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Llenn n 3apgaun

ASBH mo)eTt mHoroe ...

Bo Bcex BaxHbIX chepax XM3HU Nogen co spina
bifida n/unn c rngpouedannen Mol cnegyem Halemy
nesunsy «Kn3HeHHaA cuna v pafocTb XUSHN»:

3apeructpupoBaHHoe o6beguHeHne ASBH
oKasblBaeT NoanepxXKy, NpefoctaBnan
KOHCynbTaunmn 1 nHdopmaumo. OHo
KOHCYNBTMPYET N NHDOPMUPYET MONOAbIX
poAMTENel, CTONKHYBLUMXCA C BONIE3HbIO
pebeHKa eLle [0 POXKAEHWNA, a TakXKe B3POCbIX
noaen co spina bifida n/vnun ¢ rugpouedannen.
NHdopmauma Takxe NpeaocTaBnAeTcA nx
ONM3KUM U OpY3bAM.

3apeructpupoBaHHoe o6beguHeHne ASBH
npenocTaBAAeT BO3MOXHOCTU A51A oOMeHa
NHGOPMaLUMEN 1 OMbITOM, NPOEKTbI ANA
pPa3BUTUA CaMOCTOATENBHOCTU 1 ODLLECTBEHHOW

NHTEerpaumnn, MOBUNBHOCTN U OopraHn3auun gocyra.

3apeructpupoBaHHoe o6begnHeHne ASBH
COTPYOHWUYAET C y4eHbIM COBETOM MO
YCOBEPLLUEHCTBOBAHMIO Mep NPOodUIakTUKy,
IMarHocTUKW 1 nedeHua spina bifida n
rugpouedanmn. OHo comencTesyeT oOMeHy
Hay4HoWM MHDOopMaLIMEN BO BCex 06NacTAX HayKu,
TakXxe 3a npeaenaMm MeanumHbl.

3apeructpupoBaHHoe 06begmHeHne ASBH nveet
CBOW NpeacTaBuUTeNbCTBa Kak B [epmaHun, Tak
n 3a pybexxom. B 06LIeCTBEHHbIX OpraHax OHO
OTCTanMBaeT UHTEPECHI Y1IEHOB 0ObeANHEHNA.

3apeructpupoBaHHoe o6begmHeHne ASBH
npeacTaBeHO B PermoHax 3eMesbHbIMU
colo3amu, rpynnamuy B3aumMonoMoLLM U B NnLe
pervoHanbHbix NpeacTtasnTenen. O6beanHeHne
npegfiaraeT NporpaMMbl B3anMOMOMOLLX
MOBCEMECTHO.

. OpraHM30BaTb CETb OpraHu3aLuii, npeanaratoLmx
KOHCYNBTaLUMN U KPU3UCHYIO MHTEPBEHLMIO,

. MHTerpupoBaTb flogen co spina bifida n c
rugpouedanveit B MOBCEAHEBHYIO XM3Hb,

. YOyHWWTb MeTobl nevyeHna n pea6VIJ'IVITaLLVIVI,

. OKa3blBaTb NoadepXKy moaam co spina bifida
n/vnu ¢ rugpouedannen B peannsauun
WNHONBUAYANbHOrO M CAMOCTOATENBHO BbIOpaHHOro
XM3HEHHOrO MyTW — B BOMPOCaX, KacaloLLMXCA
0bpa30BaHNA, NPOMECCUN, XNSbA, MAPTHEPCTRA,
ceMbW 1 T. 4. HanpumMep, npenocTaBnAa HOBYIO
nnowaab O1A Xunba n paboyne mMecTta B
COOTBETCTBUN C UX CMTOCOBHOCTAMMU.

... HO HEé B OANHO4KY

baHkoBckum cuetr ASBH
Sparkasse Iserlohn, BLZ 445 500 45, cyeT Ne 125

Moppo6Hylo nHdpopmaumio o 6onesHAX,
accouuauum u ee YneHax Bbl cMo)xeTe nonyunTtb
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Arbeitsgemeinschaft Spina Bifida und Hydrocephalus
ASBH e.V.
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3[1paBOOXPaHEeHNA Ha
OCHOBaHWW MOCTaHOBIEHWA
OyHAaecTara.

aubgrumd elmes Beschheees
thirs Dt s bas asielestiers

Arbeitsgemeinschaft Spina Bifida
und Hydrocephalus e. V.
(3aperucrpupoBaHHoe o6beguHeHNe
spina bifida n ruppouedanum)

BsavmonomoLyb 1 NOMOLUb JIIOAAM C BPOXKAEHHbIM pacluensieHnem
no3BoHo4HuKa (Spina bifida) n/unu ¢ BogaHKoW ronoBHoOro mosra
(rugpouedanueir), a Takxe nx 6AU3KUM U APY3bAM



CnuHa 6udmaa (Spina bifida)

3TO oMH M3 Hambonee YacTo BCTpeYatoLLmxcA
MOPOKOB Y HOBOPOXEHHbIX, KOTOPbIN MNPeacTaBnAeT
coboi BpoXAeHHOe pacLLenieHne No3BOHOYHYKA.

CnunHa budnaa BO3HMKAET B NepBble Hegenu
6epeMeHHoCTW. [1pn 3TOM NO3BOHOYHUK,
3aLLUMLLAIOLLINIA CIMHHOW MO3I 1 HepBbI, hopMupyeTca
He [0 KOHLa — HepBHble TPyOKkn aMbproHa
3aKpbIBAOTCA HE MOMHOCTbLIO, TakMM 06pa3oM, ofHa
LLIeNb B MO3BOHKOBbIX [y>KKax OCTaeTcA OTKPbLITON.

[MocnencTBuA 3aBUCAT OT CTEMEHW TAXKECTW Nnopoka u
NoKanmsaummn LWenun B No3BoHKax. BeipaxkeHHana spina
bifida BegeT K NoNHOMY pacLUenieHno No3BoHKa
HUXe LLenn, a BCNEACTBME 3TOr0 K HEAEP>XKaHWIO
MOYU 1 MONTHOMY Mapanunyy Hor.

MpumepHo y 80 % HoBoOpOXAEHHbIX co spina bifida
pa3BMBaETCA OAHOBPEMEHHO U rnapoLedanua,
BOZAHKA FOJIOBHOIO MO3ra.

mapouedanuna

[nopouedanna BO3HUKAET Y HEAOHOLLEHHbIX

LeTen nnu ewé 0o poXxaeHWA BCneacTBne
natonorui (Hanpumep, spina bifida). Mmapouedanua
MOXET pa3BMBaTbLCA M NO34HEE B pe3ynbraTe
HOBOOOPAa30BaHN, KPOBOUINNAHNA B MO3T N
TpaBM. B npeksioHHOM BO3pacTe MOXET BO3HUKHYTb
TaK HasblBaemaa rugpouedanna ¢ HopManbHbIM
BHyTpuyepenHbiM gasnenvem (THB/) B kauecTse
BO3PAaCTHOro BHyTpu4epenHoro fasneHnsa. OHa
NMPOABMNAETCA B HEYBEPEHHOW NMOXOLKE, HEAEPKaHMM
MOYU Y OrPaHNYEHNN YMCTBEHHBIX CMOCOBHOCTEN.
Mpu rnapouedanin cHadana 4acTo CTaBUTCA
HeMNpaBWUbHbINA AMArHo3.

Maopouedanna, He NoABepPralLLIanaca NevyeHuo, BefeT
K MOBbILLEHHOMY BHYTpUYepenHomy gasnexHuo. Jna
HOpPManM3aLmnmn BHyTPUYEPEnHOro AaBneHna, Kak
npasuno, TpebyeTca XMpypruieckoe BMeLlaTebCTBO.
[na aToro ucnonb3yeTca cucTema TPYOOK 1 KnanaHa
(LWYHT), C MOMOLLIbIO KOTOPOW U3ObITOYHbIV TMKBOP
(uepebpanbHaa XMAKOCTb) BbIBOAMTCA B OPIOLLIHYIO
MosiocTb UK B NpaBoe npeacepane.

[Mpun cooTBETCTBYOWEM NEeYeHUN rnapouedanna
4aCTO BHELLHe He 3aMeTHa, OAHAaKO oA C
ruapoledannein NCrbITbIBAlOT HEKOTOPbIE TPYAHOCTU.
Bcnencteue rugpouedanum getn MoryT OTCTaBaTb

B PasBUTMM, MOXET HapPYLLUMTbCA KOOpAMHALUMA
OBVXEHWI, yXYALIUTbCA 3peHne 1 BocnpuAaTue,
BO3HUKHYTb CYLOPOri 1 HEBPOMOTNYeCcKne
npo6nembl, CHU3UTbCA BbIHOCIMBOCTb U
KOHLIEHTPaLMA BHUMaHMWA.

[MonHoe naneveHne 6onesHn HeBo3MoxHo. OgHako
Bpayv 1 TepaneBTbl MOTYT CAenaTb MHOMOe AJ1A
OOCTVXXEHUA YOOBNETBOPUTENBHON peabunutaumm.

3apeructpupoBaHHoe o6beANHeHne

ASBH nHdopmupyert
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C 1966 r. 3apernuctpupoBaHHoe obbeanHeHne
«Arbeitsgemeinschaft Spina Bifida und
Hydrocephalus» (ASBH) conpoBoxaaer,
KOHCYNbTUPYET, MHDOPMUPYET 1 NoanepXKNBaeT
noaen co spina bifida n/unn ¢ rugpouedannen.
OHo ABNAETCA KOHTaKTHbIM NNLOM AN1A poanTenen,
NX OEeTeNn, B3POCHbIX, X BNM3KMX, Opy3en,
cneunanmcTos. ..

B 6onee 4yem 70 pervoHanbHbIX rpynnax
B3anMMOMNoMoLLM HacuynTbiBaeTcAa 6onee 4000
YyenoBek. JTa paboTa HenocpeACcTBEHHO B Balumx
pervoHax Cny>xuT dyHOaMeHTOM Hallen accoumaumi.
PervoHanbHble rpynnbl 0Ka3biBatoT NOAAEPXKKY,
npefocTaBNAA MHAMBUAYaNbHYIO UHdOPMaLMIO

1 KOHCynbTaumn. Takum obpasom, ntoam co spina
bifida n/unu ¢ rmapouedannet MoryT B pamkax
Pa3HOODBPA3HbIX MEPONPUATUIA HaNPAMYIO
obmMeHMnBaTbCcA MHPOPMaLIMEN N AENNTLCA OMNbITOM.

No6po noxanosatb B ASBH!

OTnpaBbTe HaM, NoXanyncTa, 3TOT KYMOH - U Mbl OTBETUM Bam!

O MoxanyiicTa, 0TAPaBLTE MHe AOMONHUTENLHYIO UHOPMaLMIO (Ha
HEeMEeLIKOM A3bIKe) 0 3aperucTprpoBaHHoM obbeanHeHn ASBH

O MoxanyiicTa, coobLTE MHe aapec BnukaiLLein (HeMeLKOroBOPALLE)
rPynmnbl B3aMOMOMOLL.

3anABneHue o BCTyMJIeHUMN.
O Mpowy O (Mpocum) NPUHATL MEHA (Hac) B YneHbl 3apercTPUPOBAHHOTO
obbeanHeHna «Arbeitsgemeinschaft Spina Bifida und Hydrocephalus
(ASBH)» B ka4ecTBe:
O yenoBeka ¢ OrpaHUYeHHbIMI BO3MOXHOCTAMM; AaTa POX/AEHUA
O ruppouedanva O crnvra 6udpuga O THBJ,
O pogyTeneit; uma v gata poxaeHuA pebéHka
BonesHb pebérka: O rugpouedanna O cnuma 6ucdnaga O FHBA
Cynpyxeckue napbl/He3aperncTpupoBaHHble napbl NAaTAT OAUH YNEHCKUIA
B3HOC, NO3TOMY TpebytoTcA ase nognmcu!

[opon/Lata [Moanuck [Mopnuck

O YneHckuit B3HOC AOMKEH CHUMATLCA eXerofHo C MOero c4éTa, noka
A He OTMEeHIo NnaTéxHoe nopyyeHve (foooBOIN YNEHCKMN B3HOC C
1.1.2009 cocTtaBnAaeT 70 EBpO, B COOTBETCTBUM C peLLeHnem cobparma
uneHos o6begnHeHna ot 2008 r. VIameHeHna BO3MOXHbI)

O A onnaumBalo NOBbILEHHbIN YNEHCKMIT B3HOC B pa3mepe — EBpo.
YkazaHHaA cymmMa OyAeT NepeBOANTLCA EXXErOHO C MOErO CHETa, Moka A
He OTMEHIO MIIAaTEXHOE MOopyYeEHNE.

O A cornaceH ¢ Tem, 4TO BCe MOW BbilLeyka3aHHbIE AaHHble, HEOBXOAVMbIE
071A B3aMmonomoly, 6yayT nepeaaHbl 3aperucTprupoBaHHOMY
ob6beanHeHuto ASBH (B YacTHOCTK, rpynne B3aMMOMNOMOLLIM B MOEM
perunoHe). MNepenaya gaHHbIX TPETbUM NWLAM UCKIOYEHa.

O 3aaBneHue 0 NoXepTBOBaHUM
A nognep>xvBato paboTy 3aperncTpupoBaHHoro obbeanHeHna ASBH
[06POBOSIbHBIM MOAOBbIM B3HOCOM B pasmMepe — EBpo.
[JaHHaA cymma OyfeT nepeBoanTbCA eXXerofHO C MOero CHéTa, noka A He
OTMEHIO MIaTEXHOe NopyyeHue.

PekBn3nTbl 6aHKOBCKOro cyéTa:

Ne cuéTa: BLZ:

fopon/[aTa Moanuce

Bawue no)xepTBoBaHMe NPUHECET NONb3y!

O6LecTBeHHAA NoMb3a Npu3HaHa GUHAHCOBLIM BEAOMCTBOM JopTMYHA-
OcT, naeHTUdUKaLMOHHbBIN HOMep HanoronnaTenbLumka 317/5942/0783.
MonaTeepxaeHe 0 NofyYeHnn NoxepTBOBaHWA ByaeT oTnpasneHsl Bam
HeMeaIeHHO.

3apeructpupoBaHHoe obbeanHeHne ASBH e.V. 6bino

OTMeYeHo oduLIMaNbHON NevaTbio fepMaHCKoro ueHTpa
no coupasnbHbIM BONpPOCaM, KOTopaA NOATBEPXAAET, YTO
paboTa 06beaMHEHWA AOCTOWHA NOAAEPXKKM U [I0BEPUA.




