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NOenHbIN BOOXHOBUTE b
doHaa «CnnHa budnga»




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



BITATOTBOPUTENBHbBIM ®OHI «CMMHA BUDKOA»

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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rOOOBOW OTYET 2025

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

-l YCTOAYUBOro

4’"’? B OBJIACTHU —/\/\/\v
*"ﬁi" PA3BUTUA

XOPOLLEE RAYECTBEHHOE Llenb 4: O6ecneyeHre BCeOXBAaTHOIO M CNpaBef/IMBOro Ka4eCTBeHHOro
JN0POBLE OEPAIDEAHHE
H B/LATONOTYHE

06pa3oBaHUA M NooLpeHne BO3MOXHOCTU 06yUYeHUs Ha NPOTAXeHUN Bcen
XXWU3HU )19 BCeX

Bnarogaps nomowwn doHAa [etv MoryT nofyyaTb obOpasoBaHMe: B FOLWKOMbHbLIX LUKOSbHBIX
yYpexgeHnax YCTaHaBMBAKOTCA NaHAYCbl ANA WHBANWMAHbIX KOMACOK, AETAM NpefoCTaBAsAlOT
TbIOTOPOB M Ka4YeCTBEHHY0 MeQMULMHCKYO MOMOLLb, AeTHU MOYYatoT CreunasibHble WKObHble NapTbl

YMEHELLIEHHE

Llenb 10: CokpalleHue HepaBeHCTBa 1 obecneyeHue TOro, YTobbl HUKTO He
HEPABEHCTBA

6b11 ocTaBsieH 6e3 BHUMaHUS, SIBAISIIOTCS HEOTbeMJIeMOM YacThlo NpoLiecca
p,ocmx(eva ueneﬁ B o6nacm yCToﬁqMBoro pa3B|/|Tvm

| a

6 8@ Wi @i | adcinéicaa@@hpiae ae aoispinabifidaoi é i a
3 (K é 2 (-] o éa’i”‘d;&elog@éml’i'eneﬂg

2 Llenb 16: Mup, npaBocygmue n appeKTUBHbIE MUHCTUTYThI
a —

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

s
s
z

NAFTHEPGTED
H MPABOCYHE B RHTEPECAX

Llenb 17: MapTHepcTBO B UHTepecax YCTOMYNBOIO pa3BUTUSA
YCTORYHBOrD

®oHpg «CrnnHa buduga» BxoguT B EBponenckyto accoumaumto “International Federation for Spina

Bifida and Hydrocephalus (IFSBH)". Cneunanuctbl 1 3kcnepTbl oHAA MPUHUMAOT y4yacTue B
MeponpUATUAX aCCOLMALNN.




BTATOTBOPUTESBbHbBIM ®OHI « CMMHA BUDUOA»

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
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9KOHOMUUECKUN
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NMPOEKTblI POHAOA NPE3YJIbTATDbI2025TO4A

2 n

(/ POeKT noMouyu
> 6epeMeHHbIM XeHLUHaM
©

A 63 6epemeHHbIX MOAYUUAM MOMOLLL

A 10 6epemeHHbIX XeHLMH
COMPOBOXAANNCb POHOOM Ha
BHYTPUYTPOOHbIe onepauum

A 29 mnapgeHLes nosABMAOCH Ha CBeT B
conpoBoxaeHun doHAa

“_./‘
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A 788 cemeir nonyuunnu nomous

A 990 koHcynbTaLmm okaszaHo

A 6342 TCP nonyueHo oT
rocygapcTsa

%Oj WHcTtuTyT Spina bifida

A 21kypc goctyneH
A 14 noTokos 06yyeHnsa nposeneHo
A 578 cnywaTeneit npowsnm obyyeHue

MpoekT ropupunyeckom
nopafepXKu

25

MpoexT paHHero
CONMpOBOXAEHUA feTein
ot O po 3 ner

A 71 HoBas cemba npucoeguHunach
A 128 peteit Benoch c 6epeMeHHOCTH
A 286 netelt BkoUEHO B NpoeKT

o< )o MpoekT nomowm petam n

5 B3POC/IbIM C ONbITOM
CMpPOTCTBA

A 22 peberka-cupoTsl nonyunnm
MeOWLMHCKY MOMOLLb

A 19 peTeit-cupoT 0bpenu cembio, U3
HUX 4 BePHYINCb B KPOBHbIE CeMbM

MpoekT ncuxonoruyeckom
nopAAepXKM

4|

A 617 NHAMBUOYANbHbBIX KOHCYbTauum
A 52 pecypcHbie rpynnbl

A 3 uccnegosaHus

A 1HayyHas cTaTbA

MpoekT «/lomalwHee
BU3MTUPOBaHUE»

o o
St

A 1128 BuzuToB coBepLieHo

A 606 peteit ocmoTpeHo

A 19 cneuvanucTos B8 kKOMaHze

A 16 pervioHoB noceTunu cneumanmcTsi

(@\]‘% CnopTHeHbIi NpoeKT
Ay

A 498 Tpernposku nposegeHo B
npoeKkTe «YBepeHHbI banaHc gns
feten co spina bifida»

A 2 BbleaaHbIX MeponpUATUS
npoBegeHo

MpoekT 6ecnnaTHbIX
noe3foK Ha TaKcM

JJ
A 38 ropopos nogkntouero

A 1025 cemell nogknto4eHo K NpoeKkTy
A 26 285 noezpnok cosepLueHo

MpoekT appecHoit noMowm

A 283 noponeyHbix NoayYnnn agpecHyto
nomoLb

A 45 TCP nepefaHbl B HOBble ceMby

A 277 koHcynbTauwit Helponcuxonora gns
24 neten ot 6 net

MpoekT MeagnUMHCKOM
nomouwm

A 51 nogoneynsiit NoNy4Ynn MeauUMHCKYH
NoMmoLLb

A 37 geten NPOLWM NONHOe MegULMHCKOoe
obcnenoBaHue

NudopmaymnoHHo-
npocBeTUTeNbCKas

gi nporpamma

A 2000 ny6nukayuit 8 CMU
A 14 penopTtaxeit Ha TB
A 17 3cbvpos Ha pagno
A 10 nogkacTos
26
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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
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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
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flHa: «Mbl BMecTe yXe MoyTn NATb NieT, U3 HUX YeTbipe — MYX M

weHa. MouTn cpasy pewmnu, 4To XOTUM AeTeil, HO CNYCTA NoaAroaa
NOMBITOK MOHANM, YTO-TO He TakK, MNpoWAM MHOXeCTBO
obcnepoBaHunii, 06HapyXunu HekoTopblie Npobnembl U Hayann Hap
HUMK paboTaTb. A cnycTa ABa C NONOBUHON rofa yBuAenu 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 Bpayu yAMBAAKTCA TakMM ycnexam. Bcs cemba cyactnvea
[enaeT BCE A4 ero 30opoBbS.
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