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I'OAUIIEH OTYHET

3a IeHCOTTa Ha cApyKEeHHe ¢ HecTonaHcka 1ein “CnuHa buduna n
Xupaponedanus - bearapus” (CbXbB)
2011 ronuna

[Ipe3 uzmunanara 2011 roguna capyxenne CbXb Hacoun cBouTe ycunus 1o HamnpapiIeHHE HA
HSIKOJIKO OCHOBHH JIEIHOCTH, KaTO BCHUYKHU T€ Ca C M3IUI0 HECTOMAHCKU XapaKep, OChIIECTBEHH
4pe3 0e3Bb3ME3IHUS TPY/l HA YWICHOBETE Ha CIPYKEHUETO U Ha JOOPOBOJILIH.

1. Ha oppBO MsCTO, ycunusiTa HU 0siXa CbCPEAOTOUEHU KbM pa3paOOTBAHETO HA MHTEPHET CAWUT
Ha CJIPYXXEHUETO, KOMTO Ja M3MBJIHABA POJsATa W HA OH-JTalH MH(POPMALMOHEH HOpPTal Ha
OOIIHOCTTA Ha 3aCeTHATUTE OT cnuHa Onduna u xuapouedanus. Tazu neHOCT € 3ajerHaia KaTo
ocHoBHa B ycraBa Ha CbXb 3a nocturane Ha nenure Ha CAPYKEHHETO U Oe IIaBeH IPUOPUTET 3a
2011.

ITpoekTsT NoO pazpaboTBaHe Ha caifTa 00enMHN ycuiusATa Ha rnosede oT 30 7o0OpoBOILIHM, B TOBA
YHUCIO MEAMIMHCKHM JIMIA, PEeXaOWINTaTOpu U TepamneBTH, (GUION03H, yed CHEelHaTIuCTH.
Kpaitusar pesynrar e aeiictBamnl mHGOpMalMOHEH mopTan ¢ moeue oT 40 craTuM C IOJIE3Ha,
MPUJIOKUMA Ha MPAKTUKA U ClIelHaIn3upana HHPopMalus 3a crinHa oupuaa u xuapouedanus u
3a (opMuTe Ha mpeBeHUHUATA. MaTepualuTe NPEAOCTaBAT MEAMLMHCKA HHpOpMalus Ha
JOCTBIIEH €3UK, YTBBPJIEHU B CBETOBHATA MPAKTHKA ChBETH 3a ITOCTUTaHE Ha MO-100pO KaueCcTBO
Ha JKUBOT Ha XopaTa CchC cliuHa Ouduaa u xuapouedanus, KaKTo U U34eprareiHa 1 MHGopMarus
3a MpeBeHIMs Ha Je(eKTUTE Ha HeBpalHaTa Tpb0a, HACOYEHA KbM MHOT'O MO-IIHPOKa ayJUTOPHS,
a UMEHHO ObJeluTe Mailki 1 )KEeHUTe BbB (DepTUIIHA BB3PACT.

B ormenna cekuus e nyOnukyBaHa HHQpOpManUs 3a €aMOTO CApYKEHHE, JACHHOCTHTE,
JeWCTBAIMAT yCTaB U Jp., C LIeJ] MOCTUraHe Ha ONTHUMAJIHA MPO3PAaYHOCT M OTYETHOCT Mpe
YJICHOBETE Ha CPYKEHHETO U BHHILHU ayJUTOPHH.

BB cailTeT Oemie npeiBUICH U YCIIEUTHO 3apaboTu (popym 3a 0OOMsIHa Ha MHEHHMS, CIIOJEIIsIHE Ha
OMHT U 3a mojaKpena. Upes ¢opyma ce 1aBa Bb3MOKHOCT 32 CBOOOJIHO U HEopMaHO OOITyBaHe
B OOIIHOCTTA HA 3aCeTHATHTE OT CMMHA Ouduaa u xuapouedanus.

B pamkuTe Ha dpopyma e ch3mazeHa ceKius 3a o0CchxKAaHe padoTaTa, MPOSKTUTE U WHULUSITHBUTE
Ha CbXb wmexny uneHoBere Ha ciapyxenuero. llpean dopymbT na Obpae (akt To3M MpsK,
HITOCPEACTBEH KOHTAKT O€ 3aTpy/HEeH OT (pakTa, 4e YJeHOBETE HU HE Ca KOHIIEHTPUPAHU B €HO
HACeJIeHO MsICTO, a ca MPhCHATU U3 CTpaHara.

BaxHo e na ce oruere, ye TOJIKOBA 33AbJI00YEHA U CHELMaTu3UpaHa MHPOpMAIUs MO TEMHTE,
CBBp3aHU ChC CNMHA Oudpuaa u xuaponedanus, odeAMHEHA HA €IHO MSICTO, JHIICBAIIE JI0 TO3H
MOMEHT Ha OBJIrapcku €3uk. ['ossiMa JacT oT nHdpMmalusaTa B MaTepUaIUTe Ha CAaUTHT 3a IbPBU
BT ce MyOJIMKYBa Ha OBJIrapCcKy, BRIPEKU Ye € JI0Ka3zaHa KaTo J00pa CBETOBHA MPAKTUKA U HE €
HOBOCT Ha MeXIyHapoaHo HuBO. CaliTeT Ha capyxeHue CbXb ce sBsABa MbpPBUAT U €IUHCTBEH
nH(pOpMaIMOHEH MOPTAJI Ha OOIIHOCTTA HA 3acerHaTUTEe OT cruHa Ouduma u xuaporedanus B
bwirapus. Caiitbt Ha capyxenne CbXb e mybnukyBan Ha aapec: www.sbhb.org
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2. ITo Bpeme Ha enxHa OT KoH(epeHHuuTe, B kKouto wicHoBe Ha YC Ha CbXDb B3exa yuacrus,
npoBejieHa cien cepanata Ha 2011, 3a mepBU BT BIISI30XME B KOHTAKT ¢ r-H [Tuep MapTen u r-H
JIniiBbH boyeH, ChOTBETHO MP3UACHT M cekperap Ha MexnyHapoaHata ®denepauus 3a CrivHa
buduna u Xumponedanus (IF). Hsaxonko cenMuiy mo-KbCHO MOJIyInxMe oduiipaita MoKaHa aa
ce MNPUCBEIUMHUM KbM TroiiiMOTO cemeilictBo Ha |F. Cren momaBane Ha HEOOXOJUMHTE
JOKYMEHTH, MOJTYIrXMe MO3APaBICHUS KaTO Hal-HOBHS WICH Ha MexxayHapoHaTa Qeneparmsi.
Mexaynaponnata ®enepanus 3a Crnmna buduma u  Xwuapomnedanus (The International
Federation for Spina Bifida and Hydrocephalus (IF)) e mexnynapoaHa opraHu3alus-iianka,
KOSATO O0eJMHSABA HAIIMOHAIHU OpraHU3alliu MOCBETEHW Ha cnuHa Ouduna m xuuppouedanus.
Cw3nanena e npe3 1979 B benrust m nHec B Hes wieHyBar moede oT 40 peruoHamHu H
HAI[MOHAJTHU OpPTaHU3alluy 3a criuHa Ouduaa u xuaporedanus.

[IspBUYHATA MPEBEHIUS U MOAO0PSIBAHE KA4eCTBOTO HA JKMBOT HA XOpaTa ChC CcliHa Ouduma u
xuapouedanus CTOAT KaTO MOTUB 3aJl BCUUYKM WHUIUSATUBU M JeitHcoTu Ha |IF u ce mocouBar
KaTo TsAXHa MUCHs. ToBa € BAMIHO ¥ 3a BCSAKA €HAa OpraHu3anus, @wieH Ha |IF, B ToBa uncio u 3a
CbXb. Hauunute 3a mocturaHe Ha Ta3u MHCHS ca pa3lpoCTpaHsIBaHE Ha 3HaHUE, UH(opMalus,
ONMUT W CTUMYJHpPaHE Ha KOHTAKTUTE MEXKIy POJHUTEINM W XOpa ChC CHHHA Oupuga u
xuapouedanus.

OcHoBuute 11enu Ha Mexaynapoanata denepaniys ca ONMCaHu MO-J0IY:

e [lonoOpsiBaHe KauecTBOTO Ha KMBOT HA XOpaTa ChC CIMHA OMduAa u/mim xuapouedanus
1 Ka4yeCTBOTO HA YCIYTUTE KbM TIX;

e 3ammMra Ha NbpPBUYHATA MPEBEHLUS M IMPOBEXJaHE HAa MEXJIyHApoJHA KaMIIaHUU 3a
I'bPBUYHA IPEBEHINS;

e [loaxpena Ha rpynu 3a B3aMMOIOMOLI W HAIlMOHAJIHU OPTaHU3AllMM M XOpa ChC CIIMHA
oudpuna w/mnam xungporedanus B pa3BUBAIIMTE CE€ CTPAHU upe3 IMPOEKTH 3a paHHA
JTMarHOCTHKA, JICYeHNE U pexaOuInTaius;

e (CTuMWwIypaHe Cb3JaBaHETO HAa HOBM TIPyNHM 3a B3aUMOIIOMOIL M HAI[MOHAIHU
OpraHu3ali Ha Xopara CbC cliuHa Ouduaa u xuapouedanus, KaKTo U CTUMYIHpaHe
KOOIEpUPAHETO U ChbBMECTHAaTa paboTa MKy OTAETHU OpraHu3alluu;

e PasmpocTpaHsBaHe Ha 3HaHUSA, HH(POpMAIU U JOOPHU MPAKTHKH HAa MEXIYHAPOIHO HUBO;

e PaGota ¢ wMexayHaponHu opranuzanuu, cpen kouto OH, CperoBHaTa 3apaBHa
opranu3anus, UNICEF u np.;

e CTuMynHMpaHe Ha HAyYHU U3CIEABAHUS U MEXITYHAPOAHH TUCKYCHH.

UnenctBoto B IF e MHOro BaxkHa cThnka 3a ChbXb, ko510 paskpuBa penuiia Bb3MOKHOCTH TIPE]
CAPYKEHUETO: J1a TIOUYEePIIUM OT CBETOBHHS OIUT W JOOPH MPAKTHKH; J]a KOHTAKTyBaMe MPSIKO U
OCBILECTBSIBAME ChbBEMCTHH MPOEKTU C AHAJIOTMYHU OPraHU3alMK OT APYTU IbprKaBU; peaaHo aa
MPUCHEANHUM KBM aKTHBHaTa OOIIHOCT Ha XopaTa ChC cnuHa Ouduma m xuapouedanus 1mo
ceeta. Cropen ycraBa Ha CAPYKCHHETO, pa3MsHa Ha MOCEIIEHUs, OOMEH Ha OMUT U A00pHU
CBETOBHHU TMPAKTHUU B 00JacTTa € €QHa OT BOJCIIUTE ACHHOCTH, KOUTO CHIACHCTBAT 3a TIOCTHTAHE
LIETTUTE Ha CAPYKCHHUETO.

B xauecTBOTO cH Ha wieH Ha MexnyHapoaHata Denepanus 3a Crniuna budbuna n Xunpouedanms
(IF), cnpyxenuero CbXb 6e nokaneno na ydactBa Ha 23-tata MexayHapoana Kondepenuus,
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kosaTo e ce npoeae B CrtokxonMm, Ha 15-tu m 16-tm tonm 2012 rommna. OpraHuzatopu Ha
KoHpepeHimaTa ca MexayHaponnata denepanus 3a Criuna budpuna u Xuapouedanus (The
International Federation for Spina Bifida and Hydrocephalus (IF)) u Harmonannara acounuarius
3a gena u mianexu ¢ yBpexxaanus B [lIsenms (The National Association for Disabled Children
and Youths in Sweden (RBU)).

3a mepBU BT HA (POPYM OT TOJIKOBA BHCOKO MEXKIYHAPOIHO HUBO IIIE UMa OBITAPCKO y4acTHE, B
nuieto Ha capyxenue CbXb.

3. B kpas Ha 2011, cnpyxenne CBXb usnpatu 3a ywactue 10 ¢ororpaduu MexmayHapogHA
dotorpadcka n3nox0a-KOHKYpC, Mo ciay4ail mbpBusi CBETOBEH JIeH MMOCBETEH Ha CIMHA Ouduaa
u xuapouedanus, o0sBeH 3a 25-ti okToMBpH 2012.

3a mepuona 22-25 oxromBpu 2012 B EBpomeiickus nmapiament B CtpacOypr e ce mnposene
dororpadcka M3MOKOA-KOHKYPC, OpPTraHM3MpaH OT MexayHapoaHara Qenepamnusi 3a CIIHHA
oudpuna u xuapouedamus (IF) monx wamcnos ,,Be3BpbinaemMocT Ha uHBecTHUIMUTE . MaesaTa Ha
n3nok0aTa € Ja ce MPOTHBOINOCTAaBH Ha IIUPOKO PA3MPOCTPAHEHOTO CXBallaHe, OT CTpaHa Ha
WHCTUTYIIMUTE W OOILECTBOTO, Y€ Ja Ce MHBECTHpa B Jelara U Xopara ChC cnuHa Ouduma u
xuaponedanus He € ynauHo. [lox WHBeCTHIMM c€ WMMa TPEIBUJ HE caMO TapH, a U BpeMme,
BHHUMaHUe, 00pazoBaHue, 3aeTocT. Ta3u u3noxkba cienBa /a MOKaKe YCHIHITA, KOUTO BCUYKU
HUE -POAMTENH, OJU3KH, MPUATEIH, JICKapH, HHBECTUPAME U TAXHATA OTPOMHA BH3BPHIIAEMOCT
BBPXY LISLTOTO OOIIECTBO.

3a ydacTHeTo B KOHKypca opraHnusupaxme 3 npodecroHaqHu cecud Ha ceMelcTBa oT BaphHa u
Codusa. B wuHummusaTHBaTa ce BKIOUMXa MpodecruoHamHu Qororpadu, KOUTO HAMBIHO
0€3BBb3ME3/IHO 3aCHEXa U3KIIIOUUTENHU (poTOorpaduu.

Benuky nmocodeHn IEeHHCOTH M3LSIO MOAKPENSAT OCHOBHATA JEHHOCT HA CIPYKEHUETO CIIOPEXR
yCTaBa, a IMEHHO: IIPEBEHIIMS Ha CIMHA OM(UAa, OCUTYpsiIBAaHE MOAKPENa Ha XOpara, 3aCerHaTH
OT cruHa Ouduna v/ umm xuapouadanus, 1 Ha TEXHUTE CEMEICTBa; U Ch3/1aBaHE HA YCIIOBHS 32
MHTErpanusiTa Ha XxopaTa, pOJAeHH C TE€3U YBPEKIAAHHUS.



