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OTtHocHo: [le6at oTHOocHO [lnaHa 3a pgenctBue Ha EBpona 3a peagkute Gonectu 24
HOeMBpU

YBaxaemMu (............... ),

Muwa Bm oT umeTo Ha bbnrapcka XbHTUHITBHH Acounaums, 3a Aa BU NOMONS Aa npucbcreaTe
n ga roeopute Ha gebart, npusoBaBaly 3a [1naH 3a gencteme Ha EC 3a peakute 3abonsBaHus
Ha 24 HoemBpu 12.00 - 14.00 4., ot nmeto Ha 400 000 aywu, xmBeeLwum ¢ pssako 3abonsisaHe B
Bvnrapus.

3a ga BM noMorHem ga ce nogroteute, Ha 23 HoemBpu 2021 r., ot 8:00 go 9:00 4. oHnavH, we
nma OpudmHr 3a Nnana 3a gencteme Ha EBpona 3a pegkute 3abonsBaHus, opraHM3npaH oT
EURORDIS-Rare Diseases Europe, opraHmsmpaH ot ®pegepuk Puec, eBspogenytar. Lle ce
pagBaMe CbL0 Aa By NpeaocTtaBMm NMCMeH 6prudmHr unu otaenHa cpella npean gebara.

MpucbegmHeTe ce KbM NokaHaTa 3a EBponenckus nnaH 3a genctene 3a pegkute donectu!

EBponenckmaTt nnaH 3a gencreme 3a peakute b6onectn e Heobxoamm, 3a ga ce OTroBOpM Ha
BMCOKOTO HMBO Ha HEYAOBETBOPEHM HYXAW, nNpeq KouTo ca manpaBeHn 30 mMunmoHa aywn,
XunBeewm ¢ psako 3abonssaHe B EBpona, KOMTO cpeaHo YakaTt NeT roanHU 3a guarHosa u cneg
Kato 6baaT guMarHocTuuMpaHu, fie4eHneTo € AOCTLNHO camo 3a 6 % Ha M3BECTHWU peakm
3abonaBanHus. MNMauneHTUTE ¢ peakmn 3abonsaBaHus CbLLO Ca HEMNPOMOPLMOHANHO 3acerHaTu ot
ncmxosiornyecka, omHaHcoBa 1 couunarnHa TeXecT.

[lokaTo NONUTUKMTE Npe3 NocreaHuTe ABe AeceTUneTus JoBedoxa 4O OFPOMEH Hanpeabk 3a
naumMeHTUTe, XXMBEELLM C psaKo 3abonsiBaHe, NOBEYETO OT TAX BEYE ca OCTapenu.

EBponenickmaT nnaH 3a gencTeme 3a peakute 6onectu we obeamH BCUYKN CbOTBETHU 06nacTu
Ha nonuTMKaTa U MHMUMaTMBM B paMKUTE Ha pegkute Gonectm — OT guarHoctuka no
n3cneaBaHus 40 AaHHW OO NeYeHne, IPVKN 1 coumMarnHo BKoYBaHe — B 00LLa CTpaTerns, Kosito
CBbp3Ba eBpONenckuTe gbpxkasu. TOW LLie NOCTaBM N3MEPUMU LIENN 3a BCUYKM ObPKaBU-UYIIEHKN
Ha EC, kbM KOMTO Oa ce CTpemsiT, B CbOTBETCTBME C LenMTe 3a YCTOMYMBO pasBUTUE Ha
OpraHusaumsita Ha o6egMHEHNTE HaUU.

3a bwbnzapusi moea o3Ha4yaea, nauyueHmume c peodku 6osecmu Oa 3ano4YHam Oa
nosyyasam Heob6xoOuMOMO UM JsiedeHue, coyuasiHa nodkpena u pexabunumauusi. Kem
mMomeHma e bwnzapuss pedkume 6onecmu ca HeeulduM 3a UHcmumyyuume Uu
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obwiecmeomo npobnem. lNopadu nuncume e 30pasHama cucmema, 4ecmo nayueHmu c
pedku 6onecmu ymupam e cmpaHama Hu, He MoJly4yusiu Jie4yeHue usu ca rnpuHyoeHu da
emMuzpupam 3a Oa rnojsiy4am makoea e 4Yyyxoa Obpxaea. CoyuanHama cucmemMa ompu4a
npobnema 0a e u om coyuasIHO 3Ha4vyeHue, Kamo roco4Yea 3a NbpeuyYeH 30pasHUs
npobnem Ha nayueHmume. Cemelicmeama c¢ pedku 6osecmu He noJsiy4asam
Heobxodumama um coyuasiHa nodKpena u pexabunumauyusi.

Cbwiecmeysawuss pecucmbp Ha pedkume 6osiecmu He ce obHoesiea, docmbrna A0
UHoeamueHa mepanusi — eQuHCmMeeHama 3a pedku 6onecmu, e U3K/TFOYUMEsTHO
3ampyOdHeH u obuKkHOBeHO ce ochbujecmesiea c/sied Cepuo3eH HamucKk om cmpaHa Ha
3acezHamume rnocpedcmeom meduliHu KamnaHusi. HayuoHanHama cmpameausi 3a peodku
6osecmu e bvnzapusi usmeye npe3 2013 2o0uHa u He e o6HoB8s1IBaHa, a MOHUMOPUH2a
no-HellHOMoO u3nbJ/IHeHUe He 6ewe obujecmeeHo OCMbIIEH.

Han-BaxxHoTO e, Ye EBponenckus nnaH 3a gencreme 3a peakute 6onectn 6m HagxBbpIMN camo
WHMLUMaTMBUTE B 34paBeonasBaHeTo, KaTo NpeaocTaBs XONUMCTUYEH NOLAXO0A 3a OcuUrypsiBaHe Ha
no-go6bp M NO-ObNbLr XMBOT 3a BCEKU, KOWTO XMBEE C psiAKo 3abonsBaHe, KbAETO M ga ce
Hamupa, bnarogapeHue Ha MHoBauuuTe.

IMonNUTUYecKMAT HAaTUCK Ce n3rpaxkaa 3a BceobxsaTHa NonMTMYECKa paMka 3a pegkute 6onectu
Ha eBPOMNENCKO HMBO, B CbLOTBETCTBME C OCHOBHATa npenopbka Ha [lporHo3aTta 3a peakuTe
2030, kaTo EBpONEncKUAT NnapnameHT urpae peluasalla posisi B ToBa:

» [lpeacroswmte npeacepatencrtea Ha EC Ha ®paHuma, Yexmna m LUBeuuns Bknoumxa
peakute 6onectn B AHEBHUA pefd Ha TPMOTO npeaceaaTencrea ot siHyapu 2022 r., kaTo
®paHuua bewe AOMakMH Ha crneumanHa nonmTuyecka KoHepeHUMss Ha BUCOKO HUBO
OTHOCHoO MnaHa 3a gencteme Ha EC B [leHs Ha peakuTe 6onectun, 28 dpeBpyapu 2022 T.

* Pe3sontouna Ha ObuwoTo cbbpaHme Ha OOH 3a cnpaBsiHe C npeam3BukaTencreaTa Ha
XoparTa, XuBeeLum ¢ peakun 3abonasaHnsa, nogkpeneHa ot bbnrapus, ce odakea ga 6vae
npueTa npeam Kpasa Ha Tasm roguHa.

EBponenckMaT napnamMeHT MoXe fa urpae pelwlasallia pons B Tosa. Cera e Knto4oB MOMEHT fa
AEeMOHCTpUpame Tasn KoopamHupaHa nogkpena 3a EBponenckna nnaH 3a encTBue 3a peakuTe
bonecTn oT AbpXaBuTe-YneHkn, EBponenckns napnaMeHT 1 rpaxxgaHure.

MonuTuyecka Bb3MOXHOCT a ce Nokaxke KoopAauMHMpaH noaxoa Ha EC kbm peakute 6onectu

Hagssame ce, ye we rosopute 3a 400 000 6bnrapu n 30 MunmoHa gyLum B CBETA, XUBEELLN C
psgko 3abonsBaHe Ha 24 HoemBpu 2021 T.

Monsi, ygeqoMeTe HU Npy MbpBa Bb3MOXHOCT, akO Ce MHTEpecyBaTe OT M3ka3BaHe 1 Janu e
MOXeTe Aa npucbcTBaTe Ha BpudmHra 3a 3akycka. Kakto no-rope, Hue CbLUo e ce pagBame
Aa npefocTtaByMM NUCMeH BpudunHr nnmn otaenHa cpewa. OctaBame Ha Balle pa3nosiokeHue 3a
AonbfHMUTENHAa MHOPMaLUMs U BbNPOCH.
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KaTo opraHusaumnsa paboTtella oT roguHM No MHMUMATMBA 3a OBNACTSBAHE HA xoparta C peaku
bonectu B bbnrapus, nskassame npeasapuTenHoO Hawarta 6narogapHoCT 3a aHraxupaHeTo Bu
B TE€3M USKITIOYMUTESTHO BaXKHN 3a Obnrapcknte cemenctea gencraus!

Han-gobpu noxenaHus,

Hatanuna Npuroposa, npeacenarten Ha bbnrapcka XbHTUHITBHH Acoumauns

3a KOHTaKTu:

Hatanua Npuroposa, GSM:0876510846, email: info@huntington.bg

Tosu dokymeHm e cb3dadeH ¢ ¢huHaHcoeama rnookpena Ha ®oHO AKkmusHU epaxdaHu brbrzapusi no @uHaHCo8UA MexaHU3bM Ha Eeponelickomo uKOHOMUYecKo npocmpaHcmeo. Lianama
0omeosopHoCcM 3a cbObp)aHuemo Ha 0OKymeHma ce Hocu om COpyxeHue ,bbrneapcka XvHmuHembH Acoyuayusi u rpu Hukakeu obcmosimesicmea He MoOxe 0a ce npuema, 4ye mosu
DoKymMeHm ompassiea 0ghuyuanHomo cmaHosuue Ha QUHaHCo8US MexaHu3bM Ha E8pornelickomo UuKoHOMUYecKo npocmpaHcmeo u Onepamopa Ha ®oHO AkmueHu epaxdaHu bbreapus.
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