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Ob6palueHne ocHoBatensa poHaa

NOPOTVE [PY3bg!
OrPOMHOE CMACHUEO,
YTO BbIIM C HAMM B 2020 FOLY.

2020 rop, BblAancsa CNOXHbIM gns BCero Mmposoro coobuectea. CymeTb cobpaTbCs B
CNOXHOE Bpems, CEOKYCMPOBATbCS HA CamMOM [NAaBHOM, CTPYKTYpUpOBaTb CBOKO
[eaTenbHOCTb U 3P EEKTUBHO N Ka4ECTBEHHO 0Ka3blBaTb NPOMECCUOHANBHYIO NOMOLLL
Ons neten co spina bifida — 3To rnasHoe pgoctuxeHne oHAa B 3TOM rogy.

A OGnaropapro kKomaHay doHpa, kKotopas ObICTPO apantupoBanacb K MOCTOSHHO
MEHSIOLLMMCS YCNOBUIM U OOHA, HE TOSIbKO COXPaHWA CBOKO OCHOBHYIO MPOrPamMMHYHo
[eaTeNbHOCTb, HO U YCNEeWHOo 3anyCTun HOBble MPOrPamMmbl, TakmMe Kak «YBEepeHHbIN
6anaHc gna peten co spina bifida», nnn «Yandex.Go» - cepuc 6ecnnaTHOro Takcu, K
npumepy. @oHA, Hawen cembu 13 OEeTIM-CMPOTaM B YCNOBUSAX MOMHOMO KapaHTUHa
CUPOTCKUX YHPEXAEHUN. YBENUYUNOCH KONNYECTBO 3a8BOK Ha NOMOLLLL OT 6epeMeHHbIX
oT 2 po 10 B mecqau, Gnaropgaps MHAPOPMAUMOHHOM KOMNaHuuM — OOHA BOWen B
HOBOCTHblE KaHanbl MeXay HOBOCTAMM O NaHgemun. Hy, n He CMOTpS Ha BCHO
KPU3UCHYIO CUTYauMIo, YBENNYMNOCH YUCNO NOXepTBOBaHMI Ha 20 % NO CPaBHEHWUIO C
NPOLLUbIM FOO0M.

Ot Bcero cepaua mbl 6narogapvm 3KCNepTos U CNeunannucTos (ooHAa, BHECWMX CBOM
60nbLWON BKNAaL B WHPOPMALMOHHO-NPOCBETUTENLCKYID NPOrpammy B 3TOM roay.
Hawwmux napTHepoB, XepTBoBaTeNen n BCex Tex, Y KOro xsatano Cun B 3TO HENPOCToe
Bpems elle noggepxusatb U geten co spina bifida. ExxegHeBHO mbl nonyd4aem no 1
HOBOW 3asBKe B [EeHb OT Ccemeln C AeTbmu Co spina bifida, n Mbl 04eHb pagbl, 4TO
6narogaps Bam, Mbl MOXEM YCTOMYMBO U NPOHECCMOHaNbHO NPOJOXKATb OKa3blBaTb
NOMOLLIb HaLLIMM aeTsam!

MHHa NHoWwKNHA




KTO Mbl U HTO Mbl OEJTIAEM

KTO Mbl

BnarotBoputensHbin dooHa «CnnHa budpnaa», Hawm nogoneyHble — ETU U
B3POCSIble C BPOXAEHHOW CMMHHOMO3rOBOW rpbixxen. Ha NpoTaxeHun Bcen
XKU3HW NOOAM C 3TUM AMarHo3om Heo6xoaMMo MeguLUUHCKoe
COMNPOBOXAEHUE N NPOCTO NOAAEPXKKA, HTOObI OHU MO XUTb
MNONHOLEHHOM XXWU3HbIO.

HALLA MUCCU4

MdoHp, paboTaeT onga Toro, 4Tobbl Nnoan co spina bifida nmenn
BO3MOXHOCTU ANS aKTUBHOW N NONIHOLEHHOW XU3HW B 06LLECTBE C
LOCTYMHOW Cpenomn.

4TO Mbl AENAEM

Hawu Ct)OH,IZII OKasbiBaeT NMomoLb AeTam U B3POCJIbIM C BPOXKOEHHbIMU
HapyweHnamun CnNUHHOIo Mo3ra. Mbl nomoraem cembsim, ETCKUM LOMaAM U
UHTEePHaTaMm, rae pacTtyT Takue OeTu.

4YTO TAKOE SPINA BIFIDA

FOTBOPTE/IBHBIA
@OHA

Spina bifida (naTbIiHb spina WWN, NO3BOHOYHLIN CTONG + bifidus
pa3feneHHbIn HafBoe, paclenneHHbI) — NOPOK PasBUTUA MO3BOHOYHMKA,
XapakTepu3yoLWNACA He3apaleHNEM NO3BOHKOB WU HENOJSTHBIM 3aKpblTUEM
NO3BOHOYHOrO KaHana.

ITOT TAXKENbIN BPOXOEHHbIN AeekT NO3BOHOYHMNKA hopMmUpyeTcs y
pebeHka eLe B yTpobe maTepu.

Spina bifida — BpoxaeHHas Natonoruns passuTmUsa NO3BOHOYHUKA U CNMHHOIO
MO3ra, KoTopas BCTpeYaeTcsa B cooTHoweHun 1 Ha 1500-2000
6epeMeHHOCTEN. ITO AedekT HepBHOW TPYOKU, KOTOPbIN BO3HUKAET Ha
paHHUX cpokax (Mo gaHHbIM pasHbix asTopos Ao 40 gHen).

CywectsyeT psa akTopoB, NPUBOSALLNX K BO3HUKHOBEHUIO 3TOMO

hedekTa, HO OCHOBHbIM CHMTAETCS HeXBaATKa OONMEBOM KUCIOTbI B
opraHn3me >XeHWMHbl. Tak Kak 3Ta NaTtonorus BpoXXaeHHas, To ee
BO3MOXHO BblISiBUTb Ha Y3 eLLe BO Bpems 6epemMeHHOCTN Ha PaHHUX
CPOKax.

Teépaasn
mosrosas obonoyka

CnuHHOIt MO3r

CnuHHOMO3roBas
HKNAKOCTD




OONUMAJIBHBIX OAHHbBIX

O KOJINHECTBE POXKOEHHbLIX
NETEM CO SPINA BIFIDA HET

ExxerogHo B Poccum poxpaeTcs okosno
2000 Takmx peten. Y 90% w3 Hux
npobnembl C  PYHKUMAMM  Ta30BbIX
OPraHoB M OKOSI0 MONOBMHbI MMEIOT
ABUraTenbHble HapyLeHus.

5

7%
p_—

Cpean nogoneydHbix dooHaa
b6onee 80 peten - cMpoT
B34TbIX NOL, ONeKy

O4eHb 4acTo pPoAnTENM OTKAa3blBaloTCS
OT foeTen ¢ gnarHosom spina bifida.

Ha cerogHsaWHMA peHb B HAleW
CTpaHe B CUPOTCKUX YYPEXOEHUAX
Haxogutca Oonee 150 peten ¢
AnarHo3om spina bifida.

Mbl NOCTOSHHO WULWIEM Takux [OeTewn,
ocmatpuMBaem  UX, MNOMoraem B
obcnegoBaHusx, nedeHun, nogbdope
cpencts  peabunutaumMmM UM NOMUCKe
CEMbBMW.




4TO HY>XKHO 3HATb O SPINA BIFIDA

Spina bifida - 3To NOPoOK pa3BUTUA MO3BOHOYHWUKA,

Korga no3BoHKM OCTatoTCA HE 00 KOHLA pa3BUTLIMM.

B o6pa3oBaBLUeMCs U3-3a 3TOr0 OTBEPCTUN BULEH CMTUHHOW MO3T.
BonesHb BO3HWKAET BO BHYTPUYTPOOHLIN nepuog,. INpnymnHel ee
BO3HWKHOBEHWS [0 KOHLLA HE N3BECTHbI.

MakTopbl pUCKa: HaCNeOCTBEHHOCTb, CaxapHbln auabeT y maTtepw,
NHMPEKUNN, NHTOKCUKALMS, HEAOCTaTOK (POIMEBOM KUCNOTDI.

EcTb 3akpbiTas n otTkpbiTag dopma spina bifida.

[Mpn OTKpbITOM hOpMe CMIMHHOM MO3I BblNe3aeT Hapyxy,

o6pa3ys CMMHHOMO3rOBYIO IPbIXY.

YacTo BeCb OpraHmM3m HUXe rpbiXkn Napasan3oBaH.

Mpw spina bifida n CNAMHHOR, 1 FONOBHOW MO3I OOPMUPYIOTCS
HenpaBuNbHO. HacTo 3Ta 60Ne3Hb CONPOBOXOAETCA rngpoleddannen —
CKONNEHMEM XMAOKOCTU B MO3re.

Yale BCero MHTENNEKT NPU 3TOM COXPAHEH.

B nocnegHue rogbl B mupe 1 B Poccum genatot BHYTPUYTPOOBHbIe
onepaumm nnoga co spina bifida.

Tak>xe, onepaumio No YLWWBAHUIO MPbIXKKU MOXHO caenatb pebeHKky 00

roga.

Spina Bifida Occulta

Meningocele

Spina Bifida

Myelomeningocele



Npea co3gaHng hoHba BO3HUKNA Y
MHHbI UHIOWIKMHOW, Korpa B 2012
rogy oHa poguna pebeHka co spina
bifida 1 cTonkHynacb ¢ oTcyTCTBUEM
CUCTEMbBI MOMOLLN OEeTIM C TakMm
AnarHosom. Cnycta 4 roga noucka
WHpopmaumm 1M CneunanucTos
MHHa noHana, 4To Heobxooumo
06beanHAITbL ycunng Bpaden,
06LEeCTBEHHbIX heatenen 7
popoutenbckoro  coobulectea U
€034aBaTtb CUCTEMY C HYNA.

Tak, B 2016 ropy, Npn nognepxke

Banepusa MaHoLWKWHa, MuTn
AneLKoBCKOro " EkaTepuHbl
CapabbeBon  WMHHa  MHIOWKMHA

co3pana coHg,

Ha4ana pa6oTy nepBas nporpamma
doHaa - nporpamma «JomalHee
BU3UTUPOBAHMEY.

AkTMBHO paboTana nporpamma
nomown  6epemeHHbIM,  Bbinu
chenaHsl 4 BHYTPUYTPOOHbIEe
onepauun B Leeruapuwm n 1 B
Poccum.

120 peten BOWM B Nporpammy
«[lomalLiHee BU3UTUPOBAHUEY,
6onee Yem u3 20 ropopos Poccun,
6bIno caenaHo 668 KoHcynbTauumn.
3anyweHa nporpamma agpecHomn
nomow petam co spina bifida,
oKasaHa nomoupb 68 getam.
CrapToBana nporpamma NomoLLu
OeTam-cMpoTam co spina bifida.
Hadvana cBolo akTuBHylO paboTy
MHPOPMALMOHHO -
npoceeTUTeNbCckas  Nporpamma,
yy4actve B npodpeccroHasnbHbIX
KOHhepeHUmsXx, 6onee 20
ny6nvkaunn 8 CMI.

Monyy4eH nepebint Mpe3naeHTCKUI

rpaHT Ha oby4eHune 40
CneumnanucTos, PU3NYECKUX
TepaneBTOB W 3proreprnaBeToB

ana  nocnepyouwen pabotbl B
nporpamme «[JomaluHee
BU3NTUPOBAHUEY.

O6y4eHo 40 HOBbIX CNELNanncTos,

dU3MYeckMX  TepanesToB Z
sprotepanestos Ana paboTbl B
nporpamme “NlomallHee
BU3NTUPOBAHKNE".

B pamkax nporpammbl
“NomallHee BU3UTUPOBAHNE”

6b1n0 84 nocelleHUst K 63 peTam.
B pamkax nporpammbl agpecHon
nomouM, nomoulb 6bina okaszaHa
50 petam.

MomoLp JeTam-cupoTam co spina
bifida BbligeneHa B oTAeNbHYIO
nporpammy, B KoOHLE roga OAuH
pebeHoK  B34T  Mofg,  ONeky,
0KasblBaeTcsl MOMOLLb  OeTsSIM-
CMpoTam B BMAE KOHCYMbTaLWA K
afpecHON NoALEPXKKM.

B mexayHapogHbiv JeHb
UHOPMUPOBAHMS O  AMarHose
spina bifida ©6bna nposBepeHa
6onbLUas MHGOPMALMOHHO-
npocsetTuTenbckaa  pabota, ¢
noaaep>XXKonm akTepos TeaTpa U
KWHO, MYy3blKanbHbIX 3Be3q,
CbeMKaMM (PUNbMOB U BbINYCKOM
60nbLUOTrO KOnMM4ecTBa
maTepuanos 8 CMA.

213 peTen BownM B Nporpammy

«[JomallHee BM3UTUPOBAHMES,
6bina nposefeHa 1221
KOHCYNbTaums.

B pamkax nporpammbl agpecHomn
MOMOLLM, NOMOLLb Gbina okasaHa
65 petam.

5 peten ycTpoeHbl B cembhn u 41
pebeHok npolwen obcnenosaHue
cneupanucTom coHoa B pamkax
nporpammbl  MOMOLLY  OETAM-
cupoTam co spina bifida.
CrapToBana HoBas nporpamma:
«Hempoyponoruyeckagd  nomoLb
heTam ¢ guarHosom spina bifida,
14 peten BOWAM B MpOrpammy,
300 cemen noay4mnu
MHCPOPMALIMOHHYIO  MOMOLL MO
nporpamme.

B  pamkax  MHopmauMUoHHO-
NPOCBETUTENBCKON  MPOrpammbl
6blna npoeegeHa nepsas B Poccun
MexayHapopHas Hay4Ho-
npakTuyeckaa KoHdpepeHuus Ha
TEMY  KOMMJIEKCHOTO  JleveHus
neten C BPOXAEHHON
CNMMHHOMO3r OBOM FPbIXXEN.

HauMHaeT paboTy nporpamma
MoMOLLM 6epemeHHbIM,
0XMAAOLLMM pebeHka c

YCTaHOBNEHHbIM JMarHo3om spina
bifida, nporpamma topuanyeckon

noaaepXKy, nporpamma
0by4yeHuns cneumanncToB
(MHCTpPYKTOPDI " TpeHepbl),
yBepeHHbIn 6anaHc gnsa geten co
spina bifida 1 napTHepckas

nporpamma 6ecnnaTHbIX Noe3gok
Ha Takcu oT dHaeKC.



Bo Bpems naHOaemun n NnoBCeMeCTHOro KapaHTuHa aetu co spina bifida octanucb 6e3 ABUXEHUS - 3aKpPbITbl CNOPTUBHbIE CEKLUU U
LLKONbI, OTNIOXEHbI peabunutaummn. bbino NPUHATO pelleHne 3anyCTUTb NPOEKT 3aHATUA CNOPTOM OHMIaNH "YBepeHHbIn 6anaHc ang
beten co spina bifida”.

CoBmecTHO ¢ AHpekc.Go n 6narotsopuTenibHbIM OHAOM "Hy>Ha nomoLb' ¢ okTa6pa 2020 roga pabotaeT NpoekT 6ecnnaTHbIX
noe3fok Ha Takcu. MogoneyHble hoHAa MOTyT €34UTb B LLKOSY U AETCKUIM caf, B 60NbHULLBI U NOSIMKIIMHUKK, B CNOPTUBHbIE CEKLIMK
N KPY>XKK, BobmpaTbca 0o a3ponopTos 1 BOkK3anos. [eorpadpus npoekra - 5 ropogos n Mockosckas ObnacTb.

HecmoTps Ha NOBCEMECTHbIN KapaHTUH N 3aKpbITUE CUPOTCKUX yupeXxaeHun, 13 aeten-cmpoT co spina bifida 6ban ycTpoeHsb! B
cembu!

CrapToBana HoOBas NPOrpamma Hopuan4eckon NoAREPKKH.

DoHp, BOLWEN B MEeXAYHAPOAHYI0 accoumaumio International Federation for Spina Bifida and Hydrocephalus n anpektop dpoHga 6bin
npurnalleH B Ka4ecTse CNMKepa Ha KOHAEPEHLMIO, MOCBALLLEHHYIO MEXAYHAaPOAHOMY OHIO MHOpMUpoBaHUS o Spina Bifida.



3anyck KopnopaTtuBHOIro yHuBepcuTeTa no spina bifida ¢ obyyatowmmm Kypcamm ang cneupnanmuctos U poguTenen.

3anyck HOBOro 3Tana Nporpammbl HEMPOYPONOrMYeCcKorM NOMOLLLM AeTam Co spina bifida,
N paclMpeHne BO3MOXXHOCTEN AN MapLUpyTU3aumm geten Ha o6cnefoBaHus.

LLIkona NnpuémHsbIx poautenen aeten ¢ guarHo3om spina bifida.

MMporpamma NOMOLLM AETAM-CMPOTAM MHOIO paboTaeT He TONbKO C MPUEMHBIMU POSUTENIMU OETEN-CUPOT C spina bifida,
HO U C KaHaMAaTamu B NPUEMHbIE POAUTENN, KOTOPbIE HAaX0OATCA Ha Pa3HbIX CTaAUAX NPUHATUS peLleHns o pebeHke, a
TakXe C TeMW, KTO TONbKO 3ayMbIBAETCA Ha 3Ty TEMY MW NPOCTO OTKIMKAETCH CEPALEM NPU MbICAIU O OETIX-CUPOTaXx C
OrpaHU4EeHHbIMU BO3MOXHOCTSMMU 300POBbS.

N MMEHHO ONg HUX OOHA NNAHUPYET CAeNaTh HEYTO COBEPLUEHHO HEOObIYHOE —

LLIkony npuémHoro poautens pebeHka ¢ spina bifida — HpOPMaLMOHHBIN NPOEKT, COCTOALLMN U3 pPAAa KOHCYNbTaunum-
BEOMHApPOB Ha Camble akTyasibHble BOMPOCbI CBEXEUCMEYEHHbIX M 3a4acTylo elle He O4eHb OMbITHbIX MPUEMHbIX
poouTenen, a TakXke KaHOMOATOB B MPUEMHbIE poauTenn aeten-cupoT ¢ spina bifida. Ha 3aHaTuax nnaHupyetcs
pacckasbiBaTb BCE O TOM, KakK MPUHSATb B CeMblo pebeHKa-CMpOTy CO CMUHHOMO3FOBOM FpPbIXeW, C Y4ero Havatb
peabunuTaumio 1 passuTMe MOOUNBHOCTU W  aKTUBHOCTM OblBLUEro OTKAa3HWKA, Kak nNpeogoneTb BTOPUYHYIO
MHBANNOHOCTb AETEN-CUMPOT C spina bifida, K kakum Bpavam xoauTb U Kakue NnaHbl Ha OyayLiee HY>XHO U MOXHO CTPOUTb!




WUHHa UHIowkuHa
OcHoBaTenb oHAaa,
MporpammHbiv
avpekTop

Aunana AubiHa
Benywimn cousnyeckmn
TepanesT
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Ucnamuna CagbikoBa
DuUsmnyeckun TepanesrT,
KasaHb

AHHa lMoneBckan
McnonHuTenbHbIN
OVpekTop

APOrPA
«COEN

Enena LWowmwuHa
BeayLumit sprotepanesTt

KceHusa Ecbpemosa
DuU3nyeckuin TepanesT,
KpacHospck

Mapwua KopoTkoBa
PykoBogutens
nporpammbl anpecHon
MOMOLLN

AHTOH AHNUNoB
Mcuxonor, TpeHep

Anua BangHcka
SprotepanesT, MockBa,

CaHkT-lMNeTepbypr

Mapus MonaHckan
PykoBogutenb
NPOrpammbl MOMOLLM
LeTam-cupoTam

AHHa HekpacoBa
dprotepanesT, Ka3zaHb

EneHa MopskuHa
Pykosogutens
nporpammbl
IOPUANHECKON MOMOLLM

Cepren QyaxuH
Dun3nyeckun TepanesT U
3proTepanesT, TPEHep,
KpacHopap

Muxaun CemeHoB
Mporpammubin
MeHepKep, cneupanvct
no paboTe ¢ 3kcnepTamu

AneHa PoxxuHa
®un3nyecknn TepanesrT,
KypraH, LeHTp UM.
Mnunsaposa

KceHus KosuHa
AoMmuHUCTpaTop

AHacracus benoweHko
Dn3ny4eckun TepanestT,
CNEeLManucT No paHHemy

BMeLLaTeNbCTBY,
dpocnaenb



IKCIEPTbI ®OHOA

3uHeHko OAmntpui FOpbesuy
Hewnpoxupypr, HUKU neguatpum
um.ak.tO.E.BenbTuiLeBa
3aBefytoLLni oTAENEHUEM HENPOXMPYPTUN,
JoKTOp MegUUMHCKMX HayK

TuweHko FanuHa EsreHbeBHa

HeWpoyponor ueHTpa BpoXAeHHOW NaTonorum

KNnHUKN GMS

LLImakoB PomaH leopruesuny
AKyLLIEpP-TMHEKOSIOT, [OKTOP MEAULIMHCKNX
HayK, rnaBHbIM Bpay HaumMoHanbHoro
MeONLMHCKOro UCCefoBaTeNbCkoro LeHTpa
aKyLlepcTBa, MTMHEKOIOrMU 1 NEPUHATONOMMK
nM. aK.B.M.Kynakosa.

TaBpunoBa Imnnua AHgpeesHa
[MepguaTtp, KypaTop HanpasneHns Spina Bifida
LeHTpa BPOXAEHHON NaTonorunm KnnHnkn GMS

Psa6bix Ceprein OneroBuy

3am. pupekTopa no obpas3oBaHuio U
B3aUMOLENCTBUIO C PErMOHaMK, 4. M. H.,

OpTonea-TpaBmaTonor, AeTCKUA 1
CNUHAbHBIN XMPYPT BbICLLIEN KaTeropuu,

PYKOBOAUTEND KAVHWUKMN NaTONOMu

NO3BOHOYHWUKA W pefiknx 3abonesaHun LieHTpa
Ununsaposa

bepanyesckas EsreHns MapartosHa
Bpa4-HeBponor oTAeNEeHNs HEMPOXUPYPIn
HWKW negumatpumn um.ak.tO.E.BenbtuiLiesa

UsaHos CtaHucnas Bauecnasosuy
PykoBoauTens LeHTpa Spina bifida B Hay4Ho-
nccnepoBaTeslbcKoOM AETCKOM
opTonean4eckoM UHCTUTYTe umenn .U
TypHepa, KaHanaaT MeguLIMHCKUX HayK,
Bpad-opToneq,

OxankuH Omutpun Uropesuny
Bpay opTonen-opTe3ncT HaumoHanbHoro
MeOWUMHCKOro uccneposatensckoro LleHTpa
3poposbs [leten, onpekTop OpTo-

npocTpaHcTea, OpToneanyeckon nabopatopum

poktopa OxankuHa



NPOTPAMMbBI ®OHAOA
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Mporpamma nomoLLu
6epeMeHHbIM

O6y4eHune cneumanncTos

Mporpamma nomoLLm
LOETIAM-CUPOTaM

(e

YBepeHHbIn 6anaHc gns
aeten co spina bifida

ALpecHasi NOMOLLb

[Mporpamma ropmnomuyveckon
NOMOLLM

[Mporpamma 6ecnnaTHbIX
Noe3ao0K Ha Takcu

Henpoyponorunyeckas
MOMOLLb

NHpopmaLlmMoHHO-
NpocBeTUTENbCKAs




OxunpaHne pebeHka — TpeneTHbIn nepuon B
KU3HU KaX[0M XeHLLUWHbI.

Ho Ha ovepegHOMm Y3 HUKTO He 3acTpaxoBaH OT
HOBOCTN — “y ByayLlero pebeHka NOPOK Pa3BUTUSA
spina bifida“.

MNpu4nHbl  pasBuTMs  3TOrO0  MOpPoKa  Ha
CerogHsALWHNA MOMEHT HEN3BECTHbI.

Spina bifida nan rpbixy CAMHHOMO MO3ra MOXHO
yengetb no Y3 ¢ 12 Hepenb, Torga e MOXHO
caenatb BHYTPUYTPOOHYIO onepaumio, TEM Cambim
MaKCUManbHO CHU3MB OCNOXHEHUS Y Manblwa.
Onepauuio BbINONHAOT Ha 24-26 Hepene.

(doHA nomoraeT ¢ mapLipyTusaumen 6epemeHHbIX.

B Mockse cpenatb Takyto onepaumto no OMC

MOryT onbiTHble Bpayn @OIBY «HaunoHanbHOro

MmeguunHCKOro nccnenosaTesibCkoro UeHTpa §

aKyLlepcTBa, [MHEKONOrMW WU NepuHaTONormnu
NMEHN akagemuka B.WN. Kynakosa» "

KnuHunyeckoro rocnuTanga JNlannHo rpynnel 5

komnaHun Matb u AnTts.




fr_ NPOrPAMMA MOMOLLIV BEPEMEHHbIM
SKEHLLIHAM, OXKIAIOLLIM PEBEHKA
C YCTAHOBJTEHHBIM AVATHO30M

m

bnarotBoputenbHbin  poHp «CnuHa  budpmnpa»
OKasblBaeT  MOMOLWb B COMPOBOXAEHUK
6epemeHHbIX C NOPOKOM pa3sBuTKa spina bifida.

B  pamkax paHHOW  nporpammbl  POHA,
OnJaYnBaer:

* 6uneTbl OT mecTa MpoxuBaHug 0o MOCKBbI U
obpaTHo,

* npoxueaHve B Mockee nocne BHYTPUyTpoOHOM
onepauuun no poaos,

* npoxuBaHve B MockBe B OXWOAHUWM POLOB,
ecnn  BHYTPUYTpOOHOM onepauus He Obina
caenana,

* NPOXMBaHWE MaMbl NOC/e POAOB, €C/IM ManbiL
HaxooMTCa Ha BbIXaXWBaHWWM B peaHUmauuu (B
no6om pernoHe Poccum),

* MeJuUMHCKMe obcnefoBaHWs W aHanusbl,
KOTOpble HEBO3MOXHO caenatb no OMC (unm B
cnyqae, ecm no OMC Gonblias ovepefb, a
aHanu3bl/obcnenoBaHns HY>XHO nposecTn
CPOYHO),

* KOHCyNbTauMM Y  NPOPUAbHBLIX  Bpaven
HOBOPOXAEHHOIO pebeHka,

* BegeHue peberka ot 0 oo 1 ropa.

SPINA BIFIDA

B cotpygHuyectee ¢ poHpom «CBeT B pykax»
doHp, OoKas3sblBaeT OyoyLLMM Mmamam
NCUXONOMMYECKYIO MOAAEPXKY W nomolp. W
Jaxe e  cembs  NPUHUMAET  peLleHue
npepsaTb 6€peMEHHOCTb, NCUXONOTN BCE PABHO
0Kas3bIBaoT NOALAEPXKKY

Kaxpas 6ygywas mama, obpatusBLLMChL K Ham 3a
MOMOLLIbIO, MOXET MONb30BaTbCA M APYrMMHM
nporpammamm Hawero ooHaa.

3MHEeHKO

A Omutpuin lOpbesuy,
HENpPOXMpPYPT,
3aBefyoLLmn oTaeneHmem
Henpoxmpyprinm HAKA
neguaTpumn Um.
BenbTuweBa, ookTop
MeOUUMHCKUX HayK



r_ MPOrPAMMA MOMOLLIV BEPEMEHHbIM
K SKEHLLIHAM, OXKIAIOLLIM PEBEHKA
C YCTAHOBJTEHHBIM AMATHO30M

\\)

]O 6epeMeEHHbIX XEHLLMH 06paTInCL B PoHL,

38 NOMOLLbIO

PRPPPPPPPP

7 6epeMEeHHbIM XEHLLIMHAM OKa3aHo
conposoxpgeHue

PPPPPPY

] BHYTPUYTPOGHas onepauus nposeaeHa B
LeHTpe um.Kynakosa

&

5 MarnbIEeRn y>ke NoaBMUIOCL Ha ¢BeT B 2020 .

298 9Le

oy oWy oWy oWy «Ws

SPINA BIFIDA

CseTtnaHa ¢ CbiHOM J1bBOM.
JlbBY cpenanu onepaumio
yXe nocse poxaeHus,
cemyac manbamky 4,5
mecaua.

«

LLImakos PomaH
leopruesuy, akywep-
FMHEKOSOTN, JOKTOP
MELULIMHCKUX HayK,
rNaBHbIN Bpay
HauuoHanbHoro
MeONLUMNHCKOro
nccnenoBaTesnlbCkoro
LeHTpa akyLepcTsa,
rMHEKONornn u
NepUHaTONOMMN NUM.ax.
B.N.Kynakosa.



OYeHb 3Ha4YMTeNbHas 4acTb [OETel, UMEOLUX |

BPOXAEHHbIE  CMMHHOMO3rOBble  HapyLUEHUS,
SBNSAETC OTKA3HMKaMM C POXAEHMS, MNO3TOMY

DEeTH, OyayyMm WHTENNEKTyanbHO COXPaHHbIMM

N0AbMM, OKa3bIBaKOTCA CHavYana B gomax pebeHka,
a notom B jJgomax pebeHka-uHBanupa, rae
3a4acTyrio XuByT Bmecte C getbMu C TaXenbiMn
MeHTafNbHbIMKU  HapyLlweHnsSMn. 1o  [OCTUXEHUN
coBeplwieHHONeTnua MoJioabiX B3POC/bIX NepeBoaTt

B MNCUXOHeBpPOsNOrn4eckne HUHTepHatbl, U TOJIbKO .

eAunHULUblI MOTYT MOJTIYHUTb KBApPTUPY U NOayHaroT
WAaHC XNUTb CaMOCTOATENIbHO.

Mwuccua (i)OH,D,a N NPOrpammol 3akKno4HaeTCa B TOM, *.

4TOObl YBENNYUTb LLAHCHI OETEN-CUPOT, a 3aTem U

MOJ1IOAbIX B3POC/bIX HA MONMHOUEHHYK >XW3Hb B |

obuectse. [Mo3TOMy Tak BaxXHO Hanbonee paHHee
BK/IIOMEHUE OETEen-CMPOT B NPOrpammy MOMOLLM
dOHOAa, KOrga LWaHCbl Ha MPUEMHYIO CEeMbIO
BEMKW, a npobnembl CO 300pOBbEM  HEe
ycyryounuce npebbiBaHMEM B yYpeXOEeHUN U
BTOPUYHOM  MHBanupusauuen, Korga  ecCTb
BO3MOXHOCTb npasuIbHO 3anoNHUTL
WHOMBMAOYaNbHbIM  NNaH  peabuauTaummnm U
abunutaupm UIMNPA wn nopobpatb TexHWYeckue
cpencTea peabunutaumu.

ROV ConencTBME B YCTPOMCTBE AETEN

Llenn nporpammbl NOMOLLM AETAM-CUPOTaM:

1. CemenHoe yCTPOUCTBO aeTen co spina bifida 13
ydypexgeHmum B CemMbWl, C NOAAEPXKKOM MU
BNajeHvem MakcumanbHo NONHON
UHPopmaumen o pebeHke, U MUHUMKU3ALMeN
NOBTOPHbIX OTKa308.;

2. YnyyweHune ka4yecTsa XuU3HU U NpodomnakTnka
BTOPUYHbIX OCNOXHEHWU Y aeTen co spina bifida
B yYpexnAeHusx, npodunakinka oTkasos OT
Jeten co spina bifida;

3. ConpoBoxpeHne pebeHka co spina bifida B
TeYeHne nepBoro rofa >WU3HW B MPUEMHON
cembe gna NpoduMNakTUKM  OTKAa3osB  No
MEONUMHCKUM U COUMaNbHbIM NPUYUHAM;

4. PacnpocTpaHeHue 3HaHUK O 3abonesaHuu,
0o6y4YeHWe COTPYOHUKOB [ETCKUX YYpexxOeHwun,
MHAPOPMALIMOHHO-NPOCBETUTENbCKAs paboTa B
npodpeccnoHanbHOM cpefe 1 B obLlecTse.




B pamkax nporpammbl OCyLLECTBASETCA MOMUCK
AeTen ¢ guarHo3om spina bifida B yupexxgeHusax
ONa [ETEeN-CUPOT, OpraHu3auma focTyna Bpaden
7 Y3KNX CcneunanunucTos, opraHv3saums
ob6cnegoBaHM M onepauun, oKasblBaeTca
nomoLb B nogdope NPaBUbHbLIX TEXHUYECKMX
cpencTs peabunutaumu.

B panbHenwem nporpamma obecneyusaer |
CONPOBOXAEHME CeMen, B3ABLUNX pebeHka nog i

orneky: oHA, KypuUpPYeT HOBYIO CeMblO NepBble
rofbl 0O NOMHOM apanTaumm pebeHka, panee
Cembsi NPUHMMAET y4acTMe B NPOrpPammax
poHOa HapaBHEe C  KPOBHbIMA  CEMbSIMM
nofoneyYHbIX oHaa.

]3 feten 8 2020 rogy obpenun poautenen:

9 peten ywnu B npuemHble cembu BGnaropaps
ycunnam  ooHga W naptHepos, 4 peten —
6narogaps 601bLLOK NHPOPMALMOHHO-
npocBeTUTeNbCKOM paboTe ooHAa,

Bepetca pabota C kaHoupaTtamu B NpUEMmHble
poauTenu ele no 7 OeTtam U3 peectpa gerten-
cupoT




]34 pebeHka 6blno BHeceHO B peecTp B 2020

rogy, 67 manbinkos 1 68 gesoyvek u3 44 pernoHos
CTPaHbl, KOTOpble  Haxopunucb B OETCKUX
yqypexpaeHusax no Poccuu.

Mo 58 peTam ocyLecTBAINOCh COTPYAHMUYECTBO C 8
doHpoamun-napTHepamn,  nporpamma  poHaa
pabotana c 10 y4ypexaeHuamun gna neten-cupot ¢
NHBANNOHOCTBLIO.

Bcero xe nporpamma pabotana c 68 petbmu 13
peecTtpa, B TOM 4YUCNe TeMu, KTO He Mopnexur
CeMeNHOMY YCTPOWCTBY.

25 OeTaM-cMpoTam Oblia okaszaHa MoOMOLLb :

22 BU3NUTA (PU3MYECKMX TepaneBToB MU
3proTepaneBToB POHAA K AETIM,

23 pebeHKa Moay4uaM MOMOLLb MO AOPOXHOM

kKapTe pebeHka co spina bifida B pa3nnyHbIX
KSIMHUKAX,

5 JeTam 6blna okasaHa topuavyeckas Npasosas
noaaepxKa,

]O geten nonyyunu TCP,

RIMOlAWIWIVAN ConelCTBME B YCTPOUCTBE OETEN
RlOJCIRNIZ AP IS G ZIOIVAVIN co spina bifida n3 goeTcknx 4OMOoB B CEMbIO

C uenblo CceMenHOro yCTpoMCTBA B pamkax
nNporpammsbl Benacb MHPopmaLmoHHas paboTa:

466 nyénukaumm no 26 OETAM-CUPOTam

co spina bifida B COUMAaNbHbIX CETAX WU Ha
dopymax ans NpUemHbIx poautenen,

27 HOBOCTEM O XOoA4e NPOeKToB (hoHAA Ha

nnatgopme www.dobro.mail.ru no Tpem
npoekTam ooHAa,

8 NPSMbIX 3OMPOB CO CAUKEPAMN N TOCTIAMU B

Teme NPUEMHOro PoaMUTEeNbCTBA U CUPOTCTBA
petet ¢ OrpaHuMYeHHbIMM  BO3MOXXHOCTSIMU
3[10POBbS,

39 HOBOCTEN Ha pecypcax hoHpa, 6 cTaTen

Ha Pas3NMYHbIX pecypcax, NPUYPOYEHHbIX K
MEXAYHapOLHOMY [OHIO MHPOPMMUPOBAHUS O

L OunarHose spina bifida, BbicTynneHue Ha paguo 1

MNoamockoBbe
Mapua NMNongaHckas

« PykosoguTesb
NPOrpammbl NOMOLLM

OETAM-CNPOTam




MapTHepbl NPOrpammsl:

Mporpamma pabotana 8 2020 rogy Npuv NOMOLLN
nnatdopmbl DobroMail.Ru.

bnarogapsa nnatgopme c6opbl Ha peanusaumio
Nporpammbl BeIMCb NO ABYM npoekTam — «[laTb
hetam co spina bifida waHC Ha >Xu3Hb» U
«detam-cupotam €O CnNUHa 6uduaa MOXHO
nomoub!», B pesynbrate OAMH NpPOeKT Obin
NONTHOCTLIO 3akpbIT B mae 2020 ropa, B UIOHe
2020 ropa Obl1 OTKPbLIT HOBbIK CUCTEMHbIN
NPoeKT, COop Ha KOTOpbIN Gbin 3aBeplueH B 2021
rogy.

NHPOPMaUMOHHBIMX MapTHEPaMK NPOrpPammsl
MW ee MNnoJoMeYHbIX BBLICTYNUAU  KPYMHbIE W
M3BECTHble POCCUNCKME  6naroTBOpPUTENbHbIE
POHIbI U HEKOMMEpPYECKME OpraHn3aLmnu:

* BofIOHTEpbI B MOMOLLb AETIM-CMPOTam

¢ Jlopora Xu3Hu

® Tbl eMy Hy>eH

® I3meHn 0gHY XU3Hb

¢ [lpyrne cpoHabl N0 BCEM CTPaHe

RIMOINAWIWIVAN ConencTBME B YCTPOUCTBE AETEN
MTOMOLLUN OETAM-CUPOTAM ReeRSollat=Rellilet=R7lcWil=a e (7> File]Vle] - ¥ : N (=T 1o)

» ™ > e
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MpuemHas mama, cneumanuct no SMM, B
TeyeHne ropa paboTtana WHTENNEeKTyasbHbIM

+ BOJIOHTEPOM nporpammel, pa3mellasd

MHpopMaLMIO 0 aeTax-cupoTax co spina bifida B
coumanbHbIX CETIX, Ha PasfnyHbIX Popymax B
WHTEPHETE, B pPOOMTENIbCKMX CoobLecTBax, a
Takxe 3aHMMasACh MHPOPMALIMOHHBIM
conpoBoxaeHnem paboTbl Nporpammbl  Ha
nnatgopme  DobroMail.Ru,  pasmelLeHvem
NOCTOB B COUMAnbHbIX CETIX U rpynnax dgoHaa.
MNporpamma nomoLLu OEeTAM-CMPOTam

- 6narogaput Buktopuio 3a ee Tpya!

( BukTopwus LLlapxaTyHsiH
BoNoHTEP Nporpammsl



O,

Mog  appecHowm NOMOLLbIO NOHUMAETCH:
TeXHU4Yeckue cpepcrtsa peabunutaumn, onnarta
MeOUKaMEHTOB, MeAUUMHCKMX 006CnefoBaHnn w
MeONUMHCKNX ycnyr, OMNeToB Ha camonet/noesq,
OT Aoma go 60nbHULUBI U 06paTHO.

@oHA, onfayvMBaeT TONLKO Te 006cCsefoBaHus,
METOAMKKN fleveHns n abunurtaummn, TexHmu4yeckue
cpepncTea abunutaummn, 3dPEKTUBHOCTb KOTOPbIX
[0Ka3aTesbHa, NPUMEHeHne KOTOpPbIX
COOTBETCTBYET pekomeHaaumam BO3 n
CNOXMBLUENCA MUPOBON NPaKTUKe fiedeHuns spina
bifida. TexHuyeckne cpenctBa MoOryt ObiTb
onsiayeHsl TONbKO nocne BM3UTa "
pekomeHpaumn  cneumanucta  oHpa | —
dom3nyeckoro TepanesTa u/mnu aprotepanesTa.

MOV (DOHL OKa3blBAET aApeCHYO MOMOLL OETIAM
VIl Selz (0] Rn(eleINNIZN oT O no 18 net ¢ gnarHo3om spina bifida,
NPOXUBAIOLLMM Ha TeppuTopum Poccum

BaXHbIM  KpuTepuMem  OKasaHus  ajpecHomn
NOMOLLN SBNAETCSA TaK Xe FOTOBHOCTb CEMbU K
COTPYOHUYECTBY. Moa COTPYQHNYECTBOM
NOHMMAETCA FOTOBHOCTb CeMbM Y4acTBOBAaTb B
npouecce NoayYeHns OT rocypapctea Toro, 4To
NONOXEHO no UIMPA (MHoMBMAOYyanbHas
nporpamma peabunutaumm n - abunutaumm
nHsanmpa) n no OMC (C NOMOLLbIO NPOrpammbl
tOpPUONYECKON NOLAEPXKKHN).

MpuopuTeT nonafaHus B nNporpammy — vy
Manoo6ecneyeHHbIX pPOAUTENEN-OQMHONEK,
BOCNWUTbIBAOWMX AeTed C AMarHo3om spina
bifida.

Mapua KopoTkosa
(( PykosoguTens Nnporpammel
anpecHon NomoLLm




& MOV (DoHA OKa3biBaeT aapecHYo NOMOLLb OETAM
I Eele]Zanle]OINNIZN oT O oo 18 neT ¢ aMarHo3om spina bifida,
NPOXUBAOLWMM Ha TeppuTopumn Poccuu

95 cemMbam Oblna okasaHa NOMOLLLb B pamkax

nporpammsbl agpecHon nomowy 8 2020 rogy :
XOAYHKM — ONna 1 cemby,
cneumanbHbIn CTyN — pna 4 cemen,
cneumanbHas napta — anga 5 cemen,
KOMMNEKTbI «napTa + CTyN» — ANga 22 cemen,
aKTUBHblE KONACKN — anga 41 cemen,
CNOPTMBHbIE N pa3BuBatOLLME 3aHATUS — ONA
5 cemen,
BEepTUKanM3aTopbl — ons 3 cemen,
TPaHCNOPTHbIE YCNYyrn No aoctaeke TCp —AaNg
6 cemen,
opToneamnyeckas obysb — onsa 3 cemen,
MeaunuUMHCKMe ycnyrm — ona 5 cemen,
6uneTbl Ha camonetr — anga 5 cemen,
opTe3Hble n3genua — onga 4 cemen,
NpoXunBaHWe BO Bpems o6cneposaHnm —aong
3 cemen.




Ha TekywuMn MOMEHT B MUpe CyLLecTBYyIOT
3P deKkTUBHbIE METOAMKMN abunutaumm aeten co
spina bifida, pa3paboTaHHble B EBpone n CLLA.
JaHHbIMKM MeToauKamn BnagetoT cneumanmucTbl —
dom3anyeckme TepanesTbl U 3proTepanesThbl.

DoHA, 3aHNUMAETCa opraHu3aumen U passuTUEM
JOMALLHEero BWU3UTUPOBAHUA W peabunuTaumm
Jeten ¢ nocnepctenamn spina bifida B pasHbix
pervoHax Poccum.

B pamkax  [QOMAalIHEro  BU3MTUPOBAHMS
cneumanucTel perynspHo (1-2 pasa B mecsu)
NOCeLLAoT CEMbIO MOLOMEYHOrO, BOLUEALIErO B
Nporpammy.

RIMOINAVWINIVAN [loMaLLHME NOCELLEHNS U KOHCYNbTauun AeTen
«1OMALLHEE BASNTUPOBAHWE»

co spina bifida dpuamnyeckumm TepanesTamm u

JdprorepanesTamm

Ona kaxporo pebeHka cneuuanucTbl oHaa
dopmynupytot NHOMBUAYaNbHbIE uenu
peabunutaumm n pa3pabartbiBatoT
WHOMBUAOYANbHYIO  MPOrpammy,  perynspHo
oTcnexmunsas ee apdPeKTUBHOCTb.

BaXHbIM MOMEHTOM SBNSAETCA COTPYAHUHECTBO
poauTenen (onekyHoB) — BOBIEYEHHOCTb B
npouecc: yyactue B BM3UTax, MNAaHUPOBAHUK
uenewn ons pebeHka, cobnrogeHne
pekomeHaaumn, a Takxke yyactue B NpoBefeHuu
OLLEHKM 3P PEKTUBHOCTH.



Du3nyecknn TepanesT OLEHUBAET ABUraTesbHble
CNOCOGHOCTM NauuneHTa, onpegenseTr pasyMHble
n DOCTUXUMbIE Luenm peabunutauun,
NPUAYMbIBAET ynpaxXHeHns, 6narogapsa KOTOPbIM
UennM MOXHO [OCTUYb, u3b6exaB BTOPUHHBIX
OCNIOXXHEHUMN.

Mporpamma peann3osbiBanacb Npu Nogaepxke
rpaHTa mapa r.Mocksbl fo ceHTa6psa 2020.

C mapTta 2020 nporpamma peanusyetcs npu
nopaep>xke MoHAa MNpe3anpeHTCKUX rpaHToB

rr
NMPE3NAEHTCKUX

FrPAHTOB

[NNPOIPAMMA
«JOMALLIHEE BU3SNTNPOBAHWE»

Enena LWowwuHa,

Benywinn
proTepanesT PoHAA

HomaluHWe noceLLeHns N KOHCYbTaumn OeTen
co spina bifida dpuamnyeckumm TepanesTamm u

JprorepanesTamu

(4

InaHa AuplHa,
BenyLwinn puamnyeckmm
TepanesT oHAa

dprotepaneBT OpraHWM30BbIBAET BOKPYr nNaumeHTa
Mup: nopoupaet TEXHUYeckme cpencTtea
peabunuraumm (konackm, BEPTMKaNMU3aTopsl),
mebenb, opaexmay, NPUOyMbIBaeT WUrpbl U 3aHATUS,
nonesHble M [OCTYMHble NauUMEHTY, HECMOTPS Ha
husnyeckne orpaHnMYeHus.

2 2-| Ccembs — noayvynna NoOMoLLb No nporpamme
«JJomallHee BU3UTUPOBaHUE»

74] 4acoB — 0OLLUN OOBEM BU3UTOB
cneunannucTos

lopopa, B KoTOpble OblnN COBEPLUEHDI
KOMaHANPOBKK cneumannctos: HoBocnbupck u
HoBocnbupckas obnactb, EkatepuHOypr, TroMeHb,
Kemeposckas 06nacTb.



Detv ¢ pnarHosom spina bifida noytn Bcerga umetot
HapyLwweHus paboTbl NOYEK U MOYEUCNYCKATENbHON CUCTEMBI.
OTU OCNOXHEHUS M3BECTHbl, HO He BCeraa NposBfeHbl Tak
SBHO, KaK MOPaXeHus CNUHHOIO W rOMNOBHOMO Mo3ra. 3TO
CBA3aHO KakK C HepoCTaTOMHOM WMHM(OPMUPOBAHHOCTLIO B
LUEeNnoM, Tak U C MasblM KOMMYECTBOM KBanMULUMPOBAHHbIX
CNeuranncToB, OETCKUX YPONOroB, CNEuManu3upyroLmxca B
HEenpoyponoruu.

HecBoeBpemMeHHOe OKa3aHuWe MOMOLLM MOXET NPUBECTU He
TONbKO K TAXENENWMM OCNOXHEHUAM B BUAE HapyLUEHWUS
PYHKLUMM NOYEK, HO U K peasibHOW yrpo3e Xn3Hu pebeHka.

Ona  koppekunn  yposiorMyeckux HapyweHun peten C
anarHosom  spina  bifida, Heob6xoguM  KOMNEKCHbIN
MeXOUCUMNANHAPHBLIM nogxon,. Ha cerogHAWHWM aeHb eCTb
onbIT peanu3aunn nporpammbl padboTbl MeXxaUCUMNINHAPHON
KOMaHAabl Anga o6cnenoBaHns aeten ¢ guarHo3om spina bifida s
knuHuke GMS, r.Mocksa.

[NNPOTPAMMA

HEMPOYPOJ1IOTMHCKOM MOMOLLIA

JINCTa

OLEHKa YPONOrM4eckoro CoCTOSIHUS
noAoneYHbIX, NPoBeAeHNe KOMMNEKCHOro
06cneoBaHNs U COCTaBNEHNE MaPLLPYTHOTO

TuweHko NannHa
EBreHbesHa
Henpoyponor ueHTpa
BPOXAEHHON NaTtonornm
KNuHUKK GMS, akcnepT

doHApa

«
GMS
Global Medical System

clinics & hospitals

B RATOTBORUITE MSHBIA
@OHA




RIHOINAWVINIVAN OLieHKa YPONOorM4eckoro COCTOAHNS
glAZ1eNi=ellelNZETe (el RR(OLIOINNIZN noponeyHbix, NpoBedeHNE KOMMIEKCHOMO
o6cnenoBaHus U COCTaBIEHNE MaPLLPYTHOTO
NINCTA

2 6 '} OBHUM K13 KNtOYEBBIX HaNpaBneHui sBnseTcs
NOAONEYHbIX NPOLSIN KNNHNYECKOE 0N : : 1 || nonHoe yponorunyeckoe obcnepoBaHue.
ypoanHammyeckoe nuccneposaHue B Mockee S amElT Yo P :, : L | | Poputenu pebetrka co spina bifida nonyyatot He
" | “ { e — TOSIbKO MOJIHYIO YPOSOrMYECKYIO KapTUHY, HO W
-I 5 , % | MapLUPYTHbIN INCT C yKa3daHWem BUOOB U CPOKOB
NOAONEYHbIV NPoLLEN KIMHNYECKoe & S =y, A __ neveHus, CnocoboB  KOppekuuMuM  TeKyLUMX
ypOoAMHaMm4eckoe uccnefoBaHue B ADS L A B HapyleHnn  (PYHKUMIA  MOYEBbIAEINTENbHOM
EkaTepuHOypre I SRS | - ‘| oucTembl,  nedebHbIX  ydpeXxaeHuin  ans
> 3 . \ nposegeHns HeoO6XoaAMMbIX OENCTBUN.

] 095 240 1“?7.7:' ¢ B pamkax  [paHHOW  Nporpammbl  GOOHA,

. OMJIa4MBAET TaKoe KOMNNEKCHOE UCCIeA0BaHNE.
pybnen

B nporpammy moryt Bontu petm u3 noboro
pernoHa Poccun.

Pacxogbl poHpa
Ha HEMPOYPONOTMYECKYIO NPOrpammy



nomowib B noayveHun wUHBaNNMOHOCTU WU

MHomBnayanbHOW Nporpammbl  peabunutaumu
nnu abunutaumm (UMPA),

NOMOLLbL B MOSIyYeHMM OT  rocygapcTea
TEXHUYEeCKMX cpeacTs peabunutaumm (TCP),
cornacHo UINPA pebeHka,

KOHCYNIbTaumu Mo BbINAaTam v Nbrotam,
MOHUTOPUHI  OOMONHUTESNbHBLIX 6ecnnaTHbIX
ycnyr (KpyXku, 6accevH psoom C OOMOM,
HafOMHas NOMOLLb OT PaNOHHbLIX LEHTPOB M
Tak pganee) u opraHu3auus NOAYHEHU 3TUX
ycnyr.

NOMOLLL B MOSIYyHYEHMM KOMNEeHcauun 3a
CaMoCTOATENbHO KynneHHble TCP,

NOMOLLL B nosyveHun 3akoyeHua [MIIK
(ncuxonoro-mennko-nesarornyeckomn
KOMMUCCUM),

NMOMOLLb B OpraHu3aummn JOCTYyNMHOW cpefpl B
LKone/neTckom cagy, B obecnevyeHun gpyrux
cneumanbHbiXx — YCNOBUMA 019 MNONYyYeHUs
06pa3oBaHns pebeHKOM.

NOMOLLLb B MNONYYEHUM CaHATOPHO-KYPOPTHOIO
neyenHuns.

KOHCYNbTaUMM MO XWAULHBLIM BONPOCaM U
Apyrue Bonpockl, kKacatowwmecs npas pebéHka-
nHBanupa.

tOPMOMYECKOW MOMOLLIA

BecnnatHoe okasaHue 1opuanYecKon MOMOLLN CEMbIM,
BOCMUTbIBAIOLLIMM feTen ¢ 3abonesaHnem spina bifida,
coupasnbHO-NPaBoOBOE CONPOBOXAEHNE CEMBM.

[NNPOTPAMMA

CoumanbHo-nNpaesoBoe CONPOBOXAEHNE
nogoneyvHblX doHaa «CnnHa budpunaa»

] 53 cembu o6paTMnmnch B PoHA 3a
topuamyeckon nogaepxxkon s 2020 rogy.

277 ob6palLeHM NOCTYNUNO B OOHA.

9 y y
55 /O cemen o6paTnAnUCL 3a IoPUAMNYECKON
MOMOLLbIO MOBTOPHO.

.|-|9 NONOXUTENbHbIX pe3ynbratoB Mo
NOCTYNUBLUMM OOPALLLEHUSM.

9] ob6palleHue coctaBneHo B
rocygapcCreeHHble OpraHbl.

]O BeOMHapOB, NPSMbIX 3OMPOB U

NPOCBETUTENBCKUIA POSUKOB NPOBEAEHO ANS
poguTenen.

(( EneHa MopskuHa

PykosoguTenb
tOpPMANYECKON
nNporpammbl



tOPUONYECKOW MOMOLLIA

OBLLIA4 5KOHOMUY
(TCP, MONYYEHHbLIE MO UMPA) U3 Hux 4
Kpecna-KOAACKM aKTUBHOTO TUMa no

MHAMBMAYANbHOMN 3aKynKe U 8 Kpecen-
KOJIACOK C Py4YHbIM NPUBOAOM KOMHATHbIX U
NPOry/NIOYHBbIX.

ROl CoumanbHO-NpaBoBOE COMPOBOXOEHME
nogoneYvHblx doHaa «CnnHa budpunaa»

opToneguyeckas o6yBb U MOPYHHU Ha

o6wyro cymmy 18 000 py6.

2 Kpecna-Konsackun ¢ pyYHbIM NPUBOLOM
nporynovHbie UMBRELLA no 100 000 py®.

TYTOpPbI Ha roneHocTonHbIn cyctas 16 000 py6.
KaTeTepbl 419 camokarteTepu3aumnm
nyépuumpoBaHHble 1746 WT. Ha o6LLy0 Cymmy
200 790 py6.

Katetepbl 4 636 WT. Ha o6Lwyto cymmy 533 140
pYo.

konacka Kumba Heo Otto Bock 220 000 py6.

2 KONFCKM KOMHaTHas 1 nporynovyHas Kumba Heo
Otto Bock 440 000 py6.

NPOrynoYHas Konacka bancuk MHTEPH3ILWHA, UHK
40 000 py6.

3 Kpecna-kongackn akTueHoro tuna Aeanrapg TuH
Otto Bock 400 000 py6.

opToneanyeckas obyBb CNOXHaA Ha yTenIeHHON
n 6e3 ytenneHHon nogknagku 15 000 py6.

2 kongckmn Umbrella komHaTHas 1M NporynoyHas Ha
o6uwyto cymma 100 000 py6.

annapar Ha HUXHUE KOHEYHOCTU U TYNoBULLLe
(opTes) 120 000 py6.

1 kpecno-kongacka aktueHoro Tmna Motyc Otto
Bock 100 000 py6.

opToneauyeckas obysb CNOXHas u
opToneauyeckas o6yBb Ha annapar Bcero 4 napsbl
Ha obwyto cymmy 30 000 py6.



* B 2020 rogy 6bINO Mony4eHo OT rocygapcrsa pns
nogoneyHblx geter oHAa 4 KONICKM aKTUBHOIO
Tvna Otto bBokk AsaHrapsa TumH (BCce no
NHAMBUAOYANbHBIM 3aKynkam)

* B cBA3M C oTKasamum Bpavyen nNpPoBUHLIMANBHON
60MbHMUBI B OONYyCKe MamMbl B peaHMmaumio K
HOBOPOXAEHHOMY pebeHky n3-3a HOBOW
KOpOHaBUpyCcHOM NHpekUmn, 6narogaps
topuamM4eckon  nomowm [nasHbI  Bpay  3TOW
MEONUMHCKON  opraHu3aumm  paspewmn  mame
nocewatb CBoero pebeHka u ObITb PAAOM C HUM.

* 4 ropa ®CC He obGecneymnsan pebeHka-uHBanupa
annapaTtom Ha HUXHWE KOHEYHOCTU W TYyNnoBuULLE
(opTesom), mama obpatunacb 3a OPUANYHECKON
nomowbio B poHa. B pesynstate pebeHky Obin
MHOMBMAOYaANbHO W3roTOBAIEH M BblgaH XOPOLUMK
annapat M mama y cebs Ha cTpaHuue B CoL,. CeTax
nobnarogapuna ooHA, 3@ OKa3aHHy MOMOLLb.

RIMOINAWINWIVAN CoLmanbHO-NPaBoBOE COMPOBOXAEHME
o7 ZEIel e R[]V IINNIZN nononeyHbIx poHaa «CnnHa Gudonaoa»

* Bpayn panoHHOM NOAUKINHWUKKM CKasann mame pebeHka-

NMHBaNNAA, 410 ee pebeHOK He HYXAAeTCa B TEXHUYECKUX
CpeacTeax peabunutaumm, a n3-3a TaXecTu 3abonesaHns
MOXET TONbKO NexaTb, oHa o6paTunach 3a IopPUAN4ECKON
nomoubio B poHA. B pesynbtate Obinn NONyYeHbl BCE
HeoOXoOMMble  MeOMUMHCKME  peKkoMeHJauumM  Ha
TEXHUYECKue cpeactea peabunurtaumm n nonyyveHa UMPA,
B KOTOPYIO BKJIIOMEHblI WHBANUOHbIE KpPecna-Konsacku,
TYTOpbI, annapartbl, CNOXHas opToneauveckas oO6ysb,
KaTeTepbl a8 camokaTteTepusauumn nyopuuMpOBaHHbIE,
namnepcbl U MHOTOE apyroe.

3a 1opuaMYHeckor NOMOLLLIO 06paTNach CeMbs, Tak Kak
noabesn WX XWNOro pnoma He Obin  oGopyaoBaH
NaHAycom, Nocne COCTaBNeHHOro obpalleHust B Ynpasy
pavioHa naHayc OblN YCTAHOBNIEH B KpaT4anLme CPOKM.



[MPOrPAMMA YBEPEHHbI BATAHC
D19 OETEN CO SPINA BIFIDA

B npoeKkT MOrytT BOMTU AeTu co spina
bifida ot 3 po 18 neTt, npoxusaiowue B
Poccunm.

Y peten co spina bifida cywecTtsytoT

npo6nembl C MNO3BOHOYHUKOM  (KMCPO3bl,
noppo3bl), cnabble MbiWLbl CAKHBI (HacTble
onepauun Ha cnuHy), Npobaembl C ONOPHO-
ABuratenbHbIM annapatom, (60AbLUINMHCTBO
HalLMX NOAONEYHbIX AETU — KONACOYHUKM).
Mpun 3TOM, HWU3Kas pBuratenbHas
aKTUBHOCTb W OTCYTCTBUE (PU3NYHECKON
HarpyskM TOSIbKO YXYALIAET MONOXKEHUE.
Kpome 310ro, OONBLUMHCTBO  OeTewn
HaxogMTCa Ha [OMalHem o6ydYeHun W
UMEET  NCUXONOrMYEeCKMe  CIOXHOCTH,
npo6nembl C KOMMYHUKaUMen,
coumanusaumen n apanTaumen B
obulecTse.

#
L
A

Cepren OyaokuH,

TpeHep B Nporpamme
«YBepeHHbIN 6anaHc ons
neten co spina bifida»

»

[TpoekT “YBepeHHbI banaHc ona noetemn co
spina bifida” HanpasneH Ha yny4lieHne
Ka4ecCTBa XU3HW OeTeln C Natonormen
CNWUHHOIO MOo3ra

AHTOH AHNMNOB

Mcmxonor dooHpa, TpeHep
B NPOrpamme «YBEPEHHbIN
BGanaHc ona geten co spina
bifida»

(4

MpoekT “YBepeHHbIn GanaHC ana geren co spina
bifida” COCTOMT U3 HECKONbKUX YacTen.

OcHoBHas 4acTb — 3TO perynspHble OHNanH
3aHATUA ons peten co spina bifida co Bcen cTpaHsl,
OCOBEHHO CambIX OTAANEHHbIX PErMOHOB, B MUHK-
rpynnax no 6-8 4Yenosek 2-3 pasa B Hepento, ¢
NPOdEeCcCUOHaNbHbIMK  TPEHepamK,  BeayLMMu
rpPynnoBbIX 3aHaTUM pnsa geten co spina bifida.
3aHATUS HanpaseHbl Ha NOBbILEHMEe PU3NYeckon
M OBUraTeNbHOW aKTUBHOCTU pebeHka, OKa3aHus
NCUXONOMMYECKON NOAOEPXKKM M BO3MOXHOCTU
coupanusaumMm M KOMMYHUKaUMM C  ApYrumu
DETbMMU.

Bropas 4actb: B uensx pacwmpeHus
macTabvposaHus nNporpammbl npoeeneH
o0y4aroLmm Kypc gns 12 TpeHepoB U3 PasNnYHbIX
pernoHos Poccun, KoTopble B OygyLiem CmoryT
NPOBOAUTL 3aHATUA C OeTbMW CO spina bifida B
CBOMX peruoHax. OnbIT, HaKOMIEHHbIN
cneupanuctamm poHaa, a TakXke MONyYEHHbIN B
pamkax npoBefeHUs nNpPorpammbl “YBepeHHbI
G6anaHc pnsa peten co spina bifida“, nnaHupyertca
onucarb Z n3partb NNNIOCTPUPOBAHHOE
METOANYECKoe nocobue gnsa pogutenen perten co

\ spina bifida.



ROV SIS N YAVIVNSION [1poekT “YBepeHHbI 6anaHc ans aeten co
WSRO\ spina bifida” HanpaBneH Ha yny4lleHue

Ka4yecTBa XWU3HW OeTen C Natonornen
'I '- CNMUHHOIO MO3ra

Ona peten co spina bifida HegoCTynHbl MHOrMe

69 LeTein BKNOYEHb! B NPOrpammy \ & ' 18 / 3aHATHS " ceKumm, KOTOpble  noceLyatoT
[/]p.y'r perynspHole TPEHUPOBKK ‘ '7:":“.- N ¥ )4 HOPMOTUMNWNYHbIE OeTu — eCcTb npobnembl C
(2-3 pa3a B Hegento) ansa 7 MUHU-rpynn Ny i adyl OOCTYNHOCTBIO Cpefdbl, Y poauTenen 4acto BO3HUKAKOT
CNOXHOCTU C NOrUCTUKON. Kpome TOro, MHorue
2 TpeHepa nop, cynepsusunen BeayLLero : ‘ NOLONEYHblE XKMBYT B MasieHbKUX MNocesnkax W
dom3unyeckoro TepanesTa poHaa j il % 1AA bepeBHAX B OTAANIEHHbIX pernoHax, roe B npuHuune
AL ,. Vel HeT HWKakux 3aHaTUn. bnaropapa doHay “CnuHa
MpoBeaeHa BCTpeya AeTel ¢ napanvmnMiCcKUMi W, ° budmpa“ cembu nonyyaloT NOAAEPXKKY - Yy AeTen
YyeMnUuoHamu : nossunacb BO3MOXHOCTb pPa3BuUBAaTbCA CpMBM‘ieCKM,
. COLMaNM3npPoBaTbCs U NPUoGpPeTaTb HOBbLIM OMbIT, He

] 2 pernoHanbHbIX CneunanncTtos NPOLUINn 4 BbIXxOo4Aa N3 oomMma.

o6y4eHure no nporpamme

B aBrycte 2020 roga nony4YeH rpaHT poHa N o
«ABCONIOT-MOMOLLB» Ha peanu3aumio NPorpammel ! LR U, [Mporpamma peanuayeTcs npu noagepxke
B TEYEHWUW roaa B pasmepe ‘ : e ' ®onpa AbcontoT-TomoLb

mp 3 815 857 .y S - ABCOMOT-NOMOb

6naroTBOopUTEenbHbLIA dhoHA




- ROV ISR I OpraHn3saums 6ecnnaTtHbIX Noe3aok ang

O6bl4HbI AeHb peberka co spina bifida - 310
60MbLLIOE KOMMYECTBO NepemMeLLIeHNi, HaunHas _

C NOCELLEHNS MEOULUMHCKUX YHPEXAEHWUA W
NPOMUNLHLIX CMEUManMCTOB M 3aKaH4vBas

noesgkamn B OETCKUWA Caf, LIKOAY WAKM Ha (&
pa3suBatoLLMe 3aHaTus. Mpn 3Tom, He Bceraa °
ecTb BO3MOXHOCTb MCNoNb3oBaTh

OOLLLECTBEHHBIN TPaAHCMOPT. A ecnn y Ccembu
HeT aBTomoOuNs, TO 3TO  CTAaHOBUTCA
JONOMHUTENBHON  PMHAHCOBOW  Harpy3kow.
YacTo, WUMEHHO 3TU CJIOXHOCTU SBNAKOTCA
NPUYMHON NPONYyCKa 3aHATUM OETbMU U KakK
cnencTene, yXyaLeHUs nx COCTOSAHUS.

MNporpamma FHpekca «Momolp  paoom»
NO3BONSET MOMOYb NOJOMNEYHLIM  CEMbAM
doHpa u 6ecnnatHo poexaTb Ha AHpekc.Go
TakCcu OO Bpaven, Ha peabunurauuio, B LLKONY
WNn QETCKUA caf, Ha BOK3an Wan B asponopT.

.I 50 nogoneYHbIX NoakntoYveHbl K cepBUcy

6 65 noe3nok CoBepLIeHO Nogone4yHbIMU
cembamm poHaa

63 9 754 pybnen obLLas CToMmMocCTb

noe3aok

Jle]x)i(e] @V WP\ (@Zl nononeyHbIX cemen hoHAa B pamkax
coupnanbHOW Nporpammel AHpekc
«[lomoLLLb pAOoOMY

fopoAa, B KOTOPbIX [OCTYMNHbI NOE3LKM:

* MockBa n MockoBckas 06n1acTb;
» CaHkT-leTepbypr;
~* Ypa;

_ » ExkatepuHOypr;
+ KpacHogap;

AHHa KocTbineea
BonoHTtép poHpa,
KoopauHaTop
nporpammbl 6ecnnaTHbIX
noe3nok

«




ﬁ co spina bifida

Ha kypce «OcobeHHOCTM paboTbl TpeHepa C
OeTbMn € pguarHo3om spina bifida» npowen
o6y4eHune 51 cnywatens. Cpegn 06y4MBLUMXCS
yquTens OU3KYNbTYPbI, TpeHepsbl no
afanTUBHLIM ~ WAWM  WHKIIIO3MBHLIM ~ BUOAM
crnopTa, peabunuronory, doun3nyeckme
TepanesTbl W 3protepanesTbl CPegn KOTOPbIX
MHOrO CneumannucTtoB M3 Hawmnx NapTHEPCKUX
opraHu3aumn.

APOrPAN
«CLENAV

_

CepTnodunkaT {s NA

ﬁ- :menbnbm hoHa

SPINA B

0 pedexT HopMUPOBaHUS Hep
W rPbbKa CNMHHOTO MO3ra, Npi

y Bcex ageren Npo6nembl C MOME
Kax bl NATbIA — Napann3oBal
meoﬁ He -

b 4ACTO OT TAKWX AeTen O

CepTudonkar ))
cneupnanucrta

RIHONAWIIIVA OOy4eHNe TPEeHEPOB U UHCTPYKTOPOB AN
O]YA 25| ZINGRINZAVAZ (GOl N KOHCYNbTaUUM U anbHENLLIEro BeaeHUsa neTen

<

Muxann CemeéHos
[MporpammHbIn
MEHeOXep,
cneumanuct no paborte
C 3KCnepTamu

[Mporpamma peannsyetcs npu
nopaepxke ®oHga AbcontoT-NomoLb

e 7Y
] v
/| s &2

6naroTBopuUTEenbHbBIA dhoHA



O6y4eHne PU3nYeCKNxX
3protepanesTos

co spina bifida

Ddu3nyeckun TepanesT W 3protepanesT —>3TO
[Be OCHOBHble CneuuanbHOCTW, Ha KOTOPbIX
OCHOBbIBAETCA COBpPEeMeHHas peabunutaums BO
BCcem mupe. Duanyeckne  TepanesTbl WU
3proTepanesTbl UrpaloT KIOYEBYID pPoOSib B
peabunutaumm U coupanbHon agantauun geten
co spina bifida. Mo cambim NPUBAN3UTENBHBIM
pacqetam B Poccum Tpebyetca He meHee 50
ThICAY doU3nYeCcKnx TepanesToB Z
3protepanesToB, a peanbHO  CywecTsyeT
HECKONbKO OEeCATKOB.

TepanesToB n|
HenocpeacTBeHHO ans |
KOHCynbTauMM W panbHENWero BegeHus aeten |

[NNPOIPAMMA
OBYYEHWE CTELLMATIMCTOB

co spina bifida

O6y4eHne Ppu3n4eckux TepanesTos K
3proTepaneBToOB HEMNOCPEOCTBEHHO 014
KOHCYNbTauMn 1 nanbHenLWwero BeaeHusa oeten

Tt

B pamkax 3TOoM nporpammbl POHA, 3aHUMAETCS
opraHusaumen nporpamm o6y4eHus pusnvecknx
TepanesToB W  3protepanesToB U3  PasHbIX
perMoHoB  PoccuM  nepepoBbiIM  METOAMKAM
peabunutaumm geten co spina bifida.

MNMepBoHa4YanbHO OHAO, NPOBOAUT  KOHKYPCHbIN
oT6Op CneunanuctoB W panee onnavYMBaeT ux
o6y4eHue No AaHHbIM HanpaBAEHUSM.

Mocne o6y4eHWs usnyeckne TepanesTbl MU
3protepanesTbl PaboTalOT C  MaNEHbKUMKU U
6onbWMMKM NodoneYHbIMKU PoHAa.

7 HOBbIX CneunannucTtos NPOoLUNn

o6y4eHune Ha kypce "Iprotepanus” 8 2020
roay v y>e Npuctynunn K pabote, B Takmnx
ropogax kak: Mxesck, Ypa, Camapa,
EkaTtepuHOypr, Cumdpeponons n Mocksa.
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[eatenbHOCTb Nporpammbl HanpasneHa Ha
MHCPOPMUPOBAHUE HEKOTOPbIX LIENEBbIX MPynmn o
BPOXAEHHON NaToNOrMm CNUHHOMO Mo3ra: spina
bifida, a Tak>xe obuwiecTBa B LEOM, B TOM YUCNE:
* NOBbIWEHWEe KBaNUmKaLmmn Bpaden n apyrux
cneumanuctos  (peabunutonoros,  Bpademn,
NncMxonoros), paboTaroLwmx ¢ NaToNorven;

* npoceelleHne nogen,  CTONKHYBLUMXCA €
ONarHo3om;

* OCBElLleHWe npobnematmkn [Ong  LWMPOKOU
O6LLLECTBEHHOCTN C LEeNbilo NPOogUNakTnkn, a
TakXe MpUBAEYEHNS BHUMAHUS K npobnemam
nogen co spina bifida B o6wecTse.

B pamkax MHGOPMAaUUOHHO-NPOCBETUTENBCKOM

nporpammbl hoHa, paboTaeT ¢ Tpems LieneBbiMu

ayoUTOPUSMM:

- poauTenu aeteun C natonoruen,

- BpaYu M cneumanuctbl, Kotopble paboTaroT ¢
JeTbMu € natonoruen spina bifida;

- 0OLLECTBEHHOCTb B LIEIOM.

MPOCBETUTEJTbCKAY IliERellilere

—

O6pasoBaHue ana cneunanucTos.
HenpepbiBHOe oby4yeHune Bpaven "
cneumanucTos COBPEMEHHbBIM MeToaMNKaM
paboTbl C AnarHo3om spina bifida.

MNpocseLleHne LWNMPOKON 00LLECTBEHHOCTH.

PopguTtenu peteit ¢ guarHosom spina bifida.

Ons poauTenen Ha NPOTSXKEHUW BCero roga
NPOBOAMANCH MHOPMALMOHHbIE OHNamnH
BCTPEYM M BebMHapbl CO cCrneumanucTamv wu
BpaYamu.

O6buwecTso.

B pamkax paboTbl C OOLWECTBEHHOCTbIO Mbl
npusnekaem CMU un nybnukyem martepuansl o
XWU3HU peTen C amnarHosom spina bifida, B Tom
Yncne o JeTax - cMpoTax.
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2020 oy Guro cGrmrosavo Sorue 10 | g ¥ BA\/A\R
| ~ GLAMOUR
COSMOPOLITAN
PSYCHOLOGIES

*
TenekaHan «JOMALLIHVI» B350 3a 0CHOBY OAHOVA Domam“““ ollaz

13 cepui cepmnana «>KeHckui [OKTOp» peasnbHyto k CHACTAMBIE POAUTEAU

UCTOPUIO O BHYTPUYTPOGHOM onepauuu, i PARENTS.RU

nposefeHHon B KnnHMYeckom rocnurtane

SlanuHo. % COFFEE TIME

My6ankaumm BbIXOAMAN B TaKUX XYpHanNax, Kak:
Glamour, Harper's Bazaar, Psychologies,
Coffeetimejournal, JomalHnin o4ar, CHacTnmeble
poautenu, MocksuyMar n MHOMMX Opyrux.

Cneumanuctbl ooHAa BbICTYNANN Ha
pagunoctaHumax Mask n Paguo 1 Noamockosbe.

Journal

wac | [Ty6nukauum 101,
! ynomuHaHmm 8 CMU okono 200

& | 26 npsMbIX 3¢OUPOB
MAG
22| 85 BebuHapos _
— 173 Onbra MeTyxoBa
E 3 3cp|/1pa Ha pagno 3 (( PykoBoauTeNnb MHDOPMAaLMOHHO-
NPOCBETUTENLCKON NPOrPamMbl
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