HaunoHanHuaTt anuaHc ,Pepnku 6onectn bbnrapua“

HauuoHannusat annanc ,,Peakn 6onectu bbnrapmna“ obeanHasa ycunmsata Ha MHOXXECTBO
naumMeHTCKM opraHn3aunm, pabotelm 3a obuiata Len — nogobpaeaHe Ha XXMBOTa Ha Xxopara
c penkun 3abonapaHua B bvnrapus.

HaunoHanHmat annanc ,,Pegkn bonectn bbvnrapua“ e CapyxeHune B obLLeCTBEHA N0ON134a,
peructpupaH npes Mecel anpun 2023 rognHa. Kato capy>XeHne Ha rtopuanyeckn nuua c
HecTonaHcka uen. CbcTtaBeH e OT opraHmM3aumm, PbKOBOAEHM OT NALMEHTM C pa3nnyHM No
BUA peakun 3abonasaHuAa. NMogpobHa nHpopmMauma 3a MMcUATa, BU3NATA, LLEHHOCTUTE U
OEeNHOCTUTE Ha AnlnaHca MOXKETe Ja HaMepuTe Ha oduumanHaTa MHTEPHET CTpaHuLa Ha
»Peakn bonectn bbnrapua® https://rare.bg/.

HauwnoHnanHuAaT annaHc ,,Peakmn 6onectn bbvnrapmna“ e npencraButenHarta opraHmsaums Ha
xopaTa c pegku 6onectn ot bvnrapma B8 EURORDIS- Rare Diseases Europe
www.eurordis.org, n ce npeactaenaea Ype3 EURORDIS npepg EBponenicknte MHCTUTYLUM 1
3anHTEpPEeCOBaHWN CTPaHWU.

C pewweHue Ha boppga Ha aupekTopuTte Ha EURORDIS, ot tonn 2023 r. ,,Peakn bonectn
Bbnrapua“ e uneH Ha CbBeTa Ha HaumoHanHuTe annaHcm Ha EURORDIS -ynpaenaeaLLoto
TAMO Ha MpeXkaTa Ha HaUuMOHanHUTe annaHCcKu — U ydacTBa akTMBHO B genHocTTa Ha CbBeTa
KaTo nnaHupa u cbrnacyea obLo0eBponencknuTe N HaLMOHaNHNTE CU AENCTBUA U
KamMnaHuu, cpen KomTo ca AeMHOCTUTE, CBbp3aHmM ¢ paboTaTa Ha NnaumMeHTCKnTe
npeactasutenn (ePAG) B EBponenckute pedpepeHTHU Mpexxkun (EPM), paboTaTa no
CbBMECTHOTO AeNCTBME Ha Abp>kaBuUTe OT EBpONENCKMA CbtO3 MO UHTErpMpaHe Ha
EBponenckute pepepeHTHU MpeXXn B HaumoHanHnTe sgpaBHu cuctemm JARDIN, pabortaTta B
EBponenckua anmaHc 3a HayuHU-n3cnenBaHua 3a pegkmnte 6onect ERDERA, yuacTtmeto
Ha MauMeHTUTE B NPOLIECUTE MO OLEeHKa Ha 3gpaBHU TexHonoruu (O3T) u ap.

HacTtoALwmnTe OCHOBHU OpraHmM3aumm — dYneHoBe Ha ,Peakn bonectn bbvnarapmna“ morart ga
6baat BUAEHU Ha

https://rare.bg/chlenove/

[enHocTTa Ha OTAENMHUTE OpraHn3aumn 1 HauYMHUTE 3a NoAKpena KbM NauneHTmUTe oT
TeXHUTE 0b6LLHOCTK MOoXKe Aa 6bae BUAAHA Ha MHTEPHET CTpaHULMTE Ha caMuTe
opraHusaumm, KOMTO ca HaNMYHKM Ha canTa Ha HauwnoHaneH annaHc ,,Peakun bonectun
bbnrapua“

MpeactaBuTennTe Ha NaUMEHTCKUTE opraHnsaunm ot bbarapua —yneHose Ha
EBponenckute naymeHTCKM 3actonHmn4vecku rpynu (ePAG) Ha EBponenckute pebepeHTHU
Mpexxn (EPM) morat na 6baaT BUAAHM Ha


https://rare.bg/
https://rare.bg/chlenove/
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