lceland [P[!_I_‘

Liechtenstein  Active
Norway citizens fund

Pabomum 3aedHo 3a npuobuwasawa Eepona

2021

EmpoweRARE

OBnacTsaiBaHe Ha xopa ¢ peaku 6onectu-2021

Bonecmma moixe Oa e psiOka, HO epuxxama He!



NMPOEKTEH BIONNETUH

Bpon 4

OEKEMBPW 2022

UHcopmaumsa 3a npoekra:

CokpaweHue: EmpoweRARE2021

HadanHa gata Ha npoekTta: 01 Centemspu 2021
MNpoabmkMTenHocCT: 24 meceua

PtkoBoauten Ha npoekTa: Hatanusa ['puroposa

OpraHnzauus: bbnrapcka XbHTUHITHEH Acoumauns

EnekTpoHHa nowia: info@huntington.bg

MapTHbop: FRAMBU, Norway
OdmumanHa cTpanuua:

https://www.empowerare.eu/

Facebook:

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



mailto:info@huntington.bg
https://www.empowerare.eu/
https://www.facebook.com/empowerare/

HoBuHM o1 EBpona

efpia

L

W

******

f' EURORDIS

RARE DISEASES EUROPE

CraHoBuwe Ha EFPIA n EURORDIS oTHOCHO
NnauMeHTCKMUA AOCTHLN OO0 JIeKapcTBa 3a peaku

3aboonaBaHuA

Mpe3 mecey toHm 2022 r., EURORDIS (EBponenckata opraHusaumsi 3a penku
6onectn) n EFPIA (EBponeickata cdegepaunsa Ha papmMaLeBTUHHUTE MHOYCTPUN U
acoumaumum) nybrnvkyBaxa CbBMECTHO CTaHOBULLE, B KOETO ca MOMecTeHn 6
npeanoXeHunsi, CBbp3aHu ¢ NogobpsiBaHEeTO Ha JOCTbNa 40 0400pPEHN U MHOBATMBHMU
nekapcTBa 3a nauueHTuTe ¢ peaku 3abonasaHus. CbLHOCTTA M OCHOBHUTE LIENN Ha

BCSIKO OT TsiX ca 0606LeHn no-gony.

> MPEANOXEHUE 1

MbpBOTO MpeanoxeHue 3acdra cTpaTerMsTa 3a OUeHABaHe Ha [afeH NpoaykT,
Cbobpa3HO C WKOHOMWYECKMSI CTaHOapT Ha AbpxaBaTa, B KOATO ToW ce
pasnpocTtpaHsaBa (EBTP). Tasu ctpaterua e ocobeHo peneBaHTHa No OTHOLUEHWE Ha
MeAUUMHCKUTE Tepanuu 3a peaku 3abonsBaHus, YMUMTO LIEHM YeCcTO HagBuluaBsat
NMaTeXHUTE CrnocobHOCTM B MO-HUCKO pas3BUTUTE eBponenckn abpkaBu. OCHOBHU

Lernn Ha npeanoXXeHneTo ca.

4 BbBEXJAHETO Ha MO-HUCKU LieHn 3a no-6egHute ObpPXKaBU-HYNEHKU;




v' no-gobpe pasBuUTUTE B MKOHOMUYECKM MNnaH CTpaHM Aa He BKN4YBaT Mo-
6enHnTe AbpXKaBU-YNEHKN B CBOMTE CUCTEMM 3a OLEHsIBaHE Ha NeKapCcTBa;
v/ nekapctBa, npogaBaHM nog cboTBeTHaTa EBTP wmpexa B no-6egHute

ObpXXaBU-4neHKn ga He obaar npeHaco4BaH" KbM no-b6oratute TakuBa.

> MNPEONOXEHUE 2

Komnanumte-uneHkn Ha EFPIA ce adraxupar c¢ nogaBaHeTo Ha P&R (ueHn &
penmbypcaums ) annmkaumm 3 BCUYKN 27 AbpXaBU-YNEHKN HE NO-KbCHO OT 2 FOAUHM
cnen nonydeHa MapkeTuHr otopusaumsa ot EC. B gonbnHeHne, T03M aHraXXUMEHT e
AonbrnHeH oT EBponencku noptan 3a goctbn, oTKpuT npes anpun 2022 r. Llenta Ha
noptana e ga npeaocrtaBsi akTyanHa uHgopmaumus no oTHoweHue Ha P&R craTtyca
Ha pasnuUYHW nekapcTea M Aa NOoCAyXu 3a naeHTuduunpaHe Ha pyHOoamMeHTanHuTe
NPVYUHN 334 HapyLLeHUATa B 40CTbMa 40 MEAULMHCKU MPOAYKTU U rpuxXa 3a peakute

3abongaBaHus.

» MNPEANTOXEHUE 3

TpeToTO NpeanoXeHne e CBbp3aHO CbC CKOPOLUHUTE EBPOMencKU pasBUTUA MO
OTHOWeEHne Ha PerynauusTa Ha oueHsiBAHETO Ha 3gpaBHUTe TexHonorum (HTA).
PerynauuaTta npegnonara obeguHABaHe yCUNUSATa Ha BCUYKM ObPXaBU-YNEHKN Ha
EC 3a 13BbpLIBAHETO HA KMMHUYHWN OLLEHKW, HAayYHU KOHCYNTauum n naeHTndnkaums
Ha Obaeln BbH3MOXHOCTU 3a pas3Butue u nHosauus. lNbpeBata asa Ha npoueca e
npeasuaeHa 3a nepuoga 2025-2027r. n we 6vae gokycupaHa BbpXy OHKONOMUYHM
rniekapcTBa 1 YCbBbPLUEHCTBAHN TepaneBTUYHN MeOULNHCKN NPOAYKTU, BKITHOYUTENHO

npenHasHadeHuTe 3a peaku GonecTw.

> NPEONOXEHUE 4

[lokasaTenctBeHaTa HECWUrypHOCT € 3HauyuMm  dakTop, [JonpuHacsaw, 3a
komnnekcHocTTa Ha HTA u nperoBopuTe MO OTHOLLUEHWE LIEHWTE Ha nekapcTBa 3a

peoku 3abonasaHusa. CouiectByBa koHceHcyc mexay EURORDIS n EFPIA oTHocHO



noTeHumana 3a cMek4aBaHe Ha Ta3n HECUIYPHOCT NOCpeaCcTBOM adanTMBHU NbTULLA
N 3acuneaHe ynoTtpebarta Ha ,aencteutenHmn gokasatencrea“ (RWE) B KOHKpETHM
cnydan. CbbupaHeto Ha RWE wu3uckBa uWHTepHauuoHanHa konabopaums wu
y4acCTUETO Ha pasfMyHU nNuua N MHCTUTYUMKW. ToBa Baxu ocobeHOo B crnyyauTe Ha
peakute 3abonsBaHus, Tbi KaToO Te YecTo 3acsrar HUCBbK Bpor xopa B OTAENHUTE
ObpXaBKW, KOeTO Cb3daBa MW3UCKBAHETO 3a obeauHsiBaHe Ha ycunuata u
MHopMauumsTa 3a nsrpaxgaHeTo Ha No-akTyanHa npeacrasa 3a edpekTa oT AadeHO
neyenne. KWmeHHo nopagu 3Haummoctta Ha RWE, EURORDIS npeanara
cb3gaBaHeTO Ha eBponenckn ¢oHa 3a RWE. [MbpBoHavanHo, Ton we 6bae
OKycupaH BbpXy Marnkm M3Bafku M KOMMIIEKCHU FedeHus, npeasug HUBOTO Ha
AOKasaTeNncTBeHa HECUrypHoOCT Mpu TO3M TUM MeAUUMHCKM Tepanuu. Ypes ToBa
npeanoXeHne ce oyakea fa Ce MOCTUTHE YCTOWYMB UM KOOPAMHMPAH MOAXO0n KbM

HabasaHeTo Ha RWE.

» MNPEONOXEHUE 5

EFPIA paspaboTBa cepus oT NnpeanoXxeHnsa 3a Abp)KaBHO HUBO, 3a Aa agpecupa P&R
MpEeXuUTe B OTAENHUTE ObPXKABU-YNIEHKU U A OOMNPUHECe [0 YCTaHOBABAHETO Ha

paBeH AOCTbN A0 MeOULUMNHCKa rpuxa B paMKUTE Ha EC.

Mogenute, KOUTO OpraHu3auuaTa npeagnara, agpecupar KnMHu4HaTa n puHaHcoBa
HeCcTabuNHOCT, a CbLO M OrpaHUYeHnsiTa B AOCTBNHOCTTA Ha fiekapcTBa M rpuxa,
KOUTO ca 0cOBEeHO peneBaHTHM KaTo npeau3BuKaTenicTBa Nno OTHOLLIEHME Ha T.Hap.
advanced therapy medicinal products (ATMPS), npu KOnto npobrnemuTe ¢ KNUHNYHaTa

HECUT'YPHOCT, (*)I/IHaHCOBVIFI PUCK N OOCTBIMNHOCTTa Ca NoHa4alrio U3SOCTPEHWN.

CbrnacHo Bb3rneante Ha OBeTe opraHu3auuu, KoHBeHuuoHanHute HTA metoamn
TpsabBa ga Obaat aganTvpaHu Taka, vye ga Mo3BOMAT MNOo-rofiiMa rbBKaBOCT MO
OTHOLLEHME Ha AoKas3aTericTBEHaTa HECUrypHOCT MU Oa onpefensit cbobpaseHn C
YCroOBMSITA Ha KOHTEKCTa nparoBe Ha XXenaHueTo 3a nnawiaHe. 1o To3n HayuH He
camo MoXe Oa ce nogobpu MmaumeHTCKMUs AOCTbMN OO0 rpuka, HO U aa ce marpaau
nogxoasiua cpefa, B KOATO MHOBATUBHM NOAXOAW [a agpecupaTt HenocpellHaTute

HYXOW Ha nauneHTuTe.



» MNPEOJNTOXEHUE 6

EFPIA npegnara cb3gaBaHeTo Ha Moonshot 3a pasButMeTo Ha Hayka 3a pegkute
3abonsiBaHus, C Len noBuaBaHe CTeneHTa Ha MHoBauusa B obnacTtta. Kato noHaTue,
Moonshot ce oTHaca OO Mogen Ha OTBOpeHa Hayka, uensu, Aa Hanpaswu 3HaHUATA,
reHepMpaHu OT Hay4YHW u3cnenBaHusi, Npo3padvyHM U OOCTbMHM 4Ype3 CnoaeneHn

MpeXun 3a CbTPyAHNHECTBO.

B cnyyaute Ha MHOro peaku 1 neguaTtpuyHn 3abonsiBaHns, orpaHUYeHTe NO3HaHUS
BbpXy natoduaMornorusita Ha CbOTBETHaTa OonecTt 3HayuTenHo peayuupa
Bb3MOXXHOCTTa 3a MHBECTULMS B NPOAYKTU M noaxoam 3a nedvexHve. C ToBa nocnegHo
npennoXxeHne, ABeTe opraHu3auMu LenaT ga cb3gagaTr vmaelHa pamka, KosiTo aa
nogyeprae HeobxoaMmoctTa OT o06eAMHEeHM Yycunus 3a  ycKkopsiBaHe Ha

TpaHCnaunoHHUTe nacneasaHnd, KOUMTo ca npeanoctaBka 3a KIMHUYHO pa3Butue.

N3MOYHUK:

https://www.efpia.eu/media/637073/efpia-eurordis-joint-paper-on-access-to-

medicines.pdf
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21 pbpxaBu-uneHkn ogobpsaeart lNpusuea 3a
aencteue Ha YewkoTo npenceparencrteo Ha EC

OTHOCHO peaKuTe bonectn Ha cpewaTta Ha CbBeTa
Ha EPSCO.

9 nekemBpwn, bprokcen — YewkoTo npencenatenctso Ha CbBeTa Ha EBponenckus
Cbl03 OHEC NpeacTaBu CBOSI NPU3MB 3a AeNCTBME B obnacTTa Ha peakute 6GonecTtun Ha
CvBeta EPSCO (Employment, Social Policy, Health and Consumer Affairs
Council). lMpuamebT nonyun opobpeHne oOT 22 AbpPKaBU-YNEHKWU, BKIHOYUTESHO
YewkaTta penybnuka, npeacrasnssawa 81,6% ot HaceneHuneTo Ha EC. ToBa e cuneH
nokasarten 3a nogkpenara ot uenus EBponencku cbio3 3a HoBa LUANOCTHA cTpaTerus
3a penkum 6bonectw.

Mpn3MBbLT 3a OencTBME MMa OCHOBHATa ambuums aa ,npueme Eeponelicku nnaH 3a
delicmeue omHocHO pedkume 6onecmu, 3a 0a nodKpenu u OonNb/IHU MeKyuwume u
6b0ewume ycunus kakmo Ha Hueo EC, maka u Ha HUBO Obpxasu-4rleHKU 3a
HamarisieaHe Ha He3adososieHUme Hyxou Ha 20-me MmunuoHa Oywu, Xueeewu C
psdko 3abonsieaHe 8 EC*. Ton BKNOYBa HAKONKO ApYyrv npusmBa 3a nogobpsiBaHe Ha
paHHaTa OMarHoCTUKa, U3BMMYAHE Ha MakCuMarHa nonisa OT npepasrnexgaHeTo Ha
3akoHogaTencTtBoto Ha EC OTHOCHO nekapcTBaTa 3a cupauum u neguaTpudHUTE
nekapcTtea, nogobpsiBaHe Ha [AocTbna [0 feyYeHMe U 3a UWHTerpupaHe Ha
eBponencknte pedepeHTHN MpPEXM B HaAUMOHANHUTE 3OpaBHM CUCTEMWU 3a MNO-

XOJTUCTUYHU TPUXKN.
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1 EURORDIS

RARE DISEASES EUROPE

EBponenckuaT nnaH 3a AencTeme OTHOCHO peakute BonecTy e HeoTNOXHa 34paBHa,
obuiecTBeHa n nonutnyecka HeobxogmmocTt. CaMo C KoopauHMpaHa cTpaTermdecka

pamka Ha EC 3a pegkute 6onectu 3a obegmHaBaHe Ha CbLECTBYBALLMN U NNaHUPaHn




ycunuma, ¢ nSMepuMm KpaTtkKoCpodHU U ObIITOCPOYHU Uernn, MOXeM Oa Cce U3rpaau
eKocucTtema, KoATo a OoTroBopun Ha He3aaoBOJTEHUTE HYXXAN HAa MUTTUOHU eBpOﬂeVICKM

rpaxXgaHm 1 aa tiiacHe Hanpea nHoBauunnte.

MN3TOYHUK:

https://www.eurordis.org/ms-endorse-czech-cta-rare-diseases/
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EnHa roguHa oT npuemaHeTo Ha Pe3oniouunsTta Ha

OOH 3a pegkute bonectu

Ha 21 OekemBpu 2021 roguHa, NeHepanHaTa acambnes Ha OOH npue Pesontouus:
.flocpellaHe Ha npeau3BMKaTencTBara npea xoparta, XuBeewm ¢ pagka éonect, u
TEXHUTE CeMeNCcTBa“, KOATO onpeaens nocokaTta Ha 193 gbpxasBu 3a nogobpsisaHe
Ha >XMBOTa M ONaroCbCTOSTHMETO Ha XOpaTa, XMBeeLn C psaka 6onect B CBETOBEH

maLuab.

lModkpenslku 20, ecudkume 27 Obpxkasu-dyneHku Ha EC noexa nonumu4yecku
aHeaxxumeHm Oa 3awumasam rpasama Ha xopama, xuseeuw,u ¢ pssoko 3aborisieaHe,
u Oa usepadsm uHgpacmpykmypa om 30pasHuU U Opyau obuwecmeeHu ycryau, Koumo

omeoegapsAm Ha IMbJiHUA obxeam Ha mexHuUme He3al080s1IEHU nompe6Hocmu.

Bbnpekn TOBa, nMopaau TAXHATa CIOXHOCT M HUCKO Pas3npoCTpaHeHWe, HUKOS
Abp)XaBa He NpuUTexaBa cama 3HaHUsATa U KanauuTeTa 3a fleYeHne Ha BCUYKM BUOOBE
peokn 3abonsiBaHusl. Kato pabotaT camu, Te He MoraT YCMewHO Aa U3MbIHAT

obelLlaHMATa, C KOUTO ca ce aHraxupanu B Pesontounata Ha OOH.

N3yepnateneH, 6a3vpaH Ha uenu EBponeicku nnaH 3a gencteme 3a peaku 6onectu
— KOWTO obeauHsiBa Hanpegbka, NMOCTUrHaAT BbB BCMYKM ObpXKaBu M oGnactu Ha

nonutukata Ha EC — e eANHCTBEHMAT Ha4YuH aa ce rapaHTupa, 4ye EBpona HanbJTHO



n3nbnHasa Pesontoumnata Ha OOH.

Kato ce uma npegBug HeobBXoguMMOCTTa OT MO-LUMPOKN AEUCTBUA HA €BPOMENCKO
HMBO, TpsibBa Oa 3agagem Bbnpoca: Kakbe Hanpedbk e nocmueHan EC npes
usmMuHanama 200uUHa 8 rocmuzaHemo Ha Mo0obpeHuU  NoAUMUKU U

3akoHoOamericmeo 3a pedkume bonecmu?

Ako ce pasgenat npusmBuTe Ha Pesonwoumsata Ha OOH B Tpu WMpOKM Temn —
Hanpeobk B 3OpaBHUTE ycnyrn, nogobpsiBaHe Ha MNCUXMYHOTO 34paBe U
Gnarononyyne M cb3gaBaHe Ha crnpaBeanveu obuwiectBa — ToBa € 0606LEeHnaT

Hanpeabk Ha EC npe3 nocnegHute 12 meceua B Te3n obnacTu.

PasBuTtue Ha 3apaBHUTE yCrnyru

Mpe3 2022 r. 6s1xa HanpaBeHU peLUnTEnHN NOSIMTUYECKN CTBIMKM MO OTHOLLEHUE Ha
pasBMTMETO Ha nonutukata. Bbnpekn ToOBa NOCTUraHETO Ha HaUCTUHA
nepcoHanu3npaHn U NUHTerpupaHn rpukn Tpabea aa BknyBa ob6Bbp3BaHe Ha Te3un

obnacTtu Ha Hanpeabk Ype3 EBponenckn nnaH 3a AencTeue 3a peakn bonecTu.

Mpe3 2022 r. EC cTaHa cBuaeTen Ha HAKONKO 3aKkoHOAATESTHM MPOMEHU, CBbP3aHU C
pa3paboTBaHETO Ha JiekapCTBa, CNoAeNnsHeTO Ha [AdaHHW, AuarHocTukata W

TPaHCTPaHUYHOTO CbTPYAHNYECTBO.

EBponenckata komucusi npekapa mnocrnegHata roguHa B NpOAb/bKaBaHe Ha
U3roTBAHETO Ha CBOATA pPEBU3WUS Ha JleKapCTBEeHUTe NpoaYyKTU cupaum wu
neguaTpuyHUTE perfiaMeHTun, KouTo Tpsabea aa nogobpaT cuctemarta, uarpageHa 3a
CTMMynupaHe Ha pa3paboTBaHETO Ha NekapcTBa 3a peakun 6onectu. NogroTeBeHa 3a
nyckaHe B Ha4yanoto Ha 2023 r., peBn3usaTa € CUrypHa, 4e wwe 6bae noanoxeHa Ha
OKOHYaTenHa BbTpewHa npoBepka. Bbnpekn 4e npepasrnexgaHeTo He
npeacraesnsgBa  eOuHCTBEHATa Bb3MOXHOCT 3a MO-rONAMO HacbpyaBaHe Ha
pa3paboTBaHETO Ha NMo-TpaHCOPMUPALLN NIEKAPCTBA, TO e NOCTUTHE 3HAYUTENeEH

HanpeabK, ako NpMeEMe MHOro OT HalWTe Hackopo Ny6nunkyBaHW NpenopbKM.

Mpe3 man KomucuaTta 3anodHa 3akOHOOATENHOTO MpuemMaHe Ha EBponenckoTo



NPOCTPaHCTBO 3a 3apaBHu gaHHn (EHDS). Korato HaBnesem B 2023 r., Komucuata
TpsibBa ga obMucnn HawmnTe NPenopPbKM Kak Aa OTKAKYMM NoTeHUMana Ha 3gpaBHuTe

OaHHU 3a HanpeabK B HAy4YHUTE U3CrenBaHNUA.

Bbnpekn ye Te3n pasBUTUS ca NOMOXUTENHWU, Te He ca pe3ynTaT oT BceobxBaTHa
cTpaTerusi, Haco4yeHa KbM MocpeLlaHe Ha BCUYKM MEONLIMHCKM HYXXOWN Ha NaLueHTuTe

C peakun 3abonsBaHus Ype3 No-UHTErpupaHn U XONMUCTUYHU TPUKMN.

NMopoGpsiBaHe Ha NCUXUYHOTO 3ApaBe u Gnaronony4yue

MNMcuxonormnyeckoto Bpeme OT XMBOTa C psAaKo 3abonsBaHe OcTaBa HepPas3no3HATO U
6e3 BHMMaHMe 3a TBbpAe MHOro xopa. [lpeausBukatencrBa Kato ObIiru
ANArHOCTUYHM MNbTYBaHMA W NUNCA Ha HaNUYHM NeyYeHuss oka3BaT COOCTBEHO
HanpeXxeHne BbPXY MCUXMYHOTO 3AapaBe. [MnaHbT 3a genctBne Ha EC oTHOCHO
NCUXMYHOTO 3apaBe TpsibBa da OTroBOPU Ha HYXXAWUTEe Ha xopaTa OT obuwHOCTTa C

peaku 6onectu.

Mat bonu-xoHctH, ERN & cbBeTHUK no 3gpaseonassaHe, EURORDIS:

~Pesonryusma Ha OOH Hacmosiea 3a npunazaHemo Ha ,e¢heKmueHu rpoepamu 3a
Hacbp4yagaHe Ha Mcuxu4yHomo 30paee U ricuxocoyuasiHama rnookpena“ 3a xopa,

Xueeeuwju ¢ psioko 3aborisieaHe.

CeeToBHaTa 3apaBHa opraHusauua (C30) npeaynpean no-paHo Taswm rogvHa, ye
naHgemusta ot COVID-19 e mmana ceprvo3HO Bb3OEeWCTBUE BbPXY MNCUXUHHOTO
3qpaBe Ha xopaTta C npedlwecTsallo (U3MYecko 34paBOCIIOBHO CbCTOSIHUE.
OTtpassBanku koHctatauyuaTa Ha C30, EURORDIS ycraHoBM, 4ye OBe TpeTu OT
xopaTa, XuBeewn ¢ pagko 3abonasaHe, cTpagat OT Aenpecus Unn 4YyBCTBO, Y€ He
mMoraT ga npeogonedatr npobnemute cu cneqj HavanoTto Ha naHgemuaTa. OT Tesu
naumeHTn ¢ peaku 3abonsBaHusa, KOUTO ca NpeTbprenu NpekbCBaHe Ha 34paBHUTE
cn rpyxn no Bpeme Ha COVID-19, wecTt Ha BCeku geceT ca BUAOENU KOHKPETHO

npeKkbCBaHe Ha TeXHUTE NCUXmnaTpn4Hm cecunn.

B pe3ynTtat Ha ToBa NCUXUYHOTO 34paBe ce n3aurda B nonimtn4ecknda gHEBEH pen Ha



EC npe3 2022 r., kaTo npegceaatenat Ha Komucusata Ypcyna doH gep JlaneH obewa
HOBa cCTpaTernms 3a MCUXMYHOTO 34paBe B CBOsiTA pPeY 3a CbCTOSIHMETO Ha
EBponenckusa cbto3. MNnaHbT 3a gencteme 3a NCUXMYHOTO 34paBe 3a cregsawara
roguHa TpsbBa ga OObpHE BHMMaHWME Ha MHOMO CneuudUYHUA HaTUCK BBbPXY
ncuxonorm4eckoTo brnarononyyme Ha xopaTa € psgko 3abonsBaHe, Tbi KaTo gocera

Te He ca bunu oueHeHn OocTaTb4yHO OT nonNuTUUMTE. Hapen ¢ NPOMOTUH

no-cneunanma3npaHn NcuxnaTpuyHn ycnyru, ctpaterusita Ha Komucusita 3a NnCUxXmM4HO
3apaBe TpsibBa M3PUYHO Aa NpU3Hae, Ye HanMYneTo Ha MeanLMHCKN NEeYeHNst — KOUTO
AVPEKTHO U  edeKTMBHO nekyBaT 3abonsiBaHe — € KMA4oB dakTop 3a

BnarocbCTOSIHMETO Ha HSKOMN, XuBeelul C pdaaKka GonecT.

Cb3paBaHe Ha cnpaBeanyMBM obLiecTBa

MNMoBeyeTo Xxopa, KOMTO XMBEAT C psigka OonecT, XUBESAT C yBpexaaHe. ToBa
yBpexgaHe Moxe aa 6bae BMOAMMO, HEBMOUMO, AEreHepaTtMBHO WM Aa Bapupa oT
[AeH Ha feH. TpsabBa Aa paspylmM MHOXECTBOTO CbLUECTByBawu Gapvepu, 3a Aa

rapaHTmpamMme TAXHOTO NbJIHOUEHHO y4acTune B O6LIJ,eCTBOTO HapaBHO C OCTaHalrimTe.

Paken Kactpo, gupekTtop ,CouunanHa nonutuka n nimumnatmemn®, EURORDIS”

‘UsnbriHeHUemo Ha aHzaxumeHmume Ha Pesomouyusma Ha OOH mpsibea Oa
8K/Ir048a rpusHasaHemo, 4ye Hyxoume Ha xopama, Xueeewu ¢ psioko 3aborisieaHe,
He ca 4ucmo MeduyuHcku. [lonumudeckume Oelicmeusi U38bH cghepama Ha
ycryaume 3a bu3u4ecKo unu rCUXU4YHO 30pase ca XU3SHEHO8aXHU, 3a 0a ce
eapaHmupa, 4e xopama, Xueeewu c psiOko 3abornsieaHe unu yspexodaHe, He ca
JIUWEHU om cbWume 8b3MOXHOCMU 3a Jflu4Ha pearnu3ayusi, Ha kKoumo ce padsam

opyeume.”

Mpe3 2022 r. EBponenckata KOMUCUA HarnpedHa B OEWCTBUSTA OT CBOSATa HOBa
Crtpaterusa 3a npaBaTa Ha xopaTa C YBpeXaaHus, KOUTO ca OT CbLLECTBEHO 3HAYEHNe
3a obwHocTTa Ha peakute 6onectun. Kato 4yact ot ToBa KomucuaTta nybnukysa cBos
NnakeT 3a 3aeTOCT 3a Xopa C yBpeXaaHus, KOUTO BKIOYBA BaXKHN MEPKM KaTO HAaCOKM
3a pa3ymMHo npucnocobsBaHe Ha paboOTHOTO MsACTO. Bbnpeku ToBa, KakTo Geule

oTbenasaHo oT EBponenckmsi popyM 3a xopaTa C yBpexaaHusi, HAKOMKO BbMNPOCa,



KOUTO OKa3BaT OTpuuaTesiHo Bb3oencTane BbpXy TpyaoBOTO npwo6u.|,aBaHe Ha

Xopara C yBpexaaHusi, NOHacTosILLLEM He ca pasrfefaHu oT nakera.

Mpe3 2022 r. Komucuata npoabikm ga pabotm no npeanioxeHmeTo cu 3a 2023 r.
OTHOCHO KapTaTa Ha EC 3a nHBanugHoCT, 3a fa ynecHu cBobogHOTO ABWXKEHME Ha

xoparta ¢ yBpexaaHus B EC.

Bbnpekn 1031 Hanpeabk AOCTbNBT A0 obe3leTeHns 3a UHBaNMOHOCT M nogkpena
oCTaBa nNpeamM3BMKaTENCTBO, YeCcTO MopaguM nuncata Ha npu3HaBaHe oOT
HaumnoHanHuTe npouenypw 3a oueHka. lNpoyusaHe Ha EURORDIS ycTtaHoBu, ye 34%
OT X0paTa, XUBEEeLLM C paaKo 3abonsiBaHe, ca u3npaBeHn Npea HeagekBaTHN OLLEHKMN,

a 19% mn306L0 He nony4aBaT OLUeHKa 3a CBOATa HETPYA0CNOCOBHOCT.

EC (Bce owe) ce Hy>xaae oT nnaH 3a AeMcTBUE 3a peakuTe 6onecTtu

EC otbensasa ronam HanpeabKk, HO TO3M Hanpenbk Oewe TBbpAe OrpaHuYeH Ao
KOHKpeTHM cdhepu Ha nonuTukarta 3a penku 6onectn. EgHa BceobxBaTHa cTpaTerus

3a pegkute 6onecTtun, KOATO BCUYKM cTpaHu oT EC ca o6Bbp3aHu, € XU3HeHoBaXxHa.

Mpe3 2022 r. BugaAxme gBeTe nocrniegoBatenHun npeacegarencrtea Ha CoBeta Ha EC
(PpaHuma n Yewxkata penybnuka), 4yneHoBeTe Ha EBponenckuss napnameHT u
EBponenckusa MKOHOMUYECKN 1 couunaneH CbBET, KOUTO BCUYKU Ce Cbio3Mxa C Npu3nBa
3a EBponewickn nnaH 3a gencrene 3a pegkute 6onectn. MuHanusa neTok, 9 oekemBpu,

HOBW 060 22 AbpXaBu YneHKn oqobpuxa npuamea 3a nnaH 3a EeNCTBUE.

MMonNUTUYECKNAT UMMYNC OYEBMOHO HapacTBa, HO C HaCTOAWMA MangaT Ha
KomucuaTa, konto npukntodsa npe3 2024 r., nnaHbT 3a JENCTBUE HUKOra He e 6un
no-HeotnoxeH. O6LHOCTTa Ha pefkuTe Bonectu ce Hyxxgae oT EBponencku nnax 3a
AeNCTBME 3a pefkuTte 6onectn u ce Hyxgae oT Hero cera.

MN3TOYHUK:

https://www.eurordis.org/one-year-on-the-eus-progress-against-the-un-resolution-on-

rare-diseases/
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3ano3HauTe ce c uyrneHoBeTe Ha EBponeunckarta pedepeHTa Mpexa 3a peakuv

HeBponoruyHu sabonasaHusa (ERN-RND)

ropean Neurological Diseases

Network | (ERN-RND)

Nataliya Grigorova

MEET THE MEMBERS

Bulgarian Huntington Association, ERN-RND ePAGs group coordinator

B moea u3daHue Ha "3arnosHali ce c 4neHogeme" ce uHmepstoupa Hamanus
pueoposa om Bbwbreapcka XbHMmMuHembH Acouyuauyusi, KoopOuHamop Ha epyrnama
ERN-RND ePAGs. T4 2080pu 3a udesima, 4e Hal-8a)kHama cmwblika 3a nayueHmume
u epuxume 3a msx e 0a nodobpssm meKkyuw,o0mo cu cbCcmosiHue u Oa rnosuwam
Ka4yecmeomo Ha xueom. Td CbWoO maka 2080puU 3a XeflaHuemo cu 0a Hacbpyu
edHakea mepanusi U epuxa 3a 8CU4YKU nayueHmu e Eepona - ocobeHO 3a

nayueHmume om MamoyHa Eepona.

1. KakBa e BawaTta npodecusi U Ballata MeanLIMHCKa eKcnepTu3a Unu KoOHKpeTHa

obnacTt Ha uHTepec/3awo?

A3 CbM KMMHMYEH TMCUMXOMNOr W MNauMEeHTCKM 3aCTbMHUK W NpeacTaBrisiBam
cemMmencTBara, 3acerHatn ot 6onectra Ha XbHTUHITBH OT Bbnrapusa. A3 cbM 1 eavH
OT ocHoBaTenuTe Ha bbnrapckata XbHTUHITBH Acoumauunsa n ot 2014 r. yyactBam
aKTUBHO B JEMNHOCTUTE, CBbP3aHW C rpmkara 1 oBracTsaBaHeTo Ha cemencTeaTta. Tbi

KaTo 6onectrta Ha XbHTUHITBH € Hene4vynMMmo 3abonsiBaHe, Hallata OCHOBHA MUCKS €



Aa OCUIypuvM coumanHa noakpena u pexabunurauus Ha cemencTBaTta, KakTo U
Bb3MOXHOCTM 33 yNpaXHsiBAaHEe Ha TeXHUTe MnpaBa U Mo KOHKPETHO Te3u, CBbpP3aHu
CbC 34paBeTo U coumanHoTo MM Grarononyyve. 3actaBaM TBbPAO 3aj uaesTa, ye
Hal-Ba)KHaTa CTbMNKa 3a NauneHTUTE U rpKuTe 3a TAX € Aa NoaobpsT TEeKyLoTO Cu
CbCTOSIHME M [Oa MOBULLAT Ka4yeCTBOTO Ha XXMBOT, BbMNPEKUM HanpedBaHETO Ha

3abonsBaHeTo.

2. KakBo xapecBate HaW-MHOro B pabotata CU W KOoe e Hau-ronsamMmoTo

npeav3BUKaTeNncTBO MO-CNeuManHo No OTHOLWEeHMe Ha pabotata C pegku

oonectu?

Obuwyam pa ce cpelwam € xopa M Aa ydacTBaM akTMBHO B 3aCTbMHUYECTBO 3a
NaumMeHTn n 4erHOCTU, KOUTO BUONMO NPOMEHSAT XXMBOTA Ha Ha 3acerHatuTe. [la 6baa
4acT OT NPOMEHSILLMTE XNBOTa AENHOCTU B rpaXK4aHCKOTO 06LWEeCcTBO MU JaBa CMUCHI1
n Hagexpaa 3a 6vpeweto. Pasbupa ce, uma MHOro npegussBukaTerncrea, ocobeHo
bopbaTa cbe cTUrmaTta, npegpascbabLUnTe U 3aKOCTEHENNS HAYMH Ha MucneHe. EgHo
OT Han-ronemuTe NpPeaun3BuKaTesnicTea € cbbapsAHETO Ha CcTeHaTa, KOATO 00LEeCTBOTO
nsgura npepg xopara ¢ TeXKN yBpexaaHus. Tasu cturma, korato 6bae npeogonsiHa u
3aMeHeHa Cc emnaTus, xoparta ¢ peakvm 6onectn moraT ga 4OCTUrHAT CBOSI NOTeHUman
Aa XnBeAT MbfHOLEHHO B paMKUTe Ha CODCTBEHUTE CUM Bb3MOXHOCTU. oBankn ot
M3TouHa EBpona, Bwxaam CbLUO, KOSIKO pPasfMyHM NauMEeHTU W nauueHTCKM
opraHusaumm ce nogkpenat Ype3 ERN n e mon npuoputeT ga paboTsa 3a nocturaHe
Ha OCHOBHAaTa LeN Ha MpexXuTe, KOATO € fa 0OeanHAT rpukMTe 3a XxopaTta C peaku

3abongaBaHus B usana Eespona.

3. Kak yyactBate B ERN-RND? MoxeTe nu ga HU pa3kaxeTte 3a Balwlus onuT C

npeacraBAHeToO Ha cnydyau upe3 CPMS?

MoeTo y4acTue e CBbp3aHO C aKTUBHO MAPTHbOPCTBO C APYrM 3acTbMHUUM Ha
naumMeHTn 4pes [pynata Ha 3aCTbMHUUMTE Ha NaAUMEHTUTE U B CbLLOTO Bpeme
NpeAcTaBsHe Ha rnaca Ha nauMeHTuTe nped uanata Mpexa 4pe3 yvactue B
pasnuyHuTe paboTHM rpynn U NPOEKTN Ha MpexaTta. Bbnpekn ye yyacteam ot 2020
r., Be4e KOoOpAnHMpaM Hawlarta rpyrna, KoaTo B MOMEHTa Ce CbCTOM OT 6 3aCTbMHULN

Ha nauMeHTU OT usna EBpona u ckopo ce HagsiBame Aa ce MPUCLEOMUHST Olle



YyneHoBe, 0cOOeHO B 061acTu, KbAETO HU NMUMNCBAT 3aCTbMNHULM Ha NALUMEHTU 3a HAKOU
3abonsiBaHMs. 3a MeH TOBa € U3KITIYUTESTHO NOMOXUTENEH ONUT 3a 0OMEH Ha 3HaHWS,
HO N Bb3MOXHOCT Aa paboTsa 1 fa npeHeca Hay4eHOTO Ha MeCTHO HMBO. B Bbnrapus
Bedye mma Mpexa ot 3acTtbnHMuM Ha naumeHTute B ERN, kK0eTo HemunHyemo Lie
AoBeae A0 pasrpbllaHe Ha 3aCTbMHMYECTBOTO 3a peakuTe 60necTun Kato Usno, HeLwo,
OT KOETO CTpaHaTta MU CUITHO Ce Hyxaae. 3a MeH € BaXXHO Aa Mora ga nNpeacTtass U
Hy>XauUTe Ha nauneHTute ot M3toyHa EBpona, kouTo 3a cbxaneHue TpsibBa aa
npu3Hasi ca MHOro NoBeYe 1 MHOro No-He3a40BOMEHN B CPaBHEHUE C Te3uM OT 3anagHa
EBpona. ToBa e eaHO npeau3BMKaTencTBO, 3a KOETo TpsbBa ga paboTAT BCUYKMK
MPEXN N 3aCTbMHMLUM Ha NaUNEHTUTE - egHaKBa Tepanus 1 rpuxa 3a BCUYKM NauneHTu

B EBpona.

4. KakBu ca ouyakBaHuUsTa BU 3a mpexarta?

Mmam ronemu ovakBaHus. OyakBam paboTtarta Ha Te3n Mpexu ga goseae Ao WMpoKo
N MOnesHo 3a NauueHTUTe CbTPYAHMYECTBO, NMOCTaBAMKM BCUYKM 3aMHTEpPECOBaHMU
CTPaHW Ha paBHM Hayana M BOAELWO A0 MbflHa CTaHgapTU3auus Ha TepanusTa u
rpwkuTe 3a nauneHTuTe B usna EBpona. Bceku naumeHT c psigko 3abonsasaHe B
EBpona TpsibBa ga Mma OOCTbM OO0 €4HO M CbLUO flekapCcTBO, A0 eaHa M cblua

cneuunanusvpaHa couuanHa nogkpena no e4Ho U CbLo Bpeme.

5. Kak Mmucnure, 4ye nauMeHTU U KNMMHULUMCTU MOraT ga paboTAaT 3aegHo/3awo

cMATaTe, Ye € BaXHO?

Jlekapu n naumeHT morat ga paboTsaT MHOro ycnewHo 3aeaHo, npecneasankn egHa
uen — gobpa rpwka 3a nauueHta. ToBa ce nocTura 4ypes cTaHgapTusaMpaHe Ha
N3MNON3BaHMsA €3UK U NPUopuUTU3NpaHe Ha obwu uenu. ToBa e OT M3KMH4YUTErNHa
Ba)XXHOCT KaKTO 3a NnekapuTte, Taka 1 3a naumeHtuTe. [1a B3eMem 3a npMMep KITMHUYHO
nanutBaHe. Moxe nn ga 6bae nnaHmMpaHo n [obpe M3nbiHeHo, 6e3 aa ce B3emar
npeasung BCUYKMN ocobeHocTn Ha n3cneaBaHoTo 3abonsaBaHe 7
npeavsBukatencTeaTta, Nped KOMTO € u3npaBeH NnauMeHTbT? [da KaxeM, HanpuMmep,
4ye CTe Nnekap, KOUTO e nepdekTeH B pabotata cM U cTe obMUCNUNM 40 nocrneaHus
AeTann av3anH Ha KNMHUYHO M3NUTBaHe ¢ MHoro obewasawm pesyntatu. [a, Ho ce

OKa3Ba, 4€ o BpemMe Ha nNpoy4yBaHETO NnojioBMHATa OT BallUTe NauneHTn Be4ye He ce



nosiBsiBaT MNK ce OTKasBaT Mo cpedaTa, 3al0To, Aa KaXeM, He cTe B3enu npeasua,
4ye Te ce ymopsiBaT MHOro 6bpP30 MMM MMAT yXKacHW rnaBobonue u He mora ga ce
oTaens HeobxoAMMOTO Bpeme 3a fnpoy4vBaHeTo. ToraBa BalWMAT Tpyn OTMBa Ha
BATbpa, KaKTO W MpekpacHUTe pe3yntaTu, KOMTO CTe WCKanu Aa MoCTUrHeTe 3a
BalwmMTe nauneHtTn. CnocoGHOCTTa Aa YyBa HyXOWTe Ha MauueHTUTe e OT ronsiMo
3Ha4yeHune 3a KNMHULWCTA, a afeKBaTHOTO NpefaBaHe Ha Te3u HyXXOM € OCHOBHaTa
paboTa Ha NauUMNeHTCKMS 3acTbNHUK. ETO 3allo B MpexuTe yyacTBaT U eBponenckuTe
3aCTbMHULM Ha MaUMEHTUTE, KOUTO NpegaBaT onvMTa Ha MauMeHTU U NauneHTCKU

opraHusauun.

6. KakBo 6uxTe noxenanuv No OTHOLIEHME Ha oOGpa3oBaTesiIHU OEUHOCTU UMK

Mmatepuanu, komto aa npepnara ERN-RND, HacoyeHn KbM KIMUHULMCTU KaTo

Bac?

Bbux wuckan pa Buaoa noBeye O0Oy4eHUMs U OEeNHOCTM, {OKYyCUMpaHu BbPXY
HEMEOMLMHCKUTE TPWKK 3a peaku HEBPONOrnMYyHM 3abonsisaHus, kKaTto yebuHapu c
du3moTepaneBTM U MNCUXONO3M U Martepuann, nogyepraBalin npobrnemute Ha
NCUXMYHOTO 34paBe Ha Xxopa C pedkn AnarHo3mn n TexHUTe Kapnepun. HemegmumHckute
rpwxun BCe owe ce npeHebpereaT OO ronsma cTeneH B Ta3um obnacTt M 3Haem, ye
NOHSAKOra ToBa € MbpBaTa NMHMSA Ha rpwxka 3a nauMeHTn, 3a KOUTO HAMa MeauuUMHCKa

Tepanund, KoeTo BCbLLHOCT e 95 npoueHTa OT BpEMETO 3a Xopa C pedkn AnarHo3n.

Mma nu owe Hewo, KOeTo OMXTe UCKanu Aa Kaxerte?

Bux uckan ga cnopgensi, Ye ToBa O3HayaBa MHOrMo 3a MeH U cbM OnarogapHa 3a
Bb3MOXHOCTTa [a y4acTBaM B MpexaTa, 3alll0To Mora Aa ionpuHeca 1 a ce y4va ot
Hesi. Mucns, Yye pasBuTMETO MYy Lle Habupa Bce no-ronsiMa cuna B 6baelle u cbm
CUT'YpEeH, Ye yCUnuaTa Ha BCUYKM, y4YacTBally B MpexuTe, Lie 3anodyHaT aa aasat
pe3ynTatu MHoro ckopo. OueHsiBaM ycunusiTa Ha BCUMYKM Aa paboTum 3aegHo 3a

NauMeHTn C peaKn HEBPOOrMYHN 3abonsBaHus!

N3MOYHUK:

https://www.ern-rnd.eu/news/meet-the-members/meet-the-members-

nataliyagrigorova/
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HoBuHU OoT npoekTa ,,OBnacraBaHe Ha Xopa Cc peakm bonecrtun‘

OHnanH obyyeHue

»Penkn 6onectn npu geua ot 0 go 6 1.

BTopoTto oHnanH oby4veHne B pamkuTe Ha npoekta OBnacTsiBaHe Ha xopa C peaku
bonectn-2021 3a oBnacTsiBaHe Ha cemencTBata C geua, 3acerHatu OT penku
anarHosu, ce nposede 24-25.09.2022r. [llpoBexgaHeTo My Aafe Bb3MOXHOCT Ha
ObnrapckuTe poguTenu Ha geua c pegkm 6onectn ga ce nHdopmupar 3a rpukaTa 3a
CbCTOSIHMETO Ha [fOeua C HEeBPOSIOTMYHKU, MeTaboNUTHU U OHKO-XEMAaTOSIOrMYHU
3abonsaBaHus, Bb3MOXHOCTUTE 3a reHETUYHUN N3CreaBaHna 1 NpeBEHUNs, HaNUYHNTe
coumarnHu ycnyru 3a nognomaraHe Ha geua ¢ yBpexaaHust B obpasoBaTtenHusi npouec
N Han-BakHUTE CbBETWU 3a ycnewHa paboTta C yyuTeNnU MU E€KMnu 3a JNIMYHOCTHA
nogkpena v pasBUTUE B yyunuuiata, Kakto W LUEeHHW MpuMepu U NPakTUKnW B

NayneHTCKOTO 3aCTbMHNYECTBO B HopBervm.

PEAKW BOJIECTU NPU
NELAOTO/A06

OH/NNAVH OBYYEHUE

24-25.09.2022

YyacTHMUUTE ca HacbpyeHW Aa gagat M cBouTe maeun 3a Obaelwm obyyeHus 3a




OoBfacTsiBaHe Ha cemMencTBarta, 3acerHaTu oT penkn gnarHo3un. Tesn ngen Bkno4ear:

v O6CcbXAaHe Ha 3aKOHOJAaTeNnHU paMKu U HYXXHU NPOMEHU B NONIUTUKU U
NpPaKTUKN NpU NeYeHNeTo Ha aeua ¢ peakum 3abonsiBaHUA Ha AbpPXKaBHO
HUBO;

v' [o6pu NpakTMKN U Bb3MOXHOCTU 3a BbBeXAaHe Ha HOBU MONIUTUKMU U
NpakTMKN NpuM obOpa3oBaHMETO M couuanHara peanu3auusa Ha geua c
peAkn anarHosu;

v O6yuyeHMe 3a OOLLyBAHETO C OKONMHUTE U CNpaBsIHETO C peakuuuTe KbM
AeTe ¢ pAaKo 3abonsiBaHe;

v O6yuyeHusi, B KOUTO y4aCTHULM ca camMuTe Aeua;

v UHcpopmauusa 3a nonarawmre ce 3gpaBHU, oO6pa3oBaTesiHU U CoLManHu
ycnyru, nonarawu ce Ha pgeuara C peakm 3abonsiBaHUA UM TeEXHUTe

ceMencTBa.

I'Io-Bpeme Ha TeéMaTa 3a NauneHTCKOTO 3aCTbMHUYECTBO Ce Adafe ornpenerneHne Ha

3aCTblMHNYECTBOTO NPUNo3HaTo B HOpBeFI/IﬂZ

,3aCMbLIIHUYECME8OMO Ha nayueHmume oO3Hayaea, 4Ye Ha me3u, Koumo ca
3acezHamu om OadeHO peweHue, unu ce eb3rosi3eam om yciayaume, ce
2apaHmupa eJlusiHue 8 fnpouyecume Ha e3eMaHe Ha peweHusi u du3aliHa Ha

npedocmassiHemo Ha ycnyau."




OHnanH oby4yeHue
»,fpeau3BMKaTesicTBa B rpuxara 3a pegkure

oonectun*

NMPEAVNSBUKATEJICTBA
B IPUXKATA 3A
PEAKMUTE BOJIECTM

-

celand EPEHJ— O, X @W@

Liechtenstein ~ Active OPFAHV3VIPAH OT Bb/ITAPCKA XbHTUHITbH ACOLMALMS ? EmpoweRARE

Norway citizens fund

FRAMBU

TpeToTo OHNamH obyyeHne B pamkuTe Ha npoekta EmpoweRARE 2021 3a
oBfacTsiBaHe Ha nauumeHTu, 3acerHatm OT pedku auarHosum, ce nposege 10-
11.12.2022r. [lpoBexgaHeTo My Oafe Bb3MOXHOCT Ha OGbrrapckute CeMencTsa,
3acerHatm ot pegku 6onectm ga ce uHdopmupaTt 3a pondra Ha MeguuMHckarta
pexabunuraums B OBNagsaBaHETO Ha CUMNTOMMUTE Ha HEBPO-MYCKYITHM 3abonsBaHms
N nogobpsiBaHETO Ha KayYecTBOTO Ha KMBOT, €XedHEeBHaTa rpwka 3a nauueHTu C
peoku 3abonaBaHust U Npeau3BuKaTenictBata Npu Hesl, JOCTbMa A0 reHeTuyHa
ANarHoCTuKa 3a peakn 3abonsBaHns U HENMHaTa BaXXHOCT, UHTErPUPAHMAT MOAEN Ha
3gpaBHata rpamMoOTHOCT W MNOM3MTE My 3a OBflacTSBaHETO Ha nauueHTuTe,
ehekTMBHUTE MOdeNnu 3a coumanHa paboTta npu peaku AuarHo3un, ga Yyat AnYHMU

cnogendaHnAa OTHOCHO rpmxkarta 3a AeTte C paAaKo MUTOXOHOpUalriHO 3abongaBaHe.

OcBeH TOBa, B paMKuUTe Ha CbbUTMETO Ce CbCTosAXa U NbpBUTE CpeELLUN Ha OBETE




paboTHU rpynu no npoekta: "lMcMxmMyHo 3apaBe M coumanHn ycryr 3a xopa ¢ peaku

6onectn" n "EdekTnBHO 0OpasoBaHue 3a Aeua C peaku anarHoan'.

THN KaTo NPOEKTLT BbPBU KbM CBOSA Kpaw, B Tasn aHkeTa 6e gobaBeH u BbNPOCHT
,,KakBn nencrtBmAa cmsatarte, 4e cnegBa Aa 6baart npeanpueTu 3a oBnactaABaHe
Ha xoparta ¢ peaku bonectn?“, c uen ga ce nonyym obpaTtHa Bpb3Kka OT Lenesarta
rpyna 3a Hy>XHUTe ObAewmn OEerMHOCTM M MHUUMATMBW, M3NbIHSBAWLM LenuTe Ha
npoekTa W rapaHTupalliyM ycToM4YMBOCTTa Ha HeroBute pesyntatn. OTroBopute Ha

TO3U BBbMNPOC BKIMHOYBAT NPENOPbKU 3a:

v" MawabHu MHpOopPMaLMOHHN KaMnaHuM 3a usrpaxgaHe Ha MHPOPMUPAHOCT U
pa3bupaHe cpen obLEecTBOTO;

v' BHacsiHeETO Ha 3aKoHOAaTeNHM NPOMeHU, CbobpaseHn ¢ obpaTHaTa Bpb3ka Ha
nauneHTuTe;

v' OcblUecTBABAHETO Ha NoBeYe CoLmnanHo-TepaneBTUYHN CbonTMA KaTto JleTHus
narep 3a xopa ¢ peaku 6onecty;

v IMnnemeHTupaHe Ha 4OOpM NpakTUKK 3a coumarnHa nogkpena no npuMepa Ha
HOpBeXKaTa CUCTEMa;

v/ BkntoyBaHe Ha NaUMEHTU U FPUKELLN Ce B MHMLMATUBW NO 3aCTbNHUYECTBO 33

npaBaTta Ha nayueHTute npen 3anHTtepecoBaHn MHCTUTYLUN N OpraHn3aunm;



Mopabpxante ce HcpopmupaHu!

3a pa ce aboHupate 3a GloneTvHa MU ga nony4yute noseye MHgopmaums, Mors

nocetete yebcanta Ha npoekTa: https://www.empowerare.eu/

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

@)
lceland [Pd_'_‘ V/

Liechtenstein Active ELArARCKA

Norway citizens fund sehotridrion

To3u dokymeHm e cb30adeH ¢ huHaHcosama rnodkpena Ha @oHO AKmusHU epaxdaHu bbrzapus no @uHaHco8US MexaHU3bM
Ha EVIK. Lianama omzogopHOocm 3a cbObpxxaHuemo Ha OoKymeHma ce Hocu om ,brrieapcka XbHmuHemsbH Acoyuayusi“ u npu
HuKakeu obcmosimericmea He Moxe Oa ce rpuema, 4e mo3u G0KyMeHm ompassiea ohuyuaIHomo cmaHosuwe Ha
@uHaHcosus1 MexaHU3bM Ha Eeponelickomo ukoHoMu4ecko npocmpaHcmeo u Onepamopa Ha ®oHO AKmusHU 2paxdaHu
Bbnrieapus. https://lwww.activecitizensfund.bg/public/portfolios/view.cfm?id=1
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