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CbOBWEHWE 3A MEAWUWUTE

MpeacraBaHe Ha NpoeKT ,,OBnacTABaHe Ha Xopa ¢ peaku bonectn”

Ha 23 flekemepu om 11:00 4aca, 8 HAUUOHAAHUA npecKkayb Ha BTA we ce cbcmou omKpusauia cpewa
U npeckoHgepeHyuA 3a npedcmassHe Ha npoekma ,, OsnacmseaHe Ha xopa pedKu boaecmu“

Codwus, 20 Jekemspu 2019

Ha 23 fekempu o1 11:00 yaca, B npecueHTbpa Ha BTA, 6ya. "Llapurpaacko woce" 49, Lie ce cbCTOM NPECKOHPPeLHUS
33 npeacTaBAHe Ha npoekTta ,OBnacTABaHe Ha Xopa C pedakn Bonectn”, M3nNbaHABaAH OT bbarapcka XbHTUHITBHH
Acoumaumna ¢ guHaHcosa nodkpena npedocmaseHa om McnaHous, JluxmeHwaliH u Hopseaus no AuHUA Ha
duHaHcosua mexaHu3vm Ha ENI e pasmep Ha 72 000 espo. 3a U3NbAHEHMETO Ha NPoeKTa bb/irapcka XbHTUHITBbH
Acoumauma we cv naptHupa ¢ FRAMBU (Frambu Competence Center for Rare Disorders), Hopeerns. FRAMBU e
Han-rofieMmns LLEHTLP 3a peakm bonectrn B Hopserva v npeanara MynTMAMCLUMNAMHAPHU TPUKA 33 AeLua, FOHOLWMK

1 xopa ¢ Hag 400 pasnnyHu BUAa peakn 601ectn 1 TeEXHUTE CEMENCTBA.

OcHoBHa Len Ha NPOEeKTa € Aa AonpuHece 3a HamanABaHe Ha COLMANTHUTE pPa3INnvnA, 4pes3 0BZ1aCTABaHE HA XOpaTa
C pegku 6onectu 3a rpa*XaaHCKo y4yactne n MUHMUUNpaHe Ha pecbopMM 3a I'IOLI,OGpFIBaHe Ha A0CTbMNa A0 CounaHa

noAaKpena Ha 3aCerHatute oT peakuTe bonectn B bwvnrapua.
B x04a Ha NpoeKTa we 6'b,CI,aT peannsnpaHn chegHmntTe oCHOBHU AeﬁHOCTMZ

e CnopensHe Ha onNuT M A06pKN NPAKTMKM 3a U3TPaXKAaHe Ha NapTHbOPCTBO MexKay bbarapus n Hopserua
B 06.1aCTTa Ha peaKuTe 6onecT U NpeacTaBaHe Ha AeMHOCTTa Ha OpraHun3aumaATa napTHbop Frambu Ha

ABYCTpaHeH cemuHap B rpag, Copus

e OBnactABaHe Ha XopaTa C peakun 60}'IeCTM, ype3 TemMaTU4yHu o6yquvm 3a n3rpaxgaHe Ha ymeHuA 3a
CaMO3aCTbMHMYECTBO C Yy4aCTHUUM OT uANaTa cTpaHa. [lo Bpeme Ha npoeKkTa e ce nposegaT 3

0b6yumTenHu cemmHapa B Codus, NMnosams u BapHa.



e 3acTbhnHMYecKaTa AeMHOCT M 3acTbMHMYECKa KamnaHWA 3a MPaBoTO Ha XopaTa C peaku 6onectn Aa
noaydyasaT coumManHa nogxkpena cnopesq cneundUUHUTE CU HYKAN W KOMYHUKAUMA C UHCTUTYLMUTE
ypes BHacAHE Ha MHeHMA, AoKNaan 1 GopMyaMpa Ha MPEnopbKM 3a NoaobpeHns M Cb3daBaHe Ha

MexaHM3MM 3a coLmanHa noaxkpena.

e OpraHusmpaHe Ha Kpbrna maca ¢ MmawmTe OTHOWEHME UHCTUTYLMM M NPEeACTaBUTENMN HA MECTHAaTa U
ObpXKaBHA BA1ACT 33 3aCTbMHMYECTBO OTHOCHO MPaBOTO Ha COLMasiHA MOAKPENA Ha XOopaTa C penKu

6onectn B bbarapus

YyacTHuum: Hatanua Npuroposa — npeacenaten Ha capyeHue ,,bbarapcka XbHTUHITHH Acounaums®, Bnagnmmp
TomoB — npeacegaten Ha ,HaumoHaneH AnmnaHc Ha xopa ¢ peaku 6onectn”, MnnaHa ToHOBa — rpaKAaHCKM
aKTMBWUCTU U NALMEHT ¢ pAAKo 3abonasaHe, [lecucnasa AMMUTPOBa —Y/EH HA YNPABUTEIHUA CbBET Ha CAPYKEHUE

,BbArapcka XbHTUHITLH Acoumauma” U NauMeHT ¢ paako 3abonsBaHe.

3a noseuye MHPoOpMmaumA:

Hatanua lNpuroposa info@huntington.bg

Mpeacenaten XA
GSM: 0876510846 MoceTeTe HawwuA yebcant

Email: info@hunitngon.bg Website: huntington.bg Cell phone: + 359876510846
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