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ASSOCIATION

0o:
MWUHUCTEPCTBOTO HA 30PABEOINA3BAHETO
MWUHUCTEPCTBO HA COLUMATNHATA MNOJIUTUKA
Konwue po:
NMPEOCTABUTENCTBO HA OOH B P.BBJIFTAPUA
MCKAHE

OtHOoCcHO: WUckaHe Bbnrapus ga 6bae cb-crnoHcop Ha Pesonwuusata Ha O6wWoTO
cbbpaHme Ha OOH 3a CnpaBsiHe ¢ npeau3BUKaTencTBaTa Ha Xopara, XXUBeewm ¢ psaaka
OonecT n TeEXHUTE ceMencTea

YBaxaemun gamm 1 rocnoga,

lNuwem eu, om umemo Ha bwbreapcka XbHmuHambH Acouyuauyus. Hawama opzaHu3sauyus
rnoseye om 7 200uHU pabomu 8 rnodkperna Ha xopama xueeewu c pedku 3abornseaHus 8
GEvnezapusi u kamo makaea e nbriHorpaseH YrieH Ha EURORDIS- Hali-eonsima opeaHu3ayus 3a
pedku 6onecmu e ceema. loseye om 350 000 dywu ca 3acecHamu om peodku 3abosisieaHe
e bwneapus u okosio 300 munuoHa 8 ceema.

3aegHo ¢ HawwuTe MmexayHapoaHu naptHbopu —EURORDIS-Rare Diseases Europe — Hue
npusoBaxme ObpxaBuTe-dneHkn Ha OOH pa nogkpenaT npuemaHeTo Ha Pesonioums Ha
O6woTo cbbpaHme Ha OOH 3a cnpaBsHe ¢ NpegM3BMKaTesnicTBaTa Ha fnivuaTa XUBEELLM C PALKO
3abonsiBaHe 1 TEXHUTE CeEMENCTBAa.

mobGanHaTa obLHOCT 3a peaku 6onecTn nukyealle, Korato B noHeaenHuk, 15 Hoemspn 2021
roguHa, Tpemusm komumem Ha Obwomo cvbpaHue Ha OOH npue ¢ KoHceHcyc Pe3onoyusma
3a ,[lpeodornsisaHe Ha npedu3sukamesicmeama Ha xopama, Xxueeewu c psioka bonecm u
mexHume cemeticmea“ no moyka 28 om OHes8HuUs ped OMHOCHO coyuasiHomo pa3sumue.

MpoekTtonpennoxenuneto (A/C.3/76/L.20/Rev.1) 6elue npneto crnepn ycTHO npepasrnexaaHe Ha
11-to 3acegaHme Ha TpeTusa KOMUTET, Npu KoeTo naparpad 5 bGelwe agantvpaH KbM HOBUS
aoroBopeH e3unk u naparpad OP15 ce natpmsa. OKOHYATENHUAT OKYMEHT wWe 6bae cnogeneH
cBoeBpemMeHHO oT Cekpetapuata Ha OOH, korato 6bae odwmuymanHo npuet Ha O6WOTO
cbbpaHme Ha OOH Ha 16 gekemBpu 2021 T.

Om umemo Ha obwHocMmma om xopa, Xuseeuwu ¢ psioko 3abornsieaHe 8 bbreapus u rno ceema,
HUe C ysaxeHue 8u Mosrum Oa ce MpucbeduHUmMe KbM Cb-CIIOHCOPCMB8OMO Ha ma3su Hosa
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pesonoyus, npedu ms da 6ude ogpuyuanHo npuema e Obwomo cvbpaHue Ha OOH Ha 16
dekemspu.

Mo TO3M HauwH CTpaHata HMU LWe ce MnpucbeaunHn KbM HaCToALUTEe 54 CbaBTOPUN Ha
pe3onwundaTta, BKIHOYUTEITHO HEeNnHNTE nogaopbXHULN: 5p33|/IJ'II/IFI, D,'bp)KaBaTa KaTap n
McnaHna. Tasm HoBa pe3ontouna Hacbp4daBa XOJIMCTUYHU U OPUEHTUPAHU KbM JINYHOCTTAa
MepKUN, KOUTO rapaHtTnpaTt HeanCkpmmMmmHauma n Bb3MOXHOCTU 3a NMPUHOC KbM obuwecTBoTO 3a
XopaTta, XuBeewn C pAagka bonect no uenus ceat. CnegoBaTenHO TOBa € CMMBOJSIMYEH
KpaﬁbrbﬂeH KaMBbK OT KNHO4YOBO 3Ha4YeHMe 3a OOLWHOCTTa Ha peakuTe oonecTtu, xuBeewa
B E'bnrapvm N nNo cBeTa.

XopaTa, XuBeewmn C psgko 3abonsiBaHe, ca MNCUXOSMOrMYECKW, COUMAanHoO, KymnTYpHO WU
MKOHOMWYECKM YA3BMMO HaceneHue, M3npaBeHo npen crneumduyHn npeaunsBukaTencrea B
3apaBeonas3BaHeTo, obpas3oBaHMETO, 3aeTocTTa M cBOOOAHOTO Bpeme. B pgonbnHeHue,
naHgemmata ot COVID-19 nogyepta HeobxogumMocTTa OT CMEWHO CrpaBsHE C Be4e
CblUEeCTBYyBalUNTE 3OpaBHW, CcOUManHM U WMKOHOMUYECKM HEpaBEHCTBA, KOMTO HAMa nAa
HamaneaTt cneg COVID-19, ocBeH ako He 6baaT BbBeaeHW cneynuduyHn NoNnTUKA. TBbpAOTO
HK ybexxaeHune e, Ye € MOMEHTBT [a NOCTUTHEM HanpeabK No LuenTta ,Aa He N3ocTaBsiMe HUKOro*
N Oa ce CTpeMUMM MbPBO Aa AOCTUTHEM Hal-OTAaneyYeHuTe.

LLle ce pagBame ga opraHusnpame cpelya ¢ Bac Uv BaluMTe KONern, BUPTyasHoO Unuv nuue B
nuue, 3a ga obcbaMm TO3M BbNPOC NO-NoapobHO.

KaTto opraHmsaums pabotelia oT roaMHu rno nHMUuaTtmBa 3a OBMacTaBaHE Ha xopaTa C peaKku
bonectu B bbnrapus, nskassame npegsapuTenHoO HawwaTta 6narogapHoCT 3a aHraxupaHeTo Bu
B TE€3WN UBKITYUTENHO BaXXHWN 3a Obnrapckute cemencrea gencrams!

Han-po6pu noxenanus,

Hatanuna Npuroposa, npegcenarten Ha bbnrapcka XbHTUHITBH Acoumauns

3a KOHTaKTU:

Hartanusa Npuropoea, GSM:0876510846, email: info@huntington.bg

Tosu dokymeHm e cb30adeH ¢ ¢huHaHcoeama rnookpena Ha ®oHO AkmueHu epaxdaHu brbrzapusi no @uHaHCco8US MexaHU3bM Ha Eeponelickomo UKOHOMUYeCcKo npocmpaHcmeo. Lianama
0meosopHoCcM 3a cbObp)aHuemo Ha 0OKymeHma ce Hocu om COpyxeHue ,bbneapcka XvHmuHembH Acoyuayusi u rpu Hukakeu obcmosimesicmea He MoOxe 0a ce npuema, 4ye mosu
OoKymMeHm ompassiea 0ghuyuanHomo cmaHosuue Ha QUHaHCo8US MexaHu3bM Ha Eepornelickomo uKkoHoOMu4YecKko npocmpaHcmeo u Onepamopa Ha ®oHO AkmueHu epaxdaHu bbreaapus.
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