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BebuHap B pamKax npoekTta «LLIKona npnemHoro
poantena pebeHka co CnuHa HBudpmnga»
https://helpspinabifida.ru/shkola-priyomnogo-

roditelya-rebyonka-so-spina-bifida/

[poeKT ocyulecTsnserca B pamMKax WMHcTUTyTa
Spina bifida 6nharotBoputenbHoro poHaa «CrnunHa
buounaa»
https://helpspinabifida.ru/project/project-

institut-spina-bifida/

Caunt poHpa https://helpspinabifida.ru/



https://helpspinabifida.ru/shkola-priyomnogo-roditelya-rebyonka-so-spina-bifida/
https://helpspinabifida.ru/project/project-institut-spina-bifida/
https://helpspinabifida.ru/
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YTo Takoe nopoK BHYTpMyTpobHOro passmutma CnuHa
buounaa, nam Cb

Kakne ocobeHHoctn pgetem co Cb B uenom un B
yypexaeHunax

Netn c Cb 8 P61

[TpoeKkT nomowm AeTAM U B3POC/JbIM C OMNbITOM
cnpotcTtea co Cb bB® «CnuHa bupmnaa»

Netn c Cb Ha canTe poHAa
[lpuemHble getn ¢ Cb B npoekTe



s -

@@ SPINA
< BIFIDA

Spina Bifida — 310 HapyweHue ¢opmMmMpOBaAHUA HEPBHOW TPYOKMN,
KOTOpoe nNpuBOAUT K HenpaBuIbHOMY pPa3BUTUIO MNO3BOHOYHUKA WU
cnuMHHOro mo3ra. lNMopok pa3sutua nnoga Spina Bifida gnarHoctnpyetca
Ha 12 Hepene b6epemeHHOCTU. NpumepHO 2 TbiCAYM AeTen co Spina
Bifida porkpatotca B Poccum Kaxkabiv rog,.

ToYHble NPUYNHDBI AedeKToB HePBHOW TPYOKM HensBecTHbl. Ponb moryt
CbIrPaTb MHOFO pa3HbiX PaAKTOPOB, BKAKOYASA TEHETUKY, NUTaHue W
daKTopbl OKpyXatowen cpeabl. Mo AgaHHbIM paaa UCCefoBaHUK CTano
M3BECTHO, YTO NpMem AOCTAaTOYHOro Ko/snyectsa GOIMEBON KUCNOTHI
MOXET B 3HAYUTE/IbHOWM CTENEeHU CHU3UTb PUCK GOPMMPOBAHUA
nedeKkta HepBHOM TPYOKMW.

[Jetam n B3pocnbim C¢ amarHodom Spina Bifida Hy)KHa BcecTopoHHAA
noaaeprkKa B Te4EHUE BCEN KUSHM.
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1. Hesponormnyeckme n Hempodun3noaormyeckme
ocobeHHOoCTH:
a. mapouedannsa
b. CuHapom ApHonbaa Knapwu
c. Pukcauma CMMHHOIo Mo3ra
d

LLIYHTbI
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2. Hepoyponormnyeckne ocobeHHOCTU:

d.

HenporeHHbI MOYEBOM Ny3blpb — pPEKa WU
cTosvee 601070

[Mpobiembl O movyencnyckaHmem mn aedpekaumen
KYOU

KaTteTepbl 1 namnepcsl
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3. OpTonegnyeckmne ocobeHHOCTH:

d.

[letT ¢ npobnemamu OMOPHO-ABUraTE/IbHOrO
annaparta

TCP bonbliMe U Manble —  KOJNACKMU,
BEPTMKANN3aTOpPbl, OpTE3bI, TYTOPA

Xupypruyeckoe eyeHue
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4. MNcnxonornyeckme ocobeHHOCTU:

d. MHTEI’IJ’IEKTyafIbHaFI COXPaHHOCTb

b. 3ameaneHHoe BocnpuaTue

c. ChoXHoCctTM B CBA3U C orpaHnN4YeHnamumn B
MO6MJ1bHOCTM, dKTUBHOCTMU, OTCYyTCTBNEM

coumanunsaumnm
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K yemy npumBogUT He3HaHWE MNEPCOHAIOM M BpavYamu
ocobeHHocTen pa3Butna geteu co Cb:

1. MeguumHcKmne nocnencresuA:

a. BrtopuyHas wuHBanuausauma — TAKenaa rugpouedanua,
dUKcaums CNMHHOINO MO3ra, HeonepupoBaHHAA TrpPbIXKa,
YMCTBEHHAA OTCTAaN0CTb Kak cneacTeme

b. [oTepa noyeKk — BCneAcTBME OCTAaTOYHOM MOYM

c. Taxenble opToneanyeckme HapyleHusa B Ta3obedpeHHbIX
CyCTaBax, NO3BOHOYHUKE, CTYMHAX
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K yemy npuMBOoAUT He3HaHWE MNEPCOHaIOM M BpavYamu
ocobeHHocTen pa3sutna ageten co Cb n pasmeuweHmne mnx
B OTAENEHMAX ANA HECOXPAHHbIX, HErOBOPALWMX AETEN C
rnyboKon yMCTBEHHOM OTCTAaNOCTbIO :

2. CoumanbHble NocneacTBuA:

a. YcyrybneHue 3a4eprKKM BCNeacTBUE CEHCOPHOM
aenpuBauumn aeteu

b. Crturmatusauus neten-cnport co Cb KaK
becnepcneKkTUBHbIX ANA PA3BUTUA

c. Het obpasoBaHuA, HET Pa3BUTUA, HET aKTUBHOCTH,
MODOMNbHOCTU, HET cCoLMaNU3aLNN
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1. et umeroT 4 nan 5 rpynny 340p0BbA

2. B 90% cnyyaeB ycTpauBatoTca B cembto 6He3
CMBbNNHros

3. UHPopmauma o getax co Cb nmeerca:

d.

b
C.
d.
e

B b® CnuHa budpumnaa

B MBOO «Tbl eMy HYXeH»

B B® «/lopora *KU3HuU»

B b® «BonoHTepbl B NTOMOLLb AETAM-CUPOTAM»
B NPOPU/IbHbIX FPYyNnax B COUMANbHbIX CETAX



Llenn n 3apa4ym npoekKTa:

1)
2)
3)
4)

CemenHoe yCTPOMUCTBO
YnyylleHne KadyecTBa XXU3HU
ConpoBoXXAeHue B cembe
MHpopmauma n npocselleHune
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[MpegocrtaBneHune npaBanBOWU 7 NpPaBUAbHOW
MHboOpMaunUn O AEeTAX, UX NeYeHuu, abuaumtauum u
coumanmsaumm

3HAaKOMCTBO KaHAMAATOB B MPUEMHble poauUTeENn C
3KCnepTamun, cneunannctamm, Bpavyamu, NPoeKTamu u
nporpammamm nomouwm ¢oHaa «CnuHa budunaa»

Mpodunnaktnka Bo3BpaTa JeTer B  yuyperkaeHue,
COMPOBOXKAEHUE KypaTopa-ncmxosora

PaboTa C yypeKaeHUsMU, coumanbHbIMU
PaboOTHMKaMM, COTPYAHUKAMMN ONEKU



1)
2)

3)

SP)
%BH

Oco3HaHHOe pelleHne 0 NPUHATUN B CEMbIO
pebeHKa-CUPOTbI, CHUKEHUE TPEBOXHOCTHU

[ToHMMmaHMe Nyt nedyeHus, obcnenoBaHUS,
peabunntaumm pebeHkKa-cmpoTbl

BO3HMKHOBEHME MPOAKTUBHOW  MNO3ULUMU

poauTens, YyneHa POAUTENBCKOIO
coobulecTsa



BJIATOTBOPUTE/TbHBIN
®OHL,

Momowb petam-cmpotam co spina bifida — ocobbin npoekT
Hawero ®oHAa, OCHOBHAA 3ajJaya KOTOPOro — CemMenHoe
YCTPOWUCTBO AeTeun C 3TUM AnarHo3om!

[TloTOMy, YTO MOMOYb CUCTEMHO YAa€eTCA TO/IbKO B TOM CJ/ly4ae,
Koraa yaoBAeTBOPEHA rNaBHasa noTpebHocTb Ntoboro pebeHkKa
B Ten/iom, 3a60T1IMBOM 1 BHUMATE/IbHOM pOoAUTENE.

Tenepb y AeTen-cmpoT € 3TMM AMArHO30M €CTb CTPaHMYKa Ha
Hallem canTe, rae OHW PacCKa3bIiBAOT O cebe TaK, KaK ecnu bbl
OHM MOI/M TOBOPUTb C MNOTEHUMANIbHbIMKA MPUEMHbBIMMU
poanTENIMMN caMU. A Te N3 HUX, KTO YrXKe OKasa/icaA B CEMbE,
pagbl NoOAennTbCcA CO BCEM MUPOM pPaJOCTbio ObpeTeHusn
poauTenen, akKTUBHOCTbIO AOMa W B LUKOAe, 0bOLleHMEM C
APY3bAMU, CNOPTUBHBbIMU N APYTMMU AOCTUKeHuaMM B Cembe!



https://helpspinabifida.ru/nedetskij-dom/
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B doHae 6onee 25% nogoneyHbix UMeoT
OMbIT CUPOTCTBA

Ha  conpoBoxgeHun  b6onee 100
NPUEMHbIX AeTeN U B3POC/bIX C OMbITOM
CMPOTCTBA

N3 HuX bonee 45 neten obpenn cembto
bnarogapsa pabote ¢oHAa
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Busntnposanume pebeHKa CUNaMu
dU3MYECKMX TEepaneBTOB M 3ProTeparnesToB

doHAaa
Meguko-counanbHoe CONPOBOXAEHUE
npuemHoro pebeHKa u cembu

AfgpecHaa NoOMoLlb
FOpmnanyeckaa nomolulb
YyacTtme B npoeKTax ¢oHAa



LLIKona npuemHoro pogutena pebeHka co
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PyKosogutenb npoeKta — NonaHckaa Mapwus

Obpa3oBaHue B 061acT PUHAHCOB U
'YMaHUTapPHbIX HAYK, @ TAKKe NPOEKTHOro
MeHeaXMeHTa, onbIT paboTbl B 6U3Hece B Poccnmn m
3arpaHuuen bonee 25 net, KOMneTeHUUU
PYKOBOAUTENS U SKCMEPTA B COLIMAIbHOM CEKTOPE C
2016 ropa.

BonoHTep ¢ 2016 roaa.

CMM-meHepaKep npoeKkTa — LLlapxaTyHAH
Bukropua

MeHeaxep, megnumnHcKkoe obpasoBaHme,
A0No/IHUTENbHOE 0bpa3oBaHKMe B 0b6n1acTu
NPOABUXKEHUA B COLUMANbHbBIX CETAX, MPUEMHanA
MaMa, BOJIOHTEp.

JInuHbI BKNag — 6onee 2600 nybavkauunm B 25
rpynnax B coucetsax, 2 popymax n 4 yatax c OXBaTom
oKosio 100 kK nonb3oBaTeneun.




LLIKona npuemHoro pogutena pebeHka co

— SPINA
Cb — KomaHpaa @% SIFIDA,

Mcuxonor npoekrta — Nap6byseHKo UpuHa

Obpa3oBaTtenbHasa opraHmsaumna HOY «HcTUTYT
NO3UTMBHbIX TEXHONOTUN U KOHCANTUHIa», NCUXONOT.

B® «detn Mapun», AHO «UPCY», B® «N3meHn ogHy
XU3Hb», BP «ApndmeTnka gobpa» u gpyrue.

MHorogeTHaa npuemHaa mama

JInuHbIN BKNaa — 6onee 10 AMYHbBIX KOHCYNbTaLUUN,
pecypcHasa rpynna ana npMemMHbIX poauTenen.

KOpuct npoekrta — KaparoguHa Hatanbs
KOpugnueckmun dpakynstetr MIY um. M.B.JTomoHocoBa.

KOpwucT, aaBOKaT, cneumananuct No CeEMenHOMY Npasy,
3aWMTHUK W aiBOKAT AETEN-CUPOT, BOJIOHTEP, NPMEMHaAS
MamMa, BONOHTep npoeKTta ¢ 2023 roaa.

b® «M3meHU 0aHY KMU3HbY

JInyHbIn BKNag — 10 KeMcoB KaHAMAATOB U MPUEMHbIX
poauTenemn.







