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I'OAULIEH OTYHET

3a IeMHCOTTa Ha CApPYKEHUE ¢ HecTomaHcka el “‘Cnuna buduna u
Xunpouedanus - benrapus” (CbXb)
2012 ronunHa

[Ipe3 m3munanara 2012 ronuna capyxenune CbXb Hacoun cBouTe yCHIUS IO HalpaBiICHUE 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. Cp31aBaHeTO HA UHTEPHET CaiiTa HAa CIPYKEHUETO, KOWTO J1a U3II'BJIHIBA POJISATA U HA OH-JIAMH
nH(pOpMaIMOHEH MOPTaT Ha OONIHOCTTA Ha 3aCerHaTUTE OT ClMHA Ouduma u xuaponedanus, o
Hall OCHOBEeH mpuopureT 3a mnpeaxomHata 2011 romuna. [Ipe3 2012 npombkuxme c
MOAIpBKKATa HA caiiTa KaTo J00aBMXME HOBU HMH(OPMAIMOHHU MaTepHald, MOJAECpPUpPAXMeE
¢dbopyma 3a 0OMEH Ha MHEHHS, U3TbYBAXME BaKHU 32 OOIIHOCTTA HU HOBUHH.

Caiitet Ha capyxenne CBXb e nyOiukyBaH Ha aapec: Www.sbhb.org

2. Cnopyxenuero CbXb Oe nmokaneHo na y4yactBa Ha 23-TaTa MexayHapoJHa KoH(pepeHLus,
Kosito ce mposerae B Crokxonm, Ha 15-tm m 16-tm ronm 2012 roamna. OpraHm3aropu Ha
koH(epeHimaTa ca Mexaynapoanata denepanust 3a Crnuna buduna u Xunpouedanus (The
International Federation for Spina Bifida and Hydrocephalus (IF)) u Hammonannara acouunarms
3a jieria U Mianexku ¢ yepexaanus B IlIBerust (The National Association for Disabled Children
and Youths in Sweden (RBU)).

3a mbpBU BT Ha (POPYM Ha TOJIKOBA BUCOKO MEXIYHAPOJHO HUBO MMalle OBJIrapcKo y4acTue, B
muneto Ha capyxenue CbXb.

ITo BpemMe Ha KOH(epeHIHATa MOJI0KUXME OCHOBUTE Ha MOJE3HU KOHTAKTH C aHAJIOTWYHU Ha
HallaTa acoluanuu oT EBporma, KOMTO HH IMpenajoxa OT CBOUTE 3HAHUS M JOOPH MPaKTHKH.
3aeqHO ¢ TOBa Os1Xa M3HECEHU PeUIla JEKIMH 3a CBETOBHUTE HOBOCTHU IO TEMUTE CIIMHa Ouduaa
U xuaporedanusi.

ITo Bpeme Ha koH(ppeHuuara B CTOKXOJIM ce MpoOBeJe TOAMIIHATA Cpellla Ha WICHOBETE Ha
Mexnaynaponnata denepamus. Cren oduIMamHO TiacyBaHe, HaIIETO CIOPY)KEHHE CTaHa
o(umaieH YieH U ce NPUCHEIUHHN KbM TOJI IMOTO CEMENWCTBO Ha MexayHapoaHarta deaeparius.
Ce3manena e mpe3 1979 B benrmst m gHec B Hes wieHyBar moBede OT 40 permoHaiHA |
HaIMOHAJIHU OpraHu3alyy 3a cnuHa Ouduaa u xuapouedanus, cpea KouTo Beue 1 beirapus.
[IppBUYHATA IpEeBEHIINS M MTOIOOPsIBAaHE Ka4eCTBOTO Ha JKMBOT Ha XopaTa ChC ClMHA Ouduaa u
Xuapouedanus CToaT KaTo MOTHB 3aJ] BCUYKH WHUIMATUBU M jAeiHCOTH Ha IF u ce mocouBat

KaTo TsAxHa MucHsl. ToBa € BaJIUTHO M 3a BCSIKA €THA opraHu3alus, wieH Ha |F, B ToBa uucno u 3a
CBXBb.
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3. Cnen mnpuceeaMHaBaHETO KbM MexayHaponHata dexaepauus 3a chnuHa Ouduna u
xugpouedanus (IF) Osxme MmokaHeHH Jla B3EMEM Y4YacTHE B MEXKIyHapOJHA WHUIUSITHBA IO
orOesns3BaHe Ha bpBUs CBETOBEH JIEH IOCBETEH Ha CMHA Oudua u xuapouedanus, onpeaeacH
3a 25-tu okromBpu. B nepuona 22-25 okrompu 2012 B crpanara Ha EBpornielickus napiaaMeHT B
CrpacOypr ce mpoBezne (ortorpadcka u3iI0k0a-KOHKYpC, OpraHusupaH oT MexayHapoaHata
deneparnus o1 HAJICTIOB ,,BB3BPBIIAEMOCT HA HHBECTHIIMHUTE .

Hamero capyxenue usnpatu 3a yyactue 10 mpodecuonannu ¢ororpadguu Ha cemelcTBa Ha
nena cve cnuHa ouduna u xuapouedanus ot bearapus. llect ot Tsax 0sxa U30paHHU OT KYPHUTO
3a u3noxk0aTa u 0sxa BKJIIOUYEHU B OPUIIMATTHUS KAaTaJIOT HAa CbOUTHUETO.

Ham mnpexncraBuren npuchcTBa Ha OTKPUBAHETO HAa H3Jok0aTa M Ha paboTHaTa cpelia B
EBpomneiickus napiaMeHT, ChIIbTCTBAILA OTOEIS3BAHETO Ha ChbOUTHETO.

4. Ha Tepuropusara Ha bbarapus or6ens3axme 25-Tu OKTOMBPH 4Ype3 MEAHMHA KaMIaHUs, KOSTO
Lenele JAa 3aCHjId OCBEJOMEHHOCTTa Ha IIMpOKaTa OOIIECTBEHOCT OTHOCHO ’KMBOTa Ha XxopaTa
3acerHatv OT cnuHa Ouduga u xuaponedanus U TEXHUTE CEMEUCTBA U Ja aKIEHTHpPa BHPXY
OCHOBHUTE ()OPMU HA MbPBUYHA IPECBCHIIMSI HA TE3W YBPEKTAHUS.
Hamu wineHoBe najgoxa penMiia MHTEPBIOTA 3a NMEYaTHU M E€JIEKTPOHHU MEJUU, CPel KOWTO:
Nudopmannonna araernus Jlapuk, B-k Mapuna, B-x Jloktop, BHT.

5. 2012 OGeme roauMHa Ha IUIOAOTBOPHO ChTpyAaHHuecTBO Mexay CBXB u aBcrpuiickoTo
cIpyXeHne 3a cnuHa Ouduma u xuapouedanus. 3a Ta3u TOAMHA YCIISIXME J]a CBBPIKEM IIET
OBJArapcku ceMeicTBa Ha Jela chbC cnuHa Ouduaa u xuaponedanus ¢ JapuTenud oT ABCTpHSL.
bnaromapenue Ha TEe3W KOHTAaKTH NET OBITapCKM CEMEHCTBAa TONTydaBaxa BCEKH Mecell
0€3Bb3ME3/IHO CYMHU 32 pexaOuIuTaIusl.

CBbXb u aBCTpUHCKOTO CApPYKEHHE CE SIBSBAT CaMO CBBP3BAI0 3BEHO MEXIY ceMmeicTBara u
JTapuTenuTe. MeceuHuTe JapeHus ce M3IUlallaxa AMpeKHTO M0 CMETKU Ha ceMeiicTBara, 6e3 Hue
71a TIoJTy4aBaMe HAKaKBH CyMHU WIJIM XOHOPApH 3a MOCPETHUIECTBOTO CH.

6. TakbB BHJ TOCPEAHWYECTBO YCIIXME Ja OCHUTYPUM MEXKIYy WICHOBE Ha AaBCTPHICKOTO
CIpYKEeHHE, aBCTpHiicka (upMma JOCTaBYMK Ha MOMOIIHHM CpPEACTBAa M CeMeicTBa Ha jena oT
bwearapus. Upes koHTakTa, KOMTO ocUrypuxme Mexay Tsax 12 Obiarapcku Jera cbe cnuHa oudua
u/unn xuapouedanus Moaydrxa JOCThI 10 KaYeCTBEHU IMOMOIIHM CPEJCTBA 33 peXaOMIHUTaIHs
WM TIOJI3BAHE B €5KEIHEBUETO.

CBbXb ce sBgBa caMO CBBP3BAIO 3BEHO MEXKIY cemeiicTBara u napurenute. CIpyKEHUETO HE €
MTOJIYYHJIO HUKaKBU CYMU MJIM XOHOPAPH 34 IMMOCPETHUYECTBOTO CH.

Benuky nmocodeHn eHHCOTH M3LSIO MOJKPENSIT OCHOBHATA JNEHHOCT HA CAPYKEHUETO CIOpeN
ycTaBa, a IMEHHO: NIPEBEHIMS Ha cliHa OMQuIa, OCUrypsiBaHE MOJKpera Ha XopaTa, 3aCerHaTH
OT cnuHa 6uduaa u/ umm xuaponadanus, 1 Ha TEXHUTE CEMEICTBA; U Ch3JaBaHe Ha YCIOBHUS 3a
MHTErpanusaTa Ha XopaTa, pOJACHH C TE3U YBPEKITAHHUS.



