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BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

rOOOBOW OTYET 2025

BCTYNMUTEJIbHOE CJIOBO

MHHA NHIOWWKNHA

MpepcepnaTenb hoHAa

Hoporve gpy3bs!

3ToT oTYeT — He npo uMdpbl. OH Npo BbIGOp — He cAaBaTbCS.

Mpo poguTenen, KOTopble B OAWH MOMEHT CTafIKMBAKTCA C AMArHO30M, MEHSIIOLWMM BCe, U HaxodsaT B cebe cunbl ngtm
fansble. MNpo geTewn, KOTopble Kaxabl AeHb AOKAa3bIBAKOT, YTO BO3MOXHOCTW WKpe ftobbix orpaHuyeHnin. VI npo ntogen, KoTopble He
NPOXOAAT MUMO.

2025 rof ctan gns Hac rogoMm, Korfa noggepkka nepectaet HbiTb NPOCTO MOMOLLbK — OHA CTAHOBUTCSH CUCTEMOMN.

Mbl He TONbKO ObIIN PAOOM C CeMbSMM B CaMble C/I0XHble MOMeHTbl. Mbl YCUMBAAW 3KCNepTn3y, BbICTPAUBAN KOMMMIEKCHYH MOMOLLb,
roBopunM o npobsiemMe Ha ypoBHe NpodeCcCMOHANbHOro M rOCy[apCTBEHHOro Auanora — B TOM uucie Ha [leTepbyprckom
MeXOyHapogHOM 3KOHOMUYeCKoM hopyMe.

JTO BaXHbIW War: Korfga ronoc cemMen CTaHOBUTCA YCIbILLAHHBIM, @ MOMOLLb — He UCK/THoYeHneM, a HOPMOW.

Ho 3a BCeMu 3TUMU M3MeHeHNAMU CTOAT NN,

A xouy cKazaTb cnacnbo Halwewr KoMaHge. 3a NpodecCnMoHaNM3Mm, 33 YeCTHOCTb, 3a BHYTPEHHIOK CUY. 33 CMOCOBHOCTb KaXAblN AeHb
[lenaTtb C/I0XKHOe — BO3MOXHbIM.

Cnacmnbo Hawmm napTHEPaM U KaxAoMY, KTO noggepxmneaeT doHA. Balwe yyacTve — 370 He NpocTo BKag. ITO WAHC. DTO ornopa. 3To
byayliee, KOTOpOe CTAHOBUTCS PeasibHOCTbIO.

N Mbl npoponkaem MATK Bneped. YTobbl 0ofHaXabl HA OAHA CeMbsi He OCTaBaslaCb Ha 3TOM Ny TW OfHa.

C yBaxeHneM 1 bnarogapHocTbio, MIHHa VIHIOWKMHA
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YTO TAKOE SPINA BIFIDA

Spina bifida — nopok pa3BUTMS MO3BOHOYHMKE, XapaKTepusyowmnnca
He3apalleHeM No3BOHKOB 1 HemMoJsTHbIM 3aKPbITUEeM MO3BOHOYHOI O KaHana.

STOT TsXKesblM BPOXAeHHbIM fedeKT No3BOHOYHMKA hopMupyeTca y pebeHka
elle B yTpobe maTepu.

rlpl/IHI/IHbI pPa3BNTNA NaTONOIr MM O KOHLUa He N3Yy4eHbl

90% nogen ¢ faHHbIM 3aboneBaHneM nMetloT NpobnemMbl ¢ PYHKLUUAMU Ta30BbIX
OPraHoOB 1 OKOJ10 MOSTIOBUHbI UMEIOT ABUTraTesbHble HapyLUeHW .

100% ntogen ¢ gaHHbIM 3aboneBaHMeM WHTeNNeKTyallbHO COXPaHHbl U MOTYT
XWNTb NONTHOLEHHOW XMU3HbHO.

1 75 o NOAOMeYHbIX B peecTpe
doHpa «CnnHa budmrga»

HOBbIX 0bpaLleHns
noctynuno B 2025 rogy 7

ropogos Poccun, roe
MOMyYatoT NOMOLLb

O HAC

MNCCUA ®OHOA

CnocobcTBOBaTH TOMY, 4TObBI B Poccuu
nosiBMI0Ch 60JIblie BO3MOXHOCTeM ana
AMarHocTukn spina bifida Ha 6Gonee
PaHHUX CpOKax OepeMeHHOCTW N BCe
MeHblle poXAanoCb pfeTer C  3TOM
naToniorven, a TakXKe Cco34aBaTbh
BO3MOXHOCTb M BOOXHOBMATb  Ha
0CO3HaHHbIM BbIOOp ByayLero.

YTO Mbl OEJTAEM

DoHAO OKa3biBaeT CUCTEMHYI MOMOLb
LeTaM 1 B3pocCsbiM co spina bifida. Mbl
nomoraem cembam, CUPOTCKUM
ydpexaeHuam, roe pacTyT Takue 4eTu,
yTobBI Ntogn co spina bifida umenn
BO3MOXHOCTW  ONA  aKTUBHOU 1
MOJTHOLLEHHOM >XW3HWM B obllecTse ¢
LOCTYMNHOW Cpefomn.









AHACTACUA
BEJIOWWEHKO

Punsnyeckun TepanesT
| T. Apocnaenb

OKCAHA
COPOKOJIETOBA

DuU3nYecKn TepanesT
r. MockBa

AHHA HEKPACOBA
JproTepanesT
r. KasaHb

NCNAMUA
CAbIKOBA

Dursnyeckn TepanesT
r. KasaHb

EJIEHA NAHVHA
JproTepaneBT
r. BopoHex

EKATEPUHA
JNNAPNOHOBA

JproTepaneBT
r. MockBa

TAMAPA AQYBEPI
DursnYeCKNm
TepanesT

r. CaHkT-lNeTepbypr

CEPTEV Y AKVH
PU3MYeCcKnI TepanesT
M 3proTeparesT,
TpeHep

r. KpacHogap

TATbAHA
NENENAEBA

JproTepaneBT
r. EkaTepuHbypr

MAPUA
BEJIOPYCCOBA

SproTepaneBT
r. KpacHospck

HATAJIbA
KJIIMMYEHKO

JproTepaneBT
r. KpacHogap

OJIECA KNCAPOBA
JproTepanesT
r. Camapa

BACUNIA
BYPHbILWEBA

JproTepanesT
r. Mxesck

OJINA TAJIEPOBA
JproTepaneBT
r. HoBocmnbupck

NMHHA ®APU30OHOBA
SproTepaneBT
r. CtaBpononb

UPUHA TYHYUHA
JproTepanesT
r. MockBa

BUKTOPUA
rOJIYBEBA

| DproTepaneBT

r. Boarorpag

HAMCAJIMA
PbIHYHAHOBA

JproTepanesT
r. MockBa



KUPUNN BUTAJIBEBY KOCTHOKOB

[oKTop MegULUMHCKMX HaykK, 3aBedylLWWA oTheneHvem
YyNbTPa3BYyKOBOW W (DyHKLIMOHANbHOM AnarHocTukn OIrBY
«HLL AT v M nm. B.N. Kynakoa» MuH3gpaea Poccum, Ynen
obujecTBa MeguLUMHbI MaTepu U nnoda (SMFM, CLLUA)

JIWINAHA AHATOJIbEBHA YYT'YHOBA

Bpay ynbTpa3ByKOBOW AWMArHOCTMKMK, aKyllep-ruHeKosor,
KaHOWMAAT  MeAMUMHCKMX  HayK, CTapWwui  Hay4YHbIN
COTPYOHVK Prey «HLA n M nm.B.N.
. Kynakosa» Munsgpasa Poccum

BUKTOPUA AHATOJIbEBHA CAKAJ1IO

Akyllep-rvHeKkonor oTAeneHua natonornm 6HepeMeHHOCTU
HauvoHanbHOro MeguuUMHCKOro MCC1e[oBaTenbCKOro LeHTpa
aKyLepcTBa, FTMHeKOI0r nm 7 nepuHaTonornm nM.
ak.B.M.Kynakoga

MAPUHA BUKTOPOBHA HAPOI AH

[oKTOp MeaMUMHCKUX HayK, BedYLUMM HayUHbIN COTPYLAHMK
oTOeneHns NaToNoruyM HOBOPOXOEHHbIX N HefOHOLeHHbIX
neten HMALL AT nm. B.W. KynakoBa

KPUCTUHA AJNIEKCAHAPOBHA ITNMAAKOBA

Bpay aKkylwep-ruHekonor, 3aBegylowas oOTAefleHunem
natonorum bepemeHHoctn PIrbY «HMUL akywepcTsa,
rMHeKonormm u nepuHatonormm um.ak. B.M.Kynakoa»
MwuH3gpaBa PD, kaHOMAAT MegULMHCKNX HayK

OMUTPUN IOPbEBUNY 3UHEHKO
Henpoxupypr HAKW negnatpum nm. BenbTuwyesa.

3aBedylOWMA  OTHeNeHneM  HempoxXmpypruv,  OOKTOp
MeOULMHCKMX HayK

CEPIEV OJIEFOBUY PABbIX

HokTop  MeguUMHCKMX  Hayk, PykoBogutenb  oTgena
TpaBmaTonorum un optonegumn HUKW negmaTtpum u pgetckom
Xupyprum mmeHn akagemuka HO.E. Benbtuwera PrAOY BO
PHAMY um. HN. Tnporosa Munsgpasa Poccun. [Npeacenatens
AOSpine Russia, YneH npe3vgvyma accoumaumm XMpyproe-
BepTebponoros Poccuu

AMUTPUA UrOPEBNY OXANKUWH

Bpay opTtoneg-opte3nct  HauMoHanbHOro  MegauLMHCKOro
nccnepgoatensckoro LleHTpa 3poposbs [eTel, AMpekTop
OpTo-npocTpaHcTBa, OpToneanyeckon abopaTopum LOKTOPA
OxankuHa



CTAHUC/IAB BAYECJ/IABOBY UBAHOB

PykoBoguTenb LleHTpa neyeHus peTenm C MNOCAeACTBUSMU
CMUHHOMO3rOBbIX FpbiX Mpy KnvHUKe BbICOKUX MeanLMHCKUX
TexHonorun  um.  HMW. Tuporoesa  CrBIY, kaHgupat
MeaNLMHCKMX HayK, Bpay-opTonen

AHHA IOPbEBHA WHEOPUHA

HeTckuin Bpay yponor-aHgposor, crneunanusaums —
Herpoyponorunyeckasa natonoruna. ML CMe6rrMy, drey
«HMWLl peTckom TpaBMaTonorMm K opTonegum MMeHu
.. TypHepa», KnuHuka BbICOKMX MeOULNHCKUX
TexHonorum um. H. . Muporoea CM6lNy

APTEM BAJIEPbEBUY BEPLIA A CKUNA

~ Bpau-ypornor, Helpoyposor yposiorm4yeckoro oThes1eHus

«EBponencknn meguumHcku LeHTp «YIMK-3gopoBbe»,
EkaTepuHbypr

AHBAP PU®OBUY AMUNPOB

Bpay yponor, Hepoyponor. Hay4HO-KNMHNYeCKUA LIeHTpP
Npeumn3noHHON 1 pereHepaTMBHOM MedunumMHbl KaszaHcKoro
(MpurBoMKCKOro) hepgepanbHoro yHmMBepcmuTeTa (KasaHb)

OAPbA AIEKCAHAPOBHA KOMJIEBA

HeTckun xupypr, pgetckmn yponor. Kysbacckaa obnacTHas
[eTcKana KMHnYeckasa bonbHULa (Kemeporo)

AKNMOB IOPUIN ANIEKCEEBUY

OeTCKun Hempoxupypr,  PepepanbHoe rocygapcTBeHHoe
brogxeTHoe  ydpexgeHne MuHMUCTepCTBa  34PaBOOXPaHeHMs
Poccuinckom @epepaunu (r. TromeHb)

3YXPAPYCTAMOBHA CABMUP3AHOBA

HeTcknin yponor-aHgposior, yposaor, OeTCKUA XUpYpr. KaHaAUAaT
MeOuUMHCKMX Hayk @PIBY "Poccumckmin  HayyHbIM  LeHTp
peHTreHopaguonorun” M3P®, Bepgywuh Hay4yHbIA COTPYOHUK
EBponencknm MeguLUNHCKUM LIeHTp, Bpad 4eTCKUN yposor

EJIEHA TEOPI'MEBHA BEJIOHOIOBA

Bpay-neguatp B KnvHKKe BbICOKUMX MeOULIMHCKUX TeXHOMOMUA UM.
H.N. TMuporosa CMNery, r. CaHkT-lNeTepbypr. KaHgupat
MeAULUNHCKMX HAaYK, 0eTCKUA HeBponor



OJIET UrOPEBUY XALLUBCKUIA

Bpay yponor BbiCluen KaTeropum, Hempoyposor 4eTcKun u
B3pOCbIN, THOMEeHb

NPUHA AJIEKCEEBHA POMALOBA

Bpau geTckuM mpoKTOMOr. JKCnepT B 06/11acTh feveHus
XPOHMYeCKMX 3arMopoB W HedepXaHus Kana y [peTen
(CaHkT-MNeTepbypr)

OAPbA APKAObEBHA XAM3VHA

HeTcknin xmpypr, NPOKTOSOr, Crheunann3npyowascs Ha
nogbope peabuMTaLNOHHBIX MeponpuaTU AN1s AeTen C
HapylweHneM QYHKLUMU KMLLeYHNKA Ha oHe BPOXKAeHHbIX
MOPOKOB PAa3BUTUA KULIEYHMKA W CMWHHOTO  MO3ra,
nporpamme «YnpaneHue KNLLIEYHNKOM» (Bowel
management)

BEPA AHATOJIbEBHA 3MAHOBCKAA

MnaeHbin  Bpay  [AY3 TO  [Hetckun  neyebHo-

peabunnMTaLMOHHbIN LeHTp Hapexna, rNaBHbIN
BHEWTaTHbIX  CMeunanmcT Mo [OeTCKOM MeOUuLUHCKOM
peabunnTaymm HenapTameHTa 3[4paBOOXpaHeHns

TtoMeHckon obnactm HeBponor, KaHAMOAT MeAULUMHCKUX
HaykK

EBrEHNA MAPATOBHA BEPOUYEBCKASA
HUKW negmaTtpum nm. BenbTuwesa.

HUKW negmnaTtpum nm. BenbTuiesa

«3a nocnepHue 9 ner cucTeMa NOMOWM [AETAM C BPOXAEHHBIMM
NaToNOruAMM CMeCTUNACh OT NMOMbITOK MOJIHOrO N3J/ieYeHNA K YNy4LIeHUIo
KayvyeCcTBa XXU3HU N CHU)KEHUIO MHBannausauum.

Knioueebim cobbiTem B Poccum crano cospaHme ¢oHpa «CnuHa
6ncdupa». 370 no3Bonuno cobpatb nayneHToB BMecTe,
CUCTeMaTU3UpPOBaTb HabnlofeHne U HaKONUTL AaHHble ANA aHANN3a, YTO
6b1710 HEeBO3MOXXHO Npu paboTe ¢ eAUHNYHBIMK CNy4YasMU. DTO NPUBENO K
CO3AAHMIO MYNbTUAUCLUM/IMHAPHBIX KOMaHA, KoTopble 3¢ d¢eKTUBHO

npopUNaKTUPYIOT TAXENbIe BTOPUYHbIE OcNoXHeHusa (rugpouedanuio,
¢ uKcMpoBaHHbIN CMUHHOI MO3r), TeM CaMbIM NOBbILIAsA BbKMBAaEMOCTb.

MpopbiBoM TakXe cTana deTanbHas (BHYTpuMyTpobHasa) xupyprus.
MpoBepéHHbIe NcCcnenoBaHNA foKa3anm eé 3pPeKTUBHOCTb: OHA CHUXKAeT
puck ruppouedanum u ynyywaeT KOrHATMBHbIe U [ABUraTesbHble
¢dyHkuuu. B Poccun Takue yHukanbHbie onepauyun no OMC npoeogsar ¢
2019 ropga.»

Bpau-HeBponor, Henmpodmsmonor oTHeneHua Hempoxmpypruu

PykoBoguTenb MeguumHckoro ueHtpa «CnuHa 6udwuga» npu
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H MPABOCYHE

NAFTHEPGTED
B RHTEPECAX
YCTORYHEDND

AW, B OBJIACTH
S YCTOW4MBOro

% PA3BUTUA

XOPDILEEE HAYECTBEHHOE
JA0POBLE OBPAIDEAHRE
H ENAMDNOMYME

HEPABERCTEA

rOOOBOW OTYET 2025

A /" Llenb 3: ObecneyeHure 300poBOro o6pasa XXuU3HU u cogencTene
6narononyuuio ans Bcex B yilobom Bo3pacTe

OxpaHa MaTepuHcTBa M 3gopoBbe deTel. B 2025 ropgy 63 GepeMeHHble XeHLWWHbI, OXuaatolne
pebeHKa C yCTaHOBMIeHHbIM AMarHo3om spina bifida, nonyymnu nomoub, 10 XeHWWH Npownn Yyepes
BHYTPUYTPOOHYIO KOppeKuuto matosioruun, 29 MnageHLUeB MOsSBUIOCb Ha CBET B COMPOBOXAEHUU
doHa

.' I Llenb 4: O6ecneyeHre BCeOXBAaTHOIO M CNpaBef/IMBOro Ka4eCTBeHHOro
06pa3oBaHUA M NooLpeHne BO3MOXHOCTU 06yUYeHUs Ha NPOTAXeHUN Bcen
XXU3HU 014 BCeX
Brnarogaps nomowwu coHOa @geTu MoryT nosydaTb 0Opa3oBaHve: B AOLWKOSbHbBIX LKOSbHBIX

yupexngeHnAax YCTaHaB/IMBaAOTCA MaHOYCbl ON1A WMHBANWOHbIX KOMACOK, OeTAM NnpefoCTaBAT
TbOTOPOB N Ka4eCTBeHHYO MeULMHCKYIO NMOMOLLb, 0eTn NoTy4YakT cCneunasibHble WKOJIbHbIe MapThbl

Llenb 10: CokpalyeHue HepaBeHCTBa U obecreyeHue Toro, YTobbl HUKTO He
6b11 ocTaBsieH 6e3 BHUMaHUS, SIBAISIIOTCS HEOTbeMJIeMOM YacThlo NpoLiecca
OOCTUXeHUsA Lesiert B 06/1acT yCTOMYNBOro pa3BUTUA

®oHp, obecrnevmBaeT OOCTYN K MeOULMHCKON U coupmanbHON MOMOLLM CeMbsaM feTen co spina bifida,

DOCTYyN K NPOOUSILHON N BbICOKOTEXHOSIOMMHYHON NOMOLLUM Ans 6epeMeHHbIx co spina bifida y nnoga,
0Ka3bIBaeT COQENCTBUE B KOMMIEKCHOM MCUXONOr0-MEANKO-COLIMAaNbLHOM NOMOLLIU

Llenb 16: Mup, npaBocygmue n appeKTUBHbIE MUHCTUTYThI

tOpucTamu choHga cocTaBneHo 92 pekomeHaaummn ansa cmedsl MPA, 9 ctaTen Ha pecypcax hoHaa u
2 obpazoBaTenbHbIX 3hupa. 788 ceMeit NoayUMIn IOPUANYECKYH MOMOLLb, B TOM YMcie 6ecnnaTHble
TCP o1 rocygapcTea

Llenb 17: MapTHepcTBO B UHTepecax YCTOMYNBOIO pa3BUTUSA

®oHpg «CrnnHa buduga» BxoguT B EBponenckyto accoumaumto “International Federation for Spina
Bifida and Hydrocephalus (IFSBH)". Cneunanuctbl 1 3kcnepTbl oHAA MPUHUMAOT y4yacTue B
MeponpuATHUAX acCcoLmaLmn.
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KJIIOYEBDIE COBbITUA 2025 TOAA

NPOEKT «CKYCCTBEHHbIN UHTENNEKT B
Y3N-ANATHOCTUKE» NPUrNALWLEH HA NMM3®

®doHpg «CnuHa budwupa», B nuue npegcepatens doHga WHHbI VHIOWKNMHOWM,
npuHan yyactre B XXVIII NIM2® — Befylien MexpgyHapogHoW nnowagke ans
0b6CyXOeHNsA KIoYeBbIX 3KOHOMUYECKMX, TeXHOMOrM4yeCKMX U CouMasnbHbIX
WHUUMATKWB, TAe npeacTaBun MpoekT «MCKyCCTBeHHbI uHTennekT B Y3M-
AWarHocTuKe

NMPOEKT NOUCK PABOTbI BMECTE C HKO

B 2025 ropgy coHA 3anycTun KapbepHyto noagepkky Ana nopgen co spina
bifida n nx pogcTBeHHWKOB. B pamkax npoekTa oHA MoMoraeT B3pOC/biM CO
spina bifida ®n w“x poOcTBEeHHMKAM: YYAaCTHWKW MpOeKTa MOryT MnponuTH
NpoopUeHTALMNIO 1 KOHCYTbTaLMIO MO KapbepHOMY MIaHMPOBAHWIO, MOYUYNUTh
MOMOLLb C HanMUCaHWeM pe3toMe N MPOoXoXAeHwem cobecedoBaHMA, MOUCKOM
BaKaHCUM 1 NMCUXOSIOrNYECKYHO NMOALEPXKKY

NOAKACT «COBCEM HE CTPALLHO»

ABTopckun nogkacT «CoBceM He CTpalHO» OT 6naroTBopuTenbHOro oHAa
"CnvHa budurpa” nobegun B HOMUHAUMKM «JTy4dliviA NOOKACT Ha C/TOXKHYIO TeMy»
Ha IV decTtnane nogkactoB HKO «gu Ha 3Byk» 0T Bnarocdepsi

rOOOBOW OTYET 2025

MHHA MHIOWWKWHA NMPOBEXAIJIA 35 KM
NO AATFECTAHY N 42 KM APXbI3Y

OcHoBaTenbHWUa 6HnaroteopuTensHoro doHga «CnuHa 6udupa» WHHa
NHIOWKNHA 1 agMUHUCTpaTop doHaa AnvHa Bannesa npobexanu no ropHomy
Apxbi3y 1 [JarecTaHy B nognepxky geten c opdaHHbIM 3aboneBaHnem

NMPEMUA NHAIPALADI

BaxkHocTb npoekTa «MICKycCTBeHHbIM WHTennekT B Y3M-guarHocTuke»
OTMeuyeHa npemuen “XepnamHepbl ESG-npuHUMnoB’, KoTopaa npu3BaHa
06beAnHUTL NPOdeCcCMOoHaNoB 1 3KCMepToB B 06/1aCTN YCTOMYMBOrO Pa3BUTHS,
npegnpuHUMaTenen 1 akTUBHbIX rpaxpaH, npemuen « B HKO» mn «Mowm
0o6pbi BU3HeC»

®UJ1bM O POHAE
«SPINA BIFIDA. KOr A NOMOLLb - 3TO Tbl»

13 okTabps B MockBe cocTosilack npeMbepa AOKYMeHTasbHOro guibMa o
cdoHge «Spina bifida. Korga nomouys - 370 Thi». KapTuHY co3ganu CTygeHTbl
MacTepcKom ME[O® LleHTpa MynbTuMegumHbix 1 nedyatHbix CMW Oupekumm
KpeaTuBHbIX nporpamm MY nog pykoBogCTBOM Tefe- W paguoBedyLyero
AnekcaHngpa Betposa
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NMPOEKT «MICKYCCTBEHHbIA UHTEJUIEKT B Y3U-AUATHOCTUKE»
NPUr NALLEH HA NM39®

®doHp «CnuHa budwmga», B nuue npepcedatens cdoHoa VHHbI VIHOWKMHORM,
npuHan yyactme B XXVIII NIM3® — Bepylen MexayHapogHOM nnowanke ans
0bCyXOeHNA KIHOYeBbIX 3KOHOMUYECKUX, TeXHONOrMYeCKMX W COLUManbHbIX
MHULUMATKB.

19 MOHS Ha ceccum « TexHOMorum Ha cnyxbe obLecTBa: Kak MUHHOBaLUUWU MeHSAIoT
COLMaAnbHbIN CEeKTOP 3KOHOMUKM» VIHHA VIHIOWKWHA NpeAcTaBuia Temy:

«KoMnnekcHbIM nogxon K paHHen guarHocTuke Spina bifida: cuctema nomouym
NPUHSATUS pelleHU Ha OCHOBe WCKYCCTBEHHOrO WMHTeneKTa gsa Bpayen Y3-
AMArHOCTMKUN U BCECTOPOHHAS NOAOEPKKA BepeMeHHbIX XXeHLMH».

Cpegu y4acTHMKOB OblIM 3KCNepTbl B 0611acTh TexHonorum, megnumniel n HKO,
BKAOYasas MuHUCTpa Tpyga PP AHToHa KoTtdAkoBa. [nAa Hac 370 BaxHas
BO3MOXHOCTb TrOBOPUTb O nMpobsieMe Ha rocygapCTBEHHOM YPOBHe U
npuBreKaTb BHUMaHMe K paboTe hoHAa.

«Bmecte ¢ Yandex Cloud » HMUL uvm. Kynakosa Mbl cozpaém
cuctemy M, koTtopas noMokeT BpayaM To4YHee BbIABAATb spina
bifida Ha paHHuUX cpokax 6epemMeHHOCTU. 3TO KJIIOUEBON NMpPOEKT
c¢doHpa, KoTopblii 06befMHACT TEXHONOTMM U MeAULMHY Ppagu
cnaceHuns AeTCKNX XXU3Hel», — otMeTuna Minna NHowkuna.

AHCTBO AOBC Hia . B
Hpochd P FOOOBOMOTYET 2025

NETEPBYPICKUN
MEXXAYHAPOAHbDLIU

4
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BJTATOTBOPUTESBHbBIM ®OHI «CMIMHA BUDUOA»

2 n

(/ POeKT noMouyu
> 6epeMeHHbIM XeHLUHaM
©

* 63 6epeMeHHbIX MoY4YMIN MOMOLLb

* 10 6epeMeHHbIX KeHLWH
COMPOBOXAANNCb POHOOM Ha
BHYTPUYTPOOHbIe onepauum

e 29 MnageHLueB NnosaBMIOCh Ha CBeT B
conpoBoxaeHun doHAa

“_./‘

35

» 788 cemeit nony4mnm NnoMolLb

* 990 KOHCYNbTaLMM OKa3aHO

* 6342 TCP nony4yeHo ot
rocynapcTea

%Oj WHcTtuTyT Spina bifida

* 21kypc gocTyneH
* 14 noTokoB 00y4YeHusa NpoBefeHo
» 578 cnywaTenei npownu obyyeHmne

MpoekT ropupunyeckom
nopafepXKu

25

MpoexT paHHero
CONMpOBOXAEHUA feTein
ot O po 3 ner

* 71HoBasA ceMbsa NpUCOEANHUIIACH

* 128 peTtewn Benocb c bepeMeHHOCTH
» 286 feTell BK/IHOYEHO B MPOeKT

o< )o MpoekT nomowm petam n

5 B3POC/IbIM C ONbITOM
CMpPOTCTBA

* 22 pebeHKa-CnMpoTbl MONYYUIM
MeOWLMHCKY MOMOLLb

* 19 geten-cmpoT obpenu cembo, 13
HUX 4 BePHYINCb B KPOBHbIE CeMbM

MpoekT ncuxonoruyeckom
nopAAepXKM

4|

* 617 HAMBMAYaNbHbBIX KOHCYbTaLUWUN
* 52 pecypcHble rpynnbl

* 3 uccnenoBaHua

* THayuHas cTaTbA

o o
St

MpoekT «/lomalwHee
BU3MTUPOBaHUE»

* 1128 B13nTOB COBEpLUEHO

* 606 feTel ocMOTpeHO

e 19 cneymanncToB B KOMaHae

* 16 perroHoOB NoceTMNN CNeymanmcTbl

(@\]‘% CnopTHeHbIi NpoeKT
Ay

* 498 TpeHMpPOBKM NPOBeaeHo B
npoeKkTe «YBepeHHbI banaHc gns
feten co spina bifida»

* 2 Bble3qHbIX MeponpusTms
npoBegeHo

MpoekT 6ecnnaTHbIX
noe3foK Ha TaKcM

(W
* 38 ropogoB NoaksItO4YeHo

* 1025 cemen nogko4eHO K NpoeKTy
» 26285 noe3nok coeeplieHo

rOOOBOW OTYET 2025

NMPOEKTblI POHAOA NPE3YJIbTATDbI2025TO4A

o!
n MpoekT appecHoi nomowm

» 283 nogoneyHblx NOAY4YUIN adpecHyro

nomoLb
* 45 TCP nepepaHbl B HOBble CeMbM

* 277 KoHCynbTaUMn Hemponcuxonora ana

24 neten ot 6 net

MpoekT MeagnUMHCKOM
nomouwm

* 51 nogoneyHbi Nonyymn MegnuUMHCKYo

NMoMOLLb

* 37 peTtey NpoLwusiv NosiHoe MeguLmnHCKoe

obcnenoBaHue

NudopmaymnoHHo-
npocBeTUTeNbCKas

gi nporpamma

» 2000 ny6nukaunm 8 CMA
* 14 penopTaxen Ha TB

* 17 3¢dpmpoB. Ha pagmo

* 10 nogkacTtoB

26



BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

NPOEKT NOMOLWW BEPEMEHHbIM XXEHWWWHAM, OXKUOAOLWUM
PEBEHKA CYCTAHOBJIEHHbIM JUATHO3O0M SPINA BIFIDA

BnaroteoputenbHbin  doHp «CnvHa 6udurpa»  OKasbiBaeT MOMOUWb B
COMPOBOXOEHNN 6epeMeHHbIX KeHLIMH C YCTaHOBIeHHbIM OMarHo3oM spina
bifida y nnoga.

Spina bifida nnu rpbixky CIMHHOroO Mo3ra MoXHo yBugeTb no Y3W ¢ 11 Hegenu
HbepemMeHHOCTH.

Ha 24-26 Hepene ©6epeMeHHOCTN MOXHO MpOBeCTM BHYTPUYTPOOHYHO
onepauuto, TeM CaMbiM MAaKCUMabHO CHU3MB OCNOXHeHNA Yy Mmanbiwa. CaenaTtb
Takyto onepaumto no OMC MOryT onbITHbIe Bpayn B MepuMHaATaIbHbIX LleHTpax
MockBsbl 1 MockoBCcKOW obnacTu.

®oHO okasbiBaeT MHCbOpMaLLI/IOHHyI-O, ncnxonorm4yeckyro, LpnOn4ecKyro
nogaepXxkKy, a TakxXe agpecHyto nomMoLlb.

B 2025 roay mbl nomornu 63 6epeMeHHbIM XeHlWuHaM, U3 Hux 19
6yAywMM MaMaM Mbl OKasanu appecHyro nomoub n 18 xeHwmHam

omaTwin MeaMLUMNHCKYIO NOMOLLb

27

63

6epeMeHHbIe XXeHLNHbI
nony4unuv nomouyb

10

BHYTPUYTPO6HbIX onepayuia
6b1n10 NpoBeeHo npu
nogpaepxke ¢oHpa

29

MNafeHLleB NoABMNOCh
HaceeT B 2025 ropny
B conpoBoXaeHumn poHga

rOOOBOW OTYET 2025




BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

rOOOBOW OTYET 2025

NMPOEKT NOMOLW W BEPEMEHHbIM XEHWWHAM, OXXUO AWM
PEBEHKA CYCTAHOBJIEHHbIM AUATHO3O0M SPINA BIFIDA

flHa: «Mbl BMecTe yXe MoyTn NATb NieT, U3 HUX YeTbipe — MYX M
xeHa. Moyt cpasy pewmnnm, 4To XOTUM AeTeil, HO CNycTA Noaroga
NONbITOK MOHANMW, YTO-TO He TaK, MNpoOWAUM MHOXeCTBO

obcnepoBaHunii, 06HapyXunu HekoTopblie Npobnembl U Hayann Hap
HUMK paboTaTb. A cnycTa ABa C NONOBUHON rofa yBuaenm 3aBeTHble
ABe NMOJIOCKM Ha TecTe».

Ha 20-1 Hegene bepemeHHoCTM AHa 13 Pecnybnukn Benapycb y3Hana, 4toy ee
Marblwa «spina bifida».

«[epBoe, 4TO A ycblWwana oT Bpaya: ‘BaM HyHO npepBaTh 6epeMeHHOCTL”. A
MOTOM OH Ha3Ban guarHos — spina bifida. Mbl ¢ MyeM HUYero He MOHWUManw,
NPOCTO He MO BOCMPUHUMATb HUKAKYO MHOpMaLMIO».

Bpaun HacTamBanu Ha npepbiBaHWM, HO CceMmbsA pewwuna bopoTbcs. Hagexpga
NOABMIACh NOC/e KOHCYbTaLMM C reHeTUKOM, PacCKa3aBluer O BO3MOXHOCTU
BHYTpPUYTpPOBHOM onepaunmn.

«OHa Oblna nepBoW, KTO Aan Ham Hagexnay. CneumanucT ckasana, 4To BCe
MOeT CJIOXKMTbCS CaMbIM JIy4ylWnUM 06pa3oM, ecsim MHe YCrnelT MpoBecTu
YHWUKasbHY BHY TPUYTPOBHYO onepaumio. brarogapa e Halw Masnbil pognTcs
6e3 cepbe3HbIX MaTOIOr M U CMOXKET XKUTb MOSTHOLL@HHO ».

C nomouwpbio doHpa «CnvHa budwuga» AHa nomana K M3BECTHOMY XUPYPry
Omutpuio 3nHeHko. Onepaumsa B ueHTpe uMM.KynakoBa nmpowna ycnewHo. 8
MapTa y AHbl pogunca cbiH JTeoH. Manbiw XOpoLwo pa3BmMBaeTCs, ero OBuxXKeHna
COXpaHeHbl, a Bpayn YAMBAAIOTCS TakMM ycrnexaM. Bcs ceMbs cyacTimBa U
[enaeT BCE A4 ero 30opoBbS.
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BIIATOTBOPUTESIbHBIV @OH[, «CMUHA BUDUA» rOOOBOW OTYET 2025

MPOEKT NOMOLL BEPEMEHHbIM XEHLWHAM, OXKU[ AWM
PEBEHKA C YCTAHOBJIEHHBIM IVArHO30M SPINA BIFIDA

YT06bl CNAcTV [0O4Yb OT MOCAeACTBUN TAXESIOM MaToNOrMMU NMO3BOHOYHUKAE —
CnNunHa budnaga — Mapus yneTtena B MockBy, rge eé MasbllKy npoornepupoBani
MPAMO BHYTPU MaMMHOr o0 u1BoTal Tenepb 3Ta UCTOpUA — Hagexaa ona aApyrux
YeHLLMH 13 permoHoB.

«— fl nexana Ha KyweTKe, a BOKpyr moHutopa ¥ 3 croanmn spaum n
03aja4yeHO CMOTpenu Ha 3KpaH. Monya nepernagbiBanucb, a NOTOM
OAMH U3 HUX coobwun, uto 6epemeHHOCTb NpupAETca npepsaTb. Y
nnopa — TAXEnaa natonorma!» — npuneyatan epay u Mapus
3abbina, KaK gbiWaThb.

«— B BbInUcKke, KOTOpyw pAanu B MNepuUHATANbHOM LeHTpe B
NpkyTcke, 6bin gnarHos: spina bifida (cnuna 6udupga). Bpaum Bce
KaK OfAMH roBOpW/MN, YTO 3TO He NeuuTcs, a pebeHoK obpeueH Ha
myyeHus. Ho a He xoTena cpaBaTbes. Pewnna nckatb uidpopmayumio
CaMOCTOATEJIbHO,» — paccKasbiBaeT Mapus.

yCTpaHMTb CTpallHble nocnencTenA 3abo0M1eBaHMA MOXHO Xpyprmveckmnm
nyTem: nNonacTb Ha onepauno NOMOraroT B 6J'IaFOTBOpMT€J'IbHOM CbOH,D,e «CnuHa
6MC|DI/I,D,a». OHa no3BOHMIA HaM B TOT e OeHb 1 ydJibllalla CaMble BaXXHble B
TOT MOMEHT C/I0Ba: He 0TYaMBaUTeChb, WAHC ecThb!

B doHpe Ha 3asBky Mapum oTpearnpoBanun onepaTBHO — Befdb KaXAblM OeHb
6bin Ha cuety! MMomornm KynuTb OuneTsbl 4o MockBbl, NpoBenn geTasibHoe
obcregoBaHve 1 No UTOraM NpenoxXunm Mapum BHy TpUy TPODBHYO onepauuto.
Manbiwka pognnack U Nonyynna HeobxognumMyr MegnuUMHCKY MNOMOLLb, a 13
POAAOMA BbINMCAaNack NOMHOCTLIO 3gopoBon!
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BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

33

286

AeTell BK/IIOUYCHO B
NpoeKT

128

cemeli Benocb ¢ 6epeMeHHOCTH

71

HOBaA ceMbsA nNpucoeavHUnach

rOOOBOW OTYET 2025
MPOEKT PAHHEIO COMNMPOBOXAEHUA JJ,ETEI?I OTOAO3JNIET

PaHHee oeTcTBO — 0COobbIN BO3pacCT. 370 nepmon akKTUBHOIO Ppa3BUTUA Masibllla
n CTpeMnTesTIbHbIX n3MeHeHun. Y pO,D,VITEJ'IeVI BO3HWKaeT MHOXeCTBO BOMpPOCOB,
MHOr Oa Tpe6y€TCFI CpOYHaA MeONUMHCKaA MOMOLb. Kak no3aboTutbca o
rMaBHOM N He YNYCTUTb BaKHoe?

OyeHb Ba)XHO, 4YTOObI Ha 3TOM 3Tamne ceMbs MoJlyyYasra MaAKCUMASbHYHO
NOAAEPXKKY CO CTOPOHbI CNeunanncToB U poanTesbckoro coobuiectra. Cenvac
B HaweMm oHAe ManbiWwn 4o 3 feT MOryT NPUHATbL y4YacTue B npoekTe PaHHero
conpoBoxfeHuns geter ot O go 3 neT, KOTOpbIM Anuacs 0o ceHTsbpa 2024
roga npu noppep)ke rpaHTa bnaroTBopuTenbHoro doHpa “AbcontoT-
Momouwb”.

DTOT MPOEeKT HaluesleH Ha CUCTeMHOoe COMPOBOXAeHWe cemeln geTeun Co spina
bifida go 3 ner.

CembAM  OKasblBanacb  afgpecHas, lopuamyeckas,  MNCUXOSIormyeckas,
MHOPMaLMOHHAA, COLMANbHAA NOgAePXKKaA.
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BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

NPOEKT PAHHEIO COMPOBOXAEHNA BETEN OT 0 10 3 JIET

XunTtenbHuua Mepmckoro kpasi, EkaTepuHa, BO BpeMsi bepeMeHHOCTU Yy3Hana,
YTO Yy ManbllWa BPOXKAEHHbIM MOPOK Pa3BMUTNA MO3BOHOYHMKA — CMUHA brudmaa.
cnyraBwmch NporHo308 Bpayven 0 TAXEesbIX NoCefCcTBUAX U He CNpaBUBLLUUCH
CO CTPaxoM, OHa 0TKa3anacb OT pebeHka B pogaome.

HecsaTb OHen — BCe TO BpeMsa, YTO Jiexana B 60/bHMUE C [goyepbto, —
EkaTepvHa MeTanacb Mexpdy CTPaxoM M MaTepuHCcKMM ponroM. W cTpax
nobegun. XeHuwMHa nMpuUHANa pelleHMe, O KOTOPOM cenyac Tsxesno
BCMOMMHATL: MOANMCana 0TKas oT Jgo4epu.

OQHaKo, BepHYBLUMCb JOMOW, KEeHLIMHa He CMOr/la XWUTb CMOKOMHO. YBUAEB B
couceTax nHdopMaumo o cbope cpefcTB Asst OPOLIEHHOM OeBOYKM M MOSy4nB
nognepxky oT 6narotBopuTenbHoro cdoHpga «CnvHa 6uduaa», EkatepuHa
pewuna BepHyTb pfodb. PoHO nomor ¢ odopmieHMeM [OKYMEeHTOB W
opraHusaumen nevyeHns.

«CeMyac A yXXe He NpepacTaBnAl CBoell XuU3Hu 6e3 Hee. [lna meHsa
Kciowa — o6biuHbIN pebeHOK, TaKol XXe, KaK BCce», — FOBOPMUT
ExkatepuHa.

KaTsa xxaneert Tonbko 06 ogHOM — 4YTO Ucnyranacb Torf4a, oTKasanacb
OT AOYKU U ee MaNnbillKa HeCKOJIbKO MecsleB npoBesa B 60sbHuLe
opHa.

«Ecnun 6b1 MOXXHO 6b1/1I0 BepHYTb BpeMs, HM 3a uTO 6bl He cgenana
3TOro», — roBOpUT MamMa.

rOOOBOW OTYET 2025




BIIATOTBOPUTESIbHBIV @OH[, «CMUHA BUDUA» rOOOBOW OTYET 2025

NMPOEKT NOMoOLUN AETAM-CUPOTAM

AeTeii-cupoT obpenu
cembio B 2025 rogy

Muccma doHOa M npoekTa 3aKl4vaeTcAa B TOM, YTOObl YBeMYUTb LIAHCHI
AeTen-CMpoT, a 3aTeM W MOMOoAbIX B3POC/bIX Ha MOSMHOLUEHHYK XW3Hb B
obuwectBe. [103TOMY BaXKHO KakK MOXHO paHblue BK/IOYaTb AeTen-cMpoT B
npoekT nomowwm ¢oHga. B 3ToM cnydae WaHCbl HAaUTU MNPUEMHYK CeMbio
Be/IMKKW, a npobnembl CO 300pOBbeM Manbilwa ewe He ycyrybunuco
npebbiBaHWeM B Yy4YpexXAeHWW 1 BTOPUYHOM WHBanugusauuven. Yem mnaguie
pebeHoK, TeM Bosblle BO3IMOXHOCTer NPaBUIbHO 3aN0HUTb MHOWMBUAYANbHbIN
nnaH peabunutaumm wn abunutaummn WIMPA © nogobpaTb TexHWYeckume
CcpencTBa peabunmTaumm.

B pamkax npoekTa:

1. Momoraem pgetam-cupoTaMm co spina bifida HanTn cembro. PaspaboTaH
aBTOPCKMM OHNavH Kypc «llkona npuemHoro pogutensa pebeHka co spina
bifida» B pamkax MHcTuTyTa Spina Bifida, cywecTByeT cneymanbHbin YaT Ans pe6eHKa-cmpoTbl noAyuYnnm
KaHAWOATOB M MpUeMHbIX poguTenen ansa obMeHa onbiTOM U HAaCTaBHNYeCTBa. MefULUHCKYIO MTOMOLLb
2. Yny4dwaeM KayeCcTBO >XM3HM W MPOBOAUM MPOMUIAKTUKY BTOPUYHBIX
OCJIOXHeHNN y feTen co spina bifida B yupexxgeHnsx.

3. ConpoBoxpgaeM pebeHka co spina bifida B npnemHon cembe, nomoraem c
MeLMKO-COLMaNbHOW afanTaumen B HOBOM CeMbe, Nocsie Yyero pebeHoK n ero
CeMbs MOSTHOLLeHHO Y4aCTBYHOT BO BCeX NPOeKTax 1 NporpamMmmax poHaa.

4. PacckasbiBaeM o0 3aboneBaHun, obyyaeM COTPYAHUKOB [OeTCKMX
yypexpeHun, BedemM  MHPOPMALMOHHO-MPOCBeTUTeNbCKYD  paboTy B
npodeccnoHanbHOM cpege M B obuwecTBe, yyacTByeM B [esiTesIbHOCTM
0b6LeCTBeHHbIX OpraHuMsaumm un obbeguHeHWn B 06MaCTUM  COUMANbHOMO
CUPOTCTBA, CEMeNHOro YCTPONCTBA M MPUEeMHOr0 poanTenbCTBa.

22

pebeHka BepHynuCh
B KPOBHYIO CEMb}O
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BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

rOOOBOW OTYET 2025
NMPOEKT nomMmouwu AETAM-CUPOTAM

— Doporoii, 1 6epemeHHa — JleHa cmyleHHO ynbibanach MyXy no
B COCBA3MN

— Tbl uTO, Tam B 601bHULE KOro-TO 3anpumeTuna? — Bagum engur
)XeHy HacKBo3b. 27 net cemenHomn XusHu, 11 geten — poAHbIX N

NpUEMHbBIX — cAenanu 3TUX Niofeil HaCTONbKO 6IM3KMMU, YTO OHMU
NOHMMAIOT U YYBCTBYIOT APYr Apyra 6e3 cnos.

— [Jaaaaa, — npusHaercsa JleHa — Ero 3oByT [luma. [iumouka...

— [OBeHapguaTtbiMm 6yger — 3acmeanca Bagum — Bce Mbl, 3HauuT,
6epemeHHbI

Kak Ouma Ha nany noxox! Mbl He ycTaem Kaxabl pa3 yaOMBIATLCA TOMY, Kak
NpveMHble 4eTu MOXOXW Ha CBOMX MpUeMHbIX poguTenen. [TocMOTpuTe Ha 3Ty
ynblbKy, B3rnag — KTO CKaxeT, YTO 3TO He pofHble Ntoam?! A Bedb elje Hef[aBHO
OHW [a)e He 3HaNM O CyLeCTBOBaHWUM Apyr APYTa..

24 anpens JleHa no3HakoMMIack C ManeHbkMM [MMOM B MOCKOBCKOM LieHTpe
«CnuHa Budurpar», rge ManbyMk M3 MPKYTCKOro [eTCKOro [oMa Mpoxogus
obcnepnoBaHue, a yxe 7 mMasa [OuMa nonpowancs ¢ Apy3bAMU U B3POCSbIMK, C
KOTOPbIMW OH NpoBes nocnegHune rogpl. [lonyymncs oveHb AyLWweBHbIM NPa3aHKK
C Wwapukamu n cnagoctamu. lNotom [dumka, nana n Mama noexann Ha 03epo
Bamkan. MoToM netenn Ha camoneTte 13 VipkyTcka B HoBocnbupck. MoTtom Ha
noesge fo Apocnasns. Jomon.. A B ceHTsibpe [drma nowesn B nNepBbln Knace, B
KONy ero 0TBes v pognTenu.
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NPOEKT NOMOLWN AETAM-CUPOTAM

Bble3gHble MeponpuaTus

doHA cTapaeTcsa 0Ka3blBaTb CMPOTaM He TOSIbKO MeAMLMHCKY NMOMOLLb, HO U
noMoraeT COUMANM3UPOBATLCH. YKe HeCcKoNbKo fleT AeTu M MOAPOCTKM K3
CUPOTCKUX YyUpexpeHu MpUHMMAOT y4yacTue B Bble3[HbIX MeponpuaTUA
doHpa. Tak, BaHs M3 MOCKOBCKOro AeTCKOro AoMa MNpPWHSAA yvacTue B
CMOPTUBHOM Narepe, KOTOpbIM Npoxoaun B Mockse, rge Hayymnca BrageTb
TEeHHUCHOW pakeTKOoW, YKOM, panunpom, nonpoboBasn ceba B TaHLAX Ha KOMACKe
N MeTaHUU KOMbA.

A HukunTta n3 Opnosckor 06nacTu Hallen HOBbIX Apy3er B narepe «Pasgonbe»
nop CankT-MeTepbyprom, rge npowen 4Yepe3 o0b6psn KpeleHwus K obpen
KpecTHyt MaMy. TaM ke cOblflack ero JaBHAA 3aBeTHasA MeyTa — OH NoObIBas
Ha Urpe ceoemn NtbUMon dyTOONBbHOM KOMaHObl « 3eHUT».

«Buepa y MeHs 6bin cambiii Ny4wWwMIA AeHb B XXU3HN! Y MeHsA HakoHel-
TO ncnonHunacb meuta! A noHan, yto He Hago 6osaTca meuTtaTs. YTo B
YXU3HM BO3MOXHO Bce. Hapo npocTo cmeno natn HaBcTpevy meute. A
no6biBan Ha “lasnpom ApeHe”, yBugen maty “3eHuta” BXKuBYIO!

OToT KnaccHbin ciopnpus caenan ¢oHp “CnuHa 6ucdupa”. OrpomHoe
cnacubo 3a HeBepoATHble 3Mouun. Bbio oveHb KpyTo!» — Hanucan
HukuTta Ha cBOeI CTPaHNYKe B CcOLCeTAX.
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BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

CEMEWHbDbIN BbIE3

C 6 no 15 aBrycTa coCTOS/ICS CeMelHbIV Bble3f C eTbMU B YXOBHO-TPYLOBYHO
noe3gky npu Xpame B Pazgonse nog CaHkT-MNeTepbyprom.

Ha 3T1oT pa3 B Pasgonbe npuexanun cembu 3 Mockebl, MockoBckom, TBepCcKoOm U
Opnoeckoun obnacten — Bcero 13 geter n 9 conpoBoXAatowWmx. YKe C nepsbix
YacoB MeponpuATUSA Havanack ApYyKeckad, Tennas aTMocdepa: pacceneHue,
NepBbIM YXWH, 3HAKOMCTBO, MosiebeH, a Be4yepoM — TpaguLMOHHAS CBeyka Yy
KoCTpa.

Kaxabi geHb HaumHanca ¢ 3apagku, AeTu Nenunn CBou Mnepsble n3genvsa B
FOHYapHOM MacTepckoM, obWanmucb C MCUXOSIOrOM, a TaKXe MornsaBann Ha
KasipaHax.

Bo Bpems Bblezga pebsT xpanum apT-Kaacchl, TPyAoBoOe BOCMMTaHMe (MomoLlb
Ha KyxHe), KaTaHWe Ha camax, MacTep-Knacc No CO3AaHnio Urpyliek, cTpesbba
M3 NyKa, TaHUbl, KOMaHAHbI UTPbl M KaTaHMe Ha XacKu.

Kaxgbiv Beyep BCce cobupanunch y KOCTpa, rae 4enunmcb CBOUMU OTKPbITUAMM,
pPafoCTAMU N TPYAHOCTAMM OHA.

B ogvH M3 OHeW y4aCTHWUKK Bble3ga CMOraM noceTuTb yTOONbHLIM MaTy
Mex Ay KOMaHOaMun «3eHnT» — «PybuH» Ha cTaguoHe «[a3npom ApeHa».

43

rOOOBOW OTYET 2025




BIIATOTBOPUTESIbHBIV @OH[, «CMUHA BUDUA» rOOOBOW OTYET 2025
NMPOEKT nomMmouwu AETAM-CUPOTAM

BonbHUYHDbIC HAHMN

B Bble3gHbIX MeponpuATUAX U B BONbHMLLAX CMPOT Yallie BCero COnpoBOXAAOT
HalwW HAHW. [Janeko He Bcerga y CMPOTCKUX YyYpeXOeHWN eCTb BO3MOXHOCTb
AaTb Nofdone4yHoMy conpoBoxaatowero. A Begb pebeHky co spina bifida nopown
Hy>Ha MOMOLb [aXe B CaMblX MPOCTbiX ObITOBbIX Bewax. M, 4To He MeHee
BaXHO — NCUXoN0ornyeckas nogaepxka. Begb oueHb 06naHo, Korga Tbl OAMHOK,
a cemMeMHoOMy pebeHKy Ha cocefHel KOMKe MaMa U KHWUXKY MoYuTaeT, U Ha
PaHKY noAayeT, 1 NOAry3HUK NOMeHseT, U MecHto cnoeT. Halm HaHKW cTapatoTcs
OKPYXaTb CUPOT TaKOM e HeXHOCTbo 1 3a60ToN, YTOObI OHM He YyBCTBOBASIM
ceba obgeneHHbIMU.

60NbHUYHbBIX HAHb COMPOBOXAAN AeTen-CMpoT
npw rocnutanmsauum B 2025 rogy
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BIIATOTBOPUTESIbHBIV @OH[, «CMUHA BUDUA» rOOOBOW OTYET 2025

NMPOEKT NOMoOLUN AETAM-CUPOTAM

®doTorpad/enpeorpac sonontep [3H Ltonby:

Y>e Heckonbko neT [13H nomoraeT hoHOY CHUMATb AeTen ans Toro, 4tobbl y
KaHOWAATOB Obl1a BO3MOXHOCTb YBUAETh CBOero byayliero pebeHka.

«H HMKOrga He 3afyMbIBanCA Hag TeM, 3a4eM A 3TO Jeflakd — 3a4eM efy B
LeTCKUM AOM UK BOSbHULY WU CHUMAo CMpPOT. poCcTo COBbITUA B KU3HU
Kak bygTo camm cobom cknagpiBatoTca. MHe 3BOHAT 13 poHAa: «[3H, Hago
cHATb cnpoT B [lepmckom Kpae». Wnu B HApocnaeckon obnactu. Vnu B
Mockse. Hy, Hago, Tak Hago. A 3Hato, YTO MOTOM 3TK oTorpadum nnm
BMOEOPOSIVKN CMOTPAT KaHAMAATbI B MpueMHble pogutenu. VI s cMoTpro Ha
pebeHka B 00bBeKTUB, Kak OyOTO HEeMHOro rjla3aMuM  3TUX  CaMbIX
KaHOWAATOB. XouyeTcs, YTOObl OHW YBMAENM TO, YTO BUXKY A BXUBYH —
WCKPUHKY B rnasax Wau, HaobopoT, TocKy. YTO-TO, YTO MOCTYYMT B WX
cepaue.

OueHb BOOXHOBMAKT WUCTOPUM O «MOUX» CUPOTax, KOTOpble s WHOrAa
y3Hat. Hanpumep, npo CoHio n3 CaHkT-lleTepbypra. lNMprvemHaa Mama
yBUAENa POSNK, KOTOPbIA A CHUMas, U OyKBanbHO BAOOMIACh B OEBOYKY.
Cenyac CoHeuka y»e 2 rofa Kak B cembe.

Bbin cnyyan, Korga A cam MHALMMPOBAN Noesfky B AeTckuit gom. bunetos
Ha noe3pn He 6b1N0, @ HaAO BbINO CPOYHO MPUBE3TU AeBOYKY-CUPOTY XKeHto
n3 BopoHexka B MOCKOBCKYI OonbHMUY. Torga s npegnoxun npuvBesTw
pebeHka Ha MalwuHe. PaHo yTpoM »XeHbka, BOCMUTaTeNlb 4eTCKOro goma,
KypaTop MpoekTa M A Cenn B MalWHY W OTNpaBunncb n3 BopoHexa B
MockBy. B gopore cHuManu KopoTkune Bugeouctopuu. Tak »XeHto yeugena
ee OyayLlaa NnpvemMHas Mama, N 04YeHb HBbICTPo 3abpana AeBOYKY LOMOMW.

B KpyroBsopoTe fes CNoXHO HalnTX BpeMs, HO AJ1A NMo-HaCTOsLeMYy BaXHbIX
3aflay pecypcbl HaxoQATCs BCcerga. V ogHa 13 Takmx 3agay — caenaTth Tak,
4TOObI MOTeHUMasnbHble PoAUTeNnn Mockopee yBUAenu CBoero Gynyliero
pebeHka.»




BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

NPOEKT «OMALUHEE BUSUTUPOBAHUE »

PebeHky c pguarHo3som Spina Bifida TpebyeTtca ocobbii vHOMBMAOYaNbHbIV
nogaxon 4nsa aganTaumm B NPUBbLIYHBIX YCITOBUSAX.

[na noBbilleHns KayecTBa XU3HW cemelr 1 Nnoggepku passuTms pebeHKa co
Spina bifida B boHge peanunsyeTtca npoekT «[JomMaliHee BM3NUTMPOBaHME». Mbl
OpraHm3yem BO BCeX pernmoHax Poccum gomallHmMe BU3NTbI Y3KO HanpaB/ieHHbIX
CneyranncToB — 3proTepaneBTOB W (PU3MYECKUX TepaneBTOB, BrageoLmx
COBpeMeHHbIMU foKa3aHHbiMK (B EBporne n CLUA) meTogukamu abunmtaymm
[eTel CO CMMHHOMO3rOBOW rpbiXXen. Ecnv B BaleM pervoHe HeT cneunanmcTa
Hawero doHga, TO BWU3MT OypeT MNpPoOXoAuTb B OHMavH-copmaTte (Mo
BUOEOCBA3MN).

O6wasn uenb NnpoekTa «[loMallHee BU3UTUPOBAHUE »:

- pa3paboTKa MHAMBMAYaNbHOr O MapLpyTa obcnenoBaHNy;

- MOBbIWEeHNe YPOBHA CaMOCTOATeIbHOCTM pebeHKa B bbITy 1 urpe.
NpefoTBpaLleHne OCMOXHEeHUA, CBA3AHHbIX C HAPYLIeHUSMU OBUXKEHUA WU

nosbl.

- yKpensieHne cemMbn 3a c4eT 0by4eHns poguTenen HaBblkaM yXxoaa, 4oMallHen

Tepanuu, ynpaxKHeHUsM, TeXHUKaM No3nLMoHUPOBaHWSA, adanTauum cpeabl.
NoBbIlleHNe YPOBHSA WHMDOPMUPOBAHHOCTW poguTener o AuvarHose Spina

bifida.
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BU3UTOB COBEpLUCHO
B 2025 ropny

606

AeTel 1 B3pOoC/biX NoceTunum
cneymanuctbl poHAa

19

CneynanncToB B KOMaHae

rOOOBOW OTYET 2025




BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

rOOOBOW OTYET 2025
NMPOEKT «AOMALWIHEE BUBUTUPOBAHUE»

Momouwb 3proTepaneBTa noaam co Spina bifida BkntovaeT:

peleHve MNOBCefdHeBHbIX 33aday BO BpeMA eXefHeBHbIX PYTUH:
CaMOCTOATEeNIbHOI O NpUemMa MUK, TMYHON FUrMeHbl, OfeBaHNs U Opyrux;
-noabop UrpoBoOM AeATenbHOCTH;

Pa3BUTME KOMMYHWKATMBHbIX HaBbIKOB (nogbop anbTepHaTUBHOW U
[OMOSTHUTESIbHOM KOMMYHUKALMK);
-noabop v agantauma TCP 1 BcnoMoraTesbHbIX CPeAcTB;
- 0byYeHne TexHKaM nepemMeLleHus;
- pasBUTNE PYHKLMM PYKU;
- MeTOAbl OpraHn3aLnmn n aganTaunm cpegbi.

Momouwb husnyeckoro TepaneBTa nogsam co Spina bifida BknoyvaeT :
pa3paboTKy nMfaHa MapwpyTusauum ans npoduaakTUKM  BTOPUYHBIX

OCIIOXHEHWUN UK nocsie onepaumm;

- nopbop ABUraTeslbHOM aKTUBHOCTW NMPWU SIMLHEM Bece, TMNoguHaMumM n gns

PA3BUTUS CAMOCTOSTRIbHOT O ABMXKEHUS;

- 0by4yeHMe He3onacHo M 3dhdeKTUBHO UCMOSIb30BaTh TeXHUYeCKne CpefCcTBa

peabunutaumnm (xogyHKW, BepTUKANIN3aTOPbI, aKTUBHbIE KOSTACKW);

- pekoMeHZauunmn B nogbope perynapHbIX CMOPTUBHbBIX 3aHATUM A5 PAa3BUTUS 1

NoAAepXKaHWA PU3NYECKNX KaYecT.;

- TOMOLLb COMPOBOXAAOLLMM COXPaHUTb CBOE 340POBbeE.

pernoHoB noceTunnn Hallun
cneynanncTbel C BU3NTaMU
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BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»
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232

nogoneyYHbIX NoNy4NIn
appecHyo noMoLyb
B2025rony
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ﬂOAOI‘IQ‘IHbIﬁ nonyuun
MeAMLUMNHCKYIO NOMOLb

35

TCP nepepaHo B HOBbIe
ceMbu

rOOOBOW OTYET 2025
NMPOEKT AQPECHOU NOMOLLU

AppecHas noMollb — 3TO LesieBad NogfepXka AeTel M B3PpOC/ibiX CO spina
bifida B cuTyaumsax, Korga HeobXoAMMyK MOMOLULb HEBO3MOXHO MOMYyYUTb
MHbIMW cnocobamu. DoHO NOAK/YaeTCA TOYeyHO — TaM, rOe MoMoLlb
[eNCTBUTETIbHO KPUTUYECKM BaXKHa.

OcHoBHbIe HanpaB/1ieHNA Nognep>XXKun:

* TexHuyecknme  cpeacTBa  peabunuTaumm:  aKTUBHble  KOJISACKW,
opToM3genuvs, MPUCTABKM K KOJMIACKaM, BepTUKaM3aTopbl, BKIAOKM B
KONACKY, Beniocunenbl v TpULKUKIbI, NOAbeMHUKN 1 apyrue TCP.

* MepguumHckas nomowb U 0b6CcnefoBaHUA:  MefduLMHCKME  YCIyru,
BK/IOYAA KOMMeKCHble KoHcuiuymbl B LleHTpe «CrnvHa 6uduga,
AVArHOCTUKY, KOHCYbTalMn NpoduIbHbIX CNeLnanmncToB.

* JlormcTvka m CONpoOBOXAeHWe: onsata 6uneTos, TPAHCMOPTHbLIX YCyr
oA nogoneyHbix M goctaskum TCP, npoxuBaHMA M npoesfja Ha
COpeBHOBaHMS.

* [logpepxka B ObITY M yxoge: YCNyrM HAHW, CneuuanbHoe nuTaHue,
MeOULMHCKMe pacXodHble MaTepuans.

° PerynﬂpHaﬂ MaTepurasibHaA MOMOLb: TOBapbl I'IepBOI;1 HQO6XO,EWIMOCTI/I,
noary3HWKnM, KateTepbl, CpeCTBa YXO4a, KaJlIoNpneMHUKN.

* [Nopapku 1 6naroTBOpUTEsbHbIE UHULMATMBbLI NAPTHEPOB.

MpoekT appecHoV MOMOWMW SBASeTCH TUMOKMM WHCTPYMEHTOM MOALePXKKM,
KOTOpbIN Mo3BonAeT 6bICTPO W 3PDEeKTMBHO OTBeYaTb Ha peasibHble
NOTPeOHOCTN MOAOMEYHbIX N NUX CemMen, ynydwas KayecTBO XMW3HW 34ecChb U
cemyac.
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NPOEKT «YBEPEHHbIV BAJIAHC AJ1 BETEN CO SPINA BIFIDA»

Y petem co spina bifida cywecTBytoT npobneMbl C MNO3BOHOYHMKOM
(rmnepkndo3bl, rMNepnopAo3bl U CKOMMO3bI), Crlabble MbiWLbl CAWHBI (4acTble
onepauMM Ha CrvHy), npobriembl C OMOPHO-ABUraTesibHbIM  annapaToM,
(BONBLWNHCTBO HALIMX MOAOMEYHbIX AeTU — KOMACOYHUKK). [MpK 3TOM, HM3Kas
ABUraTesibHas aKTWMBHOCTb W OTCYTCTBUE (DU3MUYECKOM HarpysKM TOJIbKO
YXYALAeT nosoxeHue.

CnopTWBHbIA MNpoekT "YBepeHHbI bGanaHc pns petenm co Spina Bifida"
HanpaBfeH Ha ynyulleHWe KayeCTBa XW3HW JeTel C naTosiormen CrmMHHOMO
MO3ra, C MOMOLLbIO perynapHbIX 3aHATUA CMOPTOM.

B npoekT moryT BomTu pgeTu co Spina Bifida or 8 mecsues po 18 ner,

NpOXMBatoLWMe Ha TeppuTopunm BCcet Poccuu.

MpoekT «YBepeHHbIN HanaHc» nobbiBan Ha Bble3[HOM  CMOPTUBHOM
MeponpuaTn «CnopTuBHaA peabunutauma pnas getenm W MOMOOeXW C

AvarHosom spina bifida» 7-15 noHa 2025 r. B r.MockBa, rae Ha npoTsxeHnn 9
AHeu kaxgoe yTpo ans 30 geten Npoxoannu 3aHATUA B hopMaTe 3apagKu.
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TPeHUPOBKU NPOBeeHO

125

nogone4vyHbiX NpUHANIN y4yacTne
B MPpOeKTe

TpeHepa NPOBOAAT 3aHATUSA
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57

aKTUBHbBIX KONACOK
noJsiy4eHo ot
rocypapcrea

990

3anpocoB oT
noponeYyHbiX 3aKpbiTO

6 342

TCP nonyyeHo oT rocyaapcTBa

rOOOBOW OTYET 2025

NMPOEKT IOPUONYECKOW NOOOEPXKN

B paMkax topngnyeckomn nogaepskKn okasbliBaeTcs NOMOLLb:

* NpU3HaHMe MHBATUOHOCTK;

* nony4yeHne MHovBnOyansHOM nNporpammbl peabunmTaumm Uam abunutaumm
(MMPA);

* BbINAATbI M NbroThbl;

* CAHAaTOPHO-KYpPOPTHOE fleyeHue;

- obecneyeHne aBnabuneTamm K MeCcTy fle4eHns n obpaTHo;

- 6ecnnaTHoe NoslyYeHmne NeKapCTBeHHbIX CPefCcTB;

* MegunumHckme ycnyrm no OMG;

- MoNy4YeHme TexHN4Yecknx cpencts peabunmtauymm (TCP) nnmn komneHcaymm 3a
camMocToATeNbHO KynieHHble TCP;

- BOCTynHas cpefa (NaHQyc, 3N1eKTPonoAbeMHMK, PeMOHT JOPOTH, NeLlexXOoaHbIN
nepexop) Mo MecTy MPOXMBaHUS pebeHKa;

* MPOXOXAeHWe MNCUXosoro-Meamnko-negarorndeckon kommccum (MMIK) n
CO3[aHMe crneuranbHbIX YC0BUM ANA NosyyYeHuss 06pa3oBaHNA pebeHKoM C
OrpaHNYeHHbIMWU BO3MOXHOCTAMM 300POBbLS;

* 3a4mcreHne pebeHka B 0bpasoBaTesibHoe yypexaeHre 1 QOCTYMNHaa cpefa B
[OLIKOSTIbHOM U WKOJSIbHOM YUpexXaeHuu;

* XXMULLHbIe BOMPOCH;

* pelleHune Apyrmx BONPOCOB, KAaCatOLWMXCS MPaB NOgOMNeYHbIX.

«B aBrycre 2025 ropga mou cbiH JaHuun nonyumn KoMm@popTHyIO
Konacky ot CoumanbHoro <¢oHAaa, 6Gnarogapa nomowwu
sprotepaneBTa AHHbI Muxannoeubl u rwpucra d¢oHga "Cnuna

6ucupa" Anapbi Fa66acoBHbI.

Tenepb pe6eHOK MOXeT CMOKOMHO yYMTbCA B WKoNe ¢ KomcgopTom,
Ha yA06HOI KoNsAcKe C NOAXOAALUM pa3MepoM.

Cnacunbo ot Hac 6onbuioe Bcem!
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617

MHAUBUAYANbHBIX
KOHCY/bTau UM
npoBefeHo

pecypcHbie rpynnbl NpoBeAeHbl

nccnepoBaHus NpoBeeHO

rOOOBOW OTYET 2025
NMPOEKT NCUXOJTIOrMYECKON nomMmouwm

Crankmeasach ¢ 3aboneeaHvem Spina bifida, niogu ncnbiTbiBatOT CTpax nepen
Hen3BeCTHOCTbl. OHM MbITAOTCA HAWTWM OTBeTbl Ha HenpocTble BOMPOCHI U
HYXOakTCA B 0CO6OM NoAOepKKe Ha TAKOM CJTI0XKHOM My TH.

[MpoeKT NCUX0Norn4yeckor NOMoLM Co34aH Ansa Toro, 4Tobbl MPONTH 3TOT Ny Thb
BMecTe C nofgoneyHbiMu. YTobbl Ntogu C YCTaHOBMEHHbIM AMarHo3oMm Spina
bifida n wux cemMbu noONyYMNU KBANUMULMPOBAHHYIO MCUXOOrUYECKYo
No4Oep>XKy B TOT MOMEHT, Korfga OHa ocobeHHO HyXxHa. Hawa komaHga
nNpodeCcCcnoHanbHbIX MCUXOMOrOB CO34aeT MPOCTPAHCTBO, r4e MOXHO ObiTb
YC/IbILWAHHBIM, MOHATHIM U NOALEPXKAHHBIM.

KoMy Mbl nomoraem:

» [eTtn n B3pocnblie co Spina bifida

lNomoraem cnpaBUTbCA C MepexuBaHUAMKW, HaWTKM cebs, aganTUPOBaATbLCA K
XN3HW 1 0BpecTV yBepeHHOCTb B CBOUX CUMAX.

* YneHbl cembun niogen co Spina Bifida

MoppepvBaem BCO ceMmblo, paboTaemM C  TpeBOrow, BbirOpaHMeMm,
POONTENbCKOW YCTaNoCTblo, MOMOraemM HanaguMTb OTHOLWEHMS N HauTKn HanaHc
Mexay 3aboTom 1 cobCTBEHHbIMU MOTPebHOCTAMMN.

* bepemMeHHble xeHLWuHbI

ConpoBoxgaem B MPUHATUM pelleHnn Npu MOCTaHOBKe AMarHosa y nnoga,
COMPOBOXAaeM Ha My TU CTPaxa Y HeM3BeCTHOCTU B CaMbI CNIOXHbIN nepurog.

* bynyume npuéMHble poautenu

[OTOBUM K 0COBeHHOCTAM BOCMUTaHUA pdeTen co Spina bifida, oTBe4yaem Ha
BO3HMKAOLWMe  BOMPOCbl,  MOMOraeM  MOArOTOBUTbLCA  MOPaslbHO U
3MOLMOHANBHO.

* MepguuunHckmne paboTHUKM

[aem npodeccroHanbHbIM pecypc TeM, KTO eXedHeBHO MoMoraeT Halum
NOAOMNeYHbIM, paboTaem C 3MOLMOHANbHbIM BbIrOpaHMeM CrneLmanmcTos.

60



BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

NCNXOJIOIN - BOJIOHTEPDI

rOOOBOW OTYET 2025
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COdbA IO AUHA AHHA CTENAHOBA XAHHA YTKUHA
oL «fl npuwna B ¢poHA M3 UHTepeca K
richxonor cemenHbin, ncmxonor, NpPaKkTUKe M )XeNIaHWIO pa3BUBaTbCA
ananutecku, KIIMHIHeCKIA KakK ncuxonor. Ho B npouyecce pa6otbi
nepuHaTasbHbIN, ncuxonor
[eTCKMIA CUXOor 3TO CTaJNIo 4YeM-TO 60nuu:/m. A Buxy,
KaK BaXXHO AN poauTeneit ocobeHHbIX
BANEPUA TAPAHOBA UPVHA AHHA KOCMUHA Aeten 6bITb  YCNAbIWAHHBIMU, He
KPBAHOBA

Hemponcmxonor,
KNWHNYECKUIM NCUXONOor

medaror-ncuxosor,
apT-TepanesT

NCUXONOr, MCUXOOr
oA nap

OCTaBaThbCA OAMH Ha OAMH CO CBOMMM

nepeXxuBaHuAMM.

Pa6oTa c cembaMM, rae ecTb AMarHos
cnuHa 6udmpga, nokasana MHe,
HaCKOJIbKO LieHHa TMNofAepXKa u

OJIEr B OXANKOB AHOPENTYPBUY , Qgsgﬁggf\ﬂ nHdopmaymua — Korga o 3abonesaHnm
MCUXOMOF, CBALLGHHMK KPU3UCHbIN NCUXONOr FOBOPAT OTKpbITO, OHO nepecraer
HCAXOAOr 6bITh Taknm nyralowmum n
HeU3BECTHbIM.
MHe BaXXHO 6bITb PAAOM B 3TOT MOMEHT
. — noMoraTth pOAWUTENAM HaXOAWUTb
CEPFEN FYPbEB ?gﬂgm(% AHHA YMHOBA onopy, CNPaBNATBCR C TpeBoroi W
HCUXONOT - MpoBOKaTUBHbI YYBCTBOBaTb, YTO OHM HE O[HMN.
KOHCYNbTaHT neaaror-ncuxonor, ncyMxonor
npodopreHTonor
TATbAHA MAPUA AEMUL0BA ENIEHANOTAMOBA «Cypnbb6a ceena meHsa ¢ coHaom un 1
BOBEPOBCKAA KAMHUYECKMIA, CeMeHbIA, KAVMHUYECKUM CYMTaloO 3TO CBOEN MUccmemn»
" . ncuMxonor, KaHanaaT
MCUXOMOF, HE KIVHUYECKMIA nepuHaTanbHbIi 1 nanqinelinaiinmy
ncvMxoTepanesT ANA penpoayKTUBHbIN HAYK

B3POCSIbIX, CynepBmn3op

ncmxonor




BIIATOTBOPUTESIbHBIV @OH[, «CMUHA BUDUA» rOOOBOW OTYET 2025

NCNXOJIOIN - BOJIOHTEPDI

‘L : HATANNA BANEPUA

«fl ABNAOCb AeTCKUM M NOAPOCTKOBLIM Ncuxonorom ¢oHAa yxe /| AHOPEEBA KOBAJIEBCKAA
noutu 2.5 roga. Buxy cBoe npepHazHaueHne B noMowM feTamM, 5 3
NOAPOCTKAM U MOJIOABIM B3POC/IbIM B CTAHOBJIGHUM U NOHMMaHUM MpaKTUKyown ricnxonor, Aerckum
ceba, 0co6eHHO TeM KTO CTONKHYyANCA ¢ TpyaHocTamu (B Tom nenxonor neuxonor
uucne pusnueckumMn)»

MAPUHA ONNA WNAXTUY

AKYBOBCKAA

MCUXONOr-KOHCYIbTAHT
NPaKTUYeCKNIN 1
KPU3NCHbBIW NCUXO0T

«Paboty Bonontepa B BnaroreoputensHom c¢oHge A owyuwaro <_
KaK 4acTb cBoeli npocgeccnoHanbHoOl ugeHTMYHOCTU. MHe ans | | AHHATAMBAPOBA
YCTOMYMBOro BHYTPEHHero CoCTOAHUA Heob6XoanMO OKasbiBaTb ' .
NOCU/IbHYIO MOMOLLb NOAAM, 0CO6EHHO OCTPO HYXAAKWMUMCA B
NCUXONOruYecKon nopAepXKe U NpUHATAW, Befb A NpUINa B
nomorasouyto npoceccuro»

EJIEHA KYJINKOBA

| KIVHUYeCKni 1
nepuHaTanbHbIN
ncuxonor

NCNXONOr-KOHCYJIbTAHT

CBETJIAHA JALEKO UPUHA KYPATOBA

KIIMHUYeCKnM
ncmxonor

OeTCKUM NCUXonor

«Y MeHs caMoro cbiH co cnuHa 6uduaa, noHumaro cneyuduky u
Mory mnomoratb B3pocnbiM noaaMm (6onbHbIM, popuTenam,
COTPYAHWKAM) CNpaBAATbCA C NepeXXMBaHMAMMN U XXN3HEHHbIMU

HeB3rofamMm, B CBOe BpeMsA HAalla CeMbA MNONYYMsIa MOLLHYIO
nognepXKy ¢poHma M ANA MeHA OKasaTb B3aMMHYIO NOMOLLb NCHXONOrOB-BONOHTEPOR B KoMaHae doHaa
NPOCTO eCTeCTBEHHO»
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NPOEKT MEQULIMHCKOW NOMOLLU

BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

MpoeKT HanpaBneH Ha To, YTOObLI AeTn 1 B3pocsble co spina bifida nonyyanu
CBOEBPEMEHHY0, KaYeCTBeHHYO 1 MPodeCcCUOHaNbHY0 MeAULIMHCKYO MOMOLLb.

MbI NOHMMaeM, 4TO NpaBUIbHAA MApLIPYTU3aLMA ABNAETCA OCHOBOW 300POBbS,
Pa3BUTUA U NPOMUNAKTUKM OCITOXHEHWA. [T03TOMY B paMKax MnpoekTa Mbl
nmoMoraeMm cembAM pa3obpaTbCA, Kakme CneumanmcTbl HyXHbl, r4e X MOXHO

noponedHeIn nonyHnn HalTV M KaK perynapHO KOHTPOMPOBaTL COCTOAHMUE pebEHKa.

MeAVLMHCKYIO NOMOoLb

«Komanpa donpa «Cnuna 6ucpuga» nomorna Moemy CbiHy NOAYUUTb
Heob6xoanmoe obcnepoBaHue, nocse obcnefoBaHMA HaM Ha3HaAYUAU
AaTy onepayumn U CbiHa NpooNnepupoBaNn.»

«bes3 c¢oHpa a 661 HUYero He cMorna caenatb cama. W cnacnbo 3a o,
4YTO HanpaBnseTe K BpayaMm Ha o6cnepoBaHnsA, NOTOMY YTO B Hawei
Pecny6nnke Bpaum 0co6o HMuYero He 3HAKOT O AMarHose Moero

noAoneYHbIX NpoLWn CbIHa.»

KOHCW/INYM B Mockse
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BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

NPOEKT BECIMJIATHbIX NOE3AOK HA TAKCH

OpraHnzaums becnnaTHbiX Noe3noK A8 NogoneyHbix ceMen hoHOa B paMKax
coumanbHOM NporpamMmbl AHAEeKC «[ToMOoLLb pAgoOM».

O6bluHbIM feHb pebeHka co spina bifida, 310 — 6onbwoe KonNMYecTBO
nepeMeleHnn, HaumMHas C NoCelWeHns MeOULMHCKUX — YyupexgeHun U
NpOodUbHBIX CMEeUnannCcToB M 3aKaHUYMBas Noe3nkamMn B AeTCKUA caf, LKoYy
WNN Ha pas3BuBawWMe 3aHATUA. [lpyu 3TOM He Bcerga ecTb BO3MOXHOCTb
MCNONb30BaTh 0OLWEeCTBEeHHbIM TPAaHCMOPT. A eCc/iv y ceMbW HeT aBToMObUNS, TO
3TO CTAHOBMUTCA OOMOMHUTENbHON (DUHAHCOBOW Harpy3Kon. YacTo MMEeHHO 3TK
CNOXHOCTW ABNAKOTCSA NPUYMHOW NPOMYCKa 3aHATUN OeTbMU U, KaK CredcTBue,
YXYDLWeHMs UX COCTOAHUSA N Ka4eCTBa XU3HMW.

lNporpamma HAHpekca «[lomowb pAgOM» MO3BOSIAET MOMOYb MOAOMEYHbIM
cemMbsiM poHAa HecnnaTHO goexaTb Ha TakCK OO0 Bpayeu, Ha peabunuTauumio, B
WKOMY UM OeTCKNIM caf, Ha BOK3as UM B a3ponopT.

Mama Aprtema: «OrpomHoe cnacubo c¢oHpay «CnuHa 6udupa»,
AHpexc Takcu, cnoHcopam n npoekTe "Momowb pagom”!

Bnaropgapsa UM, Moi1 CbiH UMeeT BO3MOXXHOCTb NoCeL,aTbh TPEHUPOBKY
no c¢yTbony, nnaBaHuO, YyYUTbCA B LIKOJNe U LIKONE MCKYCCTB,
nocewatb 6onbHULy u nonuknuHuku. N Bcé 3to 6bicTpo, nerko u

6ecnnaTHo.

B nro60i1 MOMeHT npocTo Bbi3BaTb TaKcu. Ecnu 6b1 He 3TOT NpoeKT, TO
Mbl cugenu 6bl C CbIHOM AOMa B YeTbIpéX CTeHaX, T.K. aBTo6ycbl
NpOCTO He NpucnocobneHbl AN KONACOYHUKOB Yy Hac B PocToBe-Ha-
JoHy. Be3 Takcu Mbl 6b1 HUKYla He CMOT M yexaTb.»
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1025

nonb3soBaTtenen
NoAKJIOYeHbI
K NPOeKTY

26 285

noe3foK COBepLUeHO
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14

NoToKoB oby4yeHus
npoBefeHo

KYpaTopoB Benu
obyueHne

578

cnywaTenen npownm
obyuyeHue
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6 KypcoB [O/is Bpayeh U AOpyrux
CrneymanucTos:

1.

Kypc no paHHeMy pa3BuUTUIO
feten co spina bifida pgna
cneunanucToB

[NpeHaTanbHaA ynbTpa3ByKOBas
AWAarHocTuKa BPOXAEHHbIX
nopokoB passutua LIHC nnoga

lNepBble ABUXeHUA n
TexHu4yeckme cpefcTBa
peabunutaumm gna getem ot O
Jo 3 net

YBepeHHbIn HanaHc ona geten co
spina bifida

MNnaBaHve pns geten co spina

bifida

Mcuxonornsa Ons cneuvanmcTos,
paboTatolwmx C 4eTbMn CO spina
bifida

rOOOBOW OTYET 2025

MHCTUTYT SPINA BIFIDA

3 Kypca ans poguteneu:

1.

PaHHee pas3BuTWe Ons geTten co
spina bifida pgns poguTtenen
AeTewn co spina bifida

HepeMeHHbIX
natonorue

Kypc  Aansa
yCTaHOBJIEHHOW
nnopa spina bifida

c
Z

UWkona npuéemHoro poguTtens
Ana pebeHka co spina bifida

Kypc ana cotpyaHukos HKO

1.

Kypc no paHapansmHry
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BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

MHCTUTYT SPINA BIFIDA

B pamkax VHcTutyTa Spina Bifida B TeueHun roga npoxogusv O4YHble
npakTuyeckne cemuHapbl «[lpeHaTanbHas YynbTpa3ByKoBas AWArHOCTUKA
BPOXOEHHbIX MOPOKOB Pa3BUTUSA LLleHTPaIbHOM HEPBHOM CUCTeMbl» AN Bpaden
aKylwep-ruHekonoros v Y3M-gnarHocToB B permoHax.

CeMmunHap npoBoaunn 3KkcnepT OHAOA, K.M.H., CTApPLWMMA HAyYHbIA COTPYOHUK
HMUL  wm.B.M.Kynakoea JlmnusHa AHaTonbeBHa YyryHoBa, KoOTOpas
pacckasbiBasa o0 cneyndmke oUArHOCTUKM CNMHA BUdraa n NOPOKOB Pa3BUTUA
HepBHOW TpyOKW, [O.M.H., 3aBegyloWWn OTHAeneHveM YNbTPa3BYKOBOM W
dyHKUMOHanbHoM gmarHocTukmn Proy «HMUL mm.B.M.Kynakosa KocTrokos
Kupunn BuTanbeBuy, KOTOPbIA pacckasbiBaa 0 cNocobax paHHero BbiABIEHMA
CNWHa Budmaa 1 nogenunacs onbiTOM BHYTPUYTPODHbIX onepauunin, a Takxe
NpeacTaBUAM MHTepPeCHbIe KNMHNYecKre Cyyau.

PykoBoguTenb npoekTa nomowwn bHepemeHHbIM Mapraputa MwuxannosHa
HuKkywmHa npeacTaBnsna cnywartenam JokAag 06 0CobeHHOCTAX CoobLeHns
AVAarHo3sa npuv npeHaTanbHOM OUAarHOCTUKM U COMPOBOXAGHNN HepeMeHHbIX U
MfagdeHueB B npoekTax hoHaa.
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OUHbIX CEMMHapOB B 6
pasHbIX ropogax
npoeefeHo

300

cnywartenei NoceTUIN CEeMUHapbI

cneynasincrta-3KcnepTa
Bble3)XaJiu B peruoHbl

rOOOBOW OTYET 2025




BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

228

noAoneYHbiX 3aHMMAKOTCA
CrnopToMm

284

CeKum apanTBHOro cnoprta
BOCTYnNHbI ANA NoAOMNEeYHbIX

Bble34HbIX CMOPTUBHbIX
MeponpmaTna nposepeHo

rOOOBOW OTYET 2025
CMOPTUBHDbIN NMPOEKT

CnopTWBHbIA NpoeKT ANs AeTewr, NOAPOCTKOB M MOMOAbIX B3POC/bIX CO SPINa
bifida.

Llenb npoekTa:
YBenuueHune 3aHATUIM CNOPTOM feTel co spina bifida

3apgayu:

Pa3BuTMe ceKumnm B permoHax;

N3MeHeHMe MHeHWs poguTened W peTen - KOTOpble Celyac He XOoTAT
33aHUMATbCA CNOPTOM;

MakcrManbHoe BOB/IeYeH e 3aHATUAMM CMOPTOM, NoNynapu3auns;

MeponpuAaTnA B paMKax NpoekTa:

OpraHu3aums Bble3[0B Ha COPeBHOBAHWNA C Lieflblo 03HAaKOMJIeHUA C BUAOM
cnopTa;

MpuBneyeHre CNOPTUBHBLIX CheunanncToB B paboTy C NOAbMU CO Spina
bifida;

OpraHvsaums 3aHATUM CNOPTOM ANs feTen u B3poC/bix co spina bifida B
ropogax Poccuy;

BoeneyeHune pgeter u B3pocsbix Cco spina bifida B 3aHATMA cnopToM —
MaCCOBble U MapannMnmnmnckume;

MoBbiweHe WHMOPMUPOBaHNA Noden co spina bifida o Bo3MOXHOCTM
peanusauunm Yyepes 3aHATUSA CNOPTOM;

[poBefeHWe  OHMAWH-BCTPEY CO  CMOPTCMEHaMW U CMOPTUBHbBIMK
cneyvanncTamy, 334eVCTBOBAHHbIMM B 3aHATUSAX CMOPTOM  fogen ¢
MHBANMOHOCTbHO.
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BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

CMOPTUBHbDbIN BbIE3[4
CnopTuBHas peabunurayusa gna getent u monopexu co spina bifida r.Mockea

C 7 no 15 mioHa 2025 Ha kypopTe AMAKC «KpacHas Maxpa» (Hoeast Mockga)
npv nopgdepxke [lemapTameHTa Tpyda W COUMANbHOM 3alMTbl HaceneHus
ropoga MockBbl 1 [paHTa «Mocksa-[obpbin ropod» MNpoLwWwno CNOpTUBHOE
MeponpuAThe ANA geTen n NOAPOCTKOB C MAaTONOrMen CIMHHOrO Mo3ra Spina
Bifida, KoTopble ABnAOTCA NoOfoNeYHbIMKN HnaroTBopuTensHoro goHga "CnvHa

bndnga”

MpoeKkT Obln HanpaBfieH Ha BKJOYEHWe B 3aHATUS adanTUMBHbIMKM BUOAMMU
cnopTa nogen ¢ anarHosoMm Spina bifida. BoenedeHne nogonedHbix geten w
MOJSIOOeXW B perynapHble 3aHATUS CNopToM, COUMaNM3auumio 1 pasBuTue
HaBbIKOB CAMOCTOSATENbHOCTW. Y4YacTHUKKM no3HakoMunmcb ¢ 20 Bmaamm
aganTMBHOroO CnopTa, OblNM npoBedeHbl MacTep-KAacCbl M MOTUMBALMOHHbIE
BCTPeYM CO CnopTMBHbIMW ambaccagopamn doHpa - yYemnuoHamm Poccuu,
Mwupa, [MapanMnumnckmnx nrp.

Bo Bpema MeponpuaTMs geTtv M NOAPOCTKM co spina bifida cmornm
nonpoboBaTh Takue BMAbl CMOPTA, KakK CUMHXPOHHOE nfaBaHue, BoMbWwon U
HaCTOMIbHbIM TEHHWC Ha KONACKAX, TaHubl M 0OackeTbon Ha KonscKax,
bexToBaHMe Ha KOMACKaX, XyOOXeCTBeHHas TMMHACcTWKa, CcanbopauHr w
rpebna v MHOrve pOpyrve, a TakKXe MNO3HAaKOMUUChL CO CriefK-XOKKeeM,
NapycHbIM 1 NapansiaHepHbIM CMOPTOM, BeMKOOPAUHIOM 1 BUHACEPDUHIOM.

B pamkax Bble3gHOro cnopTuMBHOro MeponpusaTusa 6bina nposegeHa
KoHcepeHLus No cnopTUBHOU peabunurtauum Ha Tepputopuu Mocksbl,
C y4yacTuem Bpaveil, peabunurtonoros, uHctpyktopos A®PK, TpeHepos,

cneyvanncTosB, HPGACTaBMTeﬂeﬁ CMNOPTUBHBIX CeKl.llllﬁ N OpraHos
BJ1IaCTM.
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25

AeTen-y4acTHUKOB

20

BMAOB afganTUBHOro cnopTta

YeMIMVOHOB NMPUHANN y4YacTue

rOOOBOW OTYET 2025

« HOPTMBHAH PEABIAN
n N\OJ'IO,HE)KM co
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CMOPTUBHbIN MPOEKT
decTuBanb aganTueHoro cnopta B r.Bonrorpap

2 2 O 11 n 12 okTabpa B Bonrorpage Haw doHa npoeen decTtmBanb aganTUBHOIO
cnopTa! 370 66V ABa AHSA, HAaNOJIHEHHbIe ABUXEeHWeM, PagoCTbio, OTKPbITUSMU

YUYaCTHMKOB NOCeTUAN Y HOBbIMM 3HAKOMCTBaMM
MeponpuaTUU

BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

10 BugoB cnopTa

3a 3TO BpeMsA y4YaCTHUKU yCnesnu:

* [lo3HaKOMUTBLCA C AYYWMUMW TpeHepamMu U CekUMAMM afanTUBHOMO CrlopTa
Bonrorpaga.

* OKyHyTbCA B TBOpYeCKMe MacTep-Kaacchl.

* Cpa3uTbCA B MUHU-TYpPHMpPE NO NapaTeHHucy!

Bo Bpems decTmBana y4yacTHUMKWU CMOM/IM MO3HAKOMUTLCA C TaKMMK BUOAMMU
CnopTa, Kak OOMbLION TeHHWUC Ha KOMACKaX, afanTWUBHaA XyOoXeCTBeHHas
FMMHACTUKa, BeCKOHTAKTHbIM OOKC, aganTMBHOe caMbo, TaHLbl Ha KOJSCKAaX,
BUAOB afanTUBHOIO aganTueHaAa rpebns Ha Gampgapkax W KaHO3, afanTWBHAA flerkas atieTuka w
cnopra 6b|no 6er Ha KOMACKaX.
npegcTaBseHo
B MeponpuaTuM npuHAna y4YacTue YeMnuoHKa MMpa Mo TaHUaM Ha KOJsCKaXx,
ambaccagop coHpa HypcuHa Mannesa.

MpoekT  ABnAeTca  nobepgutenem  KoHkypca  «CnopT  gns  Bcex»
BnaroteopuTensHoro dpornga Bnagumupa MotaHuHa.

Aeﬁcnymmau YeMMUOHKa
nMpuHAJa y4YacTue

[}
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NMH®OPMWUPOBAHME O SPINA BIFIDA

NHdopMaumMOHHO-NpocBeTUTENIbCKAsE  MpOrpaMMma  HamnpaBfieHa Ha  pocT 2 D D D

0CBeOMJIeHHOCTM B 06LlecTBe O BPOXAEHHOW MAaTOMOrMM CMIMHHOIO MO3ra - ny6nukauum o poHpe n
spina bifida ¢ uenbto noBbiWeHWs KBanuduUKauMM Bpaden U Opyrux NOAONeYHbIX BbILNO B
cneumnanncToB (peabunmuTonoros, NMCUXONOros, MHCTpykTopoB JIOK w Ta), CMU
npocBelleHns ngen, CTOKHYBLMXCA C OMArHO30M, a TakXe OoCBelleHus
npobnemMaTuky ONA  LWKMPOKOM ayauTopum C Uenblo NpodunakTukm
npviBneYeHnsa BHUMaHUA K npobnemam noger co spina bifida B obuwecTse.

B pamkax MHDOPMaLMOHHO-MPOCBETUTENbCKOW MPOorpamMmbl hoHa paboTaeT B
Cnepyrowmnx HanpaBneHnsx:
» Co3paH obyyvatownin npoekT «MHCTUTYT Spina bifida»;

+ doHp B3aumopgencTByeT co CMW: npepctaBuTenu m 3skcnepTbl PoHAA
perynspHo NpMHUMatoT yyacTme B penopTaxax Ha TB u acdupax Ha paguo, o
coHae v nogoneyHbIX BbIXOAAT MybavKaumMm B MeOMLMHCKUX, HAYYHbIX U
0bLLeCcTBeHHbIX XYpHanax;

* CneumanucTbl M 3KcnepTbl (OHOA MNPUHMMAKDT y4vacTue B PasfINYHbIX
obpazoBaTesibHbIX MeponpuaTUAX: KoHdepeHUUax, dopymax, Kpyrmbix
CTONax W TA, FAe pacCcKa3blBalOT O AMarHo3e 1 onbiTe PoHAa;

* CneumnanucTbl 1 3kcnepTbl PoHOa NPOBOAAT NpsiMble 3Mpbl B COLMANbHbIX
ceTAx, a Takxe NPUHUMAIOT yyacTure B 0byyatoLnx BebHapax.

« Co3paH aBTOPCKMiA nogkacT «CoBCeM He CTpaLlHO» 1 7

penopTtaxem Ha TB c yyacTuem
npepcTaBuTesNell, 3KCNEPTOB U
noponeyvHbix poHpa

MATACFYA  MHHA HHIOWIKHHA

3¢p1poB Ha paAMO N NOAKACTOB C
y4acTueMm npepacTaBuTenei u
3KcnepToB poHAA
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BIIATOTBOPUTESIbHBIV @OH[, «CMUHA BUDUA» rOOOBOW OTYET 2025
NOAKACT «COBCEMHE CTPALLUHO»

MopkacTt ©GnarotBopuTensHoro doHaa “CnnHa 6uduga” o nogax uMo ux
nctopuax. PacckasbiBaeM 0 TOM, YTO Takoe MaTONOrMA MO3BOHOYHMKA Spina
bifida 1 kak geTu 1 B3pocsble XMBYT C 3TUM 3abosieBaHMeM.

HeTn n B3pocnblie ¢ naTonorven pasBUTUA NO3BOHOYHMKA spina bifida po cmx
- nop He OOCTAaTOYHO pernpe3eHTOBaHbl B obuwecTBe. B pa3roBopax Mbl 4acTo
BbINYCKOB BbilWJIO B CMbIWWM, YTO JIIOAM He 3HAlT, YTO TaKOW MOPOK Pa3BUTUA CyliecTByeT B
2025 ropy npyHUMne. A yx 0 TOM, KakK Takune Nogn XUBYT, Kakmne y HUX 0COBeHHOCTN — 1 B
: — noMuHe. Mo3ToMY Mbl pelumnu 3anycTUTb noakacT hoHaa v 4o6aBMTh ewlé oauH
bopMaT KOHTeHTa B MHOMOe, KOTOPbIN NOMOXeT cAenaTb NCTOPUM O NoSAX
co spina bifida 3ameTHbIMK.
KoHuenT — MHTepBbto C IOAbMU, KOTOPbIe TakK UM MHaYe CTOSTKHY/IUCh CO Spina
bifida (Bpauu, crmeumanucTbl, paboTalolme C MauMeHTamMu C MNaTONOruewn;
poguTenu geten co spina bifida; B3pocnble co spina bifida n gpyrue roctn).
COBOpPMM 060 BCEM: O XW3HW, MNSaHax, exeqHeBHOW pyTuHe, pagocTu, 6onu (1
cnocobax ¢ Hel CrpaBiATLCS).

BEC!

W,
MPOXAARHO

Ha nepsom MecTe npaKTu4ecKM efMHOr/IacHO OKasanca NogKact
«CoBceMm He cTpawHo» 6naroTBoputenbHoro d¢oHaa «CnuHa
6ucdpupa». BepoaTHo, Bcé feno B Teme: B MapTe Bbillen 3nusopf o
NPUHATUM CBOEro TeJla, B KOTOPOM MNPUHANN Yy4YacTue TaHLOPpbI
Enena, Opuin u HypcuHa — oHu npodpeccuoHanbHO 3aHUMMalOTCA
TaHUAMM Ha KONACKaX, NOJy4aloT nepBbie U NMPU3OBble MeCTa Ha

MeXAYHapOAHbIX COPeBHOBAaHUAX U, NOXanyu, Nyywle BCeX 3HAKOT,
KaK npuHATMe cebsa u cBoero Tena nomoraer pobuBatbcsa
NOCTaBJ/IGHHbIX Liefiell U XXUTb NoJIHOM XXusHbto. Mozapasnsem Konner
M UX rocTei ¢ NepBbiM MeCTOM Tenepb elyé n B YapTe nogkactos HKO
«Wpan Ha 3Byk» «Bnarocdepbi»!
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NPEMUN/HATPALDI

«XepnanHepo:
ESG-NpUHUMNOE

D @ - j :

= 20

IRX " G o5
ONTMJTOM
JIAYPEATA

HarpaxpgaeTcs

FopoBON OTYET BNaroTBOPUTENBHOIO
doHpa «CnuHa budpunga»

Jlyywunin oTYET HEKOMMEPYECKUX
6naroTBOPUTENbHbIX, COLMANbHO OPUEHTUPOBAHHDIX,
0o6LeCcTBEHHbIX 1 6IOAXETHbIX OpraHnsaynin
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®oHpg  «CnuHa OHBudmpa» 6Obin  NpU3HaH
XefananHepom B pa3paboTke
WHHOBALUMOHHBIX  pelleHn, HapaBHe C
npefcTaBUTeNAMU KPYMHEWLLMX POCCUMCKUX
KOMMaHuK, pasgensaroLmx NPUHLMMBI
3KOJIOFMYHOro, COUMANbHOrO K HepexxHoro
KOPMOpPaTUBHOIO yrnpaBieHns.

Takne cobbITMA BOOXHOBAAKT HAC M OatoT
BO3MOXHOCTb Pa3BMBATLCS B HaMpas/eHUn
NPOMUNAKTUKN M OKA3AHNA CBOEBPEMEeHHOMN
noggepXKu Osa Bcex, KTO CTaslkKnBaeTcs CO
spina bifida.

FopgoBon oT4yeT coHA «CnvHa budnga» 3a
2024 rop npu3HaH NyYWwWMM  OTYeTOM
HeKoOMMep4eCcKmx 6naroTBOPUTENbHbIX,
CoLManbHO-OPUEHTUPOBAHHDIX,
0b6LeCTBEeHHbIX M BIOOXeTHbIX OpraHn3aLuni
no BepCuKn penTuHrororo areHtcTea RAEX

pervMoHansHbI g q)unan KoHkypca |

‘Mon goprm

rOOOBOW OTYET 2025

®oHg  «CnuHa OGudwuga» cTan  naypeaTom
npemun «M 8 HKO».

«MN B HKO» — npemua 3a 3dpdekTrBHOE U
3TMYHOE  WCMOSIb30BaHME  UCKYCCTBEHHOro
nHtennekta (M) B paboTe HekoMMep4ecKmx
opraHusayum.

Llenb npeMumn — BbIABUTL 1 NogaepaTh nyylune
NPaKTUKN  WCMOSb30BaHMA  WUCKYCCTBEHHOrO
nutennekta B HKO. KoHkypc nposoguim
«KyxHa HKO» wn 6narotBopuTenbHbin GoHA
«[Jobpbin ropog MeTepbypr».

MNpoekT nNo  BHeOpeHUK  UCKYCCTBEHHOro
VHTen/eKkTa B Y3W-gnarHocTuky ans
obHapy»eHns cMMnToMoB spina bifida nobegmn
B HOMWHauumm «[Jobpble  TexHomormm» B
KOHKYypce «Mow fobpbin BrsHec».

KoHKypC HamnpaBsieH Ha MOWCK, BblABeHWe U
nonynspusaumo NI coumnansHo
OTBETCTBEHHbIX MNpaKTWK cpean CcybbekToB
Manoro, cpegHero n kpynHoro 6usHeca n HKO, a
TaKXe HanpaBneH Ha MNOALdepXKy wugen u
pasBuTME HanpasneHns KOPMopaTUBHOM
COLManbHOM OTBETCTBEHHOCTM.
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PA3BUTUE SKCMNEPTU3bI

pena ¢ FLORES  4-5anpens f, 7
iropa VITAE 2025r08a N  romcrensn

Mocksa

eauaTpus
HeoHaTosIoTUA

85

4 anpena 2025 roga B MockBe, B pamkax 17-u
Obwepoccumckon koHdepeHumn «FLORES VITAE.
MeguaTtpua w1 HeoHaTonorua"  pyKoBoAWUTesb
npoekTa  ncuxofiorvyeckon  nomowm  Jlymsa
dponoBa npepcTaBuMaa  [oknag, MOCBALEeHHbIN
HKOAHCaM  KOMMYHMKauMWM  C  naumeHTamMum B
KPU3MCHBIX CUTYaLMsAX.

20 mMapTa pyKoBoguTesb MNpPOrpamMMbl CUCTEMHOM
npodunakTnkn HukywrHa MaprapuTta npuHana
yyactne B X O6pa3oBaTenbHOM NasIMATUBHOM

MeO L MHCKOM dopyme B LleHTpansHoMm
bepepanbHOM oKpyre, OpPraHM30BaHHOM
Accoumaumen npodeccrMoHanbHbIX  YYaCTHWKOB
XOCTNCHOM MoMOLLM 7 MuHMcTepcTBOM

3apaBooxpaHeHua Tynbckon obnactu. MaprapuTa
npegcTtaBsuna goknag «OT oTpuUaHNA K NPUHATUIO
LOuarHosa pebeHka». Takxe, Bpayam LleHTpanbHoro
depfepanbHOro  okpyra nepegaHbl B paboTy
mMeToguyeckre M MHGPOPMaUMOHHble  MaTepuansbl
doHOa ANS NOMOLWM B OKa3aHUM NofAepKKe cemen
C 4eTbMW CO CnnHa buduaa.

HTbI

pHOM Kaekasze

rOOOBOW OTYET 2025

14 wmapta 2025 roga pyKoBOAWTesNb  MPOeKTa
ncuxonoruyeckon nomolwmn Jlymsa @ponosa BbICTyNMIa
Ha 10-n obLepoccnmnckom KOHepeHL MM
«PenpogykTtmBHoM  noTeHuuan Poccun:  BeceHHue
KoHTpaBecun - 2025», appecoBaHHOM MegULMHCKNM
paboTHMKaM C foknagom «IMpuHLMMNbI KOMMYHUKaLUK C
nayveHTKaMu npu  BbISB/IGHUN MOPOKOB  Pa3BUTUA
pebeHKa Ha MO3HUX CpoKax bepeMeHHOCTN»

OcHoBaTenbHUUa HnarotBopuTensHoro cdoHga "CnvHa
bucduraa” MHHa VIHIOWKWMHA 1 pyKOBOAUTE b NPOrpaMMmbl
CMCTeMHOM npodunakTukm Mapraputa HukywuHa
npuHann  ydvactme Bo Il KoHdepeHumn «HoBbie
ropusoHTbl. BnaroteBoputensHocTb Ha  CeBepHoM
KaBkaze», koTopasa npoxoguna B Pecnybnuke
NHryweTns.

3TO 3HayMMmoe cobbiTve obbednHWNO NpedcTaBuUTenen
HeKOMMep4ecKMX  OpraHuM3auumn,  rocygapCTBeHHbIX
CTPYKTYp, 3KCMepToB W /MAepoB 0bLWeCcTBeHHOro
MHeHVAa Ona ob6Cy)XOeHWA aKTyaslbHbIX BOMPOCOB
pPa3BUTUS BNaroTBOPUTESIbHOCTU B permnoHe.

OcHoBHaAa Tema: "Ponb HKO B oKazaHUU MeanLMHCKOWM
NOMOLLM N peabununtaumnmn’.
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PA3BUTUE SKCMNEPTU3bI
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22 » 23 mas npowen HaumoHanbHbIM KOHrpecc
«3Q0opoBble OeTn — byayliee CTpaHbl» — BaXHoe
cobbiTe Ans Bcex, KTo paboTaeT C geTbMu W
ceMbsAMMU

doHA «CnuHa bucdmga» Ha KOHrpecce
npegctasnana [lotanosa EneHa AnekcaHgpoBHa —
MCUXOJI0r, BOSIOHTEp Halen cnyxbbl nogaepxku. Ee
poknap «lMpenctaBneHus Bpaden 0 XU3HW ceMen
AetTbMn C guarHosom Spina bifida» BbI3Ban xuBown
WMHTepec 1 OTKIUK y Konner.

1 ceHTAbpA B ['pO3HOM npoLen X
Ob6pazoBaTenibHbIM  NaSNIMATUBHBIN - MeONLNHCKUIA
bopyM — BaxHas BCTpe4a [ONa Bpaden U

CNeyranncToB, KOTOpble KaxAblh AeHb MOMOrakoT
NaLneHTaM 1 NX CeMbAM.

Cpeon  cnvKepoB  BbICTYNWAa  PYKOBOAMUTENb
NporpaMMbl CMCTeMHOM npodunnakTnkn MaprapuTa
HuKywmHa.

B cBoem poknage «3ddeKkTMBHaA KOMMYHMUKaLMA
Bpaya npu 06CyxaeH peKoMeHOaLmmn ¢ CeMbsMU»
OHa pacckasana O TOM, KaK BaXHO CTpOUTb
[OBepUTeNbHbIN AMaNor U roBOPUTL C CeMbAMU Tak,
4yTObbl pekoMeHOaAUMM ObIMM MOHATHBI W MOMU
peanbHO MOMOraTh.

\/TT BCEPGCCHACKHI _
KV 11 GepazonarensHbii koHrPECC

AHECTE3USA U PEA’ ums

B AKYLLUEPCTBE U
27-29 Honbps 202

& ATONOI

rOOOBOW OTYET 2025

24—-26 ceHTAbps B MockBe NpoLwIo OAHO M3 KJTKYeBbIX
MeaUUMHCKMX cobbiTut roga XXVI Bcepoccuimckimm
dbopym «MaTb 1 Ants»

Ha meponpuaTum skcnepTbl 13 Poccum u ctpaH CHI
obCyKOanu MHHOBaUMM B aKyllepcTBe, FMHeKoornm u
NepuHaToONOrMK, OenuIucb OMbiITOM U Oonpepensanu
HanpaBneHnsa pa3BUTUSA MegULMHbI Ha ByayLlee.

Haww skcnepTbl roBOopuv 0 eTanbHoOM XMpyprum npu
CNyHa budnga 1 eeé 4ONroCPOYHbIX pe3yfbTaTax, onbiTe
obyyeHua Bpayer Y3-AMArHOCTMKM B  permoHax,
CUCTeMHOW nognepkke 6epemMeHHbIX U geTen co CrmnHa
budunaa.

PykoBoguTenb NporpamMMbl CUCTEMHOW NMPOMUNAKTUKM
Mapraputa HwukywuHa w pykoBoAWTeNb MNpoeKTa
ncmxonormyeckon nomouwn Jlymsa Pponosa NpuHAIK
yuyactne B XVIII Bcepoccuitckom obpazoBaTesibHOM
KOHrpecce "AHecTesus 1N peaHMMaUWs B akyllepcTee W
HeoHaTonormmn" u Xl exerogHou KoHdepeHunn C
MeXAYyHapoOHbIM y4yacTvem "PasBuTue naninaTmBHOM
MOMOLLM B3POC/IbIM 1 [eTAM».
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FPAHTbI/KOHKYPCbI

$»oHO
noTaHuHa
cuna crnopTa

KOHKYPC
«CrnopT AJ1d BCEeX>
2025/26

'HHH“H!

o
APE3UMOEHTCKUX

rPAHTOB
Cratyc: no6eamTesib KOHKypca

KoMnneKcHbIn
noaxon K paHHewn
AnarHocTuke Spina
bifida: cucrema
NOMOLLU MPUHATUS
pelweHnm Ha OCHOBe
MCKYCCTBEHHOIO
UHTeNnneKTa ans

89

Haw donHg nobegun B KoHKypce "CnopT
ana BCex', KOTOPbIN npoBOANT
BnaroTBopuTtenbHbin  poHp Bnagumupa
MNoTaHuHa.

MopgpmepykKy — MOAyYMa  Haw  MNpoekT
"PervioHanbHble decTnBany aganTUBHOIO
cnopTa Ansa geten n monogexu ¢ NMOOA"

MpoekT «KoMMnieKCcHbIN NoAXod K paHHeu
aunarHoctuke  Spina  bifida:  cucTema
MOMOLLM MPUHATUA peLleHMin Ha OCHOBe
WCKYCCTBEHHOrO WHTennekTa Ans Bpayen

Y 3-AnarHocTnkm n BCECTOPOHHSASA
noadepxKa HepeMeHHbIX KEHLLMH»
nony4unn NOAOEPXKKY doHpa

|_|p€3I/I,EI,eHTCKI/1X FPaHTOB.

KOHKYPC rPAHTOB
ANA HKO

oSt

Mbl CTAJIU NOBEOUTENSAMU
AKCEJIEPATOPA

FPAHT 2 000 000 PYBJIEN B HOMUHALIUN
«NOOAEPXXKA UHCTUTYTA CEMbU»

rOOOBOW OTYET 2025

®oHpg  «CnunHa 6udurpa» CcTan ogHUM K13
nobepuTenen rpaHTOBOro KoHkypca «CTonoTo»
M NONYy4YUn NOAAEPKKY Ha pean3almio BaXKHOro
npoekTa KomnnekcHon nogpepkku 50 peten-
cupoT n3 17 pervoHoB Poccuu, XMBYLIMX B
OeTCKUX OMaX.

®doHpg  «CnnHa 6uduvpga» CTan  ogHUM U3
nobeguTenem akcesnepaTopa «CTaHb
3aMeTHbIM», 3anyleHHoro PoHOOM LefieBoro
KanuTtana «/IcTokn».

Hawa koMaHga nonydmna rpaHT B pasmepe 2
MAH pybnen, KoTopbiM Obln  HanpaefeH Ha
obHOBMEHWe Halwero camTa. bnarogapa aTomy
Mbl CMOXeM paclMpUTb ayauTOpuio, MOBbICUTb
y3HaBaeMoCTb MpoeKkTa W MpuBJeYb HOBbIX
napTHepoB..
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HOBOrOfHUX NOAAPKOB
6b1710 NepefaHo HaWIMM
nopAone4YHbIM

29

Habopos ans
HOBOPOXXACHHbIX

20

nayek NOAry3HNKoOB
6b1710 NepefaHoO HaWNM
noponeyYHbiM

rOOOBOW OTYET 2025
PRO-BONO

KomnaHunsa «Cnbyp» nepepana HOBOrogHWe nofdapku ana geten. Ytobbl oHM
KaK MOXHO ObICTpee Nomnanu K CBOMM MasileHbKMM afpecaTaMm, HeCKOJIbKO cemMel
B3A/M Ha cebst BONbLIYIO M OYeHb BaxkHY paboTy. Mogapku npreesnu npsmo K
HUM OOMOW, U POAUTeNN OPraHu30BasIv HACTOSLME MWUHW-MYHKTbl BblOAYM:
BCTpeyanu cembu, nepefaBanv KOpPObBKW, MOMOranu c foructukon. Opyruve
CemMbl OTNPAaBAANM NOSAPKM MOYTON B PervoHbl, OHW aKKypPaTHO YMNaKoBbIBaIN
WX, MOAMUCHIBANN, CTOANN B OYepedax Ha OThApaBky. [MpocTo nmoTomy, 4To
XOTesIY MOMOYb.

HoeopoxpgeHHbIM nogoneyHbiM napTHepbl doHda Roxy-kids npepocTtasnsoT
nogapoyHble Habopbl C nNpedMeTaMn MepBOM HeobXxoaMMOCTUM, KOTopble
BPYYaOTCA CeMbe TOPXXeCTBeHHO BO BpeMsi BbINMUCKN U3 poddoMa.

Take, Mbl BCe 3HaeM, KaK BaXKHbl MHOIMMM HaWwuM pebaTaM cpefcTBa JIMYHOM
FUrMeHbl. ITU NPUHAANEeXHOCTN HeOOXOAMMbI KaXAbl AeHb ANs Toro, YTobbl
pebeHok 4yBCTBOBaN ceba KOMGOPTHO.

ToproBas mapka YokoSun ye Heckonbko JsleT MOAdepXMBaeT HaLKX
nogoneyHbix! [Ona Hac 3To orpomHaa ypgada, Bedb YokoSun paBHO
3apekoMeHOoBanM cebs C nydwen CTOPOHbI Cpefdn poauTenewn, KoTopble

npuobpeTatoT 4NA CBOUX geTer UxX NpogyKLuIo.

Cnacmnbo 3a Takoe BaXKHOe 1 Hy>Hoe napTHepcTBo!
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®UHAHCOBbIVN OTYET. NOCTYMJIEHUA

[TocTynneHma oT LpUgnYecKnx nuy [ paHTb
25 022 829,56 py6bnen 22138 327,89 pybnen
34,5% 30,5%
72 377 021,70
py6nen
[locTynneHmna oT usnyecknx nmy KpaygdaHanHr
13 460 877,26 py6bnen 9 367 155,01 py6nen
18,6% 12,9%

[pyroe (BHepeanM3aLMOHHbIA JOXOA W
BO3BPaThl OT MOCTABLLMKOB)
2 387 831,98 pybnen

3,3% .
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®UNHAHCOBbIA OTYET
YCNYTNPRO-BONO

YCJ1YT'1 PRO-BONO

Mony4yeHne TCP oT rocygapcTBa B MpoekTe topngnyeckomn
nmoMoLM

Anpekc.Takcn

Peknama AHpgekc.dnpekT

ATOIO0 PRO-BONO:

BIOAXET B® «CNMAHA BUDPULA» 2025

NOCTYMJIEHUA

YC/NTYTUPRO-BONO

MUTOIro BIOAXKET B2025roay

5920 000,00
15 666 510,00
1143 249,61
22 729 259,51

72 377 021,70

22729 259,51

95106 781,31

»
rOOOBOW OTYET 2025
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rOOOBOW OTYET 2025

®UHAHCOBbIN OTYET. PACXO/bl

NMporpamma nomowm
B3pOoCnbIM M geTaM co spina bifida

52 981068,47 py6neii

4.4% MpoeKT noMoLm bepemMeHHbIM 3276 404,46

7.0% I'IpoevKT «PaHHee conpoBoxpgeHve 5 206 188,04
%_

3,1% [lpoeKT noMoLWwmM geTaM-CMpoTam 2 338 593,64
e —————————————— ——

5,5% MpoekT «[lomallHee BM3nTHMpoBaHne» 4099 357,22
I ———————————

33,0% MpoekT «AgpecHas MoMoLLb» 24 513 696,88

1,5% [1poeKkT ncuxonornyeckom noMoLLm 1169 089,00
I ————

1,3% [MpoeKkT MeguLUMHCKOW MOMOLLN 978 810,09
I ———— —

2,9% [poeKT topuanYeckomn NnogaepxKu 2183 888,00
I

3.3% I'lperKT «YB.epeH.H‘bIVI 6anaHc gns 1728 883,51

_ fereicospinabifida» " T
7,6% CnoETMBHbM npoexT 5 696 020,74

97

ntoro 74 084 888,74

NHdopmaynoHHO-NpoCcBeTUTENbCKAsA
nporpamMmma

5276 010,01 py6nen

NHdopMaLmMoHHO-NpoCcBeTUTeNbCKAS

5,5% 4077 838,17
|

1,6%  WncTuTyT Spina Bifida 1198 171,84
—

MpoekT «IcKycCTBEeHHBbIN UHTENNEKT
B Y3-ANarHocTuKe»

4789 852,20

7% ALOMUHUCTPATUBHO-X03NCTBEHHbIE 12 828 09495
.. pexogbr

*IMpu McYMCNeHm CyMMbl PaCXOL0B MCMOSIb30BANCA KAaCcCoBbIN MeTof, cefys byxrantepckmm
cTaHgapTam n Hanorosomy Kogekcy P®. [pn nCNOAb30BaHNM KACCOBOrO MeTO4a pPacxobl
NPW3HAtOTCS B TOM Nepuofe, Koraa npounsoluesn akT onaathl. o8
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