G [laHHK OT yyacTueTo Ha NALUEHTU C peaku )1y R
EURORDLS bonecTu B uscnensaHeTo M~

RARE DISEASES EUROPE AEURORDIS ¥ INITIATIVE

30 MWJINOHA B Espona xwuseat 30 MmunanoHa gywm c OrpomHara yact oT Te3u bonectu He ce 321 3 Ha aHkeTaTa, npoBefaeHa Ha 23 e3uka B 42 abpxaBu
penku bonectu, a B ceeta - 300 NlekyBaT U CbLeCTBYBAT Manko T : no uenus ceaT, ca oTroBopunn 3213 nauneHTu c
MunuoHa ’ epaneBTU4YHU MeToau 3a obnekyaBaHeTo UM peakun 6onectv n uneHose Ha TeXHUTe CeMencTea

OcHoBHM gaHHM OT aHKeTaTta Ha Rare Barometer Voices 3a ydqactveTo Ha nauuneHTu

Cc peaku 6onecTtu B nscnepBaHerTo:

TpuTe rnaeHn NpenaTCTBUA Npea U3CNefBaHeTo TouTe rMaBHW NDMODMTETa 33 NalMeHTUTe
Ha peaku 6onecTtu P puop u

Nunca Ha ny6nuyHo puHaHcupaHe _ Paspa6oTBaHe Ha Tepanuu
Nunca Ha YacTHO duHaHCHpare _ B ono6psate Ha anarnocTukata

Manka nauveHTcka nonynaums - - OnpepgensiHe Ha MexaHU3MUTE U NPUYUHUTE
Ha peakuTe 6onectu

B kakbB TMN U3cnenBaHUA ydyacrear nayueHtute? Kakso uma 3HavyeHue 3a nauueHture?

: [la yyactBart B
590/ c uen paspaborsaHe : u3cneaBaHnA B Non3a Ha
Ha ne4vyeHuAa U Tepannu : HayKkaTta U OGMECTBOTO

520/ B n3cneaBaHusa 3a
O  «kauecteoTo Ha xuBoOT : [la nonyyaBat acHa
OT NauueHTUTe C peaku H

: nHbopmauuma 3a
6onectu ca yyactsanu B :
n3cnenoBsaTenckus
MeaUUNHCKU

1 6% 3a paspaborBaHe Ha npoexT
uscnepBaHus, reHeTU4HU Tepanuu :
0T KouTo: :

[a nmart kayecteeHu
OTHOWeHUA C

n3cnegosarenurte

Rare Barometer Voices e equHCTBeHaTa MHULMATMBA 3a OHNAKH NpoyyBaHus Ha EURORDIS-Rare :
Diseases Europe (penku bonectn B EBpona). Ta cebp3Ba Haf 8 000 nauueHTa, :
6onHornegaun u YneHoBe Ha CeMeicTBaTa, 3a Aa Hacnpasu rnaca
Ha 06wWHOCTTa, CBbP3aHa C peakuTe bonectu, no-cunex.

bnarogapum Ha BcuukM yyacTHUUM M napTHbOpU Ha Rare Barometer Voices! 3a aa
npoyeTeTe NbAHMA AOKNAA, Aa Ce perucTpupare 3a yyactve B bbjewm aHkeTmn
unu 3a noseye UHpopMauus nocetere: eurordis.org/voices/bg



