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* 11 6epeMeHHbIX XEHLLWH NoNy41nn * 13 manbiwen NPUCOeaNHUINCL K * 105 BN3MTOB COBepLLEHO K * 26 noponeYHbIX NOAYYUNN afpecHyro
NMOMOLLLb NpoeKTy NoAOMNeYHbIM MOMOLLLb
* 1 pebeHok NosgBuCa Ha CBET B * 204 pebeHka BK/IHOYEHO B MNPOEKT * 2 TCP 6b110 NepefaHo B HOBble CeMbM
CONpOBOXAeHUN hoHAaa + 53 3aHaTHs NpoBeeHo ¢
HEMpPONCUXOI0rom
* 22 KOHCynbTauumn Ncuxonora NposegeHo
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* 33 NONOXMUTESbHbIX pe3ynbTaToB * 1pebeHokK 13 OeTckoro goma npowen  + 74 pebeHka BKIOYEHO B NPOEKT * 36 KOHCynbTaUun NPOodUNbHbIX BpaYen
+ 3 TCP nony4eHo ot rocygapcrea MeauuuHCKoe obcnenosaHme * 61 TpeHupoBKa NpoBefeHa opraHusoBanu ong 26 peten
* 1cynebHoe 3acepaHve NpoLLIo Npu + 1 pebeHok 13 geTckoro poma obpen * 9 petent npownn koHcunnym 8 HAKA
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A /1 C{&P noe3nokK Ha Takcun —rc: npoceeTUTeNbCKasa nporpamma
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* 2 Kypca npoBenn NOToKM 06y4eHns * 15 cnopTCMeHOB BbISBNEHO Cpeam » 238 cemert BOCMONb30BaANNUCh * 2cioxeTtaHaTB
* 1 0YHbI TPEHWHT NPOBEAEH NoA0Ne4YHbIX CEpPBUCOM * 1nopkact
* 10 nogoneyHbIX NOYHYUIU NOMOLLLL B * 2461 noe3nok coBepLUEHO

nopdope cekunn
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JprotepaneBT ¢oHpa HOnua TanepoBa nocetMna MNOJOMEYHbIX B
HoBoky3HeLke. Bble3xana no npocbbe poantenen. OanH pebeHoK HOBEHLKU B
nporpamme - Mwuxaunn, 5 mecaues, es3gumna Bnepsble. Pacckazana mame
OCOGEHHOCTW [uMarHo3a, nokasana yknagkv pns urpbl U KOPMSIEHWS,
norosopuan Npo  B3POCNEHME, BTOPUYHbIE OC/IOXHEHUS WU pas3BuUTUe
6nmnxanLwmnx HaBbIKoB. K ocTanbHbIM pebsatam BU3nTbI OblNn NIaHOBO.

Takxke, cneuuanucTbl coBepwmnnM Bble3gbl lepmb UM YankoBCKMA UM B
YPIONUHCKMA  OEeTCKUA  OOM, rOe OCMOTPenn [eTen-cMpoT U CoCTaBuau
AanbHenWwnn nnaH paboTbl C NOAONEYHBIMW.

BM3UTOB COBEPLLEHO
K 102 nogoneyHbim



MPOEKT APECHOM NMOMOLLIA

Bnaropaps nogfep>ke Hallmx NapTHEPOB, Hauma nonyyuna septukanusatop!

STOMy COOBITMIO pagbl BCe: CEMbS AEBOYKM, CneLmanmcTbl PoHaa, U, KOHEYHO
Xe, cama Hauma! Tenepb e o4eHb yO0BHO genatb Ntobumble gena.

« [Mana neBoYkM NULLET Ham:

Bbipaxxaem 6narogapHoctb dooHay «CnuHa 6udompa» U BCEM, KTO MOMOr B
npuobpeTeHnn BepTMKanuaatopa. 3TO Halw nepsbii BepTukanuaatop. Koraa
Hanma B nepBbit pa3 BCTana B HEM, el OblI0 HEMHOrO CTpaLLHO,
3TO 6bUIO HENPUBBLIYHOE MONOXEHUE OS19 HEE, HO YyTb NPUBbLIKHYB, OHA OYeHb
pafoBanacbh, YTO MOXET CTOATb Kak BCe, CMOTPETb CBbICOKA. M Mbl Obinn 04eHb

pafpl BUAETb Hally [04b B MOMHbIA POCT. »

Ha BepTukanusatope Havma pucyet, CMOTPUT TeNeBu3op U aenaet ypoku. Y
Hanmbl camas OGonblwag medta - xoautb. Mbl el ckasanu, 41O nepep
TEM KaK XOOWUTb, HAOO Hay4YUTbCA CTOATb, U OHAa PaQyeTCs U HAQEeeTcs, 4To
CNenyoWnm 3Tanom 6yaeT XoxaeHUe».

Bnarogapum cembto 3a 0T3bIB, @ Havme xenaem ycnexos! Bcé nonyuntcs!




MPOEKT ALPECHOWM MOMOLLIA

Bnarogaps Bawen nogaepxke Mbl 3akpbiiv c6op Ha Benocuneq, ang Katowm!

[py3bs, cnewmm nogennutbCca pagocTbio: coop anga Katn ycnewwHo 3aBepLuéH!
HenasHO Mbl Nepepann cembe Benocunep-TpeHaxep, Katoowa yxe Havana
TPEeHVUPOBKW. BmecTe ¢ Bamun Mbl genaem BCE, 4TOObl AeBo4YKa CO CnuHa
6udnpa kpenko BCTana Ha Horm W coenana nepsble warn. Cnacmbo 3a
NOMOLLb!

KaTiowa noBkO KpyTUT nepanu HOBOro Benocunepa: €€ HOrM HageéXkHo
3apmkcMpoBaHbl Ha nepansx, cnMHa W KOpnyc MNOALAEPXUBAOTCd, a PYyKu
Kpenko gepxart pyfb.

Onsa peBoykn co cnuHa Gudbnpa Takom TpaHCMopT upeaneH. Ha senocunene
KaTta vyBcTByeT cebs yBepeHHO 1 cB060HO.

A eLé meHHo 6naropaps HoBomy o60opyLoBaHUIO B 6yayLLLEM OHA, BO3MOXHO,
cmoxeT xoguTb. Cama, 6e3 nogaepxku!

Moka y KaTiowm cnabble MbilLbl, HO Tenepb OHa TPEHUPYETCS KaxXablh AeHb:
y4UTCS AepxKaTb paBHOBECUE U YKpeniseT HOrw.

Mama nuwet Ham: «Crnacnbo 6onbLuoe COTpyaHUKam ooHAa 3a opraHu3aumio
cbopa Ha Benocunen, ona OOYkM M BCem nonb3osatenam VK [obpo 3a
nopaep>XKy KateHbkn. PEOEHOK CHACTIMB U O4eHb CTApaeTcs 3aHMMAaTbC Ha
Benocunege!»



o( ' )o MPOEKT MOMOLLI/ JIETIM U
B3POC/TbIM C OMbITOM CUPOTCTBA
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Cawe HpasuTca Kocmoc. OH BCHO XWU3Hb, BCe 9 neT, Obll KOCMUYECKUM
pebeHkoM. ELLle [0 TOro, Kak OH npuwlen Ha 3emnto BOKPYr Oblil O4EHb YHOTHbLIN
MMKPOKOCMOC Mambl. HO gaxe Tam Ciyd4anncb MUHYTbI TPEBOTU, UCTOYHUKOM
KOTOpPbIX Obla1 BHELLHUIA MUP.

Caluke He 04eHb XOTeNI0Cb CTAHOBUTCS XUTENIEM 3TOr0 MMpa, HO NPULLIOCL —
OH poaunca. B camom Havane ero Xu3Hu CNy4nnocb camoe nevasnbHoe — Lenas
BCeNeHHas nof, HassaHvem «Mama» ucvesna ms CawkmHoro mupa. Y pebeHok
peLnn Haecerga ocTaTbCd B CBOEM KOCMoOce: HabnwopaaTtb 3a nnaHeTamu wu
dpaHTaCTU4ECKMMM  CyleCcTBamMK, C/lylwaTtb LIenoT 3Be3f M MNeCHU KOMET.
NHorpa manb4vk 3ammpaet, BragabiBascb 3a roOpu3oHT — BAPYT 3TO ABUXKEHWNE
BO3A4yxa NpefBeLLaeT nossneHne KOCMoSeTa, Ha KOTOPOM MYMUTCS K HEMY ero
mama. Ninn HeT, faxe He Mama, a uesbli 3kMnax: U mama, 1 nana, n 6par. nu
cectpa. A MoxHo o6a. Cawa 6bin 6bl pag XuTb B 6Gonblwon cembe. OH
npurnacnn 6bl CBOUX POAHBIX B MeXranakTnyeckoe nytewectsne, nogapun Ool
WM CBOIO BCENEHHYIO. ..

B aHBape CawmHbl nonetbl pasgensana ¢ HUM HaHa ApuaHa. OHa 3aboTunach o
Manbynke B 60MbHULE, rae OH npoxogun obcneposaHne B LleHTpe «CnnHa
6udpunpar». Opronep, yXxe ckasas, 4YTo NapHA MOXHO Obl10 Obl CTaBUTbL Ha HOTW —
OH 04eHb aKTUBHO paboTaeT 6eapamun. HO TONbKO B YCNOBUAX FOCY4peXaeHNS
3TO He UMeeT cMbicna. BoT ecnu 6kl Cawa 6bin B CEMBE. ..

Korpga Ho4Yb onycTUTCA Ha 3eMnio, B3rNsHUTE B 3Be34HOE HEOO — BO3MOXHO Bbl
nepBbIMX YBUOUTE pakeTy, Ha KOTOpor myaTtcs 3a Callkon poautenn.




MPOEKT NOMOLLA OETAM O( ' )O
B3POCJIbIM C OlbITOM CUPOTCTBA

B sHBape cocTosnacb komaHguposka B Mepmb M Knusen, roe Kypatop npoekTa
NOMOLLM NIOOSM C OMbITOM CUPOTCTBA M dpoTorpadp MNOCeTUNN CUPOTCKUE
yypexaeHus, NPoBen 0OCMOTP U POTOCLEMKY PeBST Co CnuHa buduaa.

« KypaTop npoekTa nomoLy cupoTam Jitogmmna LlypkaH nuier:

Bo Bpems noe3gku B Nepmb 1 B Knsen BCTpeYU C NIO4bMU NONYHUSIUCE OYEHb
TEMNLIMA U 3MOLMOHANbHLIMKU. He ycTaHy Gnarofgaputb COTPYOHMKOB OETCKUX
[OMOB 33 UX C/IY>XEeHWe OEeTaM, 3a rOTOBHOCTb COTpyAHM4YaThb. lMoTpsacatowime
noan pabotatoT B PygHM4YHOM geTckom gome Kusena v B LleHTpe nomorum
Aetam B Nepmun. O4veHb Xxo4eTCa ObITb NONE3HON UM, UX OeTaM. Halumm ,u,eTsw\..))




O( ' )O NPOEKT NOMOLLUN OETAM A
B3POCJIbIM C Ol'bITOM CUPOTCTBA
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— Hy Bce, Tenepb yxe TOYHO JoMon? — Annca 04eHb cepbe3Ho NocMoTpena Ha
poouTenen.

- C yTpa Tak 3a CTO/IMKOM CUOMT, XOEeT — YyKpagkonm yTupaeTr cnesy
BOCMUTaTENbHULA.

Annca openacb, nonpolianack ¢ AeTCKUM LOMOM B Cyrpobe y HOBOrogHen
€K1, noexana ¢ Mamoun v nanow B NUTEPCKY FOCTUHWLY, Noena, nourpana,
noxoxoTana, noYuTana, ycrtana, ycHyna.... PaHo yTpom — B MOCKBY, LLOMOW. ...

Ox, Kakum [ofnrmm Obino 3TO oXupaHue. Kak Henpocto Obl1o 00BACHUTL
OpYrMm mamo4dkam, 4To BooOLLe TO OHa XOET He WX, OHa XpeT Hactio u
Hukuty. MNpuxoamMnocb NpUAYMbIBaTb BCIKME OBCTOATENLCTBA HEMPEOL0IMMOM
cunbl. Bce, kTO cnegun 3a cyobbon ANUCKM TONbKO yamsnanuch: «On! Ha
0eBOoYKY y>Xe nognucaHo cornacue! Ypa! Kak mbl pagpl 3a gesyywwky!» A notom
NnosIHoe HenoHMMaHue: «ANNCKMHA aHkeTa onatb Ha cante ®BJ peten-cnpor!
Kak Tak? Begob ee OOXHblI Oblin 3abpaTtb!» [loMXKHbI, [a, HO TOJSIbKO mMama
Hacta n nana Hukuta. lNoHnmaete? [pyrux pogutenen He bbiBaeT. HekoTopble
OYMaloT, 4TO TONbKO TexX [AeTen, KOTOpbIX pPOoauMKN, He BbIOMpaloT, a
OETOOMOBCKUX MOXHO BblOpaTb. Huyero nopgobHoro! Takve petn Toxe
npegHasHa4veHbl. KTo He MOHMMaeT, roeopat: «He noeesno» mMnan, HaobopoT:
«loBe3no». A BOT Anuca Takas maneHbkas, a yXe 3HaeT: «Tak Hafo, u no-
OpYromy ObITb HE MOTIO».

CyacTtbg Tebe, Halla nobumas aesoyka. Pagoctu sam, Hacta n Hukuta! Jliobum
N OCTaeMcs C BamMMu.

N c Temn cnpoTamu, KOTOpble elle XAyT cBoux poautenen. llotepnuTe,
[oporue Haww, elle YyTb-4yTb ocTanocb. CKOpo 3a Bamu ToXe NpuayT.




MPOEKT FOPUONYECKOW
NOO0EP>KKHA

B aHBape nony4eHo 3 akTUMBHble KONSACKW €BPOMENCKOro Kavectea. Pogurtenu
obpaLLanmcb 3a NOMOLLLBIO B pa3Hoe Bpems. Cnocobbl NOy4YEeHNs ToXe pasHble:
ABYM NOAOMEYHbIM OGPOPMUNN INEKTPOHHbIE CEPTUMNKATDI.

OTpenbHO xo4eTcsd pacckasaTtb Npo NoJiyYeHne KoNAacku gns AHactacuu: mama
obpaTmnack 3a NOMOLLbIO K FOPUCTY elle B mae 2023 ropa. bbino coctaBneHo u
NOAAHO 3asBfeHne Ha WHAMBWAOYaNbHYKO 3aKynky, opgHako OTpenexHve
coumanbHoro ¢oHpa Poccun (panee OCOP) npourHopupoBano obpalleHune
3aKOHHOro MpeacTaBuTeNs U NPULLNIOCL HanMUcaTb MM HECKONbKO O6paLLleHWni
noBTopHO. M3-3a 6e3pencteug OCOP, OpPUCT MOMOr COCTaBUTbL Xanoby B
NpoKypaTypy, HO W Npokypatypa He MOAKIYUAAach K pPeLleHno OaHHOM
npobnembl. C mamon cBa3anucb coTpygHukn COP M nonpocunn He nucatb
60sibLe Xanob, coobLLMB, HTO OTBETCTBEHHbIX COTPYLHWKOB YBOSUAN N HOBblE
COTPYOHWKN NPeanpUHAT Heobxoanmble AencTBug, 4Tobbl ob6ecnevnTb pebeHka
TCP. lOpuct BCe paBHO cocTasun Xxanoby B [eHepanbHyto npokypaTypy. B
pe3ynbtate COBMECTHOM paboTbl Mambl U topucTa pebeHoK Obi obecneveH
KaveCTBEHHOW, WHOMBMAYaANIbHO W3roTOBJIEHHOW, [O0POrocCTosALEen akTUBHOM
konackon OTTo60KK ABaHrapg, ctonmoctbio 300 150 py6.



MEPOMPUNATUNA

30 aHBaps cocToancs o4vepenHon TPEHWUHT «Spina bifida.
MynbTngucumnanHapHeii B3rnag» B MNepmun, B getckom xocnuce npu OKB #13.
Ha TpeHuHr cobpanucb Bpayu, crneunanuctol, npepcrasntenm HKO, pogutenu
aeten co spina bifida, a Takxe npucyTcTeoBanu Tpoe nogoneyHbix poHaa. bbim
Ha TPEHWHre M Hawa ropaocTb-6agMmMHTOHNCTLI Cepren [lywnawes, WMBaH
A3aHoB n ambaccagop poHaa EneHa 3ambicnosa.

Mocne TPEeHWHra HWKTO He XOTen pacxoguTbCs: Beaywlen TpeHuHra, Enene
LLlowmnHon 3apaBanv BOMNPOCHI, OENNAUCL LOOCTUXEHUAMM U ONACEHUSAMM,
CNeunanunucTbl U Bpadm 04eHb NHTepecoBannucb kypcammn NMHcTuTyTa Spina bifida.

Mbl 04€eHb pafpl, 4TO TPEHUHT COCTOANCS U Obin noseseH!

bnaropapnm Bcex y4aCTHUMKOB Meponpusatus, aetckun xocnuc npu OKB #13 3a
NMOMOLLb B OpraHn3aumm TPEeHUHra, a Takxke Hally npekpacHyto Eneny LLlowmnny!

TpeHWHr Npoxoamn Npuv noaaep>xke MoHAa NPE3nNAEHTCKUX PaHTOB.
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NHOOPMMPOBAHKE O SPINA BIFIDA

Ha TenekaHane «Pudpen» (r.Mepmb) Bbien ctoXeT o TpeHuHre «Spina bifida.
MynbTugmMcumMnAMHapHeIn  B3rnag» B [lepmMnM € y4acTMem  BepyLlero
3protepanesta oHaa EneHbl LLowmnHon wn ambaccagopa doHaa EneHsbl
3aMbICNOBOW.

JproTtepaneBT oHOA M MeToaucT kypca «lLlikona npuemHoro poautens
pebeHka co spina bifida» Mapusa KazaH4eeBa u npuemHas mama pebeHka co
spina bifida EkatepuHa AnaeBa nNpuHANM y4actne B nporpamme «OTnn4Has
cembsi» Ha Teoc.Mepmna



OOCTUXKEHNA CINMOPTCMEHOB

. [MoponeyHas Hawero gooHpa —
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borpaHa Komaposa crtana
«Jlyywmm  cnoptcmeHom 2023
roga no apanTUBHbIM BUOAM
cnopra B  Cseppgnosckou
obnactm»

C 17 no 19 gHBaps B
[3epXunHcke NPOXOAMNN
Bcepoccuinckne copeBHOBaHUS
no nnaeBaHWIO cpegu v ¢
MOLA. TlogoneyHas doHAa
AHactacna  KynbkoBa  BHOBb
3aBoeBasia nepsoe mecTo!

B 49HBape Ha  KOHKypce-
doectmBane «Hesckmne
N3ympyabl» OT OOLLECTBEHHOIO
ABUXEHUS Xopeorpados
«A3UMyT TBOpYecTBa» B T.
CaHkT-lNeTepbypr, Hawa
noponeyHasa Kcexusa [onosuHa
C cecTpou Tancmen
npeacrasnnu npoekT
lMpeoponen-ka! € Homepom
«CecTpbl». Homep HarpaxpgeH
AVUNIOMOM naypeara 1
creneHu!

B gHBape Ha  KOHKypce-
dectusane «HeBckue
N3ympyabl» OT OOLLECTBEHHOIO
LBUXEHUS xopeorpadgos
«A3UMyT TBOpYecTBa» B T.
CaHkT-lNeTepbypr, HaL
ambaccapop EneHa Yctumosa
BMeCTE C My>XeM npeacTasmnv
Homep  «ABCeHT», KOTOpbIN
nony4unn gunnom panH-npu!



OUNHAHCOBbIM OTHET. MOCTYMNJIEHNS

[MocTynneHns oT onU3nHecknx nuL;: 209 059,46

Ha canTe helpspinabifida.ru (cepsuc FOmanw) 42 669,83
Ha cauTe helpspinabifida.ru Cloudpayments 99 922,34
yepe3 canT helpspinabifida.ru (Mukcnnar) 19 885,14
Ha pacyeTHbIM cHeT hoHAa 42 455,40
B nNpunoxeHun BK 4126,75
Tooba 821769,37
b® "Bknapg B 6yoyLiee” 630 640,76
B® "HyxHa nomoLwp" 66 687,33
Lo6po.Mann.py 135100,68
OZON 18 816,00
B® "KYJIbTYPA BJIATOTBOPUTESIBHOCTU" 701,92

MocTynneHns oT KOPNOpPaTUBHLIX AOHOPOB 350 000,00
NTOIO NOCTYMJIEHAA: 2232775,52

OUNHAHCOBbI OTYET. PRO-BONO

AkTnBHas kongcka OTTob60okk ABaHrapa, 285 000,00
AkTnBHas kongcka OTTo60okk ABaHrapa, 300 150,00
AkTnBHas kongcka OTTo60okk ABaHrapa, 227 000,00
660 LITYK KaTeTepoB Ha OOLLYHO CYMMY 66 000,00
lpaHT Ha peknamy AHpekc 43 252,93



DOUNHAHCOBbBI OTYHET. PACXObI

I'Ipoe3,£|, noAoneYvYHbIX 1 ConpoBOXAatoLWmnX ONa NpoxXoxXgeHus

obcnepoBaHNs/neveHns 20194,80
MNpoxwuBaHMe NofoneYHbIX U CONPOBOXAAIOLLIMX BO BPEMS

NpoxoxaeHna o6cnenoBaHns/neveHns 137 500,00
®OT nporpaMMHoro nepcoHana 6 761,00
MpoekT «PaHHAa nomoLb aetam ot 0 go 3 net» 61652,00
@OT nporpamMmHoro nepcoHana 61652,00

MpoekT «[TomoLLb AeTIM U B3POC/IbIM C OMbITOM CUPOTCTBA» 12 658,00
®OT nporpamMmHoro nepcoHana 12 658,00
[NpoekT «AgpecHas NOMOLLIb» 864 838,92
Mokynka TCP 546 600,00
TpaHcnopTHble pacxofpl Mo AOCTaBKe NpeaMeToB afpecHom

NOMOLLM 5 281,80
Mokynka gonosiHMTeNbHbIX getanen ona TCP 56 000,00
ToBapbl MeOUUUHCKOrO Ha3Ha4YeHus 57 391,00
PacxogHble maTepuansl No yxo4y 3a NoAoneYHbIM 41 025,12
PeabunutaumoHHble 3aHATUSA 35 550,00
Mpoe3n nogoneyHbIX U CONPOBOXAAOLLNX ANS NPOXOXKAEHUS
obcnepoBaHns/neveHns 27 383,00
MpoayKTbl NUTaHUS 4N9 NOA0NEYHbIX 11 809,00
MporpammHoe obecneyeHne 55197,00
®OT nporpammHoro nepcoHana 26 402,00
ApeHpa 6okca o9 XpaHeHns NpegMeToB afpecHOr NOMOLLLM 2 200,00

OUHAHCOBbIV OTYHET. PACXOLpbI

100 475.00

Onnara MeguuUMHCKMX yanyr gna 6epeMeHHbIX B oXXnpoaHun

pebeHka c guarHo3om Spina Bifida 25 550,00
OnnaTta meguumMHCKUX ycnyr ona geten ot 0 go 3 net ¢

AnarHo3om Spina Bifida 15300,00
Onnarta meguunMHCKUX yCnyr ang peten ot 3 neT ¢ AMarHo3om

Spina Bifida 39 000,00
@OT nporpaMmHoro nepcoHana 20 625,00

65 025,00

®OT nporpamMmHoro nepcoHana 65 025,00

25 736,00

®OT nporpamMmHoro nepcoHana 28 736,00

6 389,00

®OT nporpaMmMHOro nepcoHana 6 389,00
Bo3Bpat Hencnonb3oBaHHbIX CPeACTB XepTBOBaTENIO 0,37
BaHkoBckune pacxogbl 3 286,81
Byxrantepckue, topuamdeckne n apyrune KoOHCynbTaLlMoHHbIe

ycnyru 125 000,00
®OOT agMUHUCTPATUBHOIO NepcoHana 99137,00
KoHcynbTaunoHHble ycnyru 99 750,00
Mo4ToBbIE pacxonpl 2195,30

1633 599,20



«CrnnHa budnaga»
MockoBckun 6aHk MAO «C
p/c: 40703810838000004°

BUK: 044525225

kop. c4eT: 3010181040000(
WNHH: 7727287817

KMr: 772701001

OrPH: 1167700055380

Momoyb DoHAY MOXHO Ha
https://helpspinabifida.ru/




