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I'OAUIIEH OTYET

3a IEMHOCTTA Ha CAPYKEHUE C HECTOIMAHCKA LIEJT
“Cnuna buduna u Xunpouedanus - brarapus” (CbXb)
2018 roguua

HeiinocTure Ha capy:xenue “Cnuna buduaa n Xuapouedanusa - boarapus” (CbXb) npe3
2018 osixa:

1. [IpoxpmkaBaMe 1a NMOAABbP:KAMe HMHTEPHET CTPAHUIIATA HA OpPraHM3auuMsATa, ¢ Oorarta
uHpopManuonHa 6a3a nmo mpoodjeMHuTe CBHP3aHU ChC cnuHA Ouduaa u xuapouedanusa u
KUBOTAa C Te3u YyBpexaaHus. l[Ipe3 caiita cbl0 aHOHCHUpaMe€ HOBUHUTE CBBP3aHU ChC
CAPY>KEHUETO U TE€3U, KOUTO C€ OTHACAT 3a OOIIHOCTTa HU KaTo I1isu1o. [lonabpxame u deicoyk
CTpaHuULaTa 32 €KEJHEBHA KOMYHUKALIMS C YICHOBETE U 3aMHTEPECOBAHUTE CTPAHH.

HuTepHer cTpanuiia: WWw.sbhb.org

Deticoyx:www.facebook.com/sbhb.org

2. Upe3 poauTesicKaTa Mpe:KaTa 3a KOHTAKT, KOATO OOeAMHSIBA POAUTENH OT Isjara CTpaHa,
MOAKPENsIME HOBU CEMENCTBA M CEMEMCTBA, HYXKACIIN C€ KbM MOMEHTA OT Clielnu(rUIHa ITOMOIII.
KonTtaktute Ha poautenuTe ca NyONMKYBaHM Ha CTpaHUIaTa HAa OpraHu3alnuara HH, a
KOHCyNnTanuuTe ca Oe3ruiatHu. Ype3 Mpekara HU 3a KOHTAKT IMpe3 TOJWHATA CME MOAKPEIUIIN
Haj 60 cemeiicTBa, ¢ pa3IMYHU MOTPEOHOCTH OT MOJKpETa - HOBU POAUTENH, CEMENUCTBA C Jella C
YpOJOTUYHU TIpOOJIeMH, OpeMEHHU IKEHH, J>KEHU IUTAaHUpalld OpEMEHHOCT W BB3PaCTHH,
JTUArHOCTULIMPAHU ¢ Xuapouedanus win ckpuTa Gpopmu Ha ciuHa Ouduaa u p.

3. Ilpompmxuxme nga opraHuzupamMe HeQOpPMAJIHU Cpeld 3a O0OMSAHA HAa OMUT MEXIy
ceMelcTBaTa, 3acerHaTuTe oT cnuHa Ouduaa u xuapouedanus BbB BapHa, B Cemeitnus kiny0d Ha
CIPY’KEHHETO. YUacTHEeTO B COMPKUTE € Oe3IIaTHO, KaTo MPEABAPUTEIHO ITyckame HH(pOpMaIus
3a Temara, Jjatata M 4aca BbB (eiicOyk cTpaHunara Ha capyxenuero. [Ipe3 2018 nmpoenoxme
00110 5 TakMBa CpeIy.

4. Tlpe3 2018 ochiiecTBUXME MOPEIUIa HHUIIUATHBH, B CbTPY/IHHUYECTBO U C MOJKpenara Ha
Me:xxnyHnapoanara genepanus 3a cnuia ouduaa u xuapouedanus (International Federation
for Spina Bifida and Hydrocephalus — IF):

Ha 19 u 20 maii B Codusi ce nmpoBeae MeKIAyHApoJeH ceMHHap 3a OOMsHA Ha ONUT Ha
MexnyHaponnara denepanus 3a cniuHa Ouduaa u xuapouedanus, KbIETO HAlIaTa OPTaHU3AIIHS
Oerre JOMaKHH.
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B cpemata B3exa yuactue mnoede oT 30 yuactHunm ot 21 abpkaBu, cpen kouTo benrus,
Asctpus, Cnoakusi, HopBerus, ®panmus, Copous, Ucmanus u ApxentuHa. Ot Obiarapcka
cTpaHa y4yacTue B3exa neruma wieHore Ha CbXBb.

OcHoBHa Tema, 3acThIIeHa HA CEMUHapa, 6€ MEHAXXUPAHETO HAa MHKOHTHUHEHIIUSTA IPU XOpa ChC
cnuHa 6uduaa u yncrata nepuonnyna karerbpuzanusg (CIC) karo Haii-u3mon3BaHa TEXHHUKA 3a
MOCTUTaHE Ha KOHTHUHEHIUS. bsixa moBAuMrHatu BaKHM BBIPOCH 32 JOCThIA JO YpPOJOTHYHA
rpyka W 37paBHa MH(POPMAIMSA M ONUTA HA pa3IMYHUTE AbpkaBu. B beirapus u Hikou apyru
IbpaXXBU BCE OIIE ycelllaMe CepUO3Ha JUIca JIMH(OpMallKs U aJleKBaTHA MOAKpPEerNa OT cTpaHa Ha
3npaBHUTE BiacTH. B moakpena Ha Te3u crpanu, |F moe anraxumenra pa opranusupa
MPaKTUYECKO 00YUYEHUE 3a JICKapU U POIUTENH, KOETO J1a ce Caydu A0 kpas Ha 2018.

[Topann anra)XuMeHTH Ha OOYYUTENINTE, TPEHUHTa O€ M3MecTeH 3a cpenarta Ha 2019.

5. 3a Bropa mopenHa rogunHa Crnuna Ouduna u xuaponedanus-bbarapus moaAroTss U mnpenasa
AJITEPHATHBHO CTAHOBHINE MO OTHOUIeHWe Tpujaranero Ha KouBennusita Ha OOH 3a
NpaBaTra Ha Xopara C yBpeXJaHusi, BbB Bpb3Ka ¢ MOHMTOpUHIra Ha bearapusa. Ilpes 2018,
Cnages KocrannHoBa, mpecenaren Ha CIAPYKEHUETO U POJTUTEN HA JIETe ChC CIUHA Onduma u
xuapouedanusi, ydyactBa M MpeACTaBU JUYHO cTaHoBuieTo HU npen Komurera na OOH B
XKenea. JIMuHOTO YywacTHe HA HaIl TIPEJCTABUTE]l B 3aCENaHUETO CTaHA BBH3MOXKHO
Onarogapenue Ha MexayHaponHata Qenepanus 3a cnuHa Ouduna u xuaponedamus (IF).
Konerute or International Disability Alliance (IDA) opranusmupaxa mopeauia OT JWYHH CPEIIn
Ha CnaBes ¢ oTaenHu npenactaButenu Ha Komucusra, cbe cnyx6ute Ha CrienuanHus TOKIaaquK
IO MpaBaTa Ha xopaTta ¢ yBpexaanus u BepxoBHus komucapuat Ha OOH 1o nmpaBarta Ha YoBeKa.
KakTo B cTaHoBHUIIIETO HU, Taka U MO BpeMme Ha mpe3eHTanusara npen Komurera Ha OOH u npu
JUYHUTE CPEIIH, TOCTaBAxXxMe (OKYC BBPXY HSKOM OT Hal-BaXHUTE MNPOOJIEMH, C KOWTO
BB3PACTHH U Jiella ChC crHa Ouduaa u xuapouedanus ce cOTbCKBAT:
e 3aTpyAHEH AOCTBI JI0 KAYeCTBEHU TOMOIIIHH CPEJICTBA;
3arpyHEeH JAOCTHII 0 aJeKBaTHA 3[[paBHa/ypOJIOTUYHA IPaXa;
3aTpyIHEH JAOCTHII O ACUCTEHTCKA TPIIKA;
[ToBuiIeH prck oT 6eIHOCT B ceMeicTBaTa Ha XOpa a C yBPeXAaHNUS;
Jlucma Ha 6a3a aHHU 3a XopaTa C YBPEXKIaHUs, BbPXY KOSITO Jla C€ TPAAST MOIUTUKHU 32
TAX;
e OTKa3bT HA JbprKaBaTa OT JHUAJOT U MPOTECTUTE HA POJIUTENHM Ha Jela M BH3PACTHHU B
YBPEKIAHUS.

6. IIpe3s noemBpu 2018 MexnynapoaHara denepanus 3a cnuHa Ouduaa u xuapouedanus
OpTaHU3upa Ol CIUH MEKAYHAPOIeH 00y4YnTeJeH CeMHHAp, KOWTO ce mpoBeae B Maapun,
Hcnanusa. OokychT Ha ceMuHapa Osfxa Npenu3BHKaTeciTaBaTa IMpel Bb3PACTHUTE ChC CIHHA
oudpuna u xuaponedanus. Omnwura cu cnomenuxa kojerute oT Mcmanus, Hopserus, [lIBenus,
KBJETO OT FOJMHU JeWCTBAT HAIMOHAIHN M MECTHH MTPOrpaMH 3a MOJKpera.

[To Bpeme Ha ceMuHapa TPOBEIOXME cpella ¢ MpeacraBuTenu Ha HopBexkara aconumanus 3a
cnrHa 6uduaa u xuapouedanus U 00CHIUXME Bb3MOKHOCTH 32 CbBMECTHO CHTPYIHUUYECTBO.
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7. Cnen TOOWHU HANpa3HU OIMUTH 32 KOMYHUKAIUs C JAbPKABHUTE HHCTUTYLHUH, C UEI
o100psiBaHe ypoJIOrMYHAaTa Ipyka KbM MalMeHTH ChbC HEBPOTeHEH Mexyp, mpe3 2018 mogoxme
JKaJj10a 32 JTMCKPUMHUHAIMA B ThPCeHe HAa a/IeKBAaTHA 3/IPAaBHA I'PH2KA 32 XOpPaTa CbC CIIHUHA
ounduna B brarapus. Ha 24 romu capyxkenue ,,Cnuna ouduaa u Xunpouedanus — boarapus
Bxoaupa xanba B Komwucusita 3a 3ammura OT JUCKPUMHUHALMS cperly MUHHUCTEPCKHS CHBET,
H30K 1 MUHHCTEPCTBOTO HA 37paBEOIa3BAHETO.

KonkpernusT noBox 3a xanbara e yiumncara Ha peumOypcupane or H30K Ha mHTEpMHUTEHTHH
KaTeTpu. BBOpochT € mocraBeH 3a mpbB MBT Ha oOckkmaHe mpe3 2012 roawHa. Bwipekn
MOJIOKUTETHOTO JIEKapUTE, B TOBA YUCJIO U HAIMOHAIHU KOHCYJITAHTH, KaKTO M MEPUOJUYHO
JaBaHU OoOelIaHMs, BBIIPOCHUTE KaTeTPH U J0 cera He ca BKItodeHH B cnucbka Ha H30K. Besko
CEeMEHCTBO C JIeTe WM JIMIE ¢ MOJ00eH MpoOJieM 3aruiala camocTosTeNHo pasxoaute 3a UK u
KOHCYMAaTHUBHTE 3a TAX, paBHsABaIIM ce Ha Omu3o 250 71B. 3a mecen. Ako He ObAe 3aKyleH U
MMOCTaBCH TaKbB KOHCYMAaTWB, 00ade, WMa MHOTO BHCOK PHUCK OT WH(EKIUH, MMOBTAPSIIO CE
aHTHOUOTHYHO JIeYeHHE, YBpeXkAaHe Ha ObOpeuute, Auanuia. He Ha mocienHo mscTo moao0HU
HEOJIAaTONIPUSATHN CHCTOSHUS, HACIOXKEHM BBPXY 3IPaBETO Ha JleraTa HHU OIIe IOBEYe
3aTpyaHSABAT COLIMATHOTO UM BKJIIOUBAHE B JETCKH IPAJIMHU, YUUIIUIIA U OOIIECTBEH KUBOT.

B xanbara ce mocouBa, ye C MPOABDKUTEIHOTO CH M HEONpPABJAaHO OT OOEKTHBHa CTpaHa
Oe3zeiicTBUe, 3ApaBHUTE BIIACTH Ca MPUIOKWIM HEPABHO TPETHpaHE HAa OONHHUTE ChC CIIHHA
ouduna n xuapouedanus, Taka KakTO aHAJOTHYHA HYKJA € 3a70BOJIeHa 3a OOJIHHUTE OT IPYrU
peaku OosiecTu — upe3 peuMOypcals Ha KOMIEHCUPALIUTe €H3UMHHUS ASPHUIUT B OpraHu3Ma
XPaHUTEHA JOOABKH, WM HAa OOJHUTE OT AuabeT — upe3 penMOypcaius Ha TITFOKOMEpPH, TECT-
JIEHTH U JIp.

C Hernmmxupaiio noBeJeHUe, 3IpaBHUTE BJIACTH HE ca OCHIIECTBIIM €()EKTHBHA 3alllUTa Cpelly
JUCKpPUMMHALIMATA U CH Ca JONPHUHECTH 32 OCHIIECTBSIBAHE HAa HApYLIEHUWETO Ha 3aKOHa 3a
3alMTa OT JUCPKUMHUHALMS, KBaTU(UIMpPAHO OT 3aKoHojaaTens Karo ,,ropmo3™. Hapen c
(bu3MyecKUTe U3MEPEHHs Ha THPIISIHOTO OT Jiella U ONM3KU OTHOIIEHUE, € HAJHIIE HE MO-MaJIKO
YHUBHUTEIHO TOJI0KEeHHE, (GOPMUPAHO OT MPOIBDKUTENIHATA M CUCTEMAaTUYHA TraBpa ¢ mpaBara u
MOTHIIKBAaHE HA YOBEIIKOTO JIOCTOMHCTBO Ha TE3M JHIA B OCOOCHO YSA3BUMO IOJIOKECHHE.
[IposiBeHusT cnpsMo Jena U OJU3KH ,,TOPMO3* € MO MNpU3HALUTE ,,YBpeKIaHE U ,,JJUYHO
IOJIO’KEHUE.

Henta vu e K3J| ma Hamoxu mpeABUACHUTE OT 3aKOHA CAaHKIMU U Ja HAJOXKH MEpPKH 3a
MPEYCTAaHOBSIBAHE HA HAPYUIEHUETO U MPEJOTBPATIBAHE HA IPOSBICHUATA MY 3aHAPE/I.

KbM Kkpas Ha ronuHaTa Bce OIlle O4YaKBaMme JlaTa 3a IbPBO 3ace/IaHue.

8. 1 npe3 2018 roauHa cpOpaxme ceMelicTBaTa Ha Jela cbC ciuHa Ouduaa u xuapouedanus
OT IAJIaTA CTPAHA HA YeTHPHIHeBeH Jarep 3a repuoja 05-08.09.2018. Cpemrara nmpoBemoxme
B xoren BCK KenraBbp B [lpsHOBO, a mIpe3 AHUTE Ha Jarepa MoKa3zaxMme Ha Jelara
3a0eNeKUTENTHOCTH OT IieHTpanHara yacT Ha CeBepHa buarapus.

Ta3u roauna B arepa yyactBaxa cemeiictBata Ha 18 nema cbe cnimHa 6uduna u xuapouedanus
OT IsJIaTa CTpaHa W rpymnara Hu AocTurHa 6im3o 60 doBeka. 6 OT cMmeiiecTBaTa He OsXa MABAIH
MIpe/id Ha Hallli CPELIH U JarepH.

[lonroTBuxMe crnopTHa W KyATypHa IporpaMa, KOATO BKIIOYBalle e3na Ha ApOanacu,
noceunieHue Ha Jloma Ha Xymopa u catuparta B ['abpoBo M H3HECeHaTa B HETO €KCIIO3ULUs Ha



CIIMHA BU®UJA 1 XUIPOLIEDAJINA-BBJIT APUA (CBXB),
www.sbhb.org, info@sbhb.org

Myzeiiko u etHorpadckus myseii Ha oTkpuTo "ETbp" 10 'abpoBo, Cokonockus MaHACTUD, KAaKTO
U BBBEXJAIL0 00y4YeHHUe Ha JieraTa 3a [paBara Ha YOBeKa, Ype3 METOJIUTE Ha eKCIIpECUBHATA apT
tepanus. [locnennaTta Beyep OT mporpaMaTa MoJAroTBUXMe KapHAaBAIHO MAapPTH ¢ (POKYCH U TaHLIH.
Upe3 npoBexiaHe Ha €XKErOJHUTE HU JIarepu LEIUM Ja HachbpyUMM He(OpManaHOTO oOlyBaHe,
Ch37aBaHETO HA TpalHU MPUATEICTBA U MpeXka 3a nojkpena. Jlpyra e, KosSTO CH IIOCTaBsIME €
Jla TpeACTaBUM Ha JelaTa M ceMeicTaBaTa UM Pa3JIMYHU aJITEPHATUBU 33 CIOPT U AKTUBHU
3aHUMaHMS pe3 CBOOOIHOTO BpeMe, KaKBUTO YECTO UM JIUIICBAT.

TpaauumoHHO OpraHu3upame JlarepuTe CbC CPEACTBA HA CAPYKEHUETO, OT JApEHUs U KaMIIaHUU
3a HabupaHe Ha cpenactBa. [lopaau romemust Opod yYaCTHHIM M YBEIMUYEHHUTE Pa3Xxoad 3a
IIPOBEX/aHE Ha Jlarepa, Ta3yu IOJAMHU C€ HAJOXH Jla BbBeJIeM CHUMBOJIMYHA Takca oT 100 1B Ha
CEMEUCTBO.

9. Ha 17.03.2018 B Mopckara rpaaguHa BbB BpaHa ce mpoBene gapuTe/icka WHHMIIMATHBA
"Cuaa, ckopoct M a00pu chppua'" B NoAKpena Ha Jenara c¢bC cnuHa Ouduaa u
xuapouedanus or rpaga. CroutneTo 6€ OpraHu3upano OT cropTHUTE KIoydoe MY GIMBOX
n [-RUN.BG. Opranuzaropure opraHuzupaxa CIOPTHH IIPEAM3BHUKATEIICTBA, C KOWUTO Ja
HachbpyaT YYaCTHHMLUTE Ja CIIOPTYBAT U IMOJAKPEMT Kay3WTe Ha CIPYKEHHeTo. AKIus HaOpa
00m1o0 3560 ns.

C nmapenuTe cpeacTBa Mpe3 JICTHUTE MECEIH OpraHu3MpaxMe MopeIuNa aJTepHATHBHH
cnopTHU 3aHuMaHus 3a 20 fmena cbC crenuaiHd NOTPEeOHOCTH OT rpajia — CIYCKaHE ChC 3HII
JIMHUS/TPOJICH, KOHHA €3/1a, KAPTUHT U UTPU Ha OTKPUTO.

W npe3 2019 wre npoabHku M3pa3xo/IBaHETO Ha chOpaHaTa cyma.

10. M mpe3 2018 Hamm mpencTaBUTENM ydacTBaxa B Pa0OTHM cpelid M KoOHdepeHIuH,
NMOCBETCHN Ha JeNara ¢ yBpeKAaHUs M noaoO0psiBaHe padorara Ha HENMPABUTEICTBEHHUS
CEKTOP HAa MECTHO U HALIMOHAJIHO HMBO, cpeJl KoUTo pernoHannu cpemu Ha HM/] BsB Bapha,
npencrassHe Ha [opumnus Genexxuuk Ha HMJI BB Bapnal2, ,,Kondepenuus Ha O6baemero”
npe3 oktoMBpu 2018 B boposen u ap.

11. B agxMUHHCTpAaTUBEH TUIaH, YCIIEITHO U3BHPIIMXME MPepPerucTpanusaTa Ha CAPYKeHUeTo oT
MUHHCTEPCTBO Ha NMPaBOCHAMETO KbM ATEHLUS 1O BIMCBAHUATA, CHIVIACHO M3UCKBAHUITA Ha
HoBHs 3akoH 3a HIIO.

12. TIpe3 2018 YC nanycHa Vpenuna Koznesa u Ha HeliHO MsacTo O61m10 chOpanue u3opa 3a HOB
yjieH Ha YC Bukxrtopus HeasiikoBa, cblio poauten Ha JeTe CbC CHOUHA Oudpuaa u
Xuapouedanus.
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OBOBIIEHUE KBbM I'®PO 2018

B HAYAJIOTO HA 2018 I CAPYKEHHMETO E PAS3IIOJIAT'AJIO C 4389.45 JIEBA IIO
FAHKOBATA CMETKA U 9.31 JIEBA B BPOM

HOJYYEHU CA CJIEJHUTE ITPUXOAN

OT JAPEHMA 15707 JIEBA

OT YWIEHCKU BHOC - 218.98 JIEBA

IMPUXOU OT YCIIVI'N -TAKCHU JIETEH JIAT'EP 1900 JIEBA

OBUIO ITOJIYUEHU ITPUXO/IU — 17825.98 JIEBA

HATIPABEHU CA CJIEJHUTE PA3XOIM

IO ITPOEKT JIETEH JIATEP 2018 8989.51

T10 TTPOEKT CHUJIA,CKOPOCT 1611.57

BWJIETU HOPBETMS T10 ITPOEKT ®PI'H 717.70

BAHKOBHU TAKCH — 221.54 JIEBA

YJIEHCKW BHOC MEXKIYHAPOJTHA ACOLIMALIAS CIIMHA BUDUJIA -294 JIEBA
XOCTHHT — 110 JIEBA

YJIEHCTBO HM/I 100

AJIBOKATECKA TAKCA JIEJIO K31 - 500

JIPYTU AJIMUHUCTPATOBHU PA3XO/IN -100.75 JIEBA

OBIIIO HAITPABEHU PA3XO/IU -12645.07 JIEBA

B KPASI HA 2018 T.

10 BAHKOBUTE CMETKU — 9362.69. JIEBA
B BPOU -216.98 JIEBA

OBILIO HAJIMYHU 9579.67 IEBA

VIBBPAMIL: wovveeiiiiiieeiiiieee i
Crnases Kocragnnosa
[Ipencenaren na YC na CbXb

Jara: 02.05.2019



