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HakaHyHe MexayHapooHOro OHa penkux 3aboneBaHWn Haw dooHA NpU3HaH
xepnanHepom B pa3paboTke MHHOBALIMOHHBIX PeLUEHWN.

B nocnegHun peHb eBpana BO BCEM MUpPe NPUBAEKAOT BHUMaHuE K
npobnemam nogen ¢ peaknmmn (opdaHHbiMM) 3abonesaHnsamn. M OCHOBHbIE
3a0a44 3TOro OHS — WMHOPMUPOBaHME O CBOEBPEMEHHOM OMArHOCTUKE W
npodunakTuke.

Spina bifida aperta (MHMenomeHuHrouene, muenopagukynoLene,
muenouncTouene) BKIKOYEH B CNUCOK pedkux 3abofieBaHWW, MO3TOMY 3TOT
OCOOEHHbIM OeHb B TOM 4Mc/ie U Haw. A Tenepb O TOM, Kakuve 3afadvn Mbl
pewaem B gAuarHoctuke. bnarogaps Hawemy npoekTy “MCKyCcCTBEHHbIN
UHTeNnNekT B Y3N-guarHoctmke" anarHo3 moxXeT OblTb onpefenéH Ha camom
paHHem 3Tane, a >3TO OTKPbIBAET BO3MOXHOCTU [ANS  BHYTPUYTPOOHOM
KOppEeKUMM N YKpeneHns 300poBbs OyayLimMx mansiwen. BaxHOCTb npoekTa
oTMeYeHa npemuen “XepnamHepbl ESG-npuHUMnOB®, KoTOpas npwu3BaHa
06beMHUTL NPOECCOHAN0B M 3KCNEPTOB B 06/1aCTU YCTOMHUBOIO Pa3BuUTUS,
NpeanpuUHUMaTEnen n akTUBHbIX rpaxaaH.

OunpekTop no kKomMmyHukaupsm doHpa “CnuHa 6udpmnpga” Onbra [leTyxoBa
nosysuna 31y npemuio B CaHkT-lNeTepbypre B NpUCYTCTBUM NpepcTaButTenemn
KPYNHENLLMX POCCUNCKUX KOMNAHUK, Pa3fenstowmx NpUHLUMMbLI SKOSTIOMMYHOrO,
COUManbHOro N 6epexHoOro KOpPNopaTUBHOIO yNpasieHUs.

bnarogapum naptHEpPoOB W opraHusatopoe npemumn! Takme COObLITUS
BAOXHOBNSAIOT Hac W [alT BO3MOXHOCTb pPasBuMBaTbCa B  HanpasiieHUU
NPOMOUNaKTUKU W OKa3aHWs CBOEBPEMEHHON MOAAEPXKN [ONd BCEX, KTO
cTankmeaeTca co spina bifida.
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MPOEKT PAHHEM MOMOLLLM OETIAM
OT 0 A0 3 JIET

Bonee 280 cemen nonyyatoT NopAep>KKY NPOEKTa PaHHEro COnpoBOXAEHWUS
neten co spina bifida ot poxaeHus po 3 ner.

Mpn 3tom 6Gonee 70 cemen COMPOBOXAANOTCA (POHOOM eLé C MOMEHTa
6epemeHHOCTH.

Paccka3biBaem, kakme ectb BUabl nomoLm!

B pamkax npoekta Mbl MPOBOAMM KYPCbl OOYyHEHUS ON19 POAUTENEN B UHCTUTYTE
"CnuHa 6udompaa”, roe nydwme 3KCNepTbl NOMOratoT HaxoauTb PacCLUMPEHHYIO
MHOPMALMIO O AMarHo3e, BHUKaTb B OCOOEHHOCTU 300p0Bba pebEHKa.

MblI oka3biBaem agpecHyto, FOpUaNYECKYo U NCUXOSIOMMYECKYHO MOMOLLb.

Takxe Mbl opraHusyem Kpyrfble CTOfbl, rae o6CyXOalTca BaXHenwue
BOMPOCbI, C KOTOPbIMWA CTafIKUBAIOTCA POAUTENN. ITO NPOCTPAHCTBO [AJ14
0OMEHa OMbITOM U MONYYEHUS LEHHENLINX 3HAHWUI C BEAYLLMMM SKCNepTamm v
BpadYamun poHaa.

3a npowsibii rof, Haww cneumanuctel — pusmdeckne n 3protepanesTbl —
cosepwmnnn 6onee 500 BM3NTOB K nogonevHbiM cembam. Mbl NOHUMaEM, Kak
Ba>XHO pacCyMTLIBATb Ha MOMOLLLb B CAMbIN HY>KHbIN MOMEHT!

Hawwn poautenn TakXe WMEeT BO3MOXHOCTb OOLLATbCA B POOUTENbCKOM
coobulecTBe B 4aTax, rae OHWU OenaTcs CBOMM OMbITOM, HaxodaT Apy3en w

NOAAEP>XKY APYr Yy Apyra.

Mol npogonxaem pabotatb Hag Tem, 4TOObl Kaxpas Cembs YyBCTBOBAaNa
3a60Ty U noagepxky. Bmecte mbl moxem 6onbLue!



MPOEKT APECHOW NMOMOLLIA

B cpeBpane npoxogmna akuma Ozon 3aboTbl n Ozon fresh B nonb3y Hawero
doHpa «CnuHa budmaa»! B pamkax akuumn ¢ 7 no 27 doeBpans nosb3osatenu
mapkeTtnnenca cobupanu nogapku M Heobxogmmble cCpeacTBa rUrueHbl ons
LEeTen-cMpoT M Manbillen B ceMbsx. B pamkax coBmecTHom akumun «lokynato —
nomorato» nosb3osatenam Ozon fresh npegnarann nNomo4vb  cobpaTb
HeobxoouMble ToBapbl A9 AeTen: NPOAYKTbI, UPYLUKK, NENEHKWN, NOATY3HUKU U
apyrve cpeactesa Angd yxoga W rurueHbl. Ham Obino nepepaHo 6Gonee 450
HaMMeHOBaHWM NPOAYKLUMM Ha cymmy 6onee 220 Tbicad pybnen!

HaMMeHoBaHWUN NPOoayKLMK OblNo
nepenaHo oasa Hawmux NoaoneYHbIX




MPOEKT ALPECHOM MOMOLLA

AnekcaHap — MONOO0N 3HEPTUYHBIA NApPEHb, XUBYLLMIA B LlOME NpecTapesbiX.
PopouTenun otkasanucb ot Calum cpasy nocsie ero poXxaeHus.

Mocne cosepweHHoneTns AnekcaHgp nonan B Lom [lpectapenbix: OH He
MOXeT paboTtaTb, roToBUTbL ey W coBepwartb GaHKOBCKMe onepauun 6e3
NOCTOPOHHeN nomoln. M3-3a spina bifida y Cawwn 6onbion ropb Ha cnvHe.
NHave 3TO Ha3biBaeTCs KayganbHas perpeccms - 3TO  BHYTPUYTPOOHOe
Hepoopa3BUTMe BCEM HWUXHEN 4acTu MO3BOHOYHWMKA, BKJKOYas Ta3 u Horu. Y
Calm HeT Ta30BbIX KOCTEN, @ HOrM COBCEM HEYYBCTBUTESIbHbI.

Mo3TOMy OH BbIHYXAEH MONb30BATLCA WHBASIMOHON KONACKOW. Ero npexHsas
Kongacka pasHO ycTapena, n goHg «CnuHa 6udomaa» nogapun Hosyto. Ho, k
COXaneHuto, ONa 3TON KONACKM HeoOXOooMMO Obino npuobpectn ewé u
cneumasnbHbIN BKNaAbILL.

fop6 mellaeT emy cMaeTb B OObIYHOW KONFCKE, MO3TOMY 0093aTeNnbHO HyXHa
Oblna Bknagka B KONACKY, koTopaa byaeTt noBTopsATb M3rnbbl CalMHON CUHbI.
Monyunte no OMC e€ Henb3s, a Ha CBOKO HeOOMbLUyldD MEHCUIo no
WHBaNIMGHOCTU tOHOLLA He CMOT Obl €€ KynuTb.

Bmecte ¢ nnatgopmon CbepBmecte dpoHm, cobpan HeOOXOOUMYKO CYMMY U
N3roToBW BKNAOKY 0N FOHOLUW.

[JaHHas Bknapgka cpenaHa no pPycckOMY aHasnory 3apybexHon momenu
MHOMBWUAOYANbHOIO CMAEHbs “depenaluka” y dusmdeckoro Tepanesta WMnoHbl
Ab6caHp3e. Bknapgka coenaHa no MHOMBMAYyanbHOMY Cnenky Tena, nosTopseT
OCOBEHHOCTN KOCTHOTO CTPOEHWUS YCTOMYMBLIX OedhopMaupin, 4TO nomoraet
UMeTb no3y cuaa OGonee yCTOMYMBO, UM NPOUNaKTUpPyeT NOBTOPHbIE
06pa3oBaHNa MNPONEXHEN OT HATUPaHUS KOCTHbIX BbICTYMOB O CUOEHLE W
CMNUHKY KONACKW.




MNPOEKT AQPECHOW MOMOLLM
ObmeH TCP

Mbl nepepann BepTukanusaTop oT >XeHun M3 MockBbl Manbiwke CapakaH B
EkaTepuHOypr.

JTa 3ameydaresibHas UHULMATUBA NO3BOJIFET CEMbAM, Y KOTOPbIX AETU BbIPOCIN
13 TCP, pennTtbCs CBOMMU CpeacTBammn C TEMU, KTO B HUX HyxaaeTca. Cpa3y xe
nocne nosny4yeHns BeptukannsaTopa k CapakaH npuwna sprotepanesT HaLlero
doHpa TatbaHa lNenensesa. OHa He TONbKO NOMorna cobpaTtb M NpaBuSIbHO
HacTpPOUTb  BEPTUKANM3aTop, Y4UTbiBag UHOMBUAyaNbHble OCOGEHHOCTU
ManbilWwky, HO M oby4nna Mamy, Kak MM MONb30BaTbCA. TaTbgHa Takxe
noapobHo obcyanna pexumm exenHeBHoON BepTukanusaumn. Tenepb CapakaH ¢
pafocTblo CTOMT Ha CBOMX HoXkax! OHa HacnaxpaeTcs BpemeHem B
BEPTUKANN3aTope, UrpaeT n OTKpbIBaeT O cebs MUP C HOBOTMO yrna 3peHus.
3TO NpoCTOe, HO YyOMBUTENbHOE CPeacTBO MOMOII0 el NOoYyBCTBOBaTbL Cebs
6onee yBepeHHO M akTuMBHO! bnaropapuym Bcex, KTO y4acTBYyeT B Hallem
npoekTe! Bbl fenaerte Xn3Hb HaLMX NOJOMEYHbIX ap4e U cHacTansee!

B npoekT nepepain TCP Mbl NPUHUMaEM U ULLLEM HOBbIX BNagenbLes Ons
cnepyrownx TCP: KONSACKM akTUBHbIE, BEPTUKAIM3ATOPbI, Benocuneapl, KONsacku
n3 kpecna 6amobo. MNuwnTe Ham, ecnu Bbl XOTUTE NepefaTthb 3TU BeLy




MPOEKT MEONLIMHCKOW MOMOLLN

Hacta u Jlepa poonnuce C BPOXAEHHLIM MOPOKOM Pa3BUTUA MO3BOHOYHMKA,
XWUNW B JeTAOMe, a ABa roga Hasag, nonanu B NPUEMHYIO cembto. K cHacTblto,
[EeBOYKN Tenepb O0Ma, BOT TONbKO TPYAHOCTH, CBA3aHHbIE C UX 3ab0neBaHnem,
HUKyDa He penuce. Bmecte ¢ BK [Jo6po Mbl cobupanu f[eHbrn Ha
obcneposaHve, 6narogaps KOTOPOMY Bpaydu HasHavaT MM 3pdEeKTUBHOE
NeveHve n peabunmraumio.

B deBpane geBoyku NpoLm KOHCUMAUYM B UeHTpe «CrnnHa 6udonaar, KoTopbin
paboTaeT Ha 6a3e NHCTUTYTa neguaTpum UMeHu BenbTuuiesa.

3a naTb OHen [eBo4YeK OCMOTpenuM M 06CnefoBann camble BaXHble ON4
nauMeHToB CO CnNuHa Oudnga Bpavn MynbTUOUCLUUNIANMHAPHOW KOMaHZIbI:
HENpOYpPONor, HEMPOXUPYPr, OodPTanbMoNor KU Apyrue, a TakXe CcoCTaBuiu
noapOOHbIN MapLUPYT 300P0BbA N5 OEBOYEK.



Cembs OMUTPUS C NMOMOLLBIO OPUCTOB POHOA MNOJSyYnsnia HOBYHO KBapTUPY.
CeMblo 0TKa3blBaIMCb CTaBUTb Ha YYET, Tak Kak CEMbS NPOXMBana B ropoge, a
3apeructpupoBaHa 6biia B cene. Cembs MoONyyYMna pekoMeHOaLMn opUCTa,
obpaTunacb CaMoCTOSATENbHO B Cy, o6Xanoana pewweHuve. [lanee cembs 6bina
NOCTaBNeHa Ha y4eT No 06ecrneYveHunto Xnnbem, ogHako agMUHUCTPaLUMKN ONsTb
Jonyctuna owubky M NocTaBuna CeMbio B OOLLYtO 04epefb, XOTa pebeHoK
[OMKeH Obin BCTaTb BO BHeOYepepHy (MmeeTcs 3aboneBaHne BxoagLiee B
nepeveHb 3aboneBaHU OAlOWMX NPaBO Ha BHeoYepedHoe npefocTaBfieHue
Xnnbs). C NOMOLLLBIO FOPUCTOB CeMbd Oblfia NOCTaBIEHa Ha BHEOYEPELHON YYeT,
a 27 deBpana BO BHeoYepeoHOM nopsagke ¢ cember Obil noanuvcaH Aorosop
CoUManbHOro HaMMma Xnnbs Ha 2-X KOMHaTHYIO KBapTUpPY.
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YyacTHUKM npoekta «CrnopTuBHas peabunutaupms [eTtem U MONOLEXMU C
amnarHosom Spina Bifida», kOTOpbIM peanuayetcsd npu nNopaepXxke rpaHra
"MockBa-gobpbin - ropof" yXe BOBCKO Havanu nofrotoBky K JIETHEMY
MeponpuaTHIO.

PebsaTa HeCKONbKO pa3 B Hefesto 3aHMMAKOTCA B rpynnax ¢ TPEHEPOM.
YBepeHHbIn 6anaHc - 3TO peryngapHble OHNamMH 3aHAaATUS ONa geTten co spina
bifida co Bcen cTpaHbl, 0COOEHHO CaMbIX OTOANEHHbIX PErnoHOB, B MWHMK-
rpynnax no 6-8 4enosek 2-3 pasa B Hepento, C NPodeccUoHasnbHbIMU
TpeHepamu, BeAyLLMMM rpynnoBbIX 3aHATUA ANga aeTen co spina bifida. 3aHaTua
HanpasfeHbl Ha MNOBbILWEHNE PU3NYECKOn W [OBUraTeNbHOM aKTUBHOCTU
pebeHKa, 0Ka3aHus  MCUXONIOrMY4eckon  MOALEPXKM U BO3MOXHOCTM
coumanmsaummn 1 KOMMyHUKaUMM ¢ Opyrumn OeTbMu. YBEpeHHbIn 6anaHc 3To
OTJIN4HBIN CTAPT 419 3aHATUIN CNOPTOM.



OQ90 MPOEKT MOMOLUN OETAM U B3POCJIbIM C
9 OlNbITOM CHUPOTCTBA

ApTtemka n3 Kapenuun — B cembe! Manbunk o6pén mamy, a eLé 6paTta u cecTpy.

Mbl 3Haem, 4TO MHOMMe U3 Hawux Apy3en cnegunn 3a cyobbonm Aptema,
nepexuBanu 3a Hero. Begb OH Tepan cemblo aBaxppl... KpoBHas mama
oTKasanacb OT Hero cpasy nocne poxpaeHus. OT NPUEMHOM Mambl, K
coxanenuio, ero 3abpanu B LEHTp nomowy aetam lMeTtpo3asopcka. osatomy
BCE Mbl C OCOGEHHbIM BOSTHEHNEM CNeaunn 3a Tem, Kak pa3BmBatoTCs COObITUS.
N cenvac XxoTUM pasgenntb € BamMu 3Ty OOMTOXAAHHYIO pafoCTb — HakoHew,
ApTem B CBOM 4YeTbipe ropa obpén 3aboTnusyto nodsauyro mamy. A ewé 6pata
n cectpy! HoBas mama Aptema ocHoBaTeNb U NPe3naeHT 6,1aroTBOPUTESNIBHOIO
doHAa U3 opyroro pernoHa. M mbl pacckasbiBanm 0 HEM, UCKaNIN EMY CEMbIO —
Bmecte. OrpomHoe cnacmbo 4YyTkmm konneram! M Bam — 3a TO, 4TO
nepexuBany n enMnncb HOBOCTAMMU O MasbymKe.

Bcé 6ypet xopouuo!
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0 \ ®rBY «HAUMOHANBHBIN MEAWLUMHCKUA
Gl VIADOPMALIADAFIL- .
LA NMPOCBETUTEJIBHAA NMPOTPAMMA Egt;:

PaHHss npeHaTanbHasi AMarHOCTUKa BPOXAEHHbIX
nopokos LIHC.
BHyTpuyTpo6Has koppekuusa Spina bifida.

HakaHyHe BCEMWMPHOrO OHS BPOXAOEHHbIX MOPOKOB 3KCNEpT Hawero d¢oHaa
JlnnnaHa YyryHoBa BbICTynuna nekTopom Ha nnowapnke Knyba negnatpos.
BebuHap Obin MNONHOCTLIO MOCBAWEH 3 MapTa M paHHeW OuarHoCcTuke spina
bifida n opyrux BpoXXaEHHbIX 4edeKToB Y OyAyLIMX ManbliLen.

YyryHosa flunusxa AHatonbesHa

OmoeneHue hyHKYuoHanbHol u
ynbmpa3seyxkoeoll duazHOCMUuKU

3xcnepm 6nazomeopumenbHo20
¢poHda CnuHa buguda
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KypaTtop npoekTa NoOMOLLM OEeTIM U B3POCSIbIM C OMbITOM CMpOTCTBA Jlloamuna
LlypkaH, ncuxonor no paboTe C NpUeMHbIMU CembsaMmn XKaHHa YTKMHa, a Takxke
npuemHas mama pebeHka co spina bifida TaTbsaHa 13 HoBocMbupcka npuHAu
y4actue B nporpamme «OTANYHAsA cembs» Ha nopTane «Teoc-meaua»

Al ><anocTi k nio6Bu: popora k ce6e n pe6éHky




OUNHAHCOBbIM OTHET. NOCTYMNJIEHNS

MocTynneHns ot pmnanyeckmx nuu;: 1048 610,74

Ha pac4eTHbIn cHeT poHaa 54 615,77
Yepes canT helpspinabifida.ru (AsuTto) 169 920,18
Yepes canT helpspinabifida.ru (Cloudpayments) 160 823,69
Yepes canT helpspinabifida.ru (Mukcnnar) 661 649,95
BK 1601,15
KpayadaHauHr: 1571028,09
CoskombaHk lNpo Oobpo 184 500,00
Lo6po.Mann.py 567 570,00
TOOBA 60 313,49
OZON 8 572,00
B® "Bknapg B 6yaywiee" 750 072,60
BD "9 B nomoup" 197 040,00

MocTynneHns oT KOPNOpPaTUBHLIX AOHOPOB 1250 392,00
BHepeanu3aumMoHHbIN goxon, 37 186,03

NTOIO NOCTYIMJIEHNA: 4104 256,86

OUNHAHCOBbI OTYET. PRO-BONO

Konscka py4HbIM NpUBOAOM 93 000,00
MomoLps B nosty4eHnn 3C Ha cymmy 49 300,00
OpTouspenue 1 wr. 102 000,00
KaTteTepbl 840 WT. Ha O6LLYyIO CyMMy 76 700,00

[MpoekT 6ecnnaTtHbIX NOe3[0K Ha Takcu 1300 513,00
Peknama B dHpekc.OupekT 141 438,45




OUNHAHCOBbIV OTYET. PACXOLpbI

[MpoeKkT nomoLu 6epeN\eHwa\ XKeHWwnHam 169 276,05

Mpoe3q, noaoneyHbIX 1 CONPOBOXAAIOLLMX ANS NPOXOXAeHUs

45 247,00
obcnenoBaHns/neveHns
MpoxnBaHMe NofoMNeYHbIX U CONPOBOXAAIOLLIMX BO BPEMS 65 000.00
NPOXOXOeHNa 06CNeoBaHNS/ NevYeHns '
®OT nporpaMmHoro nepcoHana 55 442,85
Crpaxosble B3HOCbI ¢ DOT NnporpamMmHoro nepcoHana 3 586,20
®OT nporpamMmHoOro nepcoHana 99 484,00
Mokynka TCP 2 276 600,00
Onnata MeguUMHCKUX YyCNyr ansg 6epeMeHHbIX B OXKMaaHWUM 419 100.00
pebeHka ¢ guarHo3om Spina Bifida !
OnnaTta meguumnHCKNX ycnyr gna peten ot 0 go 3 net ¢ 140 864.00
AnarHo3om Spina Bifida '
OnnaTta MeguUMHCKUX yCnyr ons neten ot 3 neT ¢ guarHo3om 973 340.96
Spina Bifida '
KomnnekcHoe ypoamMHammyeckoe uccnegoBaHme 16 300,00
PacxogHble maTepuansl No yxo4y 3a NOAONeYHbIM 28 509,00
PeabunutaumoHHble 3aHATUS 84 170,00
Mpoe3n NnofoneYHbIX U COMPOBOXAAMOLLNX A9 NPOXOXKAEHNS 6 945 00
obcnepoBaHus/nevyeHns '
Ycnyru HaHm (conpoBoxaeHue B 6051bHULE) 29 785,00
MporpammHoe obecneveHne 845,70
®OT nporpamMmMHOro nepcoHana 239 018,60
Crpaxosble B3HOCHI ¢ DOT NporpamMmHoro nepcoHana 8 965,39
IT-ycnyru 17 447,00
ApeHpa 6okca gns XpaHeHUs NpegMeToB agpecHOM NOMOLLU 6 532,00
Kypbepckue ycnyru 7 308,00

OUHAHCOBbIV OTYHET. PACXOpbI

[1pOEKT MOMOLLN OETAM-CUPOTaM 170 213,00

®OT nporpaMmHoOro nepcoHana 170 213,00
KoHcynbTauus Henponcuxonora 28 194,00
®OT nporpamMmHoro nepcoHana 69 150,00
®OT nporpamMmHoro nepcoHana 140 960,00
[MpoBeneHne 3aHATU 0N NOJONEYHBIX 87 780,00
®OT nporpamMmHoro nepcoHana 51415,40
Ctpaxosble B3HOCbI ¢ DOT nporpaMmHoro nepcoHana 3 050,90
®OT nporpamMmHoro nepcoHana 109 745,10
®OT nporpamMmHoro nepcoHana 309 762,38
Ctpaxosble B3HOCbI ¢ DOT nporpaMmHoro nepcoHana 9 958,39
baHkoBckue pacxofpl 13 469,00
5z/)>1<;?:11TepCKme, topuanyeckme 1 gpyrue KOHCyNbTaumoHHble 142 800,00
OOT agMMUHUCTPATMBHOIO NepcoHana 745 959,79
Crpaxosble B3HOCbI ¢ DOT agMUHUCTPATUBHOIO NepcoHana 45 802,61
KaHuTtoBapsl 1457,00
YCH 1840,00

OBLLIUA UTOT 6 190 162,60







