: Kowomoleiote kat s,
A3 npootatéyte ta MW

== dedopéva tng vyeiag cag!

Baowkd eupnpara ané Tnv épguva nou dte€axOnke ané Tnv EURORDIS-Rare Diseases Europe yla
TIG NPOTLUNCELG TWV ACOEVAY PE OnAvia vooo yla TNV KOWVonoinon Kat npootacia 6e60HEVWV:

INMATI NA KOINOMOIHZETE
AEAOMENA 2XETIKA ME THN YTEIA;

OL acBeveic ye onavia voco, aveEapTnTwe TnG BapUTNTAG ThG VOGOU TOUG Kal
TOU KOLVWVLKOU Kal dnpoypa@LKoU npo@iA Toug eivat capwg npobupol va
KOLVOMOLNoOUV Ta 3€00EVA TOUG:

***‘k‘. * .
el S okl

lMa Tnv npo®ONon TG €peuvag yLa Tn VOGO TOUG... n ywa Tn BeATiwon ThG QppovTidag uyeiag Toug
Ba elval €Tolpol va Kowomnotnoouy Ta 95% yla Tn Anwn enunAéov cupBouAdv anod
€10LKOUG yLa TN PpovTida Toug

% dedopéva Toug yia TNV KaAUTEPN
97 avTiAnyn TwV PNXAVIoH®V Kal TWV atTiev
TNG VOOOU TOUG
y YaTnv avantu§n véwv Bepanetav ya tn
97 VOO0 TOUG

givay, eniong, np6Bupol va

95% HolpacTouV Ta dedopéva TOUG yLa Tn
BeATiwon TNG £pguvag yla voooug
OLOPOPETIKEG aNo TIG HLKEG TOUG.

97% yla Tnv BeATiwan Tng didyvwaong
TNG VOGOU TOUG

OvacBeveig pe ondvia vooo gaiveral va eivat nepLocdTepo dlateBeLpévol va Kovomnotnoouv Ta
dedopéva Toug an’ 6,7t 0 YEVIKOG MANBUGHOG: Avaloya pe Tn PHeEAETN, NocoaTo peTa&u 37% kat 80%
TOU yevikoU nAnBuopol dnAcvouv 6Tt Ba ATav EToLHOL va Koworolnaouv Ta 0edopéva TnG uyeiag Toug'.

Av giyate TnVv eukaipia, Oa ioaotav S1ateOeluEVol va KAVETE TIG TTANPOPOPIES UyEiag
7TOU APOPOUV E0AG I} TO TPOOWITO TTOU PPOVTI(ETE SIAOECIUEC YIa TOV OKOTTO:

H duvaroTnTa va GUZNTNCETE KAl va HABETE NANPOPOPLEG YL Th VOGO Kal ThV
epyaocia gival Ta KUpLa KivnTpa yLa Tn CUPHHETOXN OE TETOLEG NPWTOBOUALEG.

1 69% H duvatétnta va HaBeTe NEPLOOOTEPEG MANPOPOPIES yLa
TN VOOO 060G

9 n 66% H duvatotnTa va OUZNTAGETE Kal va KAVETE EPWTACELG
LN J

aneuBeiag oe enayyeApatieg nou aoxoAouvtal ge Tnv epyacia

-_
3 = 62% H duvarétnta va evnpepwBeite yia Ta anoTeAéopata
NG epyaciac

Motegg eivat o1 TpeIg KUPLEG emAoyég mou Ba oag evBdppuvav va OUUUETACKETE
o€ ula epyacia mou Ba mepiAdufBave Tnv Koivomoinan Twv mnpopopiwy
UYEIQC ToU apopouV E0AG Ij TO TPOOWITO TTOU PPOVTI(ETE;

1: Attitudes towards data sharing, YouGov. 2018. https://docs.google.com/spreadsheets/d/1_-ntuc7lZEeXxLdvaFsfqrugiNFQUPTI7B377G0XnQo/
edit#gid=2093652055 and https://ec.europa.eu/health/sites/health/files/ehealth/docs/2018_ehealth_infographic_en.pdf



9 Kotwvomoinon 6edopevwy:
Kivouvoc kat emtintedo EAEYxoL

OuvacBeveic pe onavia voco BEAoUV va £XOUV TOV EAEYXO0 TWV OEOOHEVWV
nou Kotvonotouv.

80% avépepe 011 NBehav va xouv Tov NAnpn (47%) n oxedov nhnpn (33%) éheyxo. H BeTikn
QVTLHETWALON TNG Kowvonotnong dedopevwy KAl N anaitnon yla NEPLOCOTEPO EAEYX0 OEV MPOKAAOUV
avripaon, aA\a dnAwvovTal capws wg dUo NAPAAANAEG aNALTNOELG.
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NMARpne 4 3 92 KaBoAov

EAEyX0C €Neyxog

47"
b

e X uta kKAjuaka amé 1o 1 éwc 1o 5, méoo éAeyxo Ba BEAate va EYeTe i QUTWV TWV TANPOPOPIWV;

LUP@wva YE TOUG acBeveig e onavia vooo, ol KUpLoL Kivduvol NoU CUCXETiZovTal
HE ThV Kolvonoinon d€00pEVWY gival:

. 1 0 H .
1 A §p H vowonoinon Twv MANPOPOPLLY TOUG OE TPITOUG XWPIG TN
o (] ouykataBeaon Toug

9 > 47% H xp.mmpon'o'mor'w TV n)\npocpoptwv TOUG 0€ OLapOPETLKO
4 nAaiolo ano auto oto onoio anokaAu@Bnkav

0 . . .
3 I 35 %o H xpnoiponoinon Twv NANPOQOPLOY TOUG XWPiG va
€lval eV yVWOEL TOUG

0g Oupatonoinon
4 AA 34 Aoy SLikpiong

ZUyKpLON HE TOV YEVLKO NANBUopO:

To 5% BAenouv TN Bupatonoinon
TOUG A0y OLAKPLONG WG Kivouvo?

20upwva ue e0dg, molol ivat ot 1o onuavtikoi kivéuvol mou ouvdéovrai Ue TNV
QAIMOKAAUYN TWV TTPOOWTTIKWY TTANPOPOPIWY I} TWV TANPOPOPIWY UYEIAG oac;

[MPIIT”YM[ 000UG ZOUV PE onavia vooo Kal GUPMETELXAV 0TNV €pEUva Kal

OTLG OpAOEG ougnTNoNG, KOBWG Kal oToug eTaipoug Tou Rare
Barometer!

2: European Commission: Data Protection Report. Special Eurobarometer 431; 2015 https://ec.europa.eu/commfrontoffice/publicopinion/archives/ebs/
ebs_431_sum_en.pdf

H EURORDIS-Rare Diseases Europe kdavel TaKTIKG €pEUVEG GTNV KOWOTNTA TwV ATOMWV PE onavia voco PECW Tou
npoypappatoc tng Rare Barometer yia va evionicel TLg anoyelg Kat avaykeg Twv acBevav oe 0Ld@opa gnThpata Je gkonod

Rare va ylveL n v Toug eviog Twv EUpwNatkwyv Kat oleBvav npwTtoBouAl®y Kat eEeAiEewv aTLg NoATlkeég. To Rare Barometer
Barometer cyaver nepiooorepouc and 10.000 aoBeveic, GPOVTLOTEC HEAN TG OLKOYEVELGY YLO VA EVIOXUGEL Th VA TNC KOWATNTAG
TV ATOPWV JE omavia vooo. a neplocotepeg NANPoPopies, enokePBeirte TNV LoTooeAida eurordis.org/voices.




