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NpuBeTcTBUE
CKbnun YymnTaTenu,

C papocT Bu npeacraBaMe nbpBUa 6poit Ha 6lo5ieTUHA Ha NPOeKT
EmpoweRARE.

NMpenocrtaBamMe By 18-MecedHMa MpoekT, nogkpeneH dGUMHAHCOBO OT
®oHa AKTMBHUM [paxxpgaHn Ha PUHaAHCOBUA MexaHWM3bM Ha EWNT
“OBnacTaBaHe Ha Xopa Cc pedku 6onectn (Empowerment of People
with Rare Diseases” - EmpoweRARE), koMTo cTapTMpa npe3 M.
OkToMBpM 2019T.

Mpoekt EmpoweRARE uenn pa ponpuHece 3a cripaBsgHe C
npeou3BMKaTeNcTBaTa, C KOUTO ce cOnbckBaT XopaTa C PedKwu
3abonaBaHua B Bbnirapug, 4pes npeanaraHe Ha KOMMMEKCHU MepKM,
HACOYEHU KOHKPETHO KbM Cb3aBaHe Ha MnoBeye Bb3MOXHOCTW 3a TSX.
MepKkuTe MMaT 3a Uen ga yNecHAT rpakgaHcKaTa aHraXXMpaHocT 3a
pedopMM B coumanHaTa MNOAUMTUKA WU Oa 3acuNaT OBYCTPaHHUTE
OTHOLWEHUS MeXay CTpaHuTe OoHopK 1 Bbnrapus.

HawaTta paboTa B obnacTtra Ha pegkuTe 3abonaBaHua U B Mpexa C
OPYrn 3aMHTepecoBaHM NuLa B CTpaHaTa U B UYyXOKMHa, KakTo M
npoBedeHn M3CrenBaHMA NOKa3BaT, Ye yBenuuyaBaHeTo Ha MNpasaTa
Ha nMLaTa C pedKn 6oNecTy U Ha XxopaTa, KOWMTO monarat FPUXKM 3a Tax,
MoraT [Ja OoBefaT OO0 MOoMoXKuTenHa rnpoMaHa. B KadecTBoToO CUM Ha
MapTHbOPW B TO3M MPOEKT, Bb3HaMepsaBaMe [Oa JornpuHeceM 3a
oBnacTaBaHe Ha 6bArapuTe, 3acerHaTy OT pPeaKu 3abonaBaHuga U C
TpaHcdep 1 aganTupaHe Ha 4o6pu NpaKTUKK oT HopBerus.

OBnacTeHu Ypes HPopMaLUma U obydeHUe, NMLaTa C pedKu 6onecTtm
we [Oo6buaTr HyXXHW 3HaHMa W yMeHMa 3a [da yrhpaxkHasaT
OEeMOKPaTUYHOTO CU MPaBo 3a ydacThe BbB B3eMaHeTo Ha pelleHund,
KaTo NobupaT 3a HeoBX0AMMOTO 3aKOHO4ATENCTBO, KOETO MOYKe Aa UM
rapaHTMpa OOCTOEH YXUBOT, KOHCYITUPAT U CbBETBAT TE€3M OTFOBOPHU
3a HaUMoHanHUTE NONUTUKU U CTPaTErMm, KOUTO MPSAKO MV 3acararT.

MpoeKTbT ce KoopaAnHMPa OT bbrapcka XbHTUHITbH Acoulmayma m ce
M3MbJIHABA 3ae4HO C HOPBEXKMA HW NapTHbop FRAMBU - PecypceH
LeHTbp 3a peaku 3abonsasaHna B Hopeerusa.

Hagssame ce, ye Halms 6roneTrH Le Bu 6page oT rnos3a.



NMpepctaBsaHe Ha npoeKT EmpoweRARE

MNpoekT EmpoweRARE e 6b1rapo-HOPBEXKKM MPOEKT, KOMTO Lenu aa
[JornpuHece 3a HaManaBaHe Ha CoLManHOTO HepaBEeHCTBO B Bbnrapug,
ypes oB/lacTgBaHe Ha Yya3BMMa rpyra Xopa 3a ydyacTue B
rpaXAaHCKOTO OBLWEeCTBO, MHULMMpPaHe Ha pedopMU B colManHaTa
nonuTMKa W YKpernBaHe Ha [OBYCTPaHHUTE OTHOLUEHUS Mexay
CTpaHWTe AOHOPU 1 CTpaHUTe 6eHedbULneHTH.

ToBa We 6bAe MOCTUIFHATO 4pe3 MpPeHOoC Ha O06pU MPakTUKKU OT
HopBerMa © [OBYCTPaHHO CbTPYOHWMYECTBO 3a OBfacTdBaHe Ha
6bnrapuTe, 3acerHati oT peaku 6onectu, Taka 4ye Te Oa mMoraT no-
edeKTUBHO Oa yrnpaXHaBaT YOBELLIKOTO CU MpaBoO 3a ydacTMe BbB
B3eMaHeTo Ha pelleHus, 3a NoCTUraHe Ha PaBEHCTBO B CUCTeMaTa 33
3[paBeona3sBaHe 1 CoLManHmnTe YCNyrm 1 no To3m HaduH aa nogobpsar
KauyeCTBOTO MM Ha KMBOT, BbMNPEKM TeXHUTe 3abondaBaHmg.

[MpoeKTbT, We Npoab/kM 18 Mecela 1 cTapTupa npes eceHTa Ha 2019T.
Tom e nogkpeneH ¢duHaHcoBo oT PoHO AKTUBHU [paxkgaHW Ha
drHaHcoBMA MexaHM3bM Ha EUNTM mn HopBermq, Kato ce oTHacsa Oo
TeMaTUYHMA MY MPUMOPUTET 2 - OBacTaBaHe Ha YA3BUMUTPYMN.

Ycnyrute, paspaboTeHu Ypes npoekKTa, e ce OCHOBaBaT Ha J0Ka3aHu
006pU MPaKTUKKW, Ha onuTa Ha HopBeKuda pecypceH LUeHTbp 3a
pedkn 60MecTu, KaTo npeaocTaBsaHaTa MHPOPMaLMA Ha PasInYHU
3aMHTEepecoBaHM CTpaHM Lie 6bAe CbobpaseHa C TEXHUTE HYXXOU U
MHTEepecw.

PelwleHunaTta konTo npepgnarat npoektT EmpoweRARE BKto4BaT:

1. PasnpocTpaHeHue Ha MHbopMaLLMe 3a 3aKOHOOATEICTBO U JobpuTte
NpaKTMKKM cpen 6eHePULMEeHTUTE, 3aMHTepecoBaHUTE CTPaHW W
LIMPOKaTa OBLLLECTBEHOCT.

2. OBnacTaBaHe Ha xopaTa C peaku 3abonaBaHMa U nvLaTa KOUTO T
obrpm»KBaT, Upes obydeHune.

3. NpeHoc Ha 0obpun NpakTnkM oT Hopeerva B Bbnrapua.

4, Cpry,D,HM‘—IeCTBO Mexny 6'b}'|rapCKl/1 N HOPBEXKW OpraHm3aunu,
pa6OTeLI_Ll/I B obnacTtra Ha npenocCTaBAHETO Ha yCnyrn 1 nogkKperia 3a
XOpa C peaKm 3abonaBaHuA.



O4yaKBaHUAT pe3ynTaT OT NAPTHLOPCTBOTO KAaToO [JoOaBeHa CTOMHOCT e
[a ce 3ano3Hae Bbnrapusa c onuta M 4obpuTte NPakTUKM Ha MapTHboPa
MO NpPOoeKTa, KOMTO MMa Ob/roroguLleH onuT B epeKTUBHM MOAENN Ha
obcny>kBaHe M B OBMlacTABAHETO Ha Xopa C pedku 3abondaeaHusa. B
OOMb/IHEHME KbM OMPEKTHUA TMPUHOC Ha MapTHbOPCTBOTO 33
M3MbIHEHMETO Ha MPOEeKTa, HMe oYakBaMe [a MOCTUMHEM YCTOMYMBU
edeKTH, KaTo NpeBbpHEM CbTPYOHUYECTBO MeAy CbOTBETHUTE HU
opraHMsaumMm B MNOCTOoAHHO. PaboTaTa 3aeQHO MO TeMaTa Cb3daBa
Bb3MOYHOCT 3a Ob/IFTOCPOYHM MapPTHbOPCTBA, CrodendaHe Ha 3HaHM4,
OMUT N UHULMMPAHE Ha HOBU CbOUTMA B MOJ3a Ha LieneBaTa rpyna.

YCTaHOBABAHETO Ha TpalHO MapTHLOPCTBO Lie AorpuHece 3a Mo-
LIMPOKO CbTPYOAHMUYECTBO B CeKTopa Ha pedkuTe 3abonssaHug,
KbOeTo Bbrrapuvs Bce olle M30CTaBa B MnpegjaraHuTe 30paBHU U
COLLMaHU YCYTn.

MpoekTbT EmpoweRARE 3HaUMTENHO e NOBMLLIM MHDOPMUMPAHOCTTa
Ha MPYKO 3acerHatuTe W WMpoKaTa Ob6LWeCTBEHOCT, 4pe3
noeHTUdMuUMpaHe, TbiiKyBaHe U Kopenaumsa Ha NOMTUKK, cTpaTermm
M 006pPU MPaAKTUKM OT MHOXXECTBO M3TOYHMUM Ha OAaHHU, KaKTO WU
pPa3npoCTPpaHABaHETO MM Ype3 pasNniHKM Megun.

EmpoweRARE e 6bae nNpoekT opueHTUpaH KbM noTpebutenuTte,
CbC CW/THO y4acTve Ha KpaWHUTe NoTpebuTenm B M3MbIHEHMETO U
OLleHKaTa Ha MpoekTa U BbB GOPMYIMPAHETO Ha MPEMOPBbKU KbM
UHCTUTYLUM U NoauTULUM. ToW LWe MOMOrHe Ha XopaTa C penku
6onecTy ga NOCTUrHaT rpaXkAaHCKa aHraXXKMpaHoCT 1 Aa GopMynmpar,
Bb3 OCHOBa Ha CBOA OMUT W HYXOW, MNPENOPBKMU 3a >KenaHute
HauMoHanHM pedopMU U PaAa3BUTUETO Ha HOBU YCIYTW.

Project Coordinator — Bulgarian Huntington Association

Bbnrapcka XbHTUHITbH AcouMaLmng 3aroyvHa KaTo CTpeMeXk [a ce
cb3gape ob6LWHOCT Ha MoaKpena, pasbupaHe U rpmyka 3a CeEMencTBa,
3acerHaTtu oT 6onecTtra Ha XbHTUHITbH Npe3 2014 r. Manko cnepn Toea
acouMaumaTa paswmpun cBosdTa NoaKpena 1 yCcryrm 3a Xxopa ¢ opyrum
penky 3abonaBaHUs, KoraTo Oellle YCTaHOBEHO 4Ye CbllecTByBa
rnopasuTenHa nunca Ha rpy>Xxum 1 nogkpena 1 Npu xopaTa 3acerHaTu
OT ApYrn peaKn 3abonaBaHu4.



C ObNroroguvWHMa CM ONUT M MHOXECTBO UHMLUMaTMBK, Bbnrapcka
XbHTUHITbH AcCOoLMaLMa HEMPEKBbCHATO ce pa3pacTBa M pPa3BMBa, 3a
03 MOXXe Oa NpensoXu rno-crneumanmsmpaHa noMoLl, M nogkpena Ha
KO/TKOTO € Bb3MOXXHO [MOBEYe CeMEeMNCTBa, 3acerHatu OT penku
6onect B Bbnrapus.

MapTHbop - Frambu PecypceH LleHTbp 3a Xopa ¢ Peakm
3a6onaBaHusd, HopBerua

Frambu e yacTHa HenpaBWTeNCTBEHaA oOpraHuM3auma B Hopeeruq,
KOATO oCcUrypdaBa MACTO 3a CPeLUM Ha xopa C peakun 3abonsaBaHug,
TEXHUTe ceMencTBa M NpodecroHanHM JOCTaBYMLM Ha ycnyru. LlenTa
Ha Frambu e ga gage Bb3MOXXHOCT Ha AelaTta, koHOLWUTe, Bb3PacTHUTE
M TEXHUTE CeMeNCTBa fa ce crpaBaT no-gobpe ¢ pegkmte 6onectm m
03 XXMBEAT B XAapPMOHUS C TeXHUTE CbCTOSAHUE, CMPSAMO TeXHUTE
CTPEeMEXU N HY>XOW.

LleHTbpbT MMa noBeye oT 25-roauiueH onuT B CbbUpaHe, pasBuTme 1
pa3MNpocTpaHeHe Ha 3HaHWA 3a pefku 3abongBaHuga. Frambu
MpenocTaBsa Te3un yCnyrv Ha notpebuTtenm ¢ nosede ot 500 pas3nmnyHm
penoku AuarHosum. ToBa CTaBa 4pe3 OOWMPHa M LefeHacoyeHa
nporpamMa 3a KypCOBe, KOHCYNTauuM U HACOKW, AOKYMeHTauusd,
Hay4YHou3ceoBaTeIcKa M pa3BoMHa paboTa.



doHAa AKTUBHM MpakgaaHuU Ha PUMHAHCOBUA MEeXaHU3BbM Ha
EUM v HopBerusda

MoaKpenaTa 3a rpaXAa4aHCKOTO OOLEeCTBO € OCHOBEH MpuopuTeT 3a
6e3BbaMe3sgHUTe cpenctea 3a ENIM 2014-2021 r., dUHAHCUpPaHK OT
NcnaHngua, JTnxteHwanH n Hopeernga B 15 gbp)KaBu-4neHkn Ha EC B
LleHTpanHa 1 tOyHa EBpona un MpubanTtuka. OeceT npoueHTa oT
obLMa pasMep Ha pasnpeneneHnTe CPeacTBa 3a OTAETHUTE CTPpaHu
ca 3afeNeHn 3a nporpama 3a rpa)kgaHcKo o6LecTBO BbB BCsAKa
ObpykaBa 6eHednumeHT. PoHObT AKTUBHKM [pakdaHu e cb3haneH B
npuoputeTHUa cektop ,KynTypa, rpakgaHcko obuecTtso, 0obpo
ynpaBfeHue, OCHOBHM nMNpaBa W cBoboau”, eouH OT netre
NMEUOPUTETHM CEKTOPA, OOMOBOPEHW MeXOy CTpaHuTe LOOHOPU U
EBponenckumng Cbios.

PasnpeneneHunte cpencrtsa 3a ®oHO AKTUBHU [paxkoaHu Bbarapua
ca B pa3Mep Ha 15500,000 eBpo, npenocrtaBeHW OT ObpyKaBUTe
ooHopu Wcnangua, JuxteHwamH wm HopBerusa. [porpamaTta Lwe
pabotm pgo 2024 r. v We [JonpuHece 3a o6UWMTE Uenu Ha
6e3Bb3Me3gHUTe cpefcTBa Ha ENM n Hopeerunaq, 3a HaMangaBaHe Ha
MKOHOMUYECKUTE W CoUManHUTE pasnmyma M 3a YyKpenBaHe Ha
OBYCTPaHHUTE OTHOLUEHUA Mexkay ObpyaBuTe 6eHedbuumeHTU WU
CTpPaHUTE OOHOPW.



Llenta Ha ®oHO AKTUBHUM [paxkgaHuM e: ,YKpenBaHe Ha Mpa)KgaHCKOTO
06LLECTBO M aKTUBHOTO MPa)KOaHCTBO M OBMacTaABaHEe Ha ya3BUMUTE
rpynmn”. @oHObT ce CTpeMM Oa pa3BMBa Ob/IrocpoYHaTa yCTOMYMBOCT
M KarauuTeT Ha CeKTopa Ha rpaOgaHCKOTO O6LLIEeCTBO, 3aCUBaNKM
pofidTa CU 3a Hacbp4aBaHe Ha OeMOKPAaTUYHOTO y4YacTue, akTMBHOTO
rpaOaHCTBO M MpaBaTa Ha YoBeka. CnegHuMTe obnacTy Ha Nogkpena
ca AonyCcTUMMU:

»

>

>
>
>

JeMoKpaLma, akTMBHO rPak4aHCTBO, A06po yrnpasieHne u
Npo3pavyHoCT

MNpaBa Ha YoBeKa M PaBHO TpeTHpaHe Ype3 6opba C BCAKAKBA
ONCKPUMMHALUMA Ha OCHOBaHME PacoB WM ETHUYECKMU
MPOW3XOod, Penurusa wunu ybexaeHusd, MoJs, yBpexkaaHe,
Bb3PacT, CEKCyasiHa OpUeHTaLMa UMW MoNoBa MOEHTUYHOCT
CoumanHa crnpaBed/IMBOCT U BKIOUYBaHE Ha ya3BUMUTE TPy
PaBeHCTBO MeXay MNofioBeTe M Hacune, OCHOBAHO Ha nona
OKosHa cpefa U KNMMaTUYHM MPOMeEHH

www.activecitizensfund.bg e opunumanHmaT yebcanT Ha NporpamaTa

SAKTUBHU rpaXkagaHun'.

Exkunu Ha npoekT EmpoweRARE

EKMN 3a ynpaB/lieHUe U KoopaMHaLUsa Ha NpoeKTa

HaTtanua NpuropoBa - PbkoBoaunTen Ha npoekTa, bXA

Bepnap lNeoprues - KoopanHaTtop Ha npoekTta, bXA

Pocuua CeukoBa - CyeToBOaOMTEN Ha NMpoekTa, BXA

Lisen Julie Mohr - KoopguHaTop OEMHOCTM M KOMYHUKaUMSA C
napTHbopPa, Frambu

EKMN 3a U3anb/IHEHUEe Ha npoekKTa

KoHcTaHTUH EkoHoMuguc - Exkcrept +MEXOYCEeKTOPHO
CbTpygHuyecTBo®, BXA

@ivind Juris Kanavin — ExkcriepT ,peakmn 3abonasaHma”, Frambu
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EmpuwxeRARE

NPOEKT _OBMNACTRBAHE HA
XOPA € PELKH BOTIECTH

EmpoweRARE cpeLlla ¢ KpallHM noTpe6butenmu

Ha 25 HoemBpwu 2019r. eknnuTe 3a ynpaBfieHNEe U U3MbIHEHUE HA
MpoekTa MpoBedoxa cpella C KpanHuTe 6eHedUUMeHTH, 3a Oa
MHOOPMUPAT 33 MJIaHUPAHUTE MPOEKTHU OEMHOCTM M O4YaKBaAHUTE
pe3ynTaTu OT TaX.

EmpoweRARE HavanHa cpeLia ¢ npeckoHdbepeHUUs

Ha 23 pexkemBpum 2019r. ce npoBege odumuManHaTta cpella 3a
CTapTMpaHe Ha NnpoeKkT EmpoweRARE.

B cbbuTMeTO ce BKoYMXa 30 y4acTHMLM, KoeTo Belle npoBeneHo B
BbvnrapckaTta TenerpadHa AreHuma.

XKypHanuctn, 30paBHM  crieymannctn, npepgcrtasutenn Ha HIMO,
paboTelwln B obnactta Ha peokuTe 6onecTtu, ce cbbpaxa, 3a Oa
crnonenar MHopMaLMa 338 HOBU CTbMKM KbM MO-A06pW ycnyru 3a
XopaTa C pefdku 3abonaBaHUa M MNaHWMpPaHW OEeMHOCTM 3a TAXHOTO
OBacTdaBaHe, KOUTO NpPoeKTbT EmpoweRARE Le ocbLecTBU.



CpellaTta gage Bb3MOXHOCT @ Ce o4epTae npensioxXeHaTta pamMka 3a
paboTa, Oa ce UyaT o4YaKBaHMATa KbM MPOEKTa U Ype3 MeaUnHUTe
areHuUumn ga ce MHGoOpPMUpa LLMPOKaTa OBLLECTBEHOCT 3a NPoeKTa U
HeroBaTa noakpena oT doHa AKTUBHMK [paxkdaHn Ha DMHaHCOBUA
MeXaHM3bM Ha EUT.

MNpeckoHdepeHUMaTa Ha MNpoekTa [OoHece [Oo06po  MeaumHo
oTpa3daBaHe, KaTo CTaTuM Baxa NybnrKyBaHM B news.bg, ABe cTaTuu B
Medical Times, ZDRAVE.NET, bbnrapcko HaunoHanHo Pagumo, DARIK
NEWS, 3aopaBseH Hasuratop n HAXPB.

1 Empu%&RARE 3

| MPOEKT _OBINACTRBAHE HA
| XOPA € PEOIKW BOMECTH™

MHdopMaLumMoHHa 6poluypa 3a NpoeKTa

MbpBMAT MPOAYKT Ha MpoekT EmpoweRARE Beve e cb3gabeH,
MMeHHO HeroeaTa WMHdopMauMoHHa bpollypa — npegocTtaBeHa Ha
OBMrAaPCKU U aHTMMIACKM €3UK U pa3npocTpaHeHa, 3a Aa MHdopMupa
6eHePUUMEHTUTE Ha MNPOEKTa, 3auHTepecoBaHWTe CTpPaHW U
LIMpPOKaTa OOLLEeCTBEHOCT 3a LiefiTa Ha NPoeKTa, LenuTe, niaHmpaHmuTe
[LEeMHOCTU U OYaKBaHUTe pe3ynTaTu.

JombnHuTenHa MHGoOpMaLMa MoXeTe [a oTKpueTe Ha opuLManHns
yebcanT Ha nNpoekTa: https//www.empowerare.eu



https://www.empowerare.eu/

BvaeTte B TeueHue

3a ga ce aboHMpaTe 3a 6toNeTrHa UMK da noaydumTe noseye
MHPopMaLMa, Mona noceTeTe yebcanTa Ha MpoekKTa:
Wwww.empowerare.eu

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

Instagram: https://www.instagram.com/huntington.bg/

3a ga BMOWTe BWOEO OTpa3sBaHe Ha npeckoHdepeHuMdaTa, Monq,
noceteTe YouTube KaHana Ha NpoekTa:

https://mwww.youtube.com/watch?v=C1IPObhRwjZU

https://www.youtube.com/watch?v=_L3IJyW7M7Ks

AKoO y4dyacTBaTe B MpOeKT U/IN UHULNATUBA, KOUTO CMSATATEe, 4Ye
6uxa Mornun Aa CcbTPYyAHUYAT HA NpoeKTa EmpoweRARE, mons,
CBbp)KeTe ce Cc pbKoBOANTE/IS1 HA NMPOeKTda.

BULGARIAN

HUNTINGTON FRAM BU

ASSOCIATION RESOURCE CENTRE FOR RARE DISORDERS

To3u JOKYMEHT e cb3aaneH ¢ puHAHCoBATA noaxkpena Ha @oHg AKTUBHU
rpa)xgaHu bwvarapuma no OUHAHCOBUMSA MexXaHu3bM HA EWVK. Llgnata
OTrOBOPHOCT 30 CbAbPXXAHMETO HA AOKYMEHTa ce Hocu oT ,bbrarapcka
XbHTUHITBbH Acoumauyma’ u npuy HUKAKBM O6CTOATE/ICTBA HE MOXKE A Ce
npuema, ye TO3M AOKYMEHT OTPA39BA OPULUMAIHOTO CTAHOBULIE HA
DduHaHcoBUS MexaHuU3bM Ha EBpoOrenickoTo NKOHOMMYECKO
MpocTpaHCTBO 1 OnepaTopd HA PoHA AKTUBHU rpaXXgadHu buarapus.
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