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,OBrnacTsaBaHe Ha xopa ¢ pegku 6onectun-2021“



KoHKypc 3a cTpaternyeckv NpoekTu (TematuyHu npuoputeTn 3, 4 n 6,
agMUHUCTpUpann ot ®PoHgaums "PaboTunHuua 3a rpaxgaHcky nHuumatmem”)

TematundeH npuoputeT Ne 3: OBnactaBaHe Ha yAa3BUMW pynu
CneuncunyHn uenu Ha npoekTa:

06yanaHe Ha npencraBuTenn Ha yaA3BUMU Tpynn B 3aCTbMHUYECTBO 3a
HY>XOUTE Ha TeXHUTe 0OLHOCTK, KaKTO U nogkpena 3a MHMUMnMpaHu ot 14X
3aCTbMHNYECKN KaMNaHUn

Mme Ha npoekTa: ,OBnacTsiBaHe Ha xopa ¢ peaku donectn-2021 —
EmpoweRARE2021

BeHeumumeHT: Bbnrapcka XeHTUHITBEH AcoLmanms
MapTHbOp: Frambu Resource Center for Rare Disorders

Ekun 3a ynpaBneHne Ha npoekTta

Hartanusa Mpuroposa - PbkoBoanTen Ha npoekta, BXA
Pocuua CeukoBa - CuetoBoanTen Ha npoekta, BXA

Lisen Julie Mohr - KoopgnHaTop AENHOCTU 1 KOMYHUKaLUs C NapTHbOPCKa
opranmsaumsa Frambu

Ekun 3a M3nbnHeHWe Ha NpoekTa

PemxmHa NocnognHoBa - ekcnepT, BXA
VBaH [JeveB — ekcnepT, OpuUCT

Karsten Barton— ekcnepT pegku 6onectu, Frambu
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MpeancraBsiHe Ha PoHO AKTUBHU rpaxgaHn bbnrapus

MookpenaTa 3a rpaxgaHCKOTO OOLWeCTBO € KIo4YoB npuopuTeT  3a
®duHaHcoBuUA MeXaHU3BbM Ha EBponeinickoTo MKOHOMMUYECKO
npoctpaHcTtBo (PM Ha EWM) 2014-2021 r., omHaHCcupaH oT UcnaHaus,
NuxteHwanH un Hopeerna B 15 cTpaHu uneHkn Ha EBponenckus cbio3 B
LleHTpanHa n U3touHa EBpona n 6anTtuiickute gbpxasu. JeceT npoueHTa ot
BCUYKM NpefocTaBeHN cpeacTBa ca 3ageneHu 3a nporpamMa 3a rpaxkgaHcKoTo
obLecTBO BbB BcsAka cTpaHa-OeHedwmumeHT. [lMporpama ,DoHO AKTUBHU
rpaxgaHn® (Active Citizens Fund) e cb3gageHa kaTto YacT OT NpUOPUTETHNUSA
cektop ,KynTypa, rpaxgaHcko obLLecTBO M OCHOBHU npasa 1M ceoboamn®, eamH
OT NeTTe NPUOPUTETHU CEKTOPAa, AOrOBOPEHN Mexay AoHopuTe 1 EBponerickus
Cbi03.

®doHa AkTnBHM MpaxpgaHmn Bbnrapus e Ha o6La ctonHocT 15 500 000 eBpo,
npeaocTaBeHn U3LUANOo OT cTpaHuTe goHopn — UcnaHausa, JIuxteHwanmH un
HopBerus. Nporpamata we dyHkumMonvpa go 2024 r. u we gonpuHace 3a
nocTturaHe Ha obwmte uenn Ha M Ha EUIM n Hopsexkns ®M 3a HamansiBaHe
Ha WKOHOMMYECKMTE U CcouMuanHUTe pasfMuMa U 3a YyKpenBaHe
ABYCTPaHHUTE OTHOLUEHUS MeXAy CTpaHuTe 6eHedpUUMEeHTN U cTpaHuTe
AoHopW.

Llenta Ha ®oHa AKTUBHU rpaxgaHn € ,,YKpenHano rpaxaaHcko oblecTBo,
AKTUBHMU rpaXxgaHu 1 OBNacTeHU YA3BUMU rpynu“. GoHObT Le nogkpens
ObrrocpoyHata YCTOMYMBOCT M KanauuTeTa Ha [PaxXOaAHCKUSA  CeKkTop,
YKpenBalkn HeroBata pofs B HacbpyaBaHE Ha [EMOKPATMYHOTO Yy4yacTue,
AKTUBHOTO rpaXkaAaHCTBO M YOBELLKUTE MpaBa.

B pamMkuTe Ha KOHKypcuTe 3a HabupaHe Ha NPOEKTHWN NPeanoXeHnsa we obaaT
NOAKPENEHN MHNLIMATUBMW Ha TPaXKAAHCKN OpraHn3aumm, KOMTo AonpuHacaT 3a:

MopobpeHa gemokpaTuyHa KynTypa v rpaxkgaHcka 0cBegOMeEHOCT

Mopokpena 3a npaBaTa Ha YoBeka

OBnactsiBaHe Ha ysi3BUMM rpynu

PaBeHCTBOTO Mexay NONOBETE N NPEAOTBPATABAHE Ha HACUITMETO MO

MornoB Npu3Hak

e [loBULIaBaHe Ha aHraXXMMEeHTa Ha rpaXxgaHuTe 3a onassaHe Ha
OKoNnHaTa cpefa/BbB Bpb3ka C MPOMEHUTE B KNMMaTa

e [lopoGpsiBaHe Ha kanauuTeTa U YCTOMYMBOCTTA Ha rpaykaaHCKus

CEKTOp, B TOBA YMCIO Ha rpakgaHCKUTE opraHu3aumm

Yeb cmpaHuua: www.activecitizensfund.bg



http://www.activecitizensfund.bg/

BeHedUMLIMEHT HA NpoeKTa

Bbnrapcka XbHTUHITBLH Acounauus

BHUMAHAT
Onacen yva-
ATTEN
Dangerov

Cob3pageHa npe3 2014 roguHa kaTo HenpaBWUTENCTBEHa OpraHu3auus B
obuecTBeHa nonsa, OT CamMOTO CW OCHOBaBaHe bbnrapcka XbHTUHITBHH
Acoumaumsa nma 3a OCHOBHA Lien OBfnacTsBaHe M Nogkpena Ha cemencreaTa,
3acerHatm OT psgkoTo 3abonsiBaHe Ha XbHTUHITBH. B nocneacrteue
OTKpMBAMKN CbLLECTBEHaTa fMnca Ha nogkpena 3a OouWe XUnagn peaku
3abonsiBaHns, opraHuMsauuMsTa HacoyBa 4YacT OT ycunmsata Ccu B
NpeaocTaBssHETO Ha MOAKpena Wu rpmxka KbM noBeve penku 3abonsaBaHus.
Heneuvmn, pegkute 3abonsBaHus MPUYUHSBAT  TEXKM  KOMIIIEKCHU
yBpeXaaHusi, KONTO MNOCTaBAT CTpadalUmsi U CEMENCTBOTO MY B U3KIHOUNTENEH
NCUXMYECKN N PU3NYECKN CTPEC, coumanHa U MKoHoMmyecka mnsonaums. MNpes
2017, BXA wsrpaxxga manbk LleHTbp 3a noagkpena xopa ¢ pegku 6onectu, 3a
konTo npe3 2018 roguHa nedvenu lNbpBa Harpaga 3a MHOBATMBHA coumanHa
ycnyra oT CronudHa o6wwnHa. OpraHusauuara nputexasa CepuosHa
eKkcnepTtmMsa nopagu AbnroroguwHata cv pabota B obnactra, Kosito e
nogxpaHeaHa M OT MOCTOSIHHNA OOMeEH Ha 3HaHusi ¢ korern oT EBpona, kato
€KCrnepTu Ha opraHM3auumsita ca 4yacT OT rpynaTa Ha NauMeHTCKUTE 3acTbMHULUN
B EBponeincknte pedepeHTHU mpexun. BXA usnbnHasa ycnewHo peguua
WHUUMATMBM C ObPXaBHO, €BPOMENCKO W 4YacTHO uHaHCMpaHe U 4pe3
EmpoweRARE2021 we Hagrpagu nocTMrHaTtoTo KbM MOMEHTA, 3a UsrpaxaaHe
Ha YyBCTBMTENHOCT KbM HYXXAMTE Ha XxopaTa C peAaku 6onecTu u HEOTNOXHOTO
UM BKMOYBAHETO B coumarnHarta nonutnka. OBnacTtsiBaHETO Ha XxopaTta C peaku
bonectm e HeusbexHo, Mopagu Cepuo3HOCTTa Ha nocneacTeusita oOT
3abonsBaHusTa BbpXy LAN0TO 06LLECTBO.

Yeb cmpaHuuya: www.huntington.bg



http://www.huntington.bg/

MapTHLOP B NpoeKTa

Frambu Resource Center for Rare Disorders

Frambu e 4acTHa HenpaBMTeNcTBeHa OpraHM3aumua U ocurypsisa MACTO 3a
cpelin 3a xopa C [OuarHosa pedku 3abonsBaHusi, TEXHUTe CcemMelicTBa U
[AOCTaBYMUM Ha NpodbecroHarnHmn ycnyru.

Llenta Ha Frambu e fa fafne Bb3MOXHOCT Ha Aeuara, FHOLWKTE, Bb3pacTHUTE
N TEXHUTE CEMENCTBa a ce CnpaBaT Nno-gobpe ¢ psiaka 6onecT u ga XUBESAT B
XapPMOHUSA C TEXHUTE CbCTOSAHUS, CTPEMEXN N HYXaW. LleHTbpbT MMa noseye
OT 25-roguiieH onuTt B CbbupaHe, pasButue 1 pasnpocTpaHeHne Ha 3HaHnA 3a
peakn 1 HenosHatu yBpexaaHus. Frambu npegoctass ycnyrm Ha noseye ot
500 pasnuyHM pegkn amarHo3u. ToBa cTaBa 4ype3 obLIMpHa U LieneHacoyeHa
nporpama 3a KypcoBe, KOHCynTaumm u Hacoku. Frambu e obwoHaumoHaneH
LEeHTBbp W Nnpeanara ycnyru 3a xopa ¢ peakun 3abonsasaHms OT BCUYKN Bb3pacTu.
PecypcHusT LeHTbp npegnara neTHW narepu, CTyAeHTCKN NPaKTUKU U y4ebHm
nocewienvs. ExegHeBHUTe pasxoouM Ha pecypcHus ueHTbp Frambu ce
huHaHcupaTt oT gbpxaBaTta. Okono 75 NOCTOAHHU CAYXUTENU paboTAT BbB
Frambu n npegcraBnsBaT Hanl-npodecuoHanHUTe rpynyv B yyunuuiHata u
3gpaBHaTa cuctema. LieHTbpbT e ronam, pyHKUMOHANeH 1 ynecHeH 3a xopa ¢
yBpexaaHnus. Pasnonara cbC 72 nerna v HanbiHO 00OpyaBaHa KyxHS C
nepcoHarn, KONTO MOXE Aa NPeAoXu NoBe4eTo Heobxoaumm cneumanmanpaHm
anetn. CemenHuTe KypcoBe OOWKHOBEHO MpoAabimkaBaT MeT AHu. [okaTo
poanTenuTe nocellasaTt JIeKUMn 1 AUCKYCUOHHM Ipynu, 3a Aeuarta ce nonarart
TPVXKM B YYMNMLLETO M JeTckata rpagvHa. KypcoBeTe, Haco4yeHu KbM
npodecnoHanncTn, 0OMKHOBEHO NPOAbIKABAT €4VH VN ABa OHW.

Yeb cmpaHuuya: www.frambu.no



http://www.frambu.no/

OnucaHuve Ha Npo6riemMa n KOHTeKCTa

EBponeiickata koMucusa no obLiecTBeHO 3apase onpenens pedkute 6onectu
KaTo:

LKUBOMO 3acmpaluasallu Unu XpoHUYHO UH8anudusupauwu 3abornseaHus,
Koumo ca ¢ moJsikoga HUCKO pa3srpocmpaHeHue, 4e ca Heobxooumu
crieyuanHu KOMOUHUpaHU ycunus 3a cripassiHe ¢ msx”.

B Bvnrapus Hag 400 000 gywwm cTpagaT oT pefdku 6onectu, 3a KOUTO JOCTbNa
[0 30paBeona3sBaHe € HesiCeH W 3aTpyaHeH. 3a Tesn, 3a KOUTO HsMa fneveHne,
coumanHa noAkpena He € ocurypeHa nop Hukakea ¢opma, BbNpPeku
HeneynmmuTe UWHBanuausnpawm 3abonsieaHusi. CoumanHata usonaums e
NMoCcTOsIHHa NpuHyaa, a He cBoboaeH n3bop 3a xopaTa ¢ peadku 6onecTn, Te ca
YA3BMMU U OUCKPUMUHUPAHMW, HapyLUEHW Ca OCHOBHMTE UM YOBELLKX MpaBa.
Penkute Gonectn He ca MHTErpMpaHu B coumarnHarta v 3apaBHa nonuTtuka u
cneumuYHMTE UM N HEOTNOXHM HYXOWN ca HenocpelHaTu. Heneuvmn B 95 %
OT cnydaumte, Te3an 3abonsiBaHMss BOOAT OO0  COLMO-MKOHOMMUYECKa
HEeCTabUITHOCT, KOMMMEKCHN YBPEXAaHWs, HUCKA MPEXMBAEMOCT U BROLUEHO
KayecTBO Ha XMBOT. IHTerpnpaHeTo Ha pegkuTe Gonectn B nogkpensiuTe
NONNTUKM N OBMACTSIBAHETO Ha 3acerHaTuTe, Ypes 4OoCTbn 40 Ao06pu NpakTuku,
oby4yeHnsa u nogkpena e HauMH XUIsiaM Xopa XuBeewwm ¢ peaku bonectn ga
nonyyaT rapaHTupaHe 1 3a4YnTaHe Ha YOBELLKUTE CU npaBa.

B xoga Ha m3nbnHeHMe Ha nmbpBaTa vacT Ha npoekta EmpoweRARE, Gewwe
noeHTudpumpaHa Hyxgara OT peanusupaHe Ha maeHtuduumpanute gobpu
NMPakTUKM 3a OBMacTsABaHe Ha xopaTta C pedku GonecTn M KenaHMeTo Ha
LueneBaTa rpyna 3a npakTU4ecko npoabiikaBaHe Ha AerWHoCTUTe. XopaTta C
penkv 6onectun, NpoabikasaT Aa ca M3BbH (PoKyca Ha coumanHarta nonuTuka
W ycnyru, kaTto TaxHaTa ysi3BMMOCT MO BPEME Ha MaHOeMUsTa ce BoWwK oule
noBeye, MOPagu HEMMWXMPAHETO Ha 3agbnbovaBawiata Hyxga oOT
cneuvanuaupaHa nogkpena.

EmpoweRARE2021 uenu ga nocTturHe NoCTOSIHHO rpaXk4aHCKO akTUBUPaHE Ha
XopaTa Cc peoku Gornectu, oBnacTsiBaHe C MPEHOC Ha [06pu MpakTUKM Wt
HaarpageHn yMeHusi 3a OTCTosiBaHe Ha npaea [MpoekTbT Lie gonpuHece 3a
paspellaBaHe Ha NocoyeHuss npobrnem c obyyeHuss 3a noBuULLABaHe Ha
KanauuTeTa Ha xopaTa Cc peakv 6ornecTu 3a rpaxkgaHcka akTUBHOCT, Cb3aBaHe
Ha pecypcH/ mMaTepuanu cbC cBOOOAEH AOCTbM, U3rpaXaaHe Ha HaumoHanHa
Mpexa 3a B3auMOMoMoll Ha XxopaTa C peaku GOonecTu, KOHCYNTUpaHe OT
L,MALUMEHTCKA NOMOLLHULM®, n3rpaxaaHe Ha BUpPTyanHa pecypcHa nnaTtdopma
3a crnofensiHe U KOHCYNTaumMK, 3acurnBaHe Ha Bpb3kaTa Mexzay 3acerHatuTe ot
peaku 6onectn U MnaauTe xopa ¢ peanuanpaHeTo Ha JleTeH narep 3a xopa ¢
penkun bonecTu.



Llen Ha npoekTa

OcHOo8Ha ues1 Ha npoekma e 0da rMocmuz2He MOCMOsIHHa 2pa)K0aHCKa
aKmueHocCcm Ha xopama c pedku 6onecmu, upe3 usapa)KdaHe Ha MpeXxa
3a e3aumornomouw, 06yquun u peasiuaupaHe Ha 606pu npakmuku
Haco4YeHU KbM roguuwaeaHe Ha Kanauyumema 3a camo3acmbliHU4YeCcmeo.

HenHocTn Ha npoekTa

- ApantupaHe Ha oONWUT 3a peanuavMpaHe Ha [0OpPU MpaKTUKM W
narpaxxgaHe Ha ObNTOCPOYHO NapTHLOPCTBO B oGnacTTa Ha pegkuTe
bonectu

- OpraHusupaHe u npoBexaaHe Ha JleTeH o0y4nTeneH narep no Mogen
Ha Frambu n cdhopmmpaHe Ha HaumoHanHa mpexa 3a CaMOMOMNOMOLLY
Ha Xxopa C pefkun 6onectu

- WNarpaxgaHe Ha BupTyaneH pecypceH UEeHTbp M npegocTaBsaHe Ha
KOHCynTauMm Ha MHpopmaumoHHa TenedoHHa NMHUA OT "NauneHTCKu
nomMoLLH1un"

- [lpoBexagaHe Ha OHnarH oby4eHus 3a peaku Gonectn No Mopen Ha
Frambu

- [poBexgaHe Ha 3acTbnNHWYEcCKa kKamMnaHuMa OT  wm3rpageHara
HaunoHanHa mpexa 3a B3aMmMonoMOLL, Ha Xopa C peakn bonectu

OvakBaHu pe3ynTaTtu

> B KpaTKOCpO4eH NnnaH ce ouakBa Cb3faBaHe Ha cuiiHa, MOTUBKMpaHa
1 nogaroteeHa o6LLHOCT Ha XxopaTa ¢ pedku 6onecTy 3a oTCTosiBaHe Ha
HenocpeLlHaTUTe UM Hyxau B Bbnrapus

> B AbArocpoyeH nnaH ce oyaksBa nocTuraHe Ha npoMsHa B Harmnacw,
MONMUTUKA U 3aKOHOAATENICTBO, Kacaello [OoCTbMa [0 couvanHa u
30paBHa Nnogkpena Ha xoparta ¢ pefku 6onecTu

[NoBeye H bopmaumss 3a NpoekTa MOXeTe Aa HamepuTe Ha:

Odwmumanuusa yebcanT: www.empowerare.eu

Facebook: https://www.facebook.com/empowerare/



http://www.empowerare.eu/
https://www.facebook.com/empowerare/

Pa6omum 3aedHo 3a no-npuobuwaeaw,a Eepona

Iceland [Pdl'

Liechtenstein = Active
Norway citizens fund

To3u dokymeHm e cb3daldeH ¢ huHaHco8ama rnodkperna Ha PoHO AKmueHU epax0aHu
bvreapuss no - QuHaHcOB8Us ~MexaHU3bM Ha - Eepornielickomo - UKOHOMUYECKO
npocmpaHcmeo. Lsimama omaoeopHocm 3a CbObpxaHuemo Ha OOKyMeHma ce HOcu
om ,bbrieapcka XbHmuHambH Acoyuayusi® u rnpu HUkakeu obcmosimericmea He MOXe
da ce npuema, 4e mo3u OOKyMeHm ompassea oguuuarHomo cmaHosuwe Ha
QuHaHcosusi MexaHU3bM. Ha Esponelickomo UKOHOMUYECKO [pocmpaHcmeo u
Onepamopa Ha ®oHA AKmugHU epaxk0aHu bbrieapusi



