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IN'OANMIEH OTYET

3a JICHHOCTTA Ha CAPYKEHUE C HECTOMAaHCKa 1eJT
“Crnuna buduna u Xungpouedanus - brarapus” (CbXb)
2019 rogunua

JeiinocTuTe Ha capyxenue “Cnuna bupuna u Xuapouedaaus - borarapus” (CbXB) npes
2019 6s1xa:

1. IlpoawpmkaBaMe Aa MOAABbPKAME H pa3BUBaMe MHTEPHET CTPAHMLATA HA OPraHM3alUATA,
¢ Oorara wuHdopMamuoHHa ©0a3a mo mnpodjeMHTe CBbLP3aHM CbhC CHUHA Ouduaa wu
xuapouedanusa u KuUBoTa ¢ Te3n yBpexkaanus. I[Ipe3 cailita cbhI0 aHOHCMpaMe€ HOBHHUTE
CBBP3aHM CbC CAPYKEHHETO M TE3H, KOUTO C€ OTHAcAT 3a OOMIHOCTTa HH KaTo LSJIO.
[Mogmbpkame u  (elicOyk cTpaHuIaTa 3a €XKeJHEBHA KOMYHUKAlMsl C UJICHOBETE U
3aMHTEPECOBAHUTE CTPAHHU.

WutepHer cTpanuia: Www.sbhb.org

Deiicoyk:www.facebook.com/sbhb.org

2. Upe3 poauTesckara Mpe:kaTa 3a KOHTAKT, KOATO OO€AMHSBA POAUTENH OT Isjara CTpaHa,
MOJKpEIsIMe HOBH CEMENCTBA U CEMEICTBA, HY1aellld c€ KbM MOMEHTA OT CHelH(pUIHA TOMOII.
Konrtaktute Ha poautenure ca mNyONMKYyBaHM Ha CTpaHUIaTa Ha OpraHu3alusTa HU, a
KOHCyATanuuTe ca 6e3rmiatHu. Upe3 MpekaTa HU 3a KOHTAaKT Ipe3 roJMHaTa CMe IMOJAKpPENUiIn
Haz 80 cemeiicTBa oT 1sa bearapus, ¢ pa3nuynu NoTpeOHOCTH OT MOJKpENa - HOBU POIUTENH,
ceMeiicTBa ¢ Jiela ¢ ypoJIOrHUHU MpoOaeMu, OpeMeHHH JKEeHH, KeHU IUTaHUPaly OpeMEHHOCT U
BB3PAaCTHH, TUATHOCTUIIMPAHU C XUApoledanus Wik CKpUTH GopMH Ha crimHa Ouduaa u ap.

3. Ilpogbmxuxme na opranuzupaMe HeGOpMAJHH cpeliM 3a O0MSIHA Ha ONMUT MEXIYy
ceMmeiicTBara, 3acernatute ot cnuHa oudunaa u xuapouedanus BpB BapHa, B Cemeitnus kiyo Ha
CAPYXEHUETO. YUaCTHEeTO B COMPKUTE € OE3IUIaTHO, KaTO MPEABAPUTEIHO ITyckame uHpopManus
3a Temara, JaTata M 4aca BbB ¢eiicOyk cTpanuiara Ha capyxenuero. [Ipes 2019 nmpoBegoxme
00110 8 TakuBa CpelH.

4. Tlpe3 2019 yyactBaxMe B MOpeAMIla MHMIMATHUBHU, OPraHU3MpaHu oT MeKayHapoaHaATa
(denepanus 3a cnuna ouduaa u xuapouedanus (International Federation for Spina Bifida and
Hydrocephalus — IF):

B mnepuoma 09-12 ampun 2019 B HammonaneH WHCTUTYT mo JeTcku Oosiect bpartucnasa,
CrnoBakus, ce mpoBejie MeXAyHapoHo oOydeHue Ha |F B moakpena Ha poauTesny, NalUEeHTH U
po(heCHOHAIIMCTH B YCHJIMATa UM 3a MOJOOpsBaHE Ha 3/paBHATa M ypOJOrMyHaTa Ipuxa 3a
Xopara cbc cnuHa Ouduaa u xuapouedanus. Yvactue B3exa ekunu oT bwarapus, Ecronus,
JlatBus, PymbHus, Cop6ous, LlBelinapus, Ykpaitna u Crnoakusi. Hamum npencraButenu 6sixa a-p
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Tarsna LlanoBa-gercku Hedposor, a-p Bacun ITomos-mercku yponor u Cnasess KocramuHosa-
poauten u nipencenaren va Cnuaa ouduaa u xunpouedanus-boirapus.

[ToBeue 3a oOyuenuero Ha: http://www.sbhb.org/node/279

[Ipe3 mait 2019 IF npoBene mbpBa MexAyHApOIHA pabOTHA Cpellla Ha WICHOBETE CH 3a TOJMHATA,
B benrpan, CopOus.Yuactue B3e Antoanera MBanoBa, wien Ha YC na Cnuna Ouduma u
xuapotedanus-boarapus.

PabotHa cpema Ha IF 3a 2019 roguna ce nposene u B I'enr, benrus, B nepuoga 25-26 oKTOMBpH.
Cpemiara Oe mocBeTeHa Ha TMPEAW3BUKATEICTBATa OT KOTHUTHUBEH XapakTep, C KOUTO XOopara |
JeraTa cbC cnuHa ouduaa u xuapouedanus ce cOTbCKBAT B €KETHEBUETO CH.

ITo Bpeme Ha cpemata B ['eHT, MexmayHapoaHara oOmHOCT oTOens3a 40 roaumiHWHATA OT
OCHOBaBaHETO Ha MexayHapoaHaTa denepanusi ¥ MEXIYHAPOIHHS JEH, TIOCBETEH Ha CITMHA
ouduna u xuapouedanus. B I'eHT ce nposene obumo chOpaHue, Ha KOETO CE IJlacyBa 3a HOB
MPE3HJICHT, HOB ChCTaB Ha OOpa W BKIIIOYBAHETO HAa HOBW WiICHOBE. Hamm mpepcraBuTen Ha
paboTtHara cpernia u 00moTo chbpanue 6e CnaBes Kocramunosa, mpeacenaTen Ha CIPYKEHUETO.

5. Ilpe3 2019 otmenuxme OCHOBEH pecypc Ha MpoeKTa ,,MJaaure 3acTbNBAT®, ¢ KOWUTO
KaHIUJAaTCTBaxMe 3a (uHaHcUpaHe Tipe3 sHyapu KbM PoHJ AKTHBHU TpaknaHu bouiarapwus.
Unesita Hu Oe, ype3 mMpoeKTa /a MOJKPENUM TPakJAaHCKaTa aKTHBHOCT CpeJI Jielata ChC CIMHA
oubuna u xumpporedanus, KaTo Taka TM TOATOTBUM 3a OBJCHIETO MM HA HE3aBUCHMH M
II'BJIHOLIEHHU Bb3PACTHHU.

[ToTbpcuxMe mapTHbOPCKA MOJAKpeENa B juiero Ha Hopeexkara aconuanus 3a cnuHa Ouduaa u
xunpouedamus. C xonerute ot Hoperus obcpauxme wuaeuTe cu Ole IO BpeMe Ha
MeXIyHapoaHa kKoHdepeHuss B Mampua mpe3 HoemBpu 2018. B mocneactBue moigyduxme
¢unacupane or PoHI AKTHUBHO TpakJaHH, 3a Ja MPOBEAEM M0-33JbJI00YEHH pa3roBOpH 3a
MapTHHOPCKH MPOEKT M HAalll €KUM UMa BH3MOKHOCT Jia Ce€ CpeliHeM ¢ acouuanusara B Hopserus.
Buxropus Hensnkosa n CnaBes KocraguHoBa, wieHoBe Ha 6opaa, mocetuxa Ocio nmpe3 siHyapu
2019.

B Ocno nHammsi exkun ce cpemHa ¢ mpencenarenss U uwieHoBe oT Oopna Ha Hopekkara
aconmanud. J[Bere opraHu3anuy CIOAENTUXa OMUT U BU3MHUTE CU 3a OBJCIIO ChTPYIHHYECTBO.
O6cpauxMe uaeuTe HU 3a MPOEKTa W TOJNHCaxXMe MapTHHOPCKO cropasymenue. Cien
3aBpblaHe B bbirapus mnoaroTBuxMe M MOAANOXME MpOeKTa ,Mnaaute 3acThOBaT®, B
napTHbOpcTBO ¢ HopBexkkaTa acoruanus 3a cniuHa ouduua u xuapouedanus.

[IpoexTsT HU Oe 0100peH 1 Ha 24-TH CeNTeMBPH MOMNKCAXME I0TOBOD 3a (pruHaHCHpaHe Ha oOmIa
croitHocT OoT 44 000 eBpo ¢ Omnepatopa Ha nporpamara PoHa AKTUBHU TIpaxiaaHu.CpoKbT Ha
npoekTa e 19 mecena.

[TpoexTsT ,,Mnagure 3acThlBA™ CTAapTUPA C MET-IHEBHO 00y4YeHHUe, B MOJKpena Ha MIlafie’KKaTa
rpaXkJlaHcKa aKTUBHOCT 3a Jiella ChC cliMHa Ouduaa w/unu xuapouedanus U cemeicTBaTa UM.
[Tpoenoxme ro B nepuoaa 01-05.11.2019 B ITapk xoten Mapkoso (a0 [TnoBauB). Yuactue B3exa
14 nena cbe cnivHa 6uduaa w/mwnn xunpouedanus, TEXHH pOAUTENH, OpaTs U cecTpu — obmo 17
neua u 27 Bb3pacTHU OT Ipsuiata ctpaHa - Codwus, [lepuuk, IInosaus, Bapna, Pyce, I"abposgo,
JloBeu, CMOJISH H 1Ip.
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OcHoBHara 11e1 Ha 00ydeHHneTo Oe /1a MOArOTBUM JIeliaTa 3a MPEACTOAIITaTa UM 3aCThITHUYECKA
paboTa, KOSATO € CBHIIHOCTTAa Ha ,,Miamute 3acThIBatT®. 3aeIHO C TOBa pPAbOTHXME aKTUBHO C
poauTenuTe, KaTo MmocraBuxMe (OKyC BBPXY MOAKpEISIIaTa WM pOJiS B KHUBOTA Ha Jielara u
rpoiieca Ha Ch3psBaHe.

OOyuaBallMaT €KWIl BKJIIOYBALIE KOYY CHEIUAJMCTH C ONUT B OOYy4eHHs 3a pa3BUTHE Ha
JUYHOCTHU W COIMAIIHA YMCHHS, aJBOKAT MO TPAKIAHCKH TIpaBa, COLNMATHH DPAOOTHHIIH,
CHEIMAIUCT TI0 WHTEPHET CHUTYPHOCT, BB3PACTHU ChC CHUHA OUPHUIA W POTUTEIU C ONHT B
3aCTBITHUYECTBOTO. YYacTHE B3eXa M TPUMa MPEACTABUTEIN HAa MaPTHROPA HU 0T HopBerusi.

B monpoOHOCTH cMe omnucanu Xoja Ha ISUIOTO 0Oy4YeHHEe Ha MHTPEHET CTpaHuIlaTa Ha MPOEKTa:
http://www.sbhb.org/node/289

Ot snyapu 2020 npoabsmkaBame paboTaTa Mo MPOEKTa C TPU 3aCTHITHUYECKH KaMIaHUHM, KOUTO
JeraTa 1e U3IMBJIHAT M0 PhKOBOJICTBOTO HAa MEHTOPH OT ¥ C Ha CIPYKEHHUETO.

6. Ciren xato mipe3 ronu 2018 momanoxme xkanba cpeumry M3, H30OK u MC 3a ancKkpuMuHAIUSs
B ThpCeHe Ha ajJeKBATHA 3JpaBHA IPUKAa 3a Xopara cbhC cnuHa Ouduaa B bbiarapus,
Komucwusita 3a 3amura ot muckrpumuHarms (K3/1) cBuka enpa 2 3acemanus npe3 2019 roauna.
[IspBOTO 3acemanme mo HammaaTta npenucka Oeme mpe3 anpun 2019. [lo Bpeme Ha BTOPOTO
3acenanue, ap. CrosH IleeB ot otnenenuero no Jlercka yposorus kbM ,,Iluporos, npeacrasu
CTAaHOBUIIE 3a HY)KJaTa OT YMCTa IIEPUOJANYHA KaTeThbpU3alUs PU JELA U Bb3CPATHHU ChC CIIMHA
Ouduaa 1 HEBPOTreHeH NMuKoueH Mexyp. OdakBame perieHne Ha komucusra mnpes 2020.
CrpyxeHuero e mpeacTaBisiBaHo anBokaT AHenu YobOaHoBa.

7. Karo nmpoawsmkenne Ha nHunmMatuBaTa ot 2018, B kpas Ha mait 2019 B Mopckara rpagrHa BbB
Bpana ce npoBene napuresicka ununuaTusa "'Cuiia, CKOpocT u 100pu chpua-2'" B noakpena
Ha Jenara cbc cnuHa 0uduaa u xuapouedanus or rpaga. CrOutHeTo 6¢ OpraHU3UPAHO OT
cnoptaute k10yoose MY GIMBOX u I-RUN.BG.

Ponsta Ha capyxeHueTo Oe 1a OCUTypu KOHTAKT MEX]ly OpraHU3aTOpUTE U ceMeicTBaTa Ha Jela
CbC CcHeUHaTHu MnoTpedHocTH oT rpaza. Cbc chOpaHata cyma oOpraHuzupaxmMe CIOPTHU
3aHuManusg 3a 20 fena 3a JIETHUTEe MeCellH, BKIIOUBAIK MOPEeaUla OT HHAWBUIYATHU U TPYIOBU
TPEHUPOBKH IO €3/1a U TUTyBaHE, KAKTO U KAPTUHT U UTPH HA OTPUTO.

CnoptHoTOo NTO Ha JAenarta noanomoruara u Xenu Epaspm. Te opranmsupaxa kammanus 3a
HaOupaHe Ha CPENICTBA, C KOUTO OCUTYPHXME Mopeaniia OT (YHKIIMOHATHU TPEHUPOBKH B 3aj1a 3a
Jielia ChC CTeHUaHU HyXI1 0T BapHa.

10. Hamum npencraBuTenH ydacTBaxa B pPa0OTHM cpeliM M KOH()epeHIHH, KbJIETO HMaxme
BB3MOKHOCT J]a C€ 3aCThIIMM 3a Jella M Bb3pacTHU CbC ClMHA Ouduaa u xuapouedanus Ha
HalMoHamHO U MecTHO HuBO. I[Ipe3 2019 yuactBaxme B IlpencraBane Ha benexnuk 2019 BbB
Bapna na 23.04.2019, I'oguna cpema Ha HM/] ¢ geTcko ydactu OT Hamia cTpaHa U MHUIMATHUBHU
Ha MperkaTa B IIOJKpPEINa Ha PaHHOTO AETCKOB pa3BUTHE.
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OBOBUHIEHUE KBM I'®O 2019

B HAYAJIOTO HA 2019 I'. CAPYXXEHUETO E PA3IIOJIATAJIO C 9362.69 JIEBA I1O
BAHKOBATA CMETKA U 216.98 JIEBA B bPOI

[NTOJIYUEHU CA CIIEJHUTE TTPUXOAN

OT JAPEHUA 1812,17 JIEBA

OT YWIEHCKU BHOC — 238.98 JIEBA

MPNUXOU ®MUHAHCUPAHE I10 ITPOEKT 11411,27

OBLIO ITOJIYUEHU IMPUXO/U — 13462,42

HAIIPABEHU CA CJIEAHUTE PA3XOAU

I10 ITPOEKT CUJIA,CKOPOCT 1076,47

PA3XOU [NPOEKTMJIAAUTE 3ACTHBIIBAT 19812,10
BAHKOBU TAKCH - 321,96 JIEBA

YWIEHCTBO HM/ 100

JAPYI'N AAIMMUHUCTPATOBHU PA3XO/IH -48,34 JIEBA

OBbIIO HAITPABEHU PA3XO/U -21358,87 JIEBA

B KPASI HA 2019 T

I10 BAHKOBUTE CMETKH —1503,98. JIEBA
B BPOU -179,24 JIEBA

OBbIIIO HAJIMYHMU 1683,22 JIEBA

DA ¥: 190107 5) SRR PRTPRPRTPR
Crnases KocragnHosa
[Ipeacenaren na YC na CbXb
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