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M\T?;re Barometer i. EURURDIS

RARE DISEASES EUROPE

2nueiwon atroppiTou

Ala Tou TTapOVTOG, CUVAIVW PE TNV ETTECEPYATIQ TWV TTPOCWTTIKWY POU BESOUEVWV YIa TOUG
oKoTToUG dIECaywyn G TwV gpeuvwy Tou Rare Barometer kail Twv peAetwv Tou EURORDIS-Rare
Diseases Europe, PIag Un KEPOOOKOTTIKNG CUUpayiag TTepiccoTepwy atmd 1.000 opyaviouwyv
000evWV PE OTTAVIEG TTOBNOEIG aTTO TTEPICOOTEPES aTTO 70 XWPES (E@eEs «k EURORDISY»).

To Rare Barometer €ival pia TrpwtoBoulia €peuvag TTou CUAAEYEI BUVOUIKA TIG EUTTEIPIES KAl TN
YVWHN Twv avBpwTTwy TTou {ouV PE OTTAVIEG TTABAOEIG KAl TWV OTEVWV HEAWYV TNG OIKOYEVEIGG
TOUG O€ BEPaTa TTOU TOUG £TTNPEAGCOUV AEDQ.

Ale€dyel 1 €wg 3 HEAETEG KABE XpOVO, EVW Of TTAYKOOUIEC DIODIKTUAKES EPEUVEG ETAQPAlovVTal
o€ TouAdxIoTOV 23 YAWOOEG.

To Rare Barometer @ilo&evei etmiong pia opdda €peuvag mepioodTepwy ammd 20.000
avBpwTTWV o1 oTToiolI oUPPWVNoav va AauBdvouv TTPOOKAACEIG HEOW email yio CUPPETOXA
OTIG £€PEUVEG Kal TIG HEAETEG TTOU BiegdyovTal atrd To EURORDIS.

Mep1oodTEPESG TTANPOPOPIEG:

¢ EURORDIS: eurordis.org
e Rare Barometer: eurordis.org/voices

Katavow oTI;

e To EURORDIS ouAAéyel yovo 1a dedopéva TTOU KOIVOTTOIW ME TR BEANCT) pou aOTo
EVTUTTIO eyypa@ng rf/kal oTig €épeuveg Tou Rare Barometer kai 611 To EURORDIS dev
xpnoiyoTtrolgi cookies 1) TEXVIKEG TTAPAKOAOUBONONG YIa TIG £EPEUVEG KAl TIG MEAETEG TOU
Rare Barometer. Ta 0edopéva TTou GUAAEyovTal JTTOpOUV va  TrepIAaupBavouv
TTPOOWTTIKA Kal euaioOnTa dedopéva, oupTTEPIAaUBavOPEVWY SEBOUEVWYV UYEIDG (OTTWG
TO OVOpa TNG OTTAvIAg TTABNONAG Pou).

e Agv Ba kolvoTroloUvTal TTPOOWTTIKA dedopéva ekTdg TNG ouddag Tou Rare Barometer,
EVW TO ATOMO TTOU gival UTTEUBUVO yia Tn SIOXEIPION TWV TTIPOCWTTIKWY POU OEDOUEVWV
eival n Jessie Dubief, AicuBuvTpia Koivwvikwyv Epeuvwov kal Rare Barometer Lead oTo
EURORDIS (jessie.dubief@eurordis.org ).

e To Rare Barometer cupupopgwvetal ye tov evikd Kavoviopo yia tnv lNpooTtacia
Aedopévwyv (GDPR). Ta dedopéva pou culAéyovTal JECW TOU AOYIOMIKOU E€PEUVWIV
Sphinx, amoBnkevovial e ac@aAei¢ dlakouloTéG oTn [aAAia, TTpooTaTevovTal UE
KwOIKO TTpdoaong Kai gival YeudwVUPOTIoINUEVA.

e Ta Ocdopéva pou Ba xpnoigotroinBoUv aTToKAEIOTIKA YIo OKOTTOUG €pEuvag Kal
ouvnyopiag. Aev Ba yivel xpAon Twv deBOPEVWV OU YIa OKOTTOUG HAPKETIVYK.

¢ To EURORDIS 8a koivotrolei gévo Ta CUAAOYIKG aTTOTEAEOUATA TNG £PEUVAG OTOUG
OUMMETEXOVTEG OTNV €PEUVA, OTOUG OPYAVIOPOUG aoBevwy, 0Toug UTTEUBUVOUS ANYng
aTTOQACEWY, OTOUG EPEUVNTEG KOl OTO €UPUTEPO KOIVO, TTPOKEIMEVOU VA ETTIPEPEI
aAAayEG OTNV KOIVOTNTA TWV AVBPWTTWVY PE OTTAVIESG TTABAOEIS KAl UTTO TNV TTPOUTTO0E0N
OTI PTTopEl va dIacQONIOTEl N avwVUHia Twv pwTNOEVTWY (VIO TTAPABEIYUA WE TNV
KOIVOTTOINGN HOVO CUAAOYIKWY QTTOTEAEOUATWYV PE ETTAPKI APIBUO OTTAVTHOEWY).

e 'Exw TO dIKOiWHA VO OTAPATACW VA ATTavTW OTIC €PEUVEG, VA TIPOCTTEAGCW T
dedopéva TTou KolvotToinoa oto Rare Barometer, va atrooUpw Ta OEQ0OUEVA HOU KAl VO
aTTeEYYypa®w amdé Tnv oudda Tou Rare Barometer otmroladATrote OTIyUR XWPIG va
UTTOOTW avTiTToIva, dlaxwplond A ¢nuia ue otrolovdrtrote TpdTTo. MNa va yivel auto,
MTTOPW Va atrooTeidw email oTn dieuBuvon rare.barometer@eurordis.org
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