« CnopensmMe u 3alWMTaBame »?»
\ HawuTe AaHHU 3a Rare

Barometer

LR 3APaBOCNIOBHOTO CHCTOAHME! coosrovn

OcHoBHu koHcmamayuu om npoy4yBaHe, npoBegeHo om EURORDIS-Rare
Diseases Europe, 3a npegnoyumaHusma Ha nayueHmume c pegku 3a6oanBaHus
N0 OMHOoWeHUe Ha CNOgeAsTHemo U 3aw,umama Ha gaHHuU:

3ALLO CNEABA 1A CE CNIOAENAT AAHHM,
CBbP3AHU CbC 3[1IPABOCJIOBHOTO CbCTOAHUE?

Nauyuesmume c pegku 3a6oanBanus He3aBucuMo om cmeneHma Ha mexXecm u
coyuogemozpadckun npodpuna onpegeneHo kerasm ga cnogeasm cBoume gaHHu:

3a ga ce cmumyAupa HayyHou3caegoBameackama uAu ga ce nogobpsm 3gpaBHume 2puxku 3a max

eliHocm 3a mexHume 3aboasBaHus...
9 3 3 95% ga Ce NOAyYU gonbAHUMeEAHa koHcyAmauus om

97% ca 20moBu ga cnogeAdm gaHHUmMe cu, 3a ga cneyuaaucm no 2pu>kume, NOAd2aHU 3a max

ce pa3bepam no-gobpe MexaHu3Mume u

npuYyuHUMe 3a mexHume 3aboAsBaHus T TR SRR TR AT T
''''''''''''''''''''''''''''''''''''''''''''''' cBoume gaHHu, 3a ga ce nogobpu
% 32 9a ce pa3pabomsm HoBu AeveHusi3a
97 mexHume 3a60ARBaHus 95% HayyHou3caegoBamenckama

geliHocm 3a 3a6oasBaHus,
pPa3AuU4HU OM mexHume.

97% 3a ga ce nogobpu guazHocmukama Ha
mexHume 3aboAsBaHus

Nayuenmume c pegku 3a6orsBaHus ca no-ckAOHHU ga cnogeAsm cBoume gaHHU om HaceAeHuemo kamo UsAo:
8 3aBucumocm om npoy4BaHemo mexgy 37% u 80% om HacereHuemo kamo usAo 3asB8s8am, ve ca 20moBu ga

cnogeAssim gaHHUmMe 3a cBoemo 3gpaBocroBHO cbcmosiHue'.

Ako umame ma3u Bwv3mMoxkHocm, buxme Au HanpaBuAu uH@opmauusima
o 3a 3gpaBocaroBHomMo cbecmosiHue Ha Bac caMume uAu Ha Autemo, 3a
koemo nonazame 2puxku, gocmbnHa 3a cAegHUME UeAu:

Bv3mokHocmma ga ce 06cvkga u noayyaBa uHpopmayus 3a 3aboasBaHemo u
npoekma e ocHoBHuam cmuMyA ga ce yyacmBa 8 nogobHu uHuyuamuBu.

% Bv3MokHocmma ga ce noAyvu noBeye uHdpopMauus 3a
1 69 mexHume 3aborsBaHus

9 n 66% Bv3MokHocmma ga ce obcwkga u ga ce 3agaBam Bvnpocu
°° gupekmHo Ha npodecuoHasucmu, yyacmBauwiu 8 npoekma

= §p Be3mokrocmma ga ce noayuu unpopmauus 3a
N pe3yamamume om npoekma

Kou ca mpume 2aaBHu Bv3mMoxkHocmu, koumo buxa Bu HacbpyuAu ga ydsacmBame
8 npoekm, BkalouBawy cnogeasiHemo Ha uH@opmauus 3a 3gpaBocroBHomo
CbCmosiHUe Ha Bac camMume uAu Ha Auuemo, 3a koemo noaazame 2puxu?

71: Haznacu no omHouwleHue Ha cnogeasiHemo Ha gaHHu, YouGov. 2018. https://docs.google.com/spreadsheets/d/1_-ntuc7IZEeXxLdvaFsfqrugjNFQUPTI7B377G0XnQo/
edit#gid=2093652055 and https://ec.europa.eu/health/sites/health/files/ehealth/docs/2018_ehealth_infographic_en.pdf



CnopensiHe Ha flaHHM: pucKose
U CTEeneH Ha KOHTpon

MNayuesmume c pegku 3aboanBaHus uckam ga umam koHmpoa Hag gaHHume,
koumo cnogeasam.

80% 3aaBaBam, ye uckam ga umam nwAeH (47%) uAu BAu3bk go NbAHUS (33%) koHMPOA. XKeaaHuemo
ga ce Bv3noA3Bam om cnogeAsiHe Ha gaHHU U >keraHuemo 3a noBeye koHmMpoA He cu npomuBopeyam:
me ca g6Ho 3asBeHu kamo gBe ycnopegHu u3uckBaHus.
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o [lo ckanama om 1 go 5 kakvB koHmpoa buxme uckaau ga umame Hag ma3u uHpopmayus?

Cnopeg nayuesmume c pegku 3a6oanBaHus ocHoBHume puckoBe, cBbp3aHu cbe
CNOgeAsiHemo Ha gaHHU, ca cAegHUme:

@
1 [ Op  TsxHama uHpopMayus ga ce cnogeas cec 3™ cmpaHu
[) [) 6e3 msxHO Cbanacue

9 } 47% TaxHama uHdopmMauus ga ce u3noa3Ba B pa3zauveH
4 koHmekcm om oH3u, 3a kolmo me ca s paskpuau

3 I 35% TAaxHama UHpopMauus ga ce uznoa3Ba 6e3 msaxHo 3HaHue

4 e, 34% Aa cmanam >kepmBu
AR - Ha guckpumuHauus

CpaBHeHue c HaceneHuemo kamo usAo:

5% cMamam, Yye uma onpegeAeH puck ga
cmaHam »epmBu Ha guckpumuHauus?

e Cnopeg Bac kou ca Hat-8axHume puckoBe, cBbp3aHu ¢ pazkpuBaHemo Ha Bawa
AUYHQ UH(POpMauusi UAU Ha UHpopMauus 3a Bawemo 3gpaBocaoBHo cbcmosiHue?

Eﬂal'ﬂﬂﬂﬂ”M Ha Bcuyku xopa c pegku 3aboasBaHusi, koumo yyacmBaxa 8

aHkemama u 8 guckycuoHHuUmMe 2pynu, U Ha NnapmMHbLOpUMe Ha
Rare Barometer!

2: EBponelicka komucusi: gokaag 3a 3awuma Ha gaHHume. CneuuaaHo npoy4BaHe Ha EBpobapomemup 4371; 2015 https://ec.europa.eu/commfrontoffice/publicopinion/
archives/ebs/ebs_431_sum_en.pdf

EURORDIS-Rare Diseases Europe pegoBHo npoBekga aHkemu cpeg obwHocmma Ha xopama C  pegku
JabonsBaHus upe3 cBosma npozpama Rare Barometer, 3a ga onpegeau kakBu ca nepcnekmuBume u Hykgume
Ha nayueHmMume N0 OMHoweHue Ha u3BecmeH 6pod Bbnpocu u ga 02nacu MAXHOMO MHeHue B8 paMkume Ha

Rare eBponelcku u MexkgyHapogHu uHuuuamuBu u pa3Bumusi Ha naaHoBe. Rare Barometer Voices obeguHsiBa Hag

Barometer 10 000 nauueHmu, 6GoAHO2AEQaYU U YAeHOBe Ha mexHume ceMelicmBa, 3a ga Ce gage NO-20AMa 2AACHOCM Ha
obwHocmma Ha cmpagawume om pegku 3aboasBaHus. 3a noBeye uHdopMauus nocememe eurordis.org/voices.




