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UHopmauusa 3a npoeKra:

Mme: HD WEEK (Huntington’s disease week)

Ped. Ne: ACF/697

TemaTnuHa obnact Ne 6: MNogobpasaHe Ha
KanauuTeTa U YCTOMYMBOCTTA HA rpaXKAaHCKuA
CEKTOP, B TOBA YMC/IO Ha FPaXKAaHCKMTE OpraHU3auum
HauyanHa gata Ha npoekTa: 01 ®espyapun 2021
MpoavnxkutenHoct: 10 meceua

PbvkoBoauTen Ha npoekta: KOHCTaHTMH EKOHOMUAUC
OpraHusauma: bbarapcka XbHTUHITBH Acouunauma

EneKktpoHHa nowa: info@huntington.bg

MapTHbop: European Huntington Association, Norway

Oduumanna ctpaHumua: https://www.huntington.bg/HDWEEK/

Facebook: https://www.facebook.com/HDWeek
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NpuBetcTBME

Ckbnu untatenu,

C papgoct Bu npegcraBame nbpeusi Opon Ha 6roneTuHa Ha npoekt HD
WEEK (Huntingon's disease week) - 10 mece4yeH npoekT, nogkpeneH
durHaHcoBo oT ®oHa AkTMBHM [paxgaHn Ha PUHAHCOBUS MEXaHU3bM
Ha EWI, konTo ctapTnpa npes3 m. oespyapu 2021 r.

Mpoekt HD WEEK, uenu pga gonpuHece 3a chpaBsHe C
npegv3BukaTencrteata, C KOUTO ce CcOnmbCKBaT XxopaTta C pegku
3abonsBaHnss B bBbnrapusi, 4pe3 yKpenBaHETO Ha rpaxgaHckaTta
opraHmnsaums bbnrapcka XeHTUHITBH AcoLumanns, 3aCUneH rpaxgaHckm
CEKTOp, OBNacTeHa 1 C HamarneHu HeratueHu nocneactensa ot COVID-
19 yqa3BMma rpyna Ha xopata ¢ 6onectra Ha XbHTUHITBLH. [1poekTbT €
HeobOxoOuM 3a npogbinkaBaHe Ha akTMBHATa AenHocT Ha BXA B
yCroBMsiTA Ha Kpu3a U Bb3CTaHOBsIBAHETO OT Hes.C Hero e ce
NOCTUIrHE M3rpaxkgaHe Ha KanauuTeT 3a NPOBEXOAHE Ha KayeCTBEHU
OHNavH cbOUTNSA N ANCTAHUMOHHA OENHOCT, NoaobpsiBaHe Ha CbCTOSI-
HMeTO Ha Lenesara rpyna, BfoLweHo OT NnaHAeMusTa, Ypes Bb3CTaHOBS-
BaHe ,Ha XMBO“ B YCroBMsiTa Ha NneteH obyunMTeneH narep Ha B3anMmo-
AencTeuMaTa Mexagy xopaTta C pegku 6Gonectm m nomMarawiy  Mm
npodecnoHanMcTu, Cb3gaBaHe Ha CTpaTeris 3a pasBuTne B OTTOBOP Ha
kpnsata COVID-19.



npoeKT'bT npoabinkKaBa yCUIMUATa 3a OBJ1aCTdBaHE Ha yA3BMMaATa rpyna
Ha XopaTa C peaKku bonectu kaTo cnomMaga 3a camMoopraHm3npaHeTo n
aAKTUBMPAHETO Ha MeCTHU U pernoHanHu rpynm 3a B3aMMONOMOLY, Ha
XopaTta, XuBeewu C bonectra Ha XbHTUHITHLH.

OcHoBHUTE nnaHnpaHn NpoaykTn Ha NpoekTa ca:

» 0O0yueH 3a npoBexaaHe Ha OHMNavH CbOUTUS ekun,

» [poBeneH obyunTeneH narep 3a uenesaTta rpyna,

» CdopmupaHa rpyna 3a B3aMMOMNOMOLL,

» WasrotBeHa CTtparterua 3a pa3BuTve Ha opraHmsaumdara.

Upes napTHbOPCTBOTO B M3MbIIHEHMETO Ha Npoekta ¢ EBponenckaTa
XBHTUHITBH Acoumauusi, GasupaHa B HopBerusi, ce M3nbrnHsaBa WU
)KenaHMeTo Ha xopaTa C pefaku 6ornecTu 3a 3acurneaHe Ha gocera UM C
Yy>KOecTpaHHU 1 MeXayHapoaHW opraHusaumn 3a npsik 1 6bp3 AocTbN
[0 3aro3HaBaHe C MHOBATUBHM NIEYEHUS U YCyru.

CobBMmecTHaTa paboTta B U3NBbIIHEHNETO HA TO3N Makap U ManbK NPOEKT
e CrnoMorHe 3a 3aCUSfIBaHETO Ha [ABYCTPaAHHUTE OTHOLUEHUS
Mexay cTpaHuTe goHopu n bbnrapus B obnactta Ha pegkute
3abongaBaHus, kbaeTo bbnrapus Bce owe nsoctasa, a Hopserus
nMa ronsam pecypc 3a cnogensiHe.

ConwkaBaHeTO 1 NApTHMPaAHETO Ha ABeTe U3MbIIHABALLN OpraHm-
3auMM LWe [onpuHece M 3a MNoBULWLABaHE Ha OOLLECTBEHOTO
oCb3HaBaHe Ha ¢hakTa, Ye 6onHuTe OT eaHa psagka bonect Moxe
Aa ca marnko, HO npeaBup TOBa, Ye 3acsraT UanoTo CeMEeNCTBO
cTaBaT coumarnHo 3Ha4um npobnem.

Family Matters

We are supporting the
Family Matters campaign

To find out more and get involved, please visit our website.

Huntington's HUNTINGTON'S Is)
huntington’s Disease DISEASE ASSOCIATION

Association NORTHERN IRELAND

Working together as the Huntington's Disease Alliance UK and Ireland.



npe,D,CTaBﬂHe Ha 6'bnrapcxvm KoopAuUHaATOp —
Bbunrapcka XbHTUHITBHH Acouuuusa (BXA)
Bbnrapcka XbHTUHITHH Acoumauunsi 3anoyHa Kato CTpemex Aa

ce cb3gade OOLIHOCT Ha noakpena, pasbupaHe U rpuka 3a
ceMelcTBa, 3acerHatu oT 6onectra Ha

8 XBHTUHITBH npe3 2014 r.
/‘ Manko cneg ToBa acouuauusita paswmpu
CBOATa nmogkpena W YCnyrm 3a xopa C Opyru

peaku 3abongaBaHus, koraTto belue yCTaHOBEHO
Yye CblieCTByBa nopasnTesiHa Jinrnca Ha rpyxmn mn
nogkpena 1 npun Xxoparta 3acerHat oT Apyru pegkum 3abonsaBaHus.

C OBbNroroguLLIHMA CU ONUT U MHOXECTBO UHULMaTUBK, Bbnrapcka
XBHTUHITBH AcoLmaums HenpekbCcHaTo ce pa3pacTBa U pasBuBa,
3a [Ja Moxe [a npeanoXxu no-cneuuanuavpaHa nomouy U
noAKpena Ha KONIKOTO € Bb3MOXXHO NOBeYe CEMENCTBA, 3acerHaTu
OT peaku bonectn B Bbnrapus.

NMpeactaBssHe Ha HOPBEXKUA NapPTHbOP
EBponeucka XBHTUHITHH acouuauus
(EHA/European  Huntington  Association,
Norway)

EBponenckata  XbHTUHITBH  Acouunaums

(EHA) e cb3gapeHna npe3 1986 r. n otToraea

paboTn ycuneHo, 3a ga nogobpwu xmBoTa Ha

2 v 3acerHatute ot 6onectta Ha XbHTUHITBH.
%

” e Llenta Ha opraHuMsauusTa e ga cnogens
Huntington ™

oy
U on

MHpopmaums u ga cBbp3Ba Xxopa B udna
EBpona, 3a ga pabotaTt 3a no-4obpo neveHme, n3cneaBaHna n 3a
6opba cbe cTurmaTa.



Cmpykmypa. EHA e opraHusaumsa, cbctoswa ce oT 43
HauMoHanNHM acouuaumm Ha XbHTUHITBH U noBe4ve ot 30 000
NHOVBUAOYaNHN YneHoBe.

Lenu Ha EHA:

» [llogkpena wn HacbpyaBaHe Ha TpPaAHCrPaHUYHOTO
CbTPYOQHMYECTBO

» OOMeH Ha 3HaHus 1 onut

» MoTuBupaHe Ha o6LHOCTTa Ha XBbHTUHITBHH Aa yYacTBa
B KITMHWUYHU U3NUTBAHUS

» [loBuwaBaHe Ha WHMOpMMpaHOCTTa 3a bonectrta Ha
XBHTUHITBH

» WanonseaHe Ha Bb3OENCTBMETO HaA OpraHM3auuuTe Ha
XBbHTUHITBH BbPXY 34paBHUTE BnacTu "
npasuTencreaTa

» Cb3gaBaHe Ha HOBM HauUMOHanNHM acoumaumm no
oonectn Ha XbHTUHITBH

lpoekmwbm Ha EHA ,,3ae0HO no-cusiHu“

Mpes eceHTa Ha 2016 r. ctapTupa npoekTbT Ha EHA ,3aegHo no-
cunHu“ (Stronger Together). O6warta uen e ga ce nsrpagm MocT
MeXAay HayyYHUTE n3crnefBaHus U ceMencteata Ha XbHTUHITBH.

ToBa cbTpygHmyecTBo bewe ocobeHo 3acuneHo npes 2017 r.,
koraTo Oewe cb3gageHa XanuvHITbHCKaTa Koanuuus  3a
aHraxupaxe Ha naumeHtute (HD-COPE).

KoanunuusTa e nbpearta no poga cu B 00LLHOCTTa HA XbHTUHITBH:
TSl JaBa Ha YfIeHOBETE HA CEMENCTBOTO NPSIK M Bb3AeNCTBALY, rfac
B KNWHWYHUTE U3CNeaBaHMA W [aBa Bb3MOXHOCT Ha
nacnegoBatenute gda HayydaT [MoBeYye 3a HyxauTe Ha
cemencraara.

MpuHOCHT Ha NapTHbOpa 3a NPOeKTa e B NoAKpena 3a 3acurBaHe
Ha 1 ykpensaHe Ha obLHOCTTa Ha 3acerHatute OT BonecTra Ha
XBHTUHITBH, KOHCYNTMpPaHe OTHOCHO Bb3CTaHOBSIBAHETO Ha



NCUXMYHOTO 3AOpaBe Ha LenesaTa rpyna, NpeHoc Ha [aobGpa
npakTMka 3a BKMOYBaHe Ha cemelicTBaTa Ha 6onHuMTe B
CbBMECTHM 0Oy4YeHMss U MpuHOC B paspaboTBaHe Ha
cTpaTerMyecky JOKyMeEHT 3a pa3Butue Ha BXA.

OOyyeHue 3a u3rpaxpgaHe Ha KanauuTteT 3a
paboTa B gurutanHa cpega v opraHusupaHe m
npoBeXxaaHe Ha OHJTanH CbLOoOUTUA

CTenka 3. MnaHupadTe NbpBaTa CH cpewa

Cneq kaTo HanpaBuTe BCMYKM HEOGXOOMMIA KOPEKUMM B NPOHNA CH, CTe FOTOBK fa
nnakupate, 1a GBAETE AOMAKMH WK A G& NPUCHLEAWHNTE KbM MHPBATA CH Cpea
[la pasrnesame nnaxvpaxeTo. MpUaBMKETe G B FOPHUA NAB BILN HA GTPAHNLATA Ha
BALUMA SKAYHT W WPAKHETE BEXY CPEUM B NABOTO NOne

zoom - B

Mangemnara ot COVID-19, KOATO HamnoXu orpaHuMyaBaHe Ha
CoUManHUTE KOHTaKTU ,Ha XUBO“ U NPpeMMHaBaHe Ha 0by4YeHus n
cpewm B gurntanHa cpeaa, paskpu, Yye aaney He BCUYKN YNeHoBe
Ha paboTHus ekun Ha BXA umart HeobxogumuTe yMeHus 3a
MbITHOUEHHa paboTa B gurntanHa cpega.

HacToalwmaT NpoekT NnpeaocTaBn Bb3MOXHOCTTA 3a U3rpaxaaHe
Ha Te3n YMEHUS BbB BCEKM OT YNEHOBETE Ha pasLUpPEHUs
paboTteH ekmn Ha BEXA.



O6yueHneTo Gelle NnNaHMpaHoO Aa ce CbCTOM Ha XMBO, HO Belue
3abaBeHO Nopaau passuxpunaTa ce TpeTa Bb/iHa Ha naHgemMuaTa
COVID-19 1 ce npoBefe OHManH B HA4anoTo Ha anpwn.

MeToabT Ha npoBexaaHe Ha 0by4eHneTo beLle CbC CpaBHUTENHO
Marnko TeopeTudeH matepuan n okyc, NocTaBeH BbPXY ,Y4eHe
ype3 npaBeHe®, MpuM KOeTo cneq TeopeTudHaTa 4acT BCEeKu
y4acTHUK B OOy4YyeHMeTO W3NbMHW ornpedeneHn 3agadn B
NPUCHCTBME Ha rpynaTa 1 BCAKO U3NbJIHEHNE Belle KOMEHTUPAHO
N OLEHSABAHO 3a €BEeHTyaslHM FPELLKM UM NPOMyCcKU, TbW KaTo
3apjayuTe 6axa cBbp3aHM C OpraHn3npaHe U NnpoBexagaHe Ha pas-
nn4HM cbbUTKSA B NnaTtopmaTta Zoom.

Ob6yuntenHa Tema Oewe n paspaboTBaHe B KOHCYNTMpaHe C
HOPBEXKMSI MAaPTHLOP M B CbTPYAHMYECTBO C LieneBaTa rpyna Ha
XopaTa, XuBeelun ¢ bonectta Ha XbHTUHITBH Ha OpraHu3aum-
OHHW NOAXOAN KbM LieNeBUTE rpynu B U3BbHPEOHN YCNOBUSI.

B kpas Ha oby4yeHneTo Gelle NnpoBeaeH KpaTbK N3NUT 3a NPOBEpP-
Ka Ha YCBOEHUTE 3HaHUa U YyMmeHus u bsxa pasgageHu
ceptudukatn. YdyactHuumute B O0OyyeHMeTo nognucaxa wu
cbrnacue 3a 6esnnaTHo npefocTaBsaHe Ha obyyeHue 3a paboTa B
Zoom npu Hyaa OT TakoBa Ha HOBW 4SieHOBe Ha ekuna Ha BXA.

B kpas Ha 06y4eHNeTo BCUYKN YHaCTHMLM MOMbIIHNXA OLLEeHUTEN-
HM BbMpocHMuM. Ha ocHoBaTa Ha Taka nogageHaTta obpaTHa
Bpb3ka, OLEHKa Ha o0yuuTenHuTe maTepuann m obyyunmTenHus
noaxon 1 Ha HabnaeHns No BpemMe Ha npoBexaaHeTo Ha oby-
yeHueTo, 6elle pa3paboTeH aHaNUTUYEH OOKNa4 3a CTENEHTA Ha
NoCTUrHaTO 3a40BOJICTBO M pe3ynTtaTute ot oby4yeHue.



Meceu 3a noBuwIaBaHe Ha
MHdopMUupaHoOCTTa 3a bonecrtra Ha
XBHTUHITBH

CONSENSUS STATEMENT

IMPROVING ACCESS TO CARE AND
TREATMENT FOR HUNTINGTON'S DISEASE
PATIENTS AND FAMILIES

Meceu, man Benexunm kaTto omumaneH mecel, 3a nsrpaxxgaHe Ha
MHPOPMUPAHOCT OTHOCHO bonectrta Ha XbHTUHITHH. B TO3M pefq
Ha mucnn, EBponenckata XbHTUHITBEH AcouMauunst KaHU BCUYKK
3aMHTEepecoBaHN Ja ce BKYaT B MeTMuus B MNOAKpena Ha
cemencTBaTta 3acerHatm ot 6onectta Ha XbHTUMHITBLH. XoparTa,
3acerHatn oT 6onectta Ha XbHTUHITBH (HD), He nonydaBar
34paBHUTE  yCrnyrm, OT KOUTO Ce HyXOasT, BbNpeku
ONyCTOLUMTENTHOTO Bb3AenCcTBME Ha bonectta. KbM MoMeHTa He
€ OTKPUTO fneYveHne, HO Ha nauMeHTUTe MoXe [a ce NoOMOrHe ga
XnBeaT no-gobpe n ga ynpaenasaTt CUMATOMUTE, ako nonyyaT
AO0CTBbN 40 NpaBUNHUTE 34paBHU yCyru U nogkpena.



Makap n gHec caMo ManuMHCTBO OT XopaTa, 3acerHatn ot HD,
nonyyaesaTt HeobxogumaTa nogkpena v noMoLl, UMa peLleHne Ha
TO3K Npobnem - CbLeCcTBYBa ONUT U 3HaHUSA - HawaTa obLwa
OTrOBOPHOCT € Aa OCUrypum no-godbp 4OCTHN HA BCUYKK
naumeHTun. lNoakpeneTe NauneHTUTE B 3aLMTa Ha NPaBOTO UM Ha
34paBHU yCIyru.

lModnuweme nemuyusima u npu3suea 3a delicmesue:

https://www.change.org/p/members-of-european-parliament-
improving-access-to-care-and-treatment-for-huntington-s-
disease-patients-and-families-5e40dch8-f385-4f9b-9a64-
34ael8abeed8?recruiter=1195696036&recruited by id=1774f2c
0-alcd-11eb-8271-

77d975b987d4&utm_source=share petition&utm medium=copy!
ink&utm_campaign=petition _dashboard

NMnaHupaHe npoBeXxaaHeTo Ha

,Ceamuua Ha bonectrta Ha XbHTUHITBH

E Pervctpaums HDWEEK [ v @ @ @ m
Questions

PeI'VICTpaLJ,VIFI 3a yyactue "HD WEEK" 2021

8 HD WEEK 2021, konTa e ce nposesie a rpa nbw npea Meceu cenTempy Tr
eABIA, 4E MECTATA CA OFPAMUEHH, YUACTHHLNTE LLie Ce BKNIONBAT Ha NPHHLM
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BbB Bpb3ka Cc nposexgaHeto Ha ,Ceamuua Ha 6onectta Ha
XBbHTUHITBHY Gewe wun3rotBeHa pernctpaumoHHa dopma 3a
y4yacTHMLUMTE C Len ynecHsBaHe npoueca Ha 3anMcBaHe B narepa.
PeructpaunoHHata ¢opma mma 3a uen ga cbbepe OCHOBHa
MHgopMauunsa Heobxoanma 3a NpPoBeXAaHeTo Ha narepa.

PoHa ,AktuBHun [paxpgaHn” Ha DPuHaHcOBUSA
mexaHu3bM Ha EUIN v HopBerusa

MoakpenaTta 3a rpaXaaHCKoTo OOLLECTBO € OCHOBEH NpuopuTeT

3a 6e3Bb3mesgHUTe
lceland cpeactBa 3a EWIM 2014-
Liechtenstein Active 2021 r., dMHaHCMpaHU OT

N . f NcnaHguga, JlnxTeHwanH um
orway citizens fund Hopserva B 15 abpxasu-

uneHkn Ha EC B LUeHTpanHa u KOxHa EBpona u MNpunbantuka.

HeceT npoueHTa OT o0b6WMA pasmep Ha pasnpegerneHuTe
cpeacTBa 3a OTAENHUTE CTpaHW ca 3ajeneHu 3a nporpama 3a
rpaxkgaHcko o6wecTBO BbB BCHAKa ObpXaBa 6O6eHeduUNeHT.
®oHabT AKTUBHM MpaxkaaHun e cb3gageH B MPUOPUTETHUSA CEKTOP
,KynTypa, rpaxgaHcko obLiectso, 4oOpO ynpaBreHne, OCHOBHU
npasa wn ceobogu“, eguH OT NeTTe MPUOPUTETHU CeEKTopa,
AOroBopeHn Mexay cTpaHute goHopu n EBponenckus Cobioa.

Pasnpepenennte cpeactea 3a PoHg AkTMBHM  [paxpaHu
Bbunrapusa ca B pasmep Ha 15,500,000 eBpo, npenocraBeHn OT
abpxasute goHopu Mcnanam4, JNluxteHwanH n Hopeerus.

Mporpamarta we paboTtn oo 2024 r. u we gonpuHece 3a obwuTe
uenn Ha 6e3Bb3mesgHuTe cpeacrtea Ha EWIM n Hopserus, 3a
HaMmansiBaHe Ha MKOHOMWYECKUTE WU COUuMarnHuUTE pasnuuusa u 3a
yKpenBaHe Ha [OBYCTPaAHHMUTE OTHOLUEHUA Mexay AbpXaBute
6eHeUUNEHTN N CTPaHUTE AOHOPW.



Lenta Ha ®oHa AxtuBHM [paxpgaHn e: ,YKkpenBaHe Ha
rpaXxgaHckoTo  O6LWeCTBO M aKTMBHOTO  FpaXdaHCTBO U
oBracTtaBaHe Ha ydas3suMmute rpynu‘. ®oHOBLT ce cTpemMn aa
pa3BuBa AbArocpoyHaTa yCTOMYMBOCT U KanauuTeT Ha cekTopa Ha
rpaXgaHckoTo  obuwecTtBo, 3acunBavikm ponsta cu 3a
HacbpyaBaHe Ha [OEMOKPaTUYHOTO  y4yacTue, aKTUBHOTO
rpaxgaHCcTBO WM npaBaTa Ha 4YoBeka. CregHute obnactm Ha
nogkpena ca gonycTuMu:

> [emokpauus, akTUBHO rpaXxaaHCcTBO, 406pO ynpaBneHue u
NPO3payvYHoCT;

» [llpaBa Ha 4oBeka W paBHO TpeTupaHe 4pe3 Bopba c
BCsIKakBa OMCKPUMMHALMNSA HaA OCHOBaHWE Ha pacoB Wn
€THUYECKN NpOM3X0A, pPenurns unum ybexaeHusi, non,
yBpexaaHe, Bb3pacT, CEKCyanHa OpueHTauuns unm nonosa
NOEHTUYHOCT,;

» CoumanHa cnpaBensIMBOCT U BKOYBaAHE Ha YsI3BUMUTE
rpynu;

» PaBeHCTBO Mexay MonoBeTe W Hacunme, OCHOBAHO Ha
nona;

» OkonHa cpega v KNnuMaTu4HM NMPOMEHM.

www.activecitizensfund.bg e oduumanHuaT yebcant Ha nporpama
»+AKTUBHU rpaxxgaHn’.

[onbnHuTenHa nHpopmaums MoxeTe fa OTKpUeTe Ha
odumumanHus yebcant Ha KoopanHaTopa Ha NpoeKkTa:
http://huntington.bg/cateqory/proekti/

M B Instagram: https://www.instagram.com/huntington.bag/
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AKo y4yacmeame 8 npoeKm usu uHuyuamuea, Koumo
cMmsimame, 4ye 6uxa Moasiu 0a cbmpyoOHUYam Ha npoexKkma
,HD WEEK (Huntington’s disease week)*, mMosns, cebpxeme
ce ¢ pbKkogoOumeJsisi Ha MPoeKma.
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BULGARIAN
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ASSOCIATION

To3n [JOKYMEHT e cb3pgajgeH C @MGuHaHcoBaTa noc
Bvnrapumua no ®unHaHCDODKKKWM A amaxaH WOITBMBHOEP HO C
CbAbpXaHMEeTO Ha [JOKYyMeHTa ce Hocu oT , bbby
nNpuM HMUKaKBMU O0O6GCTOATENCTBYAE HIEO 3MIO XIEO KAyam ecHeT i
opmuyumanHoOTO CTaHoOBMUMWE Ha PHUHAaHCOBMUSA Me:
MKOHOMMYECKO nNnpocTpaHcTBO U OnepaTopa Ha



