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0o:
MWUHUCTEPCTBOTO HA 30PABEOIA3BAHETO
MWUHUCTEPCTBO HA COLUMATNHATA NOJINTUKA
Konwue po:
NMPEAOCTABUTEJICTBO HA OOH B P.BBJIFTAPUA
MCKAHE

OTtHOCcHO: UckaHe Bbnrapums ga nogkpenu npuemaHeTto Ha Pesonouusa Ha O6woTo
cbbpaHme Ha OOH 3a cnpaBsiHe ¢ npeau3BUKaTeNicCTBaTa Ha Xoparta, XuBeewm C peaku
3abonsiBaHMA U TeXHUTE CeMencTBa.

YBaxaemun gamm 1 rocnoaa,

lNuwem eu, om umemo Ha bwbreapcka XbHmuHambH Acouyuauyus. Hawama opzaHu3sauyus
rnose4ye om 7 200uHU pabomu 6 rooKperna Ha xopama xueeewju ¢ pedku 3aborisieaHusi 8
bwreapus u kamo makaea e noriHornpaseH YrieH Ha EURORDIS- Hali-2onsiMa op2aHu3ayus 3a
pedku 6onecmu e ceema. lNoseye om 350 000 Oywu ca 3aceeHamu om pedKu 3aborsieaHe 8
bwnezapus u okono 300 munuoHa e cgema.

MoBeyeTo X0pa, XMNBEELLM C pSAKO 3abonsBaHe Mo cBeTa, ca B nepudepusta Ha obLLecTBOTO,
Hepasno3HaTW, 3aknemmeHu U OUCKPUMUHMPaHU. Te ca uanpaBeHW npen HepasbupaHe Ha
MHOTrOM3MepHUTE Npean3BuKaTeNCTBa, KOUTO 3acAraT BCUYKM acreKTh Ha TEXHUS XKMBOT, OCBEH
3apaBseTo. Te ca ysA3BMMO HaceneHne B NCUXONOrMYeckn, coumaneH, KynTypeH U MUKOHOMUYECKN
acrnekT, KOeTo € W3NpaBeHO npepd AVUCKPUMUHALUUSA U crneuuduryHn npeausBukaTencTsa B
3apaBeonasBaHeTo, 0bpa3oBaHNeTo, 3aeTocTTa U CBOGOAHOTO BpeMe. Bb3aencTBneTo cunHo
3acara U TexXHUTe ceMeincTBaTa Bb3MNPEnATCTBA TAXHOTO akTUBHOTO y4vacTue B OOLIecTBOTO,
NPUYMHABANKM NOBULLEHO 0beaHsABaHe U U3onaums.

Tasn cneumduryHa KOMOMHAUMSA OT YA3BMMOCT, U3KINOYBaHe M HecnpaBeanMBOCT e npuinHaTa
npenus3BMKaTencreaTa Ha xoparta Cc pefku bonectn ga 6baaT NO3MLMOHUPAHN KaTo Npobnem
Ha NpaBaTta Ha 4YyoBeka Ha rnobanHo HMBO 1 Aa 6baaT pasrnegaHn B pamkute Ha lporpamata
Ha OOH 2030: LienuTe 3a yCTOM4YMBO pasBuTUE, B CbOTBETCTBME C NPMHLMNA ,4a HE OCTaBsiMe
HUKoro 3ag cebe cn“ n ga ce cTtpeMmm ga JOCTUTHEM Han-ganed Hasag.
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3a ga ce ocurypu 6narocbCTOSAHNETO Ha XopaTa, XunBeewn ¢ peakum bonectn, e HeobxoaMmo
ObpXaBUTE-YI1E€HKN Ha O6uwoTo C'b6paHI/Ie Ha OOH pa HaCbp4aBaT KOJIEKTUBHO MEPKUTE, KOUTO
ca wmyntmamncuuniimHapHu, uUdanoCtTHM M HaCo4YeHU KbM JIMYHOCTTa U KOUTO ocurypaBat
HeaANCKpUMNHaUunAa n Bb3MOXHOCTU Oa AorpuHecaT 3a obLwecTBoTO.

OkypaxeHn cme OT BHMMAHMETO, KOETO NOCTENEHHO Ce OTAENS Ha XopaTa, XXMBEELUN C peaku
6onectn, oT cTpaHa Ha HaWeTo NPaBUTESNICTBO M OT CTpaHa Ha Bce Mo-ronsm Gpoun apyru
npasutenctBa no cBeta. B pgonbnHeHue, naHgemuata Ha COVID-19 noayepta
HeobXxoAMMOCTTa OT CMELWHO MNPeoAosisBaHe Ha CbLeCTBYBALUMTE 34pPaBHU, couManHu u
MKOHOMMYECKN HEpPABEHCTBA, KOUTO HAMa Aa mnadvesHat cneg COVID-19, ocBeH ako He 6baar
BbBeAEeHU cneumdunyHn NonnMTMKkA. TBbPAO BApBaMe, Ye € AOLbS MOMEHTBLT Aa MOCTUrHEM
HanpeabK KbM LEenuTe 3a yCTOMYMBO pas3BUTME B HalwlaTa CTpaHa, Aa ,M3rpagvMm no-gobpo
oboewe” n ,0a He ocTaBsiMe HUKOro 3apg cebe cn®.

3aegHo ¢ HawuTte MexayHapogHu naptHeopu - EURORDIS-Rare Diseases Europe, Hue Bu
npusoBaBamMe ga nogkpenute npuemMaHeTo Ha pesonouma Ha ObwoTo cbbpaHne Ha OOH 3a
cnpaBsHe C npegu3BuKaTencTBata Ha xopaTa, XUBeelwy C peakn Oonectm 1M TexHuTe
cemeuncTBa.

Lle HamepuTe npunoxeHa KoHuenTyanHa Benexka, B NpuioXeHMETO 3a KamMnaHusTa 3a
pesontoumns Ha OOH ¢ nogpobHa nHdopmauus 3a cutyaumsita B CBETOBEH Mawab Ha xopaTa,
XUBEELLUN C pedkn 3abonsiBaHMs U KNOYOBUTE BBLMNPOCKU Ha OOLIHOCTTA Ha XopaTta C peaku
donectn.

LUle ce pagBame ga opraHusupame cpelwa ¢ Bac nnu Bawmte koneru, BupTyanHo nnu nuue B
nnue, 3a aa o6cbanM TO3M BbNPOC NO-NoApo6HO.

KaTo opraHusaumnsa paboTtella oT roguHu no MHULMATMBA 3a OBMACTsBaHE Ha xopaTta C peaku
bonectu B bbnrapus, nskassame npegBaputenHo Hawarta 6narogapHoCT 3a aHraxupaHeTo Bu
B TE€3UN UBKITYUTENHO BaXXHWN 3a Obnrapckute cemencrea gencrams!

Han-go6pu noxenanus,

Hatanna Npuroposa, npegcenarten Ha bbnrapcka XbHTUHITBHH Acoumauns

3a KOHTaKTU:

Hatanuna Npuroposa, GSM:0876510846, email: info@huntington.bg
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MpunoxeHue

KoHuenTtyanHa 6enexka kbM pesontoumnsa Ha O6woTo cbopaHne Ha OOH oTHOCHO
CnpaBsiHe ¢ Nnpegu3BMKaTesicTBaTa Ha XxoparTa, XXuBeeLwm ¢ peaku 3abonsaBaHua U
TeXHUTe ceMencTBa

Tasn Genexka uMma 3a uUen Aa uHGOPMUPa 3a KOHTEKCTa M KIYOBUTE MOCMaHMS Ha
kamnaHusTta, ctaptmpaHa ot EURORDIS-Pegkn 6onectn EBpona, KakTo U BCUYKM TEXHU
4yrieHoBe, Npu3oBaBalku 3a npuemaHe Ha Pesontoums Ha ObwoTo cbbpaHme Ha OOH OTHOCHO
CnpaBsgHe c npeagu3BukaTencTeaTta Ha xopaTa, XX1MBeeLum € psaka 60necT n TexHUTe ceMencTaa
npes 2021 .

KoHTekcT

OcHoBHaTa uen Ha kaMnaHuaTa e Ja ce NpusHae, Ye xopara, XXMBEeeLLM C psaako 3abonsiBaHe,
ca npeHebpersaHo HaceneHue u ToBa M3NCKBA He3abaBHO W CMELUHO BHUMaHWE, KakTo W
npuemaHeTo Ha rnobanHn n HauMoHanHW NOMUTUKK, KOUTO Ce OTHACAT A0 TEXHUTE HYXAU n
ponpuHacat 3a nocturaHeto Ha [lporpamata Ha OOH go 2030 r., cBbp3aHa Cc uenuTe 3a
YCTOMYMBO pa3BuTHE U 0beLLaHNeTo UM aa ,He OCTaBsAT HUKOro 3ad cebe cu®.

O6uwHocTTa Ha rpaxgaHCKoTo obwecTBO 3a pedknm 0Oonectu, C nogkpenata Ha peguvua
abpxaBn-yneHkn Ha OOH BknounTenHo bpasunus, abpxaeaTta Katap n Vicnanus, npegnarat
aa ce npueme pesonouma Ha O6woTto cbbpaHme Ha OOH, kosATO MOXe Oa OencTBa KaTo
KaTanusaTtop KbM Tasu uen.

Nctopua:

a) 300-Te MunmMoHa xopa, XuBeeLm ¢ pagko 3abonsiBaHe No cBeTa, U TEXHUTE CEMENCTBa ca
nanpaseHn npepg obwm npeamnssukaTenictBa BbB BCUYKM acnekTn oT exeaHesmeTto nm. Kato
nonynauus ¢ HapacTBalM Ysi3BUMOCTM Te ca HENpOMOpLMOHANHO 3acerHatm OT cTurmaTa,
ANCKPMMUHALMATA N coumnanHaTta maprmHannsagus B pamkuTe Ha cBosiTa coumnanHa cpega v B
obuectBoTo KaTto usano. OcKkbAHOCTTa Ha 3HaHMUSATaA M ekcrnepTu3aTta 3a pedku bonectute u
nuncaTta Ha MHOPMUPAHOCT 3a NpeansBuKaTencTeaTta, nNpes KoMTo ca U3npaBeHn xopaTta C
peokn 3abonsiBaHusi, O3HayaBa, 4Ye Te Cca [MCUXOSIOTMYECKU, COLManHo, KynTypHO W
NKOHOMUYECKN YA3BUMM.

0) CbuwectByBaT peavua B3aMMOLEWUCTBUA MEXOy HyXauTe M uenute Ha obuHocTTa Ha
peakute 6onectn, n tesn ot lporpamata Ha OOH 2030 n HenHWTE UEnM 3a YCTOMYMBO
pa3BuUTME, N NO-KOHKPETHO CrieaHuTe:

v lMpeanssukaTencreaTa 3acsraT UsfioTo CEMENCTBO U MPUYUHABAT KaTo LSINIOCTHO NOBULLEHA
n3onauua n obegHsBaHe;

v 3a xoparta ¢ peakv 6onecTu nuncea AOCTbN A0 noaxoasila AnarHocTuKa 1 rpyxku npes Lenms
KMBOT, KaKTO 1 colmanHa noakpena;

v Xoparta ¢ pegku 6onectu ce cbnbckBaT C Npeagu3BmukaTenicTea Npym gocTbna 4o obpa3oBaHme
Ha BCUYKW eTanu OT XWMBOTa CU, NOpPaaM HeOOCTBLMHOCT Ha CbOPBLXEHUS U HeadanTupaHu
MeToaun Ha 0by4yeHue;
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v YKeHuTte, xuseewim ¢ pAaaKo 3abonsBaHe, ca n3npaBeHu npepn noseye TpyaHoOCTU Npu AoCTbNa
OO0 TPpWXnM N Korato 4YrieH Ha CEMENCTBOTO XUBEE C paaKko 3abonsiBaHe, OCHOBHaTa ponda Ha
HerniaTteHnTe rpnxmn Han-4eCTo Ce Nnoema OT XKEHUTE;

v XopaTa ¢ peaku 6onect u TexHUTe cemMencTaa ca usnpaBeHn npen npeavsBmuKkaTencTsa npu
AOCTbNa, 3aAbpPXKaHEeTO U BpbLLIAHETO KbM paboTa;

v/ HenponopumoHanHOTO HMBO Ha YyA3BMMOCT O3HayaBa, Ye XxopaTta C peaku bonectu ce
cbnbckBaT CbC CTUIMa, OUCKPUMMHAUMA W NUNca Ha Bb3MOXHOCTU 3a BKMNHOYBAHE B
obLiecTsoTo.

Tosu dokymeHm e cb3dadeH ¢ ¢huHaHcoeama rnookpena Ha ®oHO AKmusHU epaxdaHu brbrzapusi no @uHaHCo8UA MexaHU3bM Ha Eeponelickomo UKOHOMUYEeCcKo nMpocmpaHcmeo. Lianama
0meo8opHocM 3a cbObp)aHuemo Ha 0oKymeHma ce Hocu om COpyxeHue ,bbreapcka XvHmuHembH Acoyuayusi u rpu Hukakeu obcmosimesicmea He Moxe 0a ce npuema, 4ye mosu
OoKyMeHm ompassiea 0ghuyuanHomo cmarosuue Ha PUHaHCO8US MexaHuU3bM Ha E8pornelickomo UKOHOMUYecKo npocmpaHcmeo u Onepamopa Ha ®oHO AkmueHu epaxdaHu bbreaapus.
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