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3905 aropa 1mou {ouV HE CTIAVIEG VOGOUG £EE@PPATAV TIG ATTOYPELG TOUG YIa TV EUTTEIPIa Ao
Vv 1aTPIKN PpovTida Toug péow TG Epeuvag H-CARE, mou 81e€rjxOn ané tnv EURORDIS-Rare
Diseases Europe Katd tn Xpovikr nepiodo AekepfBpiov 2019 éwg Maptiouv 2020

0 H EMINEIPIA ATOMQN NOY ZOYN ME ZIANIA
NOZO AMO TH OPONTIAA YTEIAZ TOYZ

O1 acBeveig pe omavieg voooug Badpoloyolv pétpia-xapnAd tnv epmelpia amo tn @povtida vysiag Toug:

O1ao6eveig pe oiavieg ‘ O1 000EeVEiG pE OTIAVIEG VOGOUG PAIVETAL VA EXOUV
VOOOUG, KaTd M€CO . XEPOTEPN EPMEIpia armd Tn PppovTida uyeiag o€ oxéon
6po, faduoloyovv 2 5* HE TOUG O0OEVEIG [E XPOVIEG VOOOUG: 70% TWV LENETWV

TNV EPMELPia amo T U TIOU XPNOIUOTTOINCAV TO (510 EpWTNHATONOYIO QVEPEPQY

PPOVTISa Lyeiag TouC... OEKAHAKAAMOTo 1€wCT05  yPnAdTePn BaBLONOYIO, KATA ECO GO, VIO TNV EUMEIRI TwV
a0V PE XPOVIEG VOOOUC artd TN ppovTiOa Uyeiag Toug™.

H BaBuoloyia g, katd uéoo 8po, umeipiac amo t epovtida vyeiac edyetal amé Tov ouvéuaouo Twv
0 amavtrioewv o€ 11 epWTIOES, TToU OXETI(oVTal UE ETAVEAEYXO UETA QTTO IATPIKES ETTIOKEWEIG, TIANPOPOPIES
yia Bepareie, ouvtovioud ppovtidag rj e Tov Tpdmo Siaxeipiong TG vyeiag Toug os kabnuepivr Bdon.

Mava e§ac@alioTei pia KAAUTEPN EUMEIPIa UYEIOVOIKNG TIEPIOAAYPNC, Ol 3 KOPUPAiol TOMEIG TTOU
Xpetaletar va BeAtiwBouv givar:

1 . Emkowvwvia pe acOeveic | YPOVTIOTEG PETA ATIO HLa EMIOKEPN
swa . 2 U* yta va StamotwOei mola gival n Tpéxovca KaracTacn

EvOappuvon Twv acBevwv 1 (ppovTIcTWV va evtaxBoiv o

(]
2 of e .\ . ML CUYKEKPIHEVN Opada 1) Ta&n yia va Bondnbouv oto va
- 2 1 QVTIHETWTTIOOLV TN oTAvia acOéveia
a ‘ Mapoxn Bondsiag Toug acBevei Kal GTOUG PPOVTICTEG yia
3 -r . « va aVTIHETWTICOoUV Ta cuvaloOnpata mov axeti{ovral pe TRV
= 23 KATAOTACN TG VYEiag Tou ac0evoug

Kata tn Sidpkeia twv mponyoUuevwy 6 Unvwy, 0tav €yw/To ATOUO TTOU
ppovtilw éAafa(e) iatpikn epovtida yia Tn ormavia véoo Lou/Tou:

* Méoog 6poc¢ Babuoloyiag o khipaka armé 1o 1 (oTé) éwg To 5 (mavta).
** Me 3aon ta anoTeNéopaTta 52 HEAETWY TTou a&loAoyrBnKav amo CUVASEAPOUC EPEUVNTEC LE TN XPrion Twv epwtnuatoroyiwv PACIC ry PACIC-S. AuTé Ta epwTnuatordyia
avarrtuxbnkav aréd tov opyaviopo MacColl Centre for Health Care Innovation yia T Hétpnon Tng EMEIRIAs TwV A0OEVWV E XOOVIEG VOOOUC amo Tn ¢povTida Uyeiag Toud,



€ 0 KAOOPIZTIKOX POAOX TON KENTPON
ME TEXNOTNQZIA XTIX ZMANIELZ NOZOYZ

O1aoBeveig kat ot PPOoVTIOTEG TOU {OUV E OTIAVIA VOGO TIOU EMNPEALEL TOUG VEQEOUG, TOUG
TIVEULIOVEG, TNV OUPOYEVVNTIKI] TIEPIOXI KOl YEVETIKA GUVSpopa TTOU TIPOKAAOUV Kivouvo
avantu§ng oyKwv £xouv KaAUTePN EUMEIpia amo T ppovTida vysiag mou AapfBavouv o
VOOOKOUEIAKEG LOVADEC TTOU AVIIKOUV OE EVPWITATKO SiKTuo avagopag

Katd kavdva, ol VOOOKOUEIKES HOVASEG TTIOU CUHWETEXOUV O €VpWITAkO SIKTUO avapopds sival Kévtpa
TEXVOYVWOIAC TIOU TIPOAYOUV TN OUVEEYAOI OMAdwWV SIEMOTNMOVIKAG @PovTidag &idikeupéveg otn
Oepamneia pag CUYKeKPIHEVNG oTIAviag | MOAUTAOKNG VOoou. [1apoxr BorBeiag Toug acBevelc kal oToug
(PPOVTIOTEC YIC VA QVTILETWITICOLV T CLVAICBUATA TTOU OxeTI(ovTal e TNV KATAOTAOoN TNG UYEIOC Tou aoBevolg

T kAipaka amd 1o 1 éwg 1o 5, n, Katd
Hé€CO O0pO, EPMEIPia TWV ACOEVWV pE

OTIAVIEG VOOOUG KAl TWV PPOVTIOTWV
TOUG 1o T YpovTida vyeiag -I—

BaOpoloyeitat pe...
o, g
[ 34 . 2,6*‘

étav ol aoBeveic Aapdavouy Bepameia
OE VOOOKOLEIOKES IOVASEC TTOU...

Vv ANHKOYN X AEN ANHKOYN

O€ EVPWTIATKO o€ EUPWTTAIKO SikTUO
Siktuo avagopdg avagopag

(kévtpa TEXVOYVWOIaG OE OTIAVIEG VOOOUC)

O1 00BeVE(G e XPOVIEG VOTOUG QVaPEPOLV, ETTIONG, KAAUTEPN EMTEIR{Al ad TN PpovTidA Lyeiag dTav n opdda
PpovTidag Toug eival SIEMOTNHOVIKY 1] EKMAOEUUEVN OTN XPOVIA GEOVTIOA Kal OTAV OUIIETEXOLY OE TIPOYPALUA
Slaxeiplong vooou™,

ouvduaouo Twv amavtrioewy o€ 11 EpWTAOEIC (Yia A0BEVEIQ) 1 12 EpWTAOEIS (YA PPOVTIOTEC),
110V OXeTiCOVTal LUE EMTAVEAEYXO UETA QMO IATPIKEG ETNIOKEWEIS, TANPOPOPIES yia Beparteieg,
OUVTOVIOUO PPOoVTIOAg I e Tov TPoTTO SlaXEpIoNG TNG LY Toug o€ Kabnuepivn Bdon.

e H BaBuodoyia g, katd pédo 6po, eumelpiag amd t ppovtida vyeiag eédyetal amé Tov

***ec.europa.eu/health/ern_en

lMNa mepLocdTEPEC TANPOPOPIEC OXETIKA HIE TIG EPWTHOELC TNG EPEVVAC, TA ATTOTEAECHATA TNG KAl CUCTACELG,
Oeite 10 MANPEC eVNUEPWTIKO QUANASI0 1} ammotabeite otn SievBuvon rare.barometer@eurordis.org

Euxap,o--roéys (:))\a Ta dtopa TIO'U Couv HE omdvia véoo nou' ouppa‘reixa\f otnv
€peuva, TOug APAXOUG UYEIAG Kal TOUG EKTTIPOCWITOUG OGOEVWY TwV
gupwmaikwv SIkTowv avagopdg ErkNet, eUROGEN, LUNG kat Genturis
mou cuppeteixav otov oxediaopd kat otn diddoon g Epeguvag
H-CARE, kaBw¢ kat Toug cuvepydteg tou Rare Barometer!

H EURORDIS-Rare Diseases Europe kdavel TOKTIKA €QPEUVEG OTNV KOWOTNTA TWV ATOHWY HE OTAvia VOOO HECW TOU
TIPOYPALUATOC TNG Rare Barometer yia va eviomioel TIc andyelC Kal avaykeg Twy acBevwy o Slapopa (NTAUATA LE OKOTIO

Rare va VIVEL N @wVr TOUG EVTOC TWV EUPWTTAIKWY Kal SleBviv mpwToBouliv Kal e€eNiewy oTIC MOAITIKES. To Rare Barometer

Barometer EVOVEL TIEPIOSOTEPOUC amd 10.000 AoBEVEIC, PPOVTIOTEC PENN TNG OIKOVEVEIWY YIa Va EVIOXUOEL TN QWVF TS KOWOTNTOC
Twv atéuwy Pe omdvia vooo. Ma TIEPIOOOTEPEC TANPOPOPIEC, emokepBeite TNV 10TooeNSa eurordis.org/voices.




