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LACTION

TO MEAAON 30 EKATOMMYPIQN ANOPQIMQN ZTHN EYPQIH NMOY ZOYN
ME ZNANIEZ NAOHZEIZ EZAPTATAI TQPA ANO THN ANANHWH APAZHZ
AINO TOYZ ®OPEIZ XAPAZHZ NOAITIKHZ.

MopoTt £xel emITELXOEL PEYAAN TIPOOSOC XAPN OTNV ETILOTNHOVLIKN €EEALEN KL TLG

TIPOOTIAOELEG O EVPWTIAIKO KAl EBVIKO €TtieS0, TTOAAG ATOU TIOU TIATKOUV OO

OTIAVLEG TIAONOELG AVTIHETWTI{OVV aSLVANIO EKTTANPWONG TWV ELSIKWVY OVOYKWVY

TOUG KOl avIoOTNTEG 0TNV TIpoafaan og Siayvwon, Bepameieg kot TepiBoAYN, pe
QTOTEAECUA TNV TIEPLOWPLOTIOLINOT) TOUG.

Emti Tou mapovTog, Sev utdpxel yevikn Spdon yla TIG oTtAvieG TTaBNoELG o€
EVPWTIAIKO eTTitESO KL OL TIOALTIKEG SeV CLUPBASICOVV UE TIG VEEG TEXVOAOYIEG.

Five pédo¢ Touv EURORDIS kat TnG KowwoTnTAC TWV OCMAVIWY TAOCEWVY
otnV exoTpateia #30skatoppupladdoyol ywx éva véo oxédio Spaong tng
EE avapopika e TI§ OTMAViIEC TaOnoEeLg, To onoio 8sv Oa apnoel kavévav
Tiow £wc¢ Tto 2030.

Yridpxouv 30 ekatoppvpla dtopa otnv Eupwtn mou (ouv pe omdvieg TtabnoeLS.
K&Be &topo ou TAoxEL amd £Va OTIAVIO VOON A ATIOTEAEL AOYO yla oxESLO
dpaaong amd TNV Eupwtn 0Tov TopEa TWV OTIavViwVv TIABNOEWY, WOTE KAVELG VAl N
peivel tiow €wg to 2030.

«ZOYME MIA

KAOGHMEPINH TEPKEA ANTEPION , MPOEAPOZ THX EURORDIS, MOY
KATAZTAZH EKTAKTHZ MAXXElI ATTO ZMANIA NMAGHXH.

ANATKHZ»

5 EMINMAEON AOIOI I'A APAZH TQPA

APA2H




TA ATOMA ME ZINMANIA
NMAOHZH EXOYN ZYXNA

ANEKNAHPQTEZ ANATKEZz

OL omavieg TOONOELG ETPEPOVV CUXVA QvaTNpleg, ouxvad odnyouv os TPOWPO
BavaTo Kal £X0UV TEPAOTIO AVTIKTUTIO 0TV KaBnuepwvn (wr). To 70% Twv omtaviwv
moaOnoswv ennpedlovv TadIX Kal, KaBwg To 72% TwV omaviwv TTabnoswv sival
YEVETIKEG, ETNPEACOVV KAl TIG HEANOVTLKEG YEVIEG. "ATOMA TIOU TIACYOLV ATIO OTIAVLEG
TIOONOELG AVAPEPOLV ETILONG TIWG N EUTIELPIX TOVG OCOV APOPA GTNV TIEPIBOAYN glval
XELPOTEPN OTIO AT ATOUWV TIOU TIAOXOUV OO AAAEG XPOVLIEG VOTOUG.!

Auto Toug KOBLOTA €VAAWTO Kat TIaPApeANUEVO TTANBLopS: n tavdnuioc COVID-19
€xeL katadeifel TOV avTIKTUTIO TTOV PTTOPEL Vo €xEL aUTO, KABWG TO 84% TWV ATOUWV
IOV TIACXOLV aTO OTIAVLEG IO oElg oTnV Evpwmn avTtipeTwrtilel aouvEXELX 0TV
TeplB@aAPn Toug.? MARTTOVTAL SuoAVAAOYQ ATIO TOV OTLYHATIONO, TG SLAKPIOELG KOl
TNV KOWWVIKNA TteplBwplomoinon.

EQZ TO 2030:

ooooooooooooooooooooooo

(o) q .
6 % ToONoEWVY £XOuV

o
5

1 e o oo VS BRI e

Bepameia 5
5

ANI Méoog xpovog ‘OAQ TOL ATOWO UE OTIAVLEG
5 Sléyvwong ta 5 étn TaONOELG Vo XPELA{OVTalL 6 UAVEG 6 MHNEZXZ
ylo vat AdBouv Stayvwon
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TWV oTIoViwv ToOnoewv
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ENA EYPQMAIKO ‘ZXEAIO APAZH: OA:

OE2EI 2TOXOY2 TIA TH BEATIQ2H TH2 ZQH>

TON ATOMQN ME 2TTANIE2 TTAOH2EIZ TOY2
OMNoOIOY2Z OA YIOOETH2OYN OAE2 O XQPEX

<S>

1 EURORDIS Rare Barometer Voices, H-Care Survey, ianuarie 2021- 2EURORDIS Rare Barometer Voices, COVID-19 Survey, noiembrie 2021




Ol TPEXOYZEZ ZTPATHTIKEZ
NMA TIZ OEPANEIEZ ZNANIQN

NMAOHZEQN EINAI m

H XYotaon tou ZupBouAiou Tou 2009 £5waoe 0TOV TOPEN TWV OTIAVIWY TIOABNCEWV Eva
TAa{ol0 IOV 08AYNOE OTNV KATAOKELH TTIOAWV OTtO TIG LVTTOSOWEG TIOV HOG EPEPAV
TNV mMpPoodo mouv PAEMOUME OAUEPQ, ouuTEpAapBavopEvwyY Twv Eupwmaikwy
Aktowv Ava@opdg (ERNs) kat Twv €BVIKwY oxedlwv Kol OTPATNYIKWY O 23 XWPEG
™™g Evpwmngc.

MNop’ OAa avtd, T EBVikd Zx€dla eival wg emi To TAElOTOV TIAPWYNHEVD 1} €XOUV
AR&eL, T ERNs Sgv €xouv evowpatwBOel dsovTwg ota TuoTApata Yyeiog, Kol auTh
n vopoBeoia dev mapakoAovBOnaoe TiG eEEAEELG TNV ETLOTAMN KO OTIG TEXVOAOYiEq
—-OTWG 0 EAEYXOC VEOYVWV KO Ol TIPONYHEVEG Bepareieg—, TTou onuaivel OTL TIAEOV
EXOVWE VEOUC TPOTIOUG SLAYVWONG Kal Bepameiag TwV ATOPWY PE OTIAVIEG TIOONTELG.
Kot outod mpémel va yivel e§ioouv og 0An tnv Eupwn.

Orphan Paediatric use Council Cross Border
Medicinal of medicines Recommendation Healthcare
Products Regulation on an action Directive

Regulation on rare diseases

ENA EYPQMAIKO ‘EXEAIO APAZH:Z OA:

EMTANATTPO2 ANATOAIZEI TA EONIKA 2XEAIA APAYH2,
(2 TE NA AIAZOAAIZTEI OTI O EMI2THMONIKEZ,

TEXNOAOTIKE2Z KAl ©OEPATIEYTIKE2Z EZEAIZEIZ ®TANOYN
2E KAGE ATOMO ME 2TTANIA TTAOH2H >THN EYPQITH

<S>




Ol ZNANIEZ NAOHZEIZ
AEN ANTIMETQIMIZONTAI

AMNMOKOMMENEZz

H @von Twv omaviwv mabnoswv —1ov MARTTouV Atyotepa amto 1 ota 2.000 &Topa, KOl PE TIAVW OTto
6.000 SLaPOPETIKEG TIAONTELG— HAG OONYEL OTO CUPTIEPATHA OTL, YLt TNV KaAUTEPN duvaTtr) Bepameia Kat
PPOVTIOQ, TIPETIEL VO CUVEPYATTOVV ELSIKOL EPEVVNTEG O OAN TNV Eupwrn.

MopOTL UTIAPYXOUV TUNMOTA OTIOU OLEVEPYOUVTAL BEATIOTEG TIPOKTIKEG KOl €EAUPETIKA SOULAEL Of
OPLOMEVOUG TOHELG, N AVTIPETWTILON TWV OTIAVIWY TIAONCEWV SEV UTTOPEL VO YIVEL OE YEWYPAPIKOUG KAl
BepaTikoUg BUAGKEG. XWPIG avVaVEWNEVO OTOXO OE EVPWTIAIKO ETITIESO PETW UG OPLLOVTLIOG OTPATNYLKAG
Tov Ba €€eTACEL TNV TIOPEIX AVTLILETWTILONG CUVOAIKA Kol Bar TNV LAoTIoLEl, pe SedopEva, Epguva Kal
OUMMETOXN TWV a0BeVvwy, T ATOPX UE OTIAVLIEG TIABNTELG XAVOUV TNV EVKALPIA VA a§LOTIOITOLV TLG
SloBgotpeg SuvatoTNTEC.

H Rare 2030 Foresight Study €éBe0e OKTw OLOTACELG WG XAPTN TIOPELRG TIPOG
ETTEVEN Y TNV ETOMEVN OEKAETION TIPETIEL VA EPAPHOCTOUV OE €VQ
OUYKEKPLUEVO EVPWTIAIKO OXESL0 SPACNG YL TIG OTIAVLIEG TIAONOELG.

ENA EYPQMAITKO A /abn skl
>XEAIO EEQB SRR VARN
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2YTKENTPQNEI' APA2ELY, 2YMIEPINAMBANOMENH2 TH2
YITAPXOY2A2 NOMOOE2IA2, 2E OAH TH AIAAPOMH
TH> ANTIMETQI2ZH2 TON 2TTANIOQN TTAOH2EQN, OlOY
H EE MITOPEI NA TTPO2OEPEI METI2TH BOHOEIA ME TH
AIAMOP® 2 H ENO2 TTAAIZIOY TTA THN TTPOQOH2H
TH> EPEYNA2 KAl THX TTEPIQAAYHX

<S>


http://download2.eurordis.org/rare2030/Rare2030_recommendations.pdf

Rare2030

H @uodoia kat oL UTIOSOUEG IOV AVOTITUOCOVTAL O EVPWTIAIKO ETTTIESO
eMNPeAaloLVV TOV TPOTIO HE TOV OTIOLO KABOE ATOUO HE OTIAVIA TTABNON OTNV
EupwTn StaytyvwokeTal, TEPLOAATITETAL KOL AVTLLETWTI(ETAL ATIO TNV KOWWVIa.

Eva ox€Slo dpaaong Ba £xEL TPELG OTOXOUG Yo TN PeATiwON
NG (WNG TWV ATOUWV UE OTIAVIEG TIONTELG:

Na oTapaticouv Na BeATwwOsi n Na dwaxopaAiotei 6TL N
V& XVouv Thv mooTnTa {Wng Evpwmn gival taykoopix
{wn Toug vedTaTa TWV XTOHWV HE nyétida Svvapun atov
GTONA ATTO GTUAVLEG OTAVIEG TAONOELG TOMEX TNG KALVOTOMING
U CLTETY 000V APOPA TLG OTIAVLEG
TaOnoELg

ZNTHOTE TWPA ATKO TOUG TOTILKOUG (POPEIS XaApaing TTOALTIKIG va
otnpifouv TNV éKKANoH Hag yla éva EVPpWTAiko oxéSio Spaong ywa
TLC OTTAVLIEG MaONOELg, WOTE Va StacalioTei 6TL OUTE évag anod
600U¢ TAGYXOUV amod oTavieg Tadnoelg 8ev Oa peivel miow!

ANAAABE APAZH TQPA!
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RARE DISEASES EUROPE
ABOUT EURORDIS

EURORDIS-Rare Diseases Europe is a unique, non-profit alliance of 962 rare disease patient
organisations from 73 countries that work together to improve the lives of the 30 million
people living with a rare disease in Europe. By connecting patients, families and patient groups,
as well as by bringing together all stakeholders and mobilising the rare disease community,
EURORDIS strengthens the patient voice and shapes research, policies and patient services.

The Rare 2030 Campaign is led by EURORDIS, in partnership with our European National
Alliances and EURORDIS members.




