 370
nepexueaHve ToxXe 3Hakomo. OHo
He npoxoguT camo no cebe,
a ocrtaetca POHOM Kak MOCTOAHHas
MbICNb «s poauna pebeHka
d nartosiornem». Oor Hero
He cnpatatbcd. Ha cerogHAWHWI
[EeHb MUPOBbLIM Y4EHbIM HEU3BECTHO,
4TO MMEHHO NpuBOAMT K Spina bifida.
NMEHHO NO3TOMY Mbl B pOHIE XOTUM
3anycTuTb  6oNblLOE reHeTUyeckoe
uccneposaHMe  Ha oo 3Ty TeMmy.
A Hapelcb, pesynbratbl NO3BONAT
MHOMMM Mamam CHATb C ceba rpys
OTBETCTBEHHOCTU 3a AMarHo3 aeven.
Korgpa y MmeHs nogssunca Mateewn,
9 Ooponacb C YYBCTBOM  BWHbI
N He morna oTBeTUTb cebe Ha BonpocC

«MOoXHO m MHe BooObLLe
HacnaxpaaTbes 3TOMN XU3HbIO?
Mo>HO m nyTewwecTsoBarTb,

BCTpeYaTbCca C Apy3bamn?». Mambl
Jeten ¢ WMHBANWOHOCTbIO MOCTOSIHHO
BUHAT Ccebs 3@ NONOXMUTeNbHble
3moummn. Kak TONbKO Tbl BbIXOA4MLLb
3a nopor Aoma, 4Tobbl BCTPETUTLCH
C NnoAapyron, Tbl nNOrpyxaewbcs
B COMHEHMS: «A MOXeT, 9 [0SXHa
C yTpa [0 Bevepa genartb maccax

pebeHky, neyvuTb ero,
peabunutnpoBatb, a He  XuTb
HOpPManbHOM KU3HbIO? Moxer,
S HEe MMEIO Ha 3TO nNpasa?™
PaszobpartbCd C 3TMUM MHe nomorna
ncuxotepanus. 4 NOHUMAD, 4TO 3TO
noporo, HO BCcerga COBETYIO
XEHLLMHaM, Yy KOTOpbIX €eCTb Takas
BO3MOXHOCTb, NOroBopuTbL
Co cneupmanucTom. lMpoxueatb Takue
3MOUMM B  OOMHOYECTBE CTPaLLHO.
NMeHHO no3Tomy nogoneyHble Hawero
doHpa Mmoryt GecnnatHo nocewartb
NCUXONOroB OHMIANH.

«B 18 neT oH GyAaeT XUTb OTAENbLHO,
BOAUTbL MalINHY U 3apabartbiBaTb»

MaTBen aKkTUBHbIA, Pa3roBOP4MBLIN
napeHb. OH  3amy4aeTr  noboro
He3HakoMua BOMpPOCaMM U Hanpet
obLyto Temy ang pasrosopa. Marteeto
Bcero 10 net — a OH yXe Tak ymesno
BbICTpansaet BOKPYr cebs
KomdoopTHyto cpedy! 4 He nepexunsato
338 Hero W 3Haw, Y4TO OH TOYHO
He nponager M 0060 BCem cCam
porosoputca. OH yXe pasHO BblOpan
cebe Oyaoywiyto XeHy wu Oygywiero
napTHepa no 6u3Hecy. OHW NnaHnpyoT
OTKPbITb Kadpe B MocCkBe U yXe cenvac
BbIOMPAIOT NoOMeLLeHre.

NHorpa MmaneHbkMe petn 3apatot MaTseto BONpocbl NPO ero 60nesHsb,
NMoKasbIBalT nanbuem Ha ero Konsacky. OH CNOKOMHO OOBACHAET OKPY>KatoLnm
BCE NPO OCOBGEHHOCTU CBOEro 3g0poBbs: «Y meHs Spina bifida, He pabotatoT
HOMK, 9 TAKUM POLUNCS».

Y peten co Spina bifida 4acTo CHUXeHa 4yBCTBUTENbHOCTb HUXHUX KOHEYHOCTEN,
MO3TOMY PUCK passuTHs dedopmauum HOr B OETCKOM BO3pacTe [O0BOSIbHO
BbICOKMW. MHOrMe ntoan C AMarHo3oM MOTYT NepemeLLaTbCs CamoCToAaTENbHO,
C UCNONb30BaHMEM OPTE30B (MeauLMHCKOe MpUCnocobneHne gnsa Nopnep>Kku
CyCTaBOB), C XOOYHKamMW MW OMOPHBIMU TPOCTAMWU. HekoTopble MNOMb3YHTCS
KONACKaMm akTMBHOIO Tuna.




NHTEPBbKO OCHOBATEJIA ®OHLOA

a BocnuTbiBalDO  Martses 6e3
rMneponeKkwy, C MaKCUManbHOM
cenapaumen. OH 3HaeT, 410 B 18 nert
O6ynet >KuTb  OTAENbHO,  BOAUTH
MaLLnHyY Z CamMoCTOSATESIbHO
3apabatbiBath. Cenapaupus BaxHa
ONa feTen C MHBANWOHOCTBIO: 4acTo
POAUTENN  CKJIOHHblI  3aHMMATbCA
rmneponekomn Takunx aeten
MW He pasaTb MM  BO3MOXHOCTM
NPOXMBaTb CBOK, CaMOCTOATESIbHYIO
XKU3Hb.

Haw coHg pabotaeT CO MHOMMMM
B3POC/bIMK CnopTCMeHamu
M NapasMMIUACKUMU  HeMMUOHAMM
co Spina bifida. Onu npoiraoT
C NapawoToMm, BOASAT  MALLKHY,
paboTaloT M yTBEPXAAIOT, YTO Y HUX
BCE MOSY4AETC UMEHHO MOTOMY, HTO
B CeMbe He OblNo runeponekn 1 mama
C nanov MO3BOAMAM UM  CTaTb
CaMOCTOATENbHBIMU.

«He npeacTasnaio, Kak CNpaBnaloTcAa
poauTenn n3 pernoHoB»

Pe6GéHok co Spina bifida — 3To kBecT.
Hen3BeCcTHO, B  Kakom  MOMEHT
NPUAETCA NOTPATUTL BCe cOepexeHns
Ha Bpaven n peabunutaumio.

Y Hac Mmoxer ObITb rop, Koraa
S 3@aHMMaKCb  TOSILKO  340POBbEM
MaTtBes M Mbl XOOMM MO BpayvYam:
Herpoyponoram, HEMpoxXmpypram,
Hesposnoram, optonegam. Ecnn Marteen
B CTaOMSIbBHOM COCTOSIHUM, €My HY>XHO
NpoXoauTb B rof, OKONO AeCATU Bpayen
B 0eCATU pa3Hblx ropogax. Tak cenyac
yCTPOEHa cuCTemMa MOMOLWLM  OEeTIM
co Spina bifida. 4 He npepacTaBngio, Kak
C 3TUM  CNpPaBNAlOTCa  poauTenu
M3 PernoHoB, KOTOPbIM elle Aonblue
nobupatbcs no cneymanncTos.
OcobeHHO TaXeno 3T0 ANa  Mam-
OOMHOYEK, ONa poguTenen, y KOTopbIX
€CTb X03591CTBO, KOPOBbI, KO3bl, Oropof,
OTgenbHas CNOXHOCTL —  fgenatb
HOBble OpTe3bl Ha HOMM W nonyyartb
HOBYIO KOSIACKY C topucTom n MOoHZOM
coumanbHOro CTpaxoBaHus.

Monyyvaetcs, 4TO0O Mame pebeHka
C OMarHo3om B NOOOM Cflydae HyXHO
ObITb MeHeOXepom. ITO NOSIHOLEHHas

pononHutenbHaa  padota.  HyxHo
cneguTs, YTOObI pebeHok
CBOEBpPEMeHHO  cpasan  aHanusbl,
npUHUMan Tabnetku, nonyyan
namnepcbl,  NpasufbHble  KONSCKU

N BEepPTUKaNIN3aTopbl.

Kakux cneumanmcToB HyXHO nocewatb aetam co Spina bifida

®Ousndecknun TepanesT. OH y4uT pebeHka 06e30nacHO W NPasBUIbHO
[OBUraTbCs, BbIOMpaeT TeXHUYeCKne cpeacTsa peabunutaummn u opTesbl.
JproTepanesT. 70T cneumanuct nomoraet pebeHky cTatb

CamMoCTOATENbHLIM, MOMOTaeT eMy aganTUpPoBaThCs K MOBCEAHEBHOM XU3HW.
Henpoyponor. OH AuWarHoCTMpyeT BO3MOXHble HapyWweHns passuTUS
BEPXHUX MOYEBbBIX NYTEN, aHANU3NPYET OUCHPYHKLUM MOYEBOIO NYy3bIps.
Henpoxunpypr. 3akpbiBaeT CAMHHOMO3IOBYIO rPbiXy pebeHka B nepsble 4achl
>KU3HW, OTCNEXMBAET passuTue rngpouedanuu.

Optonen. OpTonen, 3aHMMaETCa NAAHOM BefeHus U peabunutaumu
pebeHka.




« He MeTannu4yeckunm repom,
a 06blIYHAA XKEeHLWMUHa»
Korpa XKeHLWmnHa nnaHupyet

6epeMeHHOCTb, OHa He AymaeT, 4To
pebeHOK MOXET 0Ka3aTbCa C TAXEeN0on
WHBANMOHOCTBIO U HEU3NEYMMbIMU
natonormamu. Nosatomy kaxgas matb
pebeHka C 3aboneBaHnem
UCNbITbIBAET  OMPOMHbIN  LWIOK.ELLle
BO Bpems OepeMeHHOCTH 9 MoHana:
B Hallen CTpaHe HWUKTO He nomoraet
Mamam, CTOSIKHYBLUMMCA C Takum
AnarHosom.  bepemeHHOM  nuWb
COBETYIOT npepBatb OepemeHHOCTb
unM  otkasatbca  OT  pebeHka
B poppome. Korga 2 Bupena mam
jeten co Spina bifida, MmHe
CTAaHOBMNIOCb  FPYCTHO. 3TO,  Kak
npaswno, MaTb-0f4MHOYKa
M3 peruoHa, oT KOTOPOM yLIen MyX.
OHa BOCMMTLIBAET OOHOMO WU
HECKONbKMX [OeTer M He MOXeT
paboTtatb, MOTOMY YTO [OONXHA BCE
BPEMS U CUAbl TPATUTb Ha neveHue
pebeHka. Bce, 4T0O y Hee eCTb, — 3TO
CMelHas neHcus, 14 Tbicay pybnen.
KoTopas, kctati, HM pa3sy 3a [ecsaTb
NneT  He yBenuMuMnachb, HeCMoTps
Ha  uHpngaumo. Mo noTyxwmm
N Oe3XU3HEHHbIM  rnasam 3Tou
>KEHLLNHbI BUAHO: OHA He XMUBET,

a BblKMBaeT. 4 xoTena nomoyb TakuMm
MaTepsam-oauHONKaM U3 PEermoHoB.
Korgpa s noHsna, 410 Yy MeHs eCTb
pecypc, [ocTyn K Noaam C AeHbramm,
9 co3pana oHa,

OTkpbITHE OHOA Nojapuio  MHe
opeon «CUIbHOWN KEHLLMHbI».
Okpyxatowme CMOTPEeNn Ha MeHs
M BOCXMWANUCL: S HE  TONbKO
BOCNUTbIBAD pebeHka C OMarHo3om,
HO elle W NoMoraro Apyrum, oTkpblia
opraHusaumio. Korpa Martseto 6bino
CEMb NET, OH NEPEXun CAOXHENLLYIO
onepauuio Ha NO3BOHOYHUK
C CEMNOHEBHOMN KOMOW
n peaHumaumen. MHe ObIno OYeHb
TAXENO, HO WMEHHO 3TOT MU
O TreponcTBe He MO3BONAN  MHe

noaennTbCs nepexunBaHuImm
C Onu3kumn. 4 yyBCcTBOBana, u4To
JONXHa  cooTBeTcTBOBaTb  00pasy,

KOTOPbIM MeHs Hagenuna nybnauka.
Ha camom pene  3MOLMOHANBHO
9 He cnpasnsnack. [lepeno mHon Gbis
CblH, KOTOPbIN B peaHnmauun He mor
CaMoCTOATENIbHO eCTb W AbllaTh.
Tonbko cnycTa rog ncuxotepanuu
S Hayyanacb npu3HaeaTtbCs  cebe
W apyrum B CBOMX  Cf1aboCTSX.
A He meTannnyeckmn repon, a obbl4Has
XeHLMHa, koTopas, Kak un nobas

opyras maTb, NepexusaeT 3a CBOero
pebeHka.

Tenepb, koraa y Hac B ooHae 6onbLue
TbICAYM NOAOMEYHbIX AeTen C 3TUM
[OVarHo3om, b 4eTKO BUXY
CTPYKTYPHble MNpo6aembl Ha YpOBHe
rocypapctea. B pernoHax HeT Bpaden,
a eciM OHM WU eCTb, TO MpPOCTO
He 3HalT, Kak BeCTM Takux OeTen.
[Mo3ToMy OOMH M3 NOCNegHuX
N NOOUMBIX MHOKO NPOEKTOB — 3TO
«HCTUTYT  Spina  bifida».  Tenepb
permoHasnbHble Bpau nmetoT
BO3MOXHOCTb Hay4YuUTbCa KypupoBaTb
pebeHka C TakMM AnarHo3om. To ecTb
poxeHuua M3 YnaH-YO3  MOXeT
BPy4YMTb  neguatpy  ceptudmkar
Ha GecnnatHoe oOy4YeHWe Ha Kypcax
B Hawem dpoHae — 4ToObl OH y3Han,
Kak BecTu pebeHka. Haw doHp, Takxe
coTpygHuyaet ¢ pogaomom B Mockse,
no3Tomy MHOMM KEHLMHam
He NpuaeTca, Kak MHe, onepaTtuBHO
ncKkaTb POAUSIbHBIN OOM Ha 3ameHy
TOMY, KOTOPbIN OT HWUX OTKa3ancs.
Mocne 24 (pespana Ham CTano
TaXenee nonyy4atb  Heobxogumble

TEXHUYeCKune cpencrtea
peabunutaumm — Hanpumep,
amepuKaHckune BEpPTMKaNMU3aTopsl

N KoNACkK. K Tomy >ke Heobxoaumble

yCTPOMUCTBA  CUNbHO  MOAOPOXANMN.
Mbl nepexvBanu 3a KaTeTepbl, HO,
cnasa 0Oory, noka OHM OCTanuUCb
B CTpaHe. KaTeTepbl Hy>XHbl pebeHKy
Kaxgble TpW 4Yaca pAng oTBefeHus
MOYK, MHa4Ye OTKaXyT novkun. Cenvac
M3 CTPaHbl MCYe3N0 HeobXxoaumoe
nekapctso gpuntaH — B Poccun Het
aHanoros, a AETAM BaXHO MPUHUMATb
ero exegHeBHo. Mbl Obem TpeBOry,
nuwem B MUH3OpaB M Hajeemcs, 4To
HaLlW NoJoneYHble He NoCTPanatoT.




ABIYCT. LUNDPbI

[MpoeKkT nomoLLm
6epemMeHHbIM U
MnageHuam

©) nepBOro roga >xu3Hu

MpoekT
agpecHoun
MOMOLLN

MMpoekT
HEeNpoypoNOrn4ecKon
MOMOLLU

[MpoekT nomoLLm
AeTaM-CUpOoTam &

«[lomallHee
BU3UTUPOBAHUE»

9 6epeMeHHbIX NoyYnImn
MOMOLLLb

5 mnageHues NOABMNOCH Ha
CBET B CONPOBOXAEHUN
doHpa

9 mnapeHues
NPUCOeONHUANCH K
nporpammam coHaa

UHCTUTYT
Spina bifida

10 Kypc nogroTosneH
7 NoTok 06yyeHus
nposeaeH

2 peten-cMpoT OCMOTpenu
cneumnanucTbl

6 o6cneposaHmi 6110
npoBefeHo

2 3aH4TUS NPOBEAEHO B
pecypcHou rpynne

* 1 pebeHok nony4mn

afpecHyo NOMOLLLb
Spina bifida

16:[:: Club 16+

2 BebuHapa nposeneHo

8 peten nony4nnm
apPECHYO MOMOLLLb:

1 konacka npuobpeTeHa
3 BepTUkanusaTopa
npuobpeTeHo

3 petam onnayeHsl
CNOPTUBHbIE 3aHATUS

MpoekT
topuan4eckomn

NoAAEPXKKM

40 HoBbIX 06paLLeHnI
NoCTyNuUo

22 3aBeplLUeHHbIX Kenca ¢
NONOXUTESNbHBIM
pe3ynsTatom

10 aKTUBHbIX KONSACOK
nony4YeHo

1 BepTukanusatop nonyyeH

* 60 BM3NTOB COBEpPLLEHO
* 57 pebeHOoK 0OCMOTpPEH

* 1 komaHauposka Ha KaBkas

[MpoekT
6ecnnaTtHbIX
noe3aok
Ha Takcu
* 162 cembu
BOCMNOJ1b30BaNUCh
CepBUCOM

1419 noe3nok cosepLleHo

* 11 peten noceTmnn Npmem
Henpoyponora

* 6 KMHKK B 5 ropogax
npoBoasaT
Henpoyponormyeckoe
obcnenoBaHus

MHdopmaumnoHHo-
npoceBeTUTeNbCKas

nporpamma

* 75 ny6nvkaumm BbILWNO B
CMH

* 5 penoptaxen Ha TB

* 13dup Ha pagmno



DoHp, oKa3biBaeT afpecHyto NOMOLLLL AeTIM
ot 0 po 18 net ¢ gnarHo3om spina bifida,
NPOXMBAIOLUM Ha TeppuTopumn Poccum

[(DKC

Mof anpecHoM NOMOLLLbIO MOHUMAETCS:

* TexXHWYeckue cpencTea peabunutaumu,
* onnata MeaukameHTOB, MeAULIMHCKUX 06CNefoBaHN U MeOULMHCKUX YCIYT,
* OunetoB Ha camonet/noesn ot goma o 60abHULBI U 06paTHO.
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Beaywnit sprotepanesT
¢oHpa Enena WowwnHa
C NoAoneyYHbIM

N

MPOEKT « JOMALLIHEE
BN3NTUPOBAHWME»

60 BU3NUTOB COBEpPLUEHO

B} =
K 57 petam no scen Poccmu

KomaHguposka segyuiero sprotepanesta dpoHaa Enexbl LLowmnHon n3 CaHkT-
Metepbypra Ha KaBka3 B pamkax npoekTa "[JomallHee BU3UTUPOBaAHUE".

Cpa3y y Heckonbkux peten ¢ CesepHoro Kaeka3sa nossunucb BepTMkann3atopsl
N Hy>XHa Obina Hactpourka. [lo3Tomy OblNO NPUHATO pelleHre opraHu3aumu
KOMaHOMpOBKKN Bepayllero sprotepanesta ¢oHpa «CnuHa Oudounpa» EneHbl
LLlowmnHoN B HeYHIO g5 KOHCYNLTMPOBaHUS U HacTponku TCP.

ONns 3protepaneBTa CambiM MHPOPMATUBHBIM SBNSETC LOMALUHUA BU3UT (B
NPOTMUBOMONOXHOCTL TOMY, Y4TO Ha MNOAOGHbIX Bble3fgax OObI4HO apeHayeTcs
NnomeLLeH1e, 1 Tyaa NPUBOASAT AETEN Ha OCMOTPbI, HO HUYTO He AACT HACTONLKO
MONHOW KapTUHBbI, Kak JOMALLHWIA BU3WT).

EneHa oTBaxunacb Ha KOMaHOMPOBKY B MIOSIE - HEBLIHOCMMO XapKoe Bpems Ha
KaBka3e, korga MecCTHble Xutenu nuMbo cuaat p[HEM  Joma  nop
KOHAMUMOHEPaAMK, NMNBO ye3XatoT B ropbl K POACTBEHHUKAM.

EneHa no6biBana B YeyHe, MHrywetumn, [arectaHe ([po3Hbii, ApryH, Anxax-
tOpTt, CyHxa, lynepmec, XacastopT, Maxaykana). Pogutenu nomoranu Enene
[06UPaTbCa U3 OAHON CEMbU B APYIYIO - Y KOFO-TO 6blNa BO3MOXHOCTb CaMUM
npuexatb U 3abpaTtb, KTO-TO OonfiadMBan Takcu. Heckonbko cemen npuexanu B
[PO3HbIN K POACTBEHHUKAM, 4TOObI YNPOCTUTL CNeumanncTy gopory.

Bce cembu 04eHb OT3bIBYMBBLIE M OYeHb 6narogapHble U pagyliHble (No obblvato
HenNb3s yUTK, He CEB 3a CTOS - XOTH Obl 4at0, HO HY>XHO BbINUTH).

NTOr KOMaHAMPOBKK: HACTPOEHbI 2 BEPTUKANU3aTopa, 1 Kongacka, oCMOTpeHOo 9
JEeTen 04HO 1 1 OHNAaWH.



CoumanbHO-NpaBoBoOe CONPOBOXAEHNE
nogoneyHbix poHaa «CnuHa Gucpmaan»

[(=DKC

B aBrycte noponedHble bnarotsoputenbHoro ¢oHpa «CnuHa 6udompa» no
UMPA, a 3HaumT 6ecnnatHo, nony4mnu 10 Kpecen-konacok akTMBHOIMo tmna u 1
BepTUKanu3aTop (onopy ang CToaHuns) Ha obuwyto cymmy 3 095 000 pybnen.

3TO OYeHb XOpolUne, UHAMBUAYASNIbHO U3rOTOBMIEHHblE TEeXHUYeCKne CpeacTea
peabunutauumu.

Mpouecc obecneveHnsa TCP 6bin ponrum (5-6 mecsaues), B HEKOTOPbIX CyYasax
NPUXOAMNOCh NUCaTb >anobbl B NPOKYpaTypy, OAHAKO pe3ynbTaT Moy4nncs
3ameyatenbHbIM.

OcobeHHO pagyeT, 4To nepeq, Havyanom y4ebHOro roga AeTn U3 cambix pPasHbIX U
JanbHuUx pernoHos Poccunckon Depepauun  obecneyveHbl  KpacusbiMK,
Ka4eCTBEHHbIMWU KpeCnamn-KoNnackamm akTMBHOMO TMNa.

Pebsta nony4nnu Hoeble TCP Gnaropaps pabote topuauyeckoro otgena wu
topuctoB poHaa «CnuHa budpmnaa.

bnaropapum topuctos EneHy MopskuHy u Kcenumio AbGpamoBy 3a Takylo
HenpoCTyto U 04eHb BaXHYyto pabdory!

.
.

gonevyHas ooHaa,
n. Boratbie Cabbl

amunna,




POEKT FOPUONYECKOM MO ALEPXKKM

CoumanbHo-NpaBoBoe CONPOBOXAEHNE
nogoneyHbix poHaa «CnuHa budomaan»

OEKT peanusyetcs Npu nogaepxke (=DKC v

tOpuctbl  poHpa nposenn BebMHApP NO  TPYAOYCTPOMUCTBY Nojen ¢
WMHBANMOHOCTBIO B pamkax npoekTa «Spina bifida Club 16+»

* 3 pebEHka Nosly4mnun acCUCTEHTa B LLIKOSIE;

* 0Nn4 4-x oeten opraHM3oBanu AOCTYMHYO cpedy (3a4ncnunum B Apyryro LKoY,
roe ecTb MuaT,

* 3anucanu pebeHka B AOWKONbHOM BO3pacTe B LEHTP peabunutaumu;

* nop, pebeHka 3akynawT WHOMBUMAyanbHOE WHBaNUOHOE Kpecno nop,
napameTpbl B AETCKUI caf;

* MOAroTOBUAN KaBMHET B LLKONE;

* 2 [EeTaM NOMOMN NOSTY4UTb eXeMecsyHble BbinnaTbl No yxoay 3a Pe6EHKOM.

O6ecneunnun BbIXOL, MPOKypaTypbl B €y B 3awWMTy MHTepecoB peb&Hka no
[OCTynHOM cpepe



NHCTUTYT SPINA BIFIDA

MHCTUTYT

%lplzl %AA ﬂpO@KT peannidyetca npu nognep>xke
MED, ABCONIOT-NOMOUb

STUDIO GnaroTEOpPUTENbHEA foHA

B aBrycte B CTyouu Hawero TexHW4eckoro naptHépa MeanCryguo npolwna
3anuncb kypca «LLikonbl npuémHoro poautens pebéxka co spina bifida»:

* opuanyecknn 6nok ¢ KaparogmMHon Hatanben, HOpUCTOM MNpPOeKTa MOMOLLM
LeTam-cupoTam bnaroteopuTensHoro poHga «CnvHa 6udunga», afBokaTom no
CEMENHOMY Npasy.

* uHTepBblo C JlobpoxaHckon EneHon, NPUEMHOM MHOrOOETHOM MamoW,
BOCNUTbIBAKOLLEN ABYX AeTen-CMPOT co spina bifida.

e nekuun oT Mapun [oNgHCKOW, PYKOBOAUTENS MPOEeKTa MOMOLWM OeTam-
cupoTam co spina bifida.

® 650K ¢ ocHoBaTtenem poHaa NHHOM VIHIOWKNHON.

OCHOBHbIMM LIENSIMM KypCa SIBASILOTCS:

e [lpepoctaBneHne nNOAHOM MHAOPMALMKM KaHOu[ATam, NNaHUPYOLNM
NPUHATUE B CeMblO MNPUEMHOro pebéHka co spina bifida, nan nNpMémHbIM
POONTENSM, YXKE NPUHABLLMM C CEMbIO TaKOro pebéHka nnn aeten;

® 3HaKOMCTBO KaHAMAATOB W poauTenen C BefylwMmM  3KCNepTamu,
cneupanucTamn,  nNporpammamu M nNpoekTamn  poHaa,  NPUHLMNLI
B3aMMOLOENCTBUS, OKa3aHUs MOMOLLIM, APYIUX COLMANbHbIX YCAYT.

MpoekT peanu3osbiBaeTca Npu noggepxke bnaroTeoputenbHoro doHaa
«AbcontoT-NomoLLp» 1 TexHnyeckoro naptHepa MenCtygmno




[PAHTDI

ABCONIIOT-NOMOLL

GnaraTBepuUTEenLHLIA doHA

BJIATOTBOPUTE/IbHbIN
@®OH[ BJJAAUMUPA
MOTAHWUHA

TUHbKODOD

®oHp, «CnuHa OGudbnpa» ctan nobegurtenem
OTKPbITOr0O  KOHKypca bnaroTBopuUTENbHbIN
doHa, «AbcontoT-NomoLLb .

MpoekT «PaHHee cCoONpPoOBOXAEHUE JeTen C
anarHosom spina bifida ot 0 po 3 net» He
OCTaBMN PaBHOAYLUHbIMK 3KCNEPTOB, NONYYUB
NOAOEPXKKY aX Ha uenbix 2 roga Ha cymmy 11
706 508 py6nen

®oHg, “CnnHa 6udpmnpa” nobeomn B KOHKypce
«Tovyka  onopbl»,  KOTOPbIM  NPOBOAMICA
6naroTsopuTenbHbIM - PoHOOM  Bnagumupa
MoTaHMHa B pamkax 651aroTBOPUTENBHON
nporpammbl «3PeKkTUBHAa PUNAHTPONUSY.
KoHkypc «To4ka onopbl» NPU3BaH NopaepXartb
WMH(PPACTPYKTYPHble coupmanbHo
OPUEHTUPOBAaHHbIEe HerocyaapCTBeHHble
HeKoOMMepYeckre opraHn3aLmu.

Haw cooHp nonyuun 9 648 545 pybnen Ha
OKa3aHwe afpecHOn NOMOLLM NOJOMEYHbIM.

®oHp, “CnuHa 6udpmpa” ctan nobegurtenem
rPaHTOBOro KOHKypca oT “TUHbKOd”.

TuHbKO D BblOAENUN rpPaHTbl
Ha opraHu3aumoHHoe pa3sutme
61aroTBOPUTENbHBIX HeKoOMMepHeCKnX
opraHu3aumn.

Haw doHg nony4yun noanepXxky B pasmepe
966330 pybnen Ha «BHeppeHune
ynpasneH4yeckoro y4eta B CRM-cuctemy

doHpa»




Bnaroreopurensias
akuma K | Centabpa

AKLNA

B 3tom rogy doHg «CnuHa Oudpupa»

Bnepseble npucoeguHUNCa Ko

Bcepoccumnckon 6narotsoputenbHon akumm «[letm BMecTo LBeToB»

—

pervcTpaums

@nabi‘ﬁdammvc

X L -
B [leHb 3HaHMUA y4uTENs, LWKONBHWKK MpocTo porosopuTecs
W WX pOAMTENIn CO BCEM CTpaHbl C y4dTENEM W KNaccom
NPUHUMALOT y4acTre NpUHeCTH 1 ceHTsGps no
B 6naroTBOpUTENLHON akL M1 OHOMY 6GykeTy OT Kaxkgoro
«[1ET BMECTO LIBETOB». Knacca BMeCTO MHOXeCTBa
OTAenNbHbIX

MpucoepuHsaATech U BbI!

4/

&

ﬁna bifida.ru/dvc

MO3APABBLTE Nt0GHMOTo y4uTens A C3KOHOMIEHHBIE fieHbr!

C NPa3gHUKOM, JOMONHMB BykeT nepeeeguTe Ha-
OTKPbITKOM C NOXENaHUAMI MOMOLLLb AETAM
oT poauTenei U peted co spina bifida, nogone4HbIm

coHpa «CnuHa Brncbmpan —
370 Bonee 1000 cemeit
co Bceit Poccumn

o
n

Kaxaplid y4eHUK moxeT
MPUHECTU MO OOHOMY LIBETKY,
YTOBbI BCEM BMECTe
co6path OBLLMIA 60160 1
04eHb HeoObLI4HbIA BYKeT U3
pa3HbIX LBETOB OT BCETO
knacca

Ha 371 fieHbru choHp cMoXeT
nproBpecTu crewupmarnbHble NapTbl 415
[eTei co cnvHa Budmpa u apyrue
cpencTea peabunuTaumu

Bawa nomowyb He 3aBaHeT!




oKcnepT oHAAa, BpayvY-HeMpoyponor, kaHanpat
MeONLMHCKUX Hayk ApTém BanepbeBuy
| bepwapackmn  nocetun  kKoHdpepeHumto  "OCHOBBbI
peabunutaumMm Hempoyposnorm4eckmux O0sbHbIX",
KoTopasg npoxoguna B rKemeposo, rge BbICTYNUN
nepeq konneramm ¢ poknagom “Peabunutaums
OONbHbIX €  HEWPOreHHbIMW  HapyLUEHUIMM
MOYencnyckaHmna Ha ambynaTtopHoOMm 3tane” n paxe
[aN UHTEPBbLIO 19 MECTHOMO KaHana.

[na Hawero poHAa oYeHb LEHHO, 4TO 3KCMepThl,
KOTOPbIM Mbl  JOBepsgem [Oenatca  OnbiTom C
Kosineramu M3 pasHblx perMoHos

. 27 aBrycta noneuuntenb oHaa Anekcen MIroHbKWH
n IT-gupektop  doHpa Mwuxamn  CeméHos

| NPUHUManNK y4actue B 3abere Ha 25 KMNOMETPOB B

. NoNb3y Hawero poHaa!l

MENU
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NHOOPMINPOBAHWE O SPINA BIFIDA - \ " 4 ‘ s ‘

MAG | 75 ny6nukaumn o gooHae Bbiwno 8 CMA

FM OcHoBsatenb oHpga WHHa WHIOWKKMHA nNpuHAnNa yvactme B 3dupe
«[dpyrve niogn» Ha pagmo «Kynetypa»

OcHoBatenb oHAa MHHa WMHIOWKWHA, Bedywui sprotepanesT dooHAa

EneHa LUowwHa, ncuxonor v Bepywui Kypcos B MHCTUTYTe Spina bifida i

AHTOH AHNKMNOB M Mama Hawero nogoneyHoro Matnioba Ymap>KoHoBa
" NpuHANKM y4acTme B nporpamme «Xody u 6yay» Ha 78 kaHane (CaHkT- m

MeTtepbypr)

E £ HOBOCTH YACA 12: 30
Anatonuin [muTpues npuemHbin nana [neba, nopgoneyvyHoro doHAaa,
Makecum  bepepHko, nana Papomupa, IT-gupektop doHga Mwuxaun

CemeHoB, nana PagocseTa M pyKoBOAUTENb NPOEKTa MOMOLLM OETAM- i 3 ShnexcKaprol - £ +29°

= cupotam Mapus MongHckas NPUHANKW yd4acTue B nporpamme «Xody u
Oyny» Ha 78 kaHane (CaHkT-MNeTepbypr)

-
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.
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CloxeT € yyYactMem ocHosatena ¢oHga WMHHbI UHIOWKWHOW, 3KCnepTa
doHpa, Bpaya-Henpoyponora Aptema BanepbesBuya bepliapckoro u
nogoneYHbix PoHAA BbileN B Nporpamme «Bectn.Mockean»

@ et

KommepcaHT.ru .|||
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MAPUA NMONTAHCKAA 8
PYKOBOOUTEJIb NMPOEKTA NMOMOLLIM OETAM-CUMPOTAM

¢ CO ClrnHA sMoUaA B 6@ "CrnHA sMonaA”

B NETEPBYPIE PE3KO COKPATUIOCH YNCNO JIAPbKOB C LUABEPMOW HOBOCTU YACA 12:37




NHOOPMMNPOBAHWE O SPINA BIFIDA

uwcropmn

«Takux peten 6pocatoT NpAMo
B poaaome». MoHonor mambl
Manb4uka ¢ guarHosom Spina
bifida

Anacracus JlapuoHosa 18.08.2022
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Spina bifida: kTo nomoraer niogam
¢ peaKoii 6onesHblo

29 agrycta 2022, 15:50 ® 3540

To Bcest Poccuu okorno 5000 gernoBex ¢
AuarHo3oM spina bifida. 3To pegxoe
3a6oneBaHye — BPOXK/IeHHAs IaTONOT Usl
CIMHHOTrO Mo3ra. CIle#anyuCTOR 110 STOMY
3a60JIeBaHNIO TOXKEe KpaifHe Maso, ¥ OHU
COCPEJIOTOYEHb] B HECKONBKMX KPYIHBIX
ropofax. McIpaBisieT CHTYAIHIO C
AOCTYIMHOCTBIO MEMIIMHCKOM IIOMOLIY OffMH
i GoHz, coTpy

KoToporo cbopMHpoBanyu
MYNETHAMCOUIUTHHAPHBIE KOMaH/Ib] JTIs
moMouy 60/IbHEIM JeTSM B PerMOHax
cTpaHbl. O TOM, KaK 3TO pa6oTaeT,
coTpynHuKM GoHpa pacckasany «DoHTaHKe»,

6naroTsopy’

KommepcaHTb i

MayneHTOB AOBENU 0 NOYKU

Yponornyeckuii npenapar pyUnTaH, BbIACHN
“b", He noasuTca B Poccum fo Beckbl 2023
roga

B poccuiickux antekax 3akoHunnca
YPONOrinyecKkuii npenapar ApunTax,

Hec I AeTAM C TP v onyxonamu
NO3BOHOYHMKA U HAPYIWEHNAMY GYHKLNIA
MOuYeBOro ny3bips. B amepukatckoi Abbott

(npoussoauTent Npenapara) “b” nepebon
06BACHUNN «OBHOBNIEHNEM NPOU3BOACTBEHHbIX
npotjeccos». Komnaxua npouHpopmmposana o
NpUOCTaHOBKE BBO3a pYNTaHa 10 BTOPOro
kBapTana 2023 roaa, yTOUHUNN B
PocsapasHapsope. CTOPOHbI AaloT NOHATD, 4TO
CUTyaLnA He CBA3aHa C aHTUPOCCUIICKUMM
CaHKL| Ap — €fINHC

npenapar, paspeLueHHbli N0 UHCTPYKLUK AnA
nauveHToB Mnaguwe 14 net, nostomy 6e3

NIEYEHUA MOTYT OCTATbCA AECATKI 11 COTHM ThICAY
feTeit, NpefynpexAatoT Bpayu 1 nauueHTckoe
€0061LeCTBO. IKCNEPThl 4O6ABAAIOT, UTO MOXKET
BbIPACTH JONA HECOBEPLUIEHHONETHNX C

XPOHUYECKOI 60N1e3HBIO NOYEK U TAXKENE:
bopmamu HegepxaHuA Mouu. [MaBHbIi 0

TPEHEP TPEHEP

MPO CrOPTVBHYIO KAPBEPY OT IMEPBOIO JIULIA

TJIABHA{ / CITOPTCMEH [ IUHAP KAMAJIEB

| TPEHED |
Cepreu YucToB

CEPTEWN
YUCTO!

MPO CNOPTUBHYIO KAPLEPY OT MNEPBOTO JIMLIA

cropTcwz

OHUHap
KamanueB

AN TAVTA .UHDO =

Mponaxa npenapara
«[lpuntan» B Poccuu rposut
AeTaM cmepTbio. Taira.uugo
paccka3biBaeT, KaK BbXXUBaIOT
cemMbH

© wnnioctpauun [uansl fivenp

08 Asr 2022, 15:50



DOUNHAHCOBbLIN OTYET. NOCTYMNJIEHNS

* Ha canTte helpspinabifida.ru 151 044,44

* B MOBMNbHOM NpunoxeHun Tooba u cepsuce 299 839,31
tOmaHu

* Ha pacyeTHbIN cHeT poHaa 78 915,88

[MocTynneHns oT KOpnopaTMUBHbLIX LOHOPOB 4031462,73

KpaynodaHanHr: 529 328,50

*  b® "HyxHa nomowp™ 120 783,50
*  [o6po.Mann.py 408 545,00

Bo3Bpatbl OT NOCTaBLLNKOB 28 075,00

NTOTO MOCTYNJEHNS: 5048 665,86

= (@ pobpo

MockBa, [1poeKT ycnewHo 3aBepLueH

[MycTb Manbiluu cO CruHa
6uduaa soBpemMs nony4yar
NOMOLLb

) 300000 P cobparo




OUNHAHCOBbIV OTYET. PACXOLpbI

AQMUHUCTPATUBHO-XO3AUCTBEHHbIE pacxoabl 607 483,16
[T-ycnyru 15 958,66
baHkoBCkKne pacxoapl 22 360,40
Szﬁﬁﬂmpcme, topnanyeckme u gpyrme KOHCynbTaLMoHHbIe 110 000,00
3apaboTHas nnata agMMHUCTPATUBHOIO NepcoHana 394 042,88
Ctpaxosble B3HOCbI ¢ DOT aAMMHUCTPATUBHOIO NepcoHana 37 149,22
Jlornctuka (pocraeka AOKYMEHTOB) 2 000,00
YyacTtue B meponpuaTmx 23 484,00
Bo3spat noxepTteoBaHui 2 488,00
AppecHas NomoLLpb 1133 842,40
3apaboTHas nnarta NPorpammMHOro NnepcoHana 68 967,00
Crpaxosble B3HOCbI ¢ DOT NporpammHOro nepcoHana 13 793,40
CnopTMBHbIE 3aHATUSA 47 000,00
PeabunntauyoHHble 3aHATUS 5000,00
TCP 924 410,00
MepguumHckue yenyru 71672,00
KoHcynbTauum 3 000,00
JomallHee BU3MTUpOBaHUE 135 053,41
3apaboTHas nnarta NPorpammMHoOro nepcoHana 93121,00
Crpaxosble B3HOCbI ¢ DOT NporpammHOro nepcoHana 16 325,41
Mpoe3pg cneumanncTos 25 607,00

WHcTuTyT SB 998 252,33
baHkoBCckune pacxoapl 712,00

OUHAHCOBbIV OTYET. PACXOpbI

3apaboTHas nnata NPorpamMmHoro nepcoHana 907 411,24
Ctpaxosble B3HOCHI ¢ DOT NporpammHoro nepcoHana 60129,09
IT-ycnyru 30 000,00
3apaboTHasg nnata NPorpamMHOro nepcoHana 22 988,00
MeguupmHckue ycnyrm 80 169,00
CTpaxoBble B3HOCHI ¢ DOT NporpammHoOro nepcoHana 4 597,60
3apaboTHas nnaTta NPOrpammMHoOro nepcoHana 42 553,00
CtpaxoBble B3HOCbI ¢ DOT NporpamMHOro nepcoHana 2298,80
MeguumHckue ycnyru 169 633,00
Mpoe3n 1 NpoxuBaHue 6narononyyartenei u ConPoBOXAAOLLIMX 31 996,00
KoHcynsTaumm 20 000,00
3apaboTHas nnata NPorpamMmHoOro nepcoHana 73 149,00
MepuumHckue ycnyrm 64 112,00
KoHcynsTauumm 5000,00
tOpuanyeckune ycnyrm 2758,80

33 985,00
198 365,40

3apaboTHas nnarta NPorpamMHoOro nepcoHana 162 503,00
Ctpaxosble B3HOCbI ¢ DOT NPOrpaMmmHOro nepcoHana 35862,40

NHDOPpMaLMOHHO-NPOCBETUTENLCKAS NPOrPamma 63 829,00

3apaboTHas nnarta NporpamMHoOro nepcoHana 63 829,00

3 690 065,90

NTOIO, PACXO[bl:
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MNomoyb DoHAY MOXHO Ha canTe
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