


LINOPbI

(D [MpoekT nomoLum [MpoekT paHHero 0 (\23\ MpoekT «[JomaluHee MpoekT appecHoOn NOMOLLN

o
)3
GepeMEeHHbIM XEHLLIMHaM > COMPOBOXAEHWS fieTeil (= BU3UTUPOBaHWEY c@)
© \- ot 0 no 3 net J,{\E 6) >
Z\ U

16 6epeMeHHbIX XEHLLWH Nony4nIun * 11 manbiwen NPUCOEaNHUANC K * 84 BM3nTe coBepLUEHO K MOAO0MEYHbIM ¢ 13 MOA40MNEYHbIX MNOAYYMAN aapeCHYIo
MOMOLLLb NPoeKTy * 72 noponeYyHbiX OCMOTPEHO NOMOLLLb
* 6 OyoyLmMX mam NONyYnnu agpecHyto < 249 neten BKAKOYEHO B NPOEKT » 5 TCP 6b110 NnepepaHo B HOBble CEMbU

NOMOLLIb
e 4 manblla NosiBUIOCh Ha CBET B
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noanep>Xku B3POC/IbIM C OMbITOM S ] Ana peten co spina bifida NOMOLLM
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» 79 KoHCynbTauMM NposeneHo * 1 pebeHok 13 geTckoro goma nonayymn  « 88 pebeHka BKIHOYEHO B NPOEKT » 36 KOHCYNbTaUMM NPOUIILHLIX Bpaven
* 42 NoNoXuTENbHbIX Kenca MELMLMHCKYO NOMOLLb * 42 TpeHUpOBKM NPOBESEHO opraHusosanu ong 32 peten
* 2 BepTUKanM3atopa rnonyyeHo ot * 1 pebeHoK 13 CUPOTCKOro * 5 peten nponun KoHcunamym s HAKU
rocypapcrea yypexgeHus obpen cembto negmaTpun nm.Benbtuwesa
oj NHcTuTyT Spina bifida MpOEeKT NCMX0N0rn4ecKomn MNpoekT GecnnaTHbIX @ vre ) IHpopmaumoHHo-
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» 237 cnywaTtenen noay4nnn ooctyn K * 36 nHamBMAyanbHbIX KOHCYNbTaLMA » 252 cembn BOCNOSIb30BANUCH * 1 npamon acpup
7 kKypcam ncuxonora NpoBeaeHoO pNs feTen u CepBMCOM
* 1 TpeHuHr npoeeneH B3pOCNbIX * 2169 noe3nku coBepLUEHO

3 pecypcHble rpynnbl NPOBEAEHO
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[dennmca ¢ Bamn HEBEPOSTHON HOBOCTbLIO: HaLL GOOHA, BbIrpan NPe3naeHTCKu
rPaHT Ha Cco3fJaHue, pasBuTMe U peanu3aumio npoekta «MCcKyCCTBEHHbIV
WHTENNEKT B npeHaTanbHoM Y3-guarHoCTUKe MOPOKOB pPasBUTUS HEPBHOM
TPYOKM Nnoga, B Tom 4ncne spina bifida!

JTO [EenCTBUTENbHO BaXxHas HoBocTb paa doHpa «CnuHa Oudounpaan,
MeLMLMHCKOro COOBLLLECTBA N BCEX XEHLLUMH, NNAHUPYIOLLIUX N BbIHALLNBAKOLLINX
6epeMeHHOCTb. BOT HECKONbKO K/HOYEBLIX MOMEHTOB, Ha KOTOPbIE Mbl XOTUM
o6paTtuTb BaLle BHUMAHUe:

1. BbMrpaHHbIM rpaHT Ha co3JaHWe WCKYCCTBEHHOro WHTennekta B
npeHaTtanbHOM Y3-AMarHoCcTuke - 3TO 3HauduTenbHoe pgoctuxerue. UM nmeet
Gonbwon noTeHuWan pgns  NOBbIWEHUA TOYHOCTM WU 3PAEKTUBHOCTU
AVarHoCTUKN BPOXAEHHbIX MOPOKOB Pa3BUTUSA BO Bpems 6epemMeHHOCTU.

2. MOKYyC Ha nopokax pa3BUTUA HepBHOM TPYOKW, Takux Kak spina bifida,
0COOEHHO BaXeH. IJTU COCTOAHUS TPebylT paHHeW [OMArHOCTUKU U
KOMMNEKCHOr0o MeAMLMHCKOro BeeHNS NaLMeHTOoB.

3. YnydweHve npeHaTanbHOM [UMArHOCTUKM MOXET MOMOYb poauTENsIM W
Bpavyam ObiTb 6osiee NoAroToBAEHHbIMU K BefeHuo pebeHka ¢ spina bifida
nocne poxaeHus. A Takxxe ToYHas AMarHoCTUKa NMOMOXKET BOBPeMs HanpasuTb
GepeMEHHYIO XEHLLIMHY Ha BHYTPUYTPOOHYIO onepaumio No KOppeKLun nopoka.
3TO HeBepoaTHas HOBOCTb, KOTOPas MOXET TMPUBECTU K peasibHbIM
yNyYWeHnam B OMarHoOCTUKe W nedveHuu spina bifida n gpyrux BPOXOEHHbIX
NOPOKOB HepPBHOM TPYOKK!

Bnaropapum ®OHA NPE3NOEHTCKUX TPaHTOB 3a BbICOKYKD OLUEHKY Hallero
npoeKkTa 1 NposiBieHHoe aoBepue K dooHay!

HOBOCTH

MOHM (CMNHA BUDUIAN CTAN nusEn\n'renEM
KOHKYPCA ®OH/IA MPESVOEHTCKNX [PAHTOB!



COBbITME NMIOHA
Il MEXXLYHAPOIHBII ®OPYM
«CIMMHA BN OA»

C 10 no 12 woHa B [logmockoBbe npowen Il MexaoyHapogHbIn
obpasoBaTenbHblin popym «CnnmHa 6udomaa», B KOTOPOM MPUHANWN y4vacTue
cneumnanncTbl U COTPYAHUKN OQGHOMMEHHOro dhoHAa.

3710 Oblna NPOAYKTUMBHAA W Nosie3Has BCTpeva, rae cobpanncb yHUKanbHble
NOAN U €OMHOMBILLNIEHHWKN U3 Pa3HbIX PerMoHOB W CTpaH, 4ToObl noasecTu
UTOrM NPOLLNOro roAa n o6CcyanTb NaHbl Ha TEKYLLIUA.

OCOBGEHHO WHTEpEecHO, 4TO Ha opym npuexann konnern mus-za pybexa u
LPYrMx pernoHoB Poccum - 3TO No3BOSSET OOMEHMBATLCA MEXAYHaPOOHbIM
ONbITOM B 3TOM cchepe. NpoBefeHne HECKONMbKUX OHEN B TEMI0M KOMNaHUU U
Ha Npupoae, HECOMHEHHO, CNOCOBCTBYET CMOYEHUIO KOMaHIbl U OTKPbITOMY
auanory.

OuyeHb BaxHO, 4TO OblN NpeacTaBieH rofgoBon OTHET U 06CYXOEHbI KOYEBbIE
HanpasfneHus paboTbl Ha Onuxanwee Bpems. Takue noWAOKM MOMOratT
KOOpAMHMPOBAaTb COBMECTHbIE YCUNMS U BblpabaTtbiBaTb Hauny4ywme cTpaTernm
4N9 nomoLum nogonevHbim dooHpa «CnvHa budpmnaan.

bnarogapum Bcex y4aCTHMKOB 3a BaXHble cTpaTernyeckme pelleHus, obmeH
3HaHUSMM U OONTOXOAHHYIO BCTpeYy!

>Kenaem Hawen KomaHge yCnewHon peanm3aupymn BCex HaMeYeHHbIX rnaaHos!



COBbITUE NHOHA

Q. ¢
%}\‘\4 [OHKA F'EPOEB URBAN

8 uioHa B MNapke MNobepnbl coctoanack oHka Nepoes URBAN

JTO yBnekaTesibHbln 3aber C NPenaTcTBUSMW, KOTOPbIA NPOXOAMA B CaMOM
cepaue Mocksebl!

Y4yacTHMKam Bbinana BO3MOXHOCTb NOKOPUTL 6onee 20 KpyTbiX NPEndaTCTBUN,
CO3[aHHbIX KOMaHOOW MHXEHEPOB: CeTkW, 3abopbl, pamnbl, LUMHbI - LEfbIi
Kackap, KpbILWEeCHOCHbIX YenneHaxen!

KomaHpga 6narotsoputensHoro ¢gpoHpa «CnuHa 6udmnaa» npuHsana ydactve B
roHke B noadepxky cbopa CpeactB Ha MNPOEKT  OHNANH-TPEHUPOBOK
«YBepeHHbIn GanaHc» Ona peten ¢ guarHo3om spina bifida, oTkpbitom B
6naroTBOpUTENBHOM NpUNoXeHun Tooba.

MHHa WHIOWKKMHA, ocHoBaTenb ¢oHaa «CnuHa Oudbmnpa»: «Y pgeten co spina
bifida cywecTBytoT Npob6iembl C NO3BOHOYHUKOM (KMEPO3bl, NOpROo3bl), cnabble
MbILLLI CMUHBI (M3-3@ YacTbiXx onepauun Ha CriuHy), npobnembl C OMNOpPHO-
ABUraTenbHbIM - annapatom, (OONbLWMHCTBO HAWMX NOAOMEYHbIX [etn —
KONSCOYHMKM). Tlpn 3TOM, HU3Kasg ABUraTenbHas akTUMBHOCTb M OTCYTCTBUE
PU3NYECKON HarpyskuM TOJSIbKO  yxydwaeTt nosioxkeHuwe. Kpome 3TOro,
OOSILLUIMHCTBO  OeTel HaxoOuTCad Ha [OOoMallHem OOy4eHUn ©n  umeer
NCUXONOTNYECKNE CNOXHOCTW, NPOBNEeMbl C KOMMYHUKALMER, coupmanm3aumen n
apganTaunen B obuiecTse.

NcnonHutensHblin  aupekTop, IT-gupekTop, pykoBoguTenb  CNOPTUBHOIO
npoekTa n agMMHUCTpPaTop oHaa rnog, pyKoBOACTBOM OMbITHOMO MHCTPYKTOPA
NPOLLN BCE UCMbITaHUSA: NPEO[0IEBANN PYKOXOAbI, Nepenasnin Yepes CTeHbI,
npobexasnun HeCKosIbKO KUTOMETPOB U B KOHLE MPbIrHYN B 6acCerH 1 Bce 3T0 B
noanepxky geren!
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MPOEKT ALPECHOWM NMOMOLLIN

CerogHs mMbl C pagocTbio gennumcs uctopuen 10-netHero JaHun, onsa KOToporo
6bln NPUOBpPETEH CneumanbHbIM Benocunes,

Mama [aHu ¢ 6onblion TennoTorn U 6narofapHOCTbiO OTMEYaEeT, HaCKosbKo
BaXHbIM CTan 3TOT Benocunes ang eé pebénka:

«4 Bcerpa xotena, 4Tobbl MoM pebeHoK Obl1 HapaBHE CO BCEMWU OCTasfIbHbIMU
fetemu. W Tenepb, Gnaropaps 3TOMYy cneumanbHomy Benocunedy, [aHs
4yBCTBYET Ce0s TakuM Xe, Kak ero gpy3bd. OH MOXET HacnaxgatbCsa e3nom,
owlyLiaTb OBUXEHMEe, CKOPOCTb W BeTep - BCe TO, YTO OapuUT Takoe sapkoe
4yBCTBO cBOOOAbI U Apansal»

Ho Benocunepn urpaet ang [laHn He TONbKO BAaXHYK COUMANbHYIO posb, HO U
FABNJETCA  HEOTbeMNeMOW  YacTbto ero  peabunutauuun.  PerynapHoe
MCNoNb30BaHWe Beslocunefa OoKasbiBaeT  KOMIMNEKCHOE  MONIOXUTENbHOE
BO30EMCTBME HA OpraHW3m manbduka. bnarogaps senocuneny, Mbilibl HOT
[daHn ctaHoBaTcd Goniee CUNbHBIMM U BbIHOC/IMBBIMKU.  YNy4yLllaeTcs ero
cTaTuyeckoe M [OMHaMM4Yeckoe paBHOBECMEe B MONOXeHuW cupq. [axe
AbixaTesibHas PyHKUMa pebéHKa 3amMeTHO YKpennsaeTcs, Beab guadparma - ato
He TOJIbKO OTBETCTBEHHAas 3a [OpblXaHuWe MbIWua, HO U Ta, KoTopas nomoraet
COXPaHATb U MeHATb No3y. Kpome Toro, 3aHATUS Ha cneumansHOM Benocunene
CNOCOOCTBYIOT JyHLLEMY KOHTPOIIO 38 KOCbIMU MbILLLLAMK TeNla U yayHLWeHUo
OoCaHku [laHu.



MPOEKT ALPECHOWM NOMOLLIA
OBMEH TCP

denumca ¢ Bamm HoBOCTAMM B NpoekTe nepenayn TCP OT cemMbM K cembe.

Kak e npuatHO BuaeTb, Korga mnofoneyHble cembu Hawero doHaa
o6beguHAtOTCS, 4TOObLI NoagepXxatb Apyr gpyra!

Ha 370T pa3 Cawwa 13 MockBbl Nnepefan CBOK ManeHbKyt KONSCOYKY U3 Kpecna
6ambo Malue n3 lNepmckoro Kpas.

Pogutenn Cawm NOHMMAKOT, Kak 6bICTpO pacTtytT Hawun petn, U 41O OHU
GYKBaJ'IbHO «BblpacTatoT» M3 CBOUX Cpencts nepenBuxeHus. |_|03TOMy OHUN C
pPanocTbio NepenatoT 3T LeHHble BelLU TeEM, KOMY OHU cenvac HeobxooMMbl.

Malua 6blna NPOCTO cHacTAMBa NONYYUTL HOBYHO Konscouky! Beap Tenepb oHa
MOXET € 6onbLUen NerkocTbio NepeasnraTbcs, ObiTb 6o1ee CamoCcToATENIbHOM U
aKTUBHO Yy4acTBOBaTb B XM3HW. OCOBGEHHO NPUATHO, 4TO 3TU CpencTea
peabunutaumMm obpeTaroT BTOPYKO XWM3Hb U NPOJOIIKAIOT CAYXUTb HalMM
NOAOMNEYHbIM.

Mbl 6narogapum CalmHy cembio 3a [o00pble ceppgua U XeflaHne MNOMOMb.
NMeHHO Takas B3aMMOBbIpyYKa M nogaepkka apyr apyra Aenatot Hac cunbHee!

Ecnn y Bac ecTb akTMBHag Konscka, kongcka u3 kpecna 6ambo wmnun zipzac,
BEPTUKANN3aToOp Hagafiexallero kavectsa, Benocuneq, Xo4yHk1, KoTopble Ball
pebeHoK yXe nepepoc, He CTeCHAUTeChb CBA3aTbCa C HaMu. Mbl C pagoCTbio
nomoxem nepepgatb 3T TCP HOBbIM BnagesnbLam!




MPOEKT MOMOLLI/ JETSIM M o h
B3POCTbIM C OMbITOM CHPOTCTBA 5
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HukuMtka npoTarnBaeT pykn HaecTpedy HaHe Jliobe. OH  oboxaer
Oo6HMMaLLEYKN. B Takne MUHYTbI HANOMUHAET 1aCKOBOIO KOTEHKA MM 3an4mka.
ConHe4Horo 3am4ymka — Tennoro u csetnoro. XXuveet Hukmuta B Mockse, B
[ETCKOM [OMe, B KOTOPOM €ro oYeHb NtobAaT, 3ab6oTaTca 0 Hem M GanyioT. B
anpene manb4yvk npoLuen ovepegHoe nnaHosoe o6csenoBaHne B 60nbHULE —
COTPYAHUKN OOMMKA W BPa4M OYEHb BHUMATESIbHO CNepaT 3a ero 340POBbeEM.
Ho BCe OHM MOHUMAIOT, YTO JyyWwe, 4eM poamuTenn, O HUKMUTE HUKTO He
no3aboTuTca. BO3MOXHO, MMEHHO B CEMbe Manb4ymk 3aroBopuT. MoTomy 41O
cermdac B CBOM 6 NeT OH C/IbIBET MONYYHOM. [1py 3TOM roBOPUTHL MasibymK
ymeeT! Ho BOT He xo4eT un Bce. To I NeHUTCH, TO i 6epexxeT CBOM CI0BapHbLIN
3anac As19 mambl C Nanom, KoTopble BOT-BOT NPUAYT 3a HUM. [la, Mbl BEpUM B
TO, 4TO 3TO CJIYHUTCSA COBCEM CKOPO.

[ToTOMy 4YTO TakoW YyAecCHbI Manbil CTaHeT pPagocTblo AN NoOALLMX
poguTtenen. [Ina HUX OH rOTOB MUCMONHUTL BECb CBOM MECEHHbLIN penepTyap —
neTb Hukntka NobuT ropasno 6osblue, YeM roBOPUTL. A BOT KyLLIAET HEOXOTHO
— HaHS Jlto6a yroBapmBaeT Masiblla CKyLWaTb eLle NoXeYKy 3a OyayLLyo mamy,
n BTOpYO — 3a Oygywiero nany, a TPETbO U YETBEPTYIO — 3a OpaTUKOB U
cecTpuyek... Bot Takag y Hux urpa. Kcraty, npo urpbl: HUKUTE HpaBuTCS
cobvpaTb KOHCTPYKTOp — U «Lego», 1 «Duplo» roToB nepeknagpiBaTb Yacamu.
Ewe oH oboxaeT pucoBatb. 1 Ha Bymare, U B nnaHWeTe — He BaXHO rae,
rMaBHOE, YTO KapTUHbl MONY4aOTCA 3KCMPECCUBHLIMKW, CMENbIMK, MAa3ku
LUMPOKKE, CIOXETbI paHTacTUyYeckume.



MPOEKT MEAVLIMHCKOWM MOMOLLIA

Cembs Unbsaca obpatmnack B poHA cpasy nocse ero poxpeHus: "Korga Ham
nocTtasmnuM guarHos spina bifida y Hawero cbiHa, Mbl OblIM NPOCTO B LUOKE.
Kasanocb, 4T0 BeCb MUP pyxHyNn B ogHoYacbe. Mbl COBEPLUEHHO HE 3Hasnu, 4TO
JenaTb, Kyoa obpallatbCs M Kak MOMO4Yb Hallemy manbiwy. Ho MoTom Ham
pacckasanu npo GnaroTBopuTenbHbin poHA, “CnuHa 6udomaa”, u 3To cTano
HaCTOALLMM CnaceHnem».

CeMbsl exemecsayHO ConpoBOXaanacb Hawmm dusmdeckum TepanesTom. K
rogy Obino 3annaHuposaHo obcneposaHue B LleHTpe «CnnHa 6udompa» HUKA
neguatpum um. Benbtuwesa. U Unbs Bmecte pogutensmu noneten s Mocksy
Ha obcnefoBaHue.

MynbTngmucumnanMHapHoe  obcnegoBaHMe  MOMOMAO  COCTaBUTb — HETKUM
MeOUUMHCKUA MapLUpyT BefeHus pebeHka, Obino Ha3HaveHo Heobxogumoe
onepaTUBHOE fleYeHne, KOTOpoe NOMOXET U36eXaTb OCNOXHEHUI B OyOyLLEM.
«Y Hac B Maxaykane HeT Takux Bpayen 1 cneumnanncTos, KOTopble 3aHUMaoTCS
Takum guarHosom. Tenepb 9 6onblle y3Hana o guarHose spina bifida n mory
MOHWUMAaTb, Ha CKONbKO 3TO CEePbe3HO U KakK HY>XHO CnefuTb 3a 3[0pOBbem
manbiwa. NMomMnmo 3Toro, MHe ckasanu K Komy Hafo elle obpatutbcsd. Cnacnbo
6naroTsopuTenibHomy doHay «CnuHa Gudpmnpal».

neten npgLInm
KOHCUNM Y
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dproTtepaneBT oHpa HaTtanba KnumyeHko u3 KpacHopapa nocetuna cpasy
HeCKonbko nofoneyHblx B PocToBe-Ha-LoHy. BoT, 4TO paccka3biBaeT
CNeunanncT:

=
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«Y Aptéma 49 Obina novTM  rog Hasag, Mbl obcyxpanu  BaXXHOCTb
BepTukanusaumm. Cembs noexana Ha BbictaBky TCP B KpacHopap, roe
sprotepanesT oHpa EneHa LUowwHa nopgobpana wWm BepTMKanu3artop,
yuuTbiBasg BCe BTOPUYHbIE OpTOMeaMYeckne  OCSIOXKHEHUS. N BoT
LONrOXOAaHHbIM BEPTUK [OMa, a CobpaTb CaMOCTOATENBHO HE NOJSIyYMNoCh, a B
HEHaCTPOEHHbIN BepTUKanNu3aTop CTaBUTb pebeHka Henb3a! 94 nmomorna ero
HacTpoOUTb U Mbl CMOF/IM NPaBWNbHO MOCTaBUTb ApPTEMa, U ero CTpaxu, 4To
BOPYr OH ynapéT, paccesnucb U OH Obin poBosneH! [JoGUTbCA YCTOMHMBOM
No3uuUmmM HOr MOMOrn opTesbl! ApTEM FOTOBUTCS NOMTU B NEPBbIN KNacc, a Ans
3TOro Hago NPOWTU BCEX Bpadver M NpUoOpPecTU HOBYIO aKTUBHYIO KONACKY!
Mamouka 1 6abyns BHUMATESbHO CNeadT 3@ ero 300pPOBLEM U pa3BUTUEM!

Y Anucbl 9 6blna 2 mecaua Hasag, Ho 4To 9 BUXY? OHa B CBOM NOYTU 6 mecaues
He NPOCTO MNOJS3aeT, M3y4as NPOCTPaHCTBO, HO M BCTaéT y onopsl! NpocTo
MOTOpPHbIN  ByHOepkuHA! W ocTanbHble cdepbl pasBUTUA He OTCTaloT,
obLwuTenbHas, urpmeas, nrobonbiTHas!

Banepus xpana BcTpeymn, 4ToObl NOAEIUTLCA CBOUMM yCrexamn U nopesikamm

No OKOHYaHWIO NepBOro Knacca, HOBOW NOAPYron N 3aHATUAMM B 6accenHe!
‘ ) . ) Mpenoctont ewé MHoro 3aboT M XNOMOT, CBA3aHHbIX CO 300POBbEM, U

‘ ' o/ — ) NOJIyYEHNEM TEXHUYECKUX CPeacTB peabunutaumm, HO Bnepeau - KaHukynbl!

bonbLue nporynok, 6onbLUe o6LLEeHNs CO CBepCTHUKaMMU!»
BU3NTQR.COBED O]
- k-84 nor ﬂe“l.-“
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NHOOPMMPOBAHKE O SPINA BIFIDA

20 NIOHS, cocroanca ovepegHon TPEHWUHT «Spina bifida.
MynbTUOUCUMNANHAPHBIM B3rNga» B TIOMEHW, B peabunnTauMOHHOM LEHTpe
«Hapexpa».

B TpeHuHre npuHanu yvactue 6onee 30 4enosek: Bpain, CNneumanmncTbl U CEMbM
C peTbmum co spina bifida.

B pamkax meponpusaTns akTMBHO 06CYXOannCb akTyasibHble TeMbl U NPOBAEMBI,

BO3MOXHOCTM ANga aeten co spina bifida:

* [OMarHoctuka 3abosieBaHus BO BHYTPUYTPOOHOM nepuoge,

* pOnb BHYTPUYTPOOHOM XMPYPrU4ECKOM KOPPEKUMM B CHUXEHUU pucKa
TSXENON MHBANMAHOCTU U NOBBILUIEHUM LLIAHCOB Ha BbICOKOE KaYeCTBO XWU3HU
pebeHka;

* KpacHble pnaru Npu BegeHMn naumeHToB co Spina Bifida;

* [QMarHOCTUKa HapyLleHun B nocTHaTanbHoM nepuoge (MPT, SHMI, HCT);

* MeTofbl peabunuTaumm (o6opypoBaHue, NO3ULMOHNPOBAaHME,
nepensuxeHue, opraHm3aums 6bita, a3poTpyda AN CHUXKEHUS CNacTUHECKUX
NPOSBAEHUN).

M3IOMWUHKON TPeHuHra ctano BbICTyneHne AHHbI MWPKUMHOW - B3POCION
nogonevyHon poHaa, MHCTPyKTOpa Mo nonéramm B a3lpotpybe u asTopa
npoekTa «JletaTtb Nerkon.

Mbl 04€eHb pafpl, 4TO TPEHUHT COCTOACS, Obl akTyaneH n nonesex!

Bnarogapum BCeX Y4aCTHUKOB MEPONPUSTUS, PeabUNUTALMOHHLIA  LEHTP
«Hapexaa», Hallero npekpacHoro TpeHepa EneHy LLIowunHy v AHHY MUPKUHY!

TpeHWHT Npoxoaun Npu noaaep>xke MoHAa NPE3NAEHTCKUX MPaHTOB.

OMOB 1y
e y4i anob moxer e 6y (moser 6oy CAysaiito
g-rpacdum NO3BOHOYHMKa uan Tasa)

= Moryr nos
B/IATBCA  accoummposanbie npobnembl: npotnems ¢ dyniumen

“4eBoro
Mo My3bIpA MAW  KuWeyHuka, 6Gonu B CWHe, cnaboctb mbiwy, HOr M

ocobeHHoCTn NOXOAKK, CKO/IMO03




NHOOPMMPOBAHKE O SPINA BIFIDA

23 wuoHa cocToanca X MexnayHapogHbin  dbecTvBans WMorm B ycapbbe
LlapuubiHo.

®oHp, «CnuHa Gudpnpa» y4acteoBan B MeponpuaTum 1 npencrasun 60bLUyro
[OETCKYI0 pa3snekaTesibHylo Nporpammy ang neten u B3pocsbix. Mbl oTMeTUNN
60JIbLLION MHTEPEC He TONBbKO K HALUIMM MacTep-Kiaccam, HO U K OeaTesIbHOCTU
dooHOa: roctu crnpawmBanu O AuarHose, O NOAOMNEYHbIX, NHTEPEeCcoBaNnCbL O
meToaax NPoOUNAKTUKN U NEeYEHUN CNHa budomaa.

Mbl 6narogapym KomaHgy doHpa «CnuHa Oudmpa», kKoTopas rotosuna
nporpammy, BeCb [eHb Cnefguna 3a XO4OM MEeponpuaTus, BblpaXaem
6narofapHoOCTb BEOyLIMM MacTep-K/iaccoB 3a WHTEpecHble W Mone3Hble
aKTMBHOCTM Ha CBEXeM BO3[yXxe, B 3TOT AEHb Mbl MPOBENN OETCKYIO MOry U
pacTsXKy, macTep-knacc no nineteHuto 6pacneToB U3 GYCWH, CKaskoTepanuio,
KOHCYNIbTaLMIO HYTPULMOSIOra U MYy3blKaNbHYIO NPaKTUKY Ha ruTape.

bnarogapum BonoHTepa-ncuxonora doHpa WpuHy KpusaHoBy, poauteneu
Hawwnx noponeyHbix CBeTnaHy M Hatanbto 3a €nagoctu, CO3faHHble CBOMMU
pyKamu, KOTOPbIMW Mbl YroLLLann Halwmx rocten!



NHOOPMMPOBAHKE O SPINA BIFIDA

26 - 28 nioHa B Bonrorpagckom rocygapcrseHHOM yHuBepcuteTe npowuen XVl
PernoHanbHbIM Hay4HO-00pa3oBaTesibHbIi popym u neHym lMpasnenna POAT
Matb n Anta.

oKCnepT doHAa, KaHOMOAT MEOMUMHCKMX HayK, CT. Hay4YHbl COTPYOHWUK
oTAeNeHns yNnbTpas3BykKOBOW M (PYHKLMOHaNbHOM auarHoctuku OrbY «HMUL,
ATl um. B.N. KynakoBa» MuH3gpasa P®, Bpay ynbTpa3sByKkoBOW AMArHOCTUKMW,
Bpay akywep-ruHekosior YyryHosa JlunuaHa AHaTONbeBHa BbICTYNWUAA C
poknagom «[lnarHoctuyeckme kputepum ong  otbopa OepemMeHHbIX  Ha
BHYTPUYTPOOHYIO KOoppekuuto spina bifidax.

bnaropapum JlnnuaHy AHaTONbEBHY 3a NpefcTaBiNeHUe onbiTa LMPOKON
meguunHCcKon aygutopum!

B pamkax Bble3gHOro TpeHwHra B TOMeHW 3protepaneBT oHpa EneHa
LWowwnHa npuHsana y4actme B nporpamme «[etckuin Bonpoc» Ha Paguo Bepa
TromeHb 92,4 FM

YyXunx peten He OblBaeT, 3TOT OEBM3 3HAKOM MHOrMM. HO pgns KOro-to 370
CNOBa, a AN KOro-To Npu3blB K AENCTBUIO.

B nporpamme Takxe npuHgna yvactve nogoneyHas cembs Hawero doHpa u3
TromeHn mama Mapus ¢ rogosanbiM pebeHKoM.
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CMNOPTVBHbIM MPOEKT
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19 MIOHS Mbl NPOBENIM MacTep-knacc No nosetam B aspoTpybe BmecTe B
r.-TiomeHb BmecTe C ambaccafopom oHpa, YEeMNUOHKOW MO TaHuam Ha
Konsackax u pykosogutenem npoekra #JletatobJlerko — AHHon MupkuHom!

AHHa pacckazana y4acTHUKam O noJib3e nonaeTos, NCTopun Co3naHnn NpPoekTa,
nogenunacb CBOMMM BMeYaTNeHUIMU OT 3aHATUW. [locne 3TOro Mol npownun
WHCTPYKTaX OT TpeHepa AH,u,peﬂ, 06na4Ymnncb B crneuuasnbHble KOCTIOMbl U
cosepLunnn CBou neps.ble nonetbl!

Yyactne npuHUManu getm n poautenn u3 TroMeHCKon o061acTi, COBMECTHbIN
aKTUBHbIN  [JOCYr Xopowo cOaMxkaeT CemMbW, BCe YHaCTHUKM Habpanucb
NOSIOXUTENbHBIX SMOLUMA 1 OblIM pagbl 3HAKOMCTBY ApYr C Apyrom!




OUNHAHCOBbIM OTHET. MOCTYMNJIEHNS

[MocTynneHns oT onU3nHecknx nuL;: 508 323,34

Ha canTe helpspinabifida.ru (cepsuc FOmanw) 205 571,21
Ha canTte helpspinabifida.ru Cloudpayments 140 350,75
yepe3 canT helpspinabifida.ru (Mukcnnar) 99187,88
Ha pacyeTHbIM cHeT hoHAa 56 943,65
B nNpunoxeHun BK 2 086,65
CBIMN_CBEPBAHK 4183,20
KpayodaHanHr: 2 224 884,08
B® «Hy>Ha nomoLLb» 46 577,49
Tooba 982 723,76
Lo6po.Mann.py 198 308,00
B® "Bknag B 6yayLiee” 992 667,70
OZON 4 607,13

MocTynneHns oT KOPNopaTUBHbIX AOHOPOB 430 941,00

BnarotsoputenbHbIM poHA NomoLb psaom 1175 000,00

BHepeanusaumMoHHbIn Joxon, 131 136,05

NTOTO MOCTYMNJEHNA: 4 470 284,47

OUNHAHCOBbI OTYET. PRO-BONO

Beptukanuaatop 3K30 CTEH/, 114 400,00
BepTtukanuaartop RTX18 228 850,00
KateTtepbl 3 234 wWwTyK 271 656,00
Mamnepcobl 1090 wTyk 21 800,00
KaTeTepbl 4NUTENbHOrO NOb30BaHUS 24 LUTYKU 3 360,00
MeneHkn 180 wTyk 3 600,00
Tytopa 3 wWTykK 60 000,00
Annapatbl 2 WTyKK 50 000,00
PeknuHaTopbl 4 WTYKK 96 300,00
lpaHT Ha peknamy dHpekc 122 020,08



OUNHAHCOBbIV OTYET. PACXOpbI

[MpoeKT NnomoLLM 6epeMEHHbIM XEHLLMHAM 116 426,71

I'Ipoe3,u, noaoneYyHbiX 1 conpoBoXOaoWmnX ona npoxoxgeHunsa

17 975,50
obcnepoBaHns/neveHns
Mpo>xuBaHMe NofoMNeYHbIX U CONPOBOXAAIOLLIMX BO BPEMS

45 500,00
NPOXOXAEHNS 06CNef0BaHNS/ neveHns
OOT nporpamMmHoro nepcoHana 49 365,00
Crtpaxosble B3HOoCbI ¢ DOT nporpaMmHoro nepcoHana 3 586,21
®OT nporpammHoro nepcoHana 338 483,75
Crpaxosble B3HOCLI ¢ DOT nporpamMmHoro nepcoHana 12 787,63
KomaHaMpOoBOYHbIE pacxofbl NPOrpammMHOro nepcoHana 8 745,00
Ycnyrn HaHu (conpoBoXxaeHue B 601bHULE) 84 770,00
®OT nporpaMmHOro nepcoHana 72 746,50
Crtpaxosble B3HOCbI ¢ DOT nporpaMmHoro nepcoHana 813,58
[poekT «JlomaluHee BU3NTUPOBaHMEY 309 090,79
Bn3unTbl 3protepaneBToB U pMU3MOTEPaneBTOB K NOAOMEYHbIM 243 042,43
OOT nporpamMmHoro nepcoHana 62 772,00
Crpaxosble B3HOCLI ¢ DOT NnporpamMmHoOro nepcoHana 3276,36
Mokynka TCP 775 400,00
ToBapbl MEOUUUHCKOTO Ha3Ha4YeHUs 80 224,00
PeabunutauymoHHble 3aHATUS 31 600,00
Mpoe3g, NoAoNEeYHbIX M COMPOBOXAAIOLLMNX 19 NPOXOXKAEHUS

86 012,40
obcnepnoBaHus/ nevyeHns
MpoxuBaHMe NofoNeYHbIX U CONPOBOXAAIOLLIMX BO BPEMS 4 400 00
NPOXOXAEHWS 06CNef0BaHNS/ neveHns ’
®OT nporpamMmHoOro rnepcoHana 268 926,16
Crpaxosble B3HOCLI ¢ DOT nporpamMmHoro nepcoHana 8 965,63

ApeHpa 6okca ong xpaHeHusa NnpeaMeToB aapecHOM NOMOLLM 2 750,00

OUHAHCOBbIV OTYHET. PACXOLpbI

[1poeKkT megULMHCKON NOMOLLM 1332109,78

Onnara meguuMHCKMX ycnyr gna 6epe/v\eHHb|x B oXXnpgaHun

pebeHka c guarHo3om Spina Bifida 47 680,00
g;lg:gjag\l\el\p,smpl_;,r:cBKi:;gaycnyr ona peten ot 0 po 3 netc 505 929,94
g;;;:T;f?gea,qmuMHcmx ycnyr gna geten ot 3 fIeT € AMarHo30m 189 726,14
?‘I)'Iiln'I:TBaifligi,ﬂ,MUMHCKMX ycnyr ons netem-cupoT € AMarHo3om 122 748,00
KomnnekcHoe ypoanHammyeckoe nccneposaHve 139 000,00
®OT nporpaMmMHoOro nepcoHana 314 565,98
Crpaxosble B3HOCbI ¢ DOT nporpamMmHoro nepcoHana 12 459,72
KoHcynbTauus Hemponcmxosnora 110 123,00
®OT nporpamMmHOro nepcoHana 69 150,00
®OT nporpamMmMHoOro nepcoHana 363 292,85
Ctpaxosble B3HOCHI ¢ DOT NporpamMmHoro nepcoHana 4 839,27
®OT nporpamMmHoOro nepcoHana 135 640,00
[MpoBeneHne meponpuaTum 72 842,00
®OT nporpamMmHoOro nepcoHana 148 936,00
OpraHusauma meponpuaTtnm B permoHax 25 000,00
®OT nporpaMmHoOro nepcoHana 85106,00



OUNHAHCOBbIV OTYET. PACXOpbI

ALMUHUCTPATUBHO-XO39NCTBEHHbIE pacxoapl 882 620,15
baHkoBckue pacxofpbl 24 859,90
Byxrantepckue, topuamyeckmne n opyrme KOHCyNbTaLMOHHbIE 136 000,00
ycnyru

OOT agMUHUCTPATMBHOIO NepcoHana 572 135,29
Crpaxosble B3HOCbI ¢ DOT agMUHUCTPATUBHOIO NepcoHana 17 034,96
KaHuToBapb! 4 590,00
[MpoBeneHne meponpuaTni 128 000,00
O6Lwuin utor 5431801,20

PekBu3nTbl poHaa:
BnaroTBopuTenbHbI POoHS,

«CnuHa budunga»

Mockosckui 6aHk MNAO «CoepbaHK»
p/c: 40703810838000004588

BUK: 044525225

Kop. c4eT: 30101810400000000225
NHH: 7727287817

Krn: 772701001

OrPH: 1167700055380

Momoyb MOHAY MOXHO Ha canTe
https://helpspinabifida.ru/howtohelp/
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