HALLUW CTPYKTYPbI — komneTeHTHOCTb
Ha pernoHasbHOM YPOBHeE

OCHOBY [esTeNbHOCTU Hallen OpraHv3aLun COCTaB-
nAeT paboTa Ha MecTax B pasHbIX yrojikax fepmaHuu.
3pecb noaun, CTONKHYBLUMECA ¢ 6onesHbio, mosyvaioT
NINYHYIO MOMOLLb M MOTyT OOMEHMBATbCA OMbITOM U
nHpopmMaLmen. Tak CO3[AOTCA CouMalibHble ceTn, B
KoTopbIx ntoaun ¢ spina bifida w/wnn ruppouedanuen
OLLYILLAIOT OrpoMHYl0 noppaepxky. bonee 30 rpynn
B3auMMoOnomoLy paboTaloT Ha MecTax, NpeaocTaBnas
NHGOPMALIMIO N KOHCYNbTaLMK, a TakkKe OpraHu3yloT
MHOeCTBO ApYrMx MeponpuaTum.

MHuumaTuBHble 1 OMbITHbIE POAWTENV U3 rpynn B3au-
MOMOMOLLM KOHCYNBTUPYIOT APYrX poauTenei, Bnep-
Bble CTONKHYBLIMXCA C 6oniesHblo cBoero pebeHka.
3To nepcoHanbHOEe COMPOBOX[EHVE B Nuue poauTe-
NA-KOHCYNbTaHTa ABNIAETCA BaXKHbIM [OMOJIHEHVEM K
MeaMLIMHCKOMY YXOAY U MoMoraeT nsbexarb cutyauum,
KOrfia MOXeT MoKa3aTbes, YTo C npobnemoi He cripa-
BUTBCA.

HactaBHuku ASBH KoHcynbTupytotT abconotHo 6ec-
MAaTHO, YTO COOTBETCTBYET MPUHLMNY «paBHOW Mof-
[EPXKW»: paBHble NOMOraloT PaBHbIM. TeM cambiM OHU
YKPenisioT AyX TeX, KTO WLET MoMOLUY, U rnomoraiot
MOHATb, KaK X1Tb aanblue ¢ 60/bHbIM pebeHkom. Opra-
Hu3auma ASBH cTpemutca 06beanHnUTb Niofein, okasas-
LIMXCA B CXOXel cuTyaumu. Tak BOMPOCb! CTAHOBATCA
BbIXOAOM 13 CUTyaLuun.

HuKTO He 3HaeT cToNbKo MHOTO o spina bifida n rugpo-
uedanun, Kak poautenu u 3aboneswwe. fostomy B
ASBH Ha o6lecTBeHHbIX Hauyanax paboTaeT cCBbllle
50 KOHCY/IbTAaHTOB ANA PasfNyHbIX LefieBblX rpymnn u
HanpaBJ/ieHW.

[Mopoep»Ky U BO3MOXHOCTb obMmeHa OmnbITOM MOXHO
TaKXe HarTu Y HalnX napTHEPOB:

“ Qopym o spina bifida n rugpouedpanun
www.sbh-blog.de
Calt gnA obMeHa ornbiToM Mo rugpouedanmm
www.hydrocephalusseite.de

proRemus e.V. www.proremus.de
ARQUE eV. www.arque.de

HALWW NYBJIMKALUN U CETU

B Hawem »kypHane «<ASBH Kompass», HOBOCTHOI paccbliiiKke,
6poLuopax U MegULMHCKNX KHUIax Mbl pacckasblBaem O
NIOAAX C anarHo3om spina bifida v rmgpouedanua. 3aecb
Bbl HanpeTe NpuMepbl, TeMaTnyeckme CcTaTbn 1 BO3MOXKHO-
CTW ANA NleYyeHuna.

Mb! BbICTYMaem 3a KOMMIEKCHOE 1 MeXancUnnanHapHoe
NMoHMMaHwve Takux 3abonesaHnii, Kak spina bifida u rugpo-
Ledanua. Mbl npefocTaBsemM BO3MOXHOCT/ AnA 0bMeHa
B 061acT MeauLMHbl U ApYrux AUCLIMMAWNH, B TOM yucne
6narogaps ycunuam HayuHoro coseta ASBH.

Mbl COTpyAHMYAEM C HaLMOHaNbHbIMK U MEXAYHapoa-
HbIMW OpraHM3aLVAMKU U NPeACcTaBIAeM UHTEPECh! HaWnX
UNEHOB Mo BCEMY MUPY.

HALLA OPTAHU3ALIUA

Bbl MOXeTe mnopdep»artb Hac CamblMU pPasHbIMK CMOCO-
f6aMu: CTaB YNeHOM Hallell opraHM3auuu, noXepTBoBaB
CpeAcTBa, NOAENMBLUNCH CBONMY UAEAMU U MPEANOXKEH-
AMU, NPEAOCTaBNB LieHHble KOHTaKTb.

Mbi 6yaem paabl Bawemy noxeprsoBaHuio!
ASBH — 3T0 HekoMMepUeckoe obbeHeHNe.

Haw 6aHKOBCKUI CUeT /15 NOXKePTBOBaHMA B 6aHKe
Sparkasse Iserlohn:

DEO8 4455 0045 0000 0001 25
WELADED1ISL

IBAN:
SWIFT BIC:

Bbl MOXeTe TaKXe noXkepTBoBaTh
oHnaltH. OTckaHnpoBas 31oT QR-Koa,
Bbl nonageTe Ha Hy»<HYI0 CTPaHuLy.

ASBH Takxe npuHUMaEeT Wwrpadbl B KauecTse
NnoXepTBOBaHUA.

CtaHoBMUTECH YNleHOM!

Dopmynsapbl 0 NPUHATAN B YIIEHCTBO
ecTb Ha cante www.asbh.de

Bbl MOXeTe TakXe OTCKaHMpPOBaTb
QR-kopf v nonacTb cpasy Ha canT ASBH.

ASBH-Bundesgeschéftsstelle
Grafenhof 5

44137 Dortmund

Ten. 0231 861050-0

®akc 02131 861050-50
JnNeKTpoHHas nouyTa: asbh@asbh.de
www.asbh.de

dorto, ecnivt He yKasaHo apyroe: ASBH e.V.;
[In3aitn: RevierA GmbH, www.reviera.de

3T0T pnalep co3gaH Npu ApyXKecTBeHHON nogaepKKe
depepanbHoro cotosa AOK.
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Arbeitsgemeinschaft Spina bifida und Hydrocephalus e.V.

(3aperucTpupoBaHHoe 06beauHerue spina bifida u ruapouedanin)

B3auMonoMOoLLb 1 NOMOLLb N0AAM C BPOX/EHHBIM pacLenneHnem
1103BOHOYHMKa (Spina bifida) u/unu ¢ BOAAHKON rON0BHOrO MO3ra
(ruppouedanueit)




BMECTE Mbl JOBbEMCA BOJIbLUErO!

B 1966 rogy, koraa 6b10 0cHoBaHO obbeanHeHve ASBH,
AETY C pacluenneHnem No3BOHOUHMKA W/unn rugpoueda-
JIMEN UMeNIN Masio LIaHCOB Ha AOJTYIo Xu3Hb. bnaropaps
6onbLUIOMY NPOrpeccy B MeAnLIMHE 1 crocobax euyeHus,
K CYHACTblO, CErOAHA CUTYyaLUA BbIMIAAUT HAMHOFO WHaue:
[EeTV BbIpacTaloT, XXKMBYT AOJIblle 1 60/1ee KaYecTBEHHO.

OrpoMmHbIN BKIaZ B 3TOT ycrniex BHecAn uneHbl ASBH 6na-
rogaps cBoemy sHTy3unasmy. CerogHs nepeq Hallum Cosnu-
AapPHbIM O6LLECTBOM CTOAT HOBble 3afjauu: obyyeHune, Mpo-
deccus, Xxunbe, NAPTHEPCTBO, CEMbs 1 MHOTME Apyrie.

OpraHusauua ASBH Takxxe passuBanachb, ee 3agauu ctanm
pasHoobpasHee. OHa MpPeAcTaBiseT WHTEPechl fogen,
KoTopble 6onetoT spina bifida u/wnu rugpouedanueri, a
TaKkXe MOJIOAbIX POAWTEenel, KOTOpble CTONIKHYINCh C
npo6aemoi orpaHNYeHHbIX BO3MOXHOCTEN CBOUX AeTell.
B ueHTpe BHMMaHMA TakXe 6nu3KMe, Apy3bsA, Bpauw,
CMNeLmanucTbl Mo YXOAY U HayUHble PaGoTHUKN.

IIpu oxasaxuu 63aUMONOMOWU 8ANCHO BCe:
u bbicmpasn peaxyus 045 0KA3AHUA NOMOUWU
8 cumyayuu, K020a OHA AKMYAaNbHA, U
mepneHue 049 c030aHUA NepemeH, Hanpas-

JIeHHbIX Ha 00120CPOUHOE YAyHuieHLLe.

HALUE NPEAJTOMEHUE -
pa3Hoobpa3Hoe 1 ymecTHoe

He TonibKo 6onbHble feTn, NOAPOCTKY 1 B3pOCble, HO U
poauTeny u 6an3kne HyXAalOTCA B Nogaepkke, KOTopas
yuuTbIBaET nx notpebHocTn. B cteHax opraHusauyun ASBH
Bac peT pasHOCTOPOHHWI CMeKTp npeanoXeHui OoT
rpynn B3aMMOMOMOLUY, YBI€YEHHbIX YSIEHOB W NNL|, OKa-
3blBaOLMX NOAAEPHKY. A UMEHHO:

ARBOKaTbl, NPeAoCTaBNALME MEPBUYHYIO IOpUaNYe-
CKYIO KOHCYbTaLuio

KOHCyﬂbTaHTbI Nno MeanUnHCKUM BOMpPOCaM U acrnek-
TaM UHKNIO3UK

MeponpuaTua

lpynnbl B3anMonomoLuyy Ha MecTax

KoHTaKTHbIe NnLa Ana pasnuyHbIX LeNeBbIX rpynmn
CemuHapbl

lMpeanoxeHuns No opraHM3auuy BOCYra 1 KaHKys

KoHcynbTayuu Ha Temy, Kak yUnTbCa XuTb C MHBaNUA-
HOCTbI0 1 MpurobLiaThes e

My6nvkauun

KoHcyabTauym Mo 0CHOBaHUIO rpyMMbl B3alMOMO emm/

\\\ CopencTBre caMoCTOATENbHOCTU B DAMKAX MPOEKTOB
s e

SPINA BIFIDA

MNpeacTasnaet coboil BpoxAeHHOE paclyernneHne no3so-
HOYHVKa, KOTOpOe ABAAETCA OfHMM U3 Hamboree 4acto
BCTPEYaloLMXCA NMOPOKOB Y HOBOPOXAEHHbIX. Spina bifida
BO3HMKaeT B KOHLIe MepBOro mecsAla 6epemMeHHOCTH: HepB-
HasA Tpy6Ka SMOPVOHa 3aKPbIBAETCA HE MOSTHOCTbIO, TaKUM
00pasom, ofHa LWenb B MO3BOHKOBbIX AyXKaX OCTaeTcs
OTKPbITON. [loCnefCcTBMA 3aBUCAT OT CTEeMeHU TSKecTu
NopoOKa 1 IoKanusauun Wwenn B No3BOHKax. BbipaxeHHan
spina bifida BegeT kK nonHomy paciienneHuo No3BoHKa
HUXe Wenun, a BCIeACTBME 3TOro K HedepKaHuio Mouu u
nonHomy napanudy Hor. lNpumepHo y 80 % HOBOpPOXAeH-
HbIX O spina bifida passuBaeTcA ofgHOBpPEMEHHO 1 rnapo-
uedanus, BOAAHKA rofloBHOro Mo3ra.

FMOPOLEEDANNA

BosHukaeT B pesynbrate MOBLILEHHOrO YepernHoro Aasne-
HVA 13-3a HapyLeHNA LMPKynaLmMm CiMHHOMO3IOBOW Xug-
KocTu. mapouedanna BO3HUKAET Y HEAOHOLLEHHbIX AeTell
VI elle Ao poXAeHUA BCieAcTsue MaTosiornii (Hanpu-
Mep, spina bifida). OHa MoXeT pasBuBaTbca U Nos3aHee B
pe3ynbrate HOBOOOpPa30BaHWiA, TPaBM WM KPOBOU3NUSA-
HW B MO3T.

Bcneactene ruapouedanvn getm moryT otcTtaBath B pas-
BUTUKN, MOXET HapyLINTbCA KOOPAMHALMA [BUPKEHWIA,
YXYALWWTbCA 3peHne M BocnpuAthe. YacTo BO3HMKaOT
Cyfoporu 1 HeBpPONorMyeckmne Npobnembl, CHUKaeTCA KOH-
LeHTpaLumsa BHUMaHWSA U BbIHOCAMBOCTb.

AnA HopmanuzauuyM BHYTPUYEPENHOro [aBieHus, Kak
npaewuno, TpebyeTca Xxupypruyeckoe BMeLLaTenbCTso. [s
3TOro UCMoNb3yeTca cuctema TPYOOK 1 KanaHa (WyHT), ¢
MOMOLUbIO KOTOPOW M36bITOYHBIR NMKBOP (LlepebpanbHas
KNIAKOCTb) BLIBOAUTCA B NPaBoe npeacepane uim s 6pioL-
HYIO MOJSIOCTb.

MAOPOLEDAJINA C HOPMAJNIbHBIM
BHYTPEYEPEMHbIM JABJIEHUEM

B npeknonHom Bo3pacTe (y niogen crapuie 60 ner)
MOXET BO3HMKHYTb Tak Ha3blBaemas rugpouedanus
C HOpMaJibHbIM BHYTpUuepenHbiM AasneHnem (FTHBJ),
UTO TaKXe Ha3blBaeTCA BO3PaCTHbIM BHyTpUuepern-
HbiM gaBrieHnem. OHa MPOABMAETCA B HeyBepeHHOI
MOXOAKE, HelePXKaHUN MOUM N OrPaHNYEHNN YMCTBEH-
HbIX CMOCOBHOCTEN, YTO YaCTO MOXOMKE Ha CUMMTOMbI
AemeHuuu. Nostomy yacto niogam ¢ NHBJ cHavana cTa-
BMTCA HeNpaBW/bHbIN AnarHo3. BoamoxHo, ot 5 go 10%
BCEX CMMMTOMOB [eMeHLMN CBA3aHbl C BO3PacTHbIM
BHYTpUYEpErnHbIM AaBJIEHNEM.

Mmapouedanna ¢ HopManbHbIM BHYTPUYEPEnHbIM AaB-
JleHMeM Kak TakoBas HensfeyumMa, HO XOpOLIO Mof-
[AeTcA Tepanum nyTeM OTBOAA NIMKBOPA C MOMOLLbIO
WYHTMPOBaHWA. [lpyrum meToaom ABRseTca perynsap-
Hoe npoBefeHWe NomMOanbHOW MYHKUMW: nonas urna
BBOAWTCA B AyPasibHbI MELIOK Ha MOACHNYHOM YPOBHe
Ans cbopa nmkeopa. OfHako B OTAMYME OT WYHTUPO-
BaHWA, NOMOANbHYI0 MyHKLUMIO NPUXOAUTCA NOBTOPATbL
perynspHo.

®oto: Z2sam/Photocase



