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Mia Ackaetia Aiekdiknoewv: To Opapa, O MpokAnoeic kat ta Emopeva Bijpata
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Zuvebplo AcBsvwv

«O1 TTUAWVES avadidpBpwong TnG Yyeiag péow Tou Tapeiou Avakapywns. H pwvi Twv aclsvwvy

[poAnyn
>mtavia Noorjuata

Kapkivog

Wuxikn Yyeia

MNawdatpikd Noorjuata

Xpoviec MNabrioeic
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MPOAHWYH

AvaolapBpwon tou E.Z.Y. — H emduevn Huépa
EBviké Mpdypappa MpdAnyng «ZMYPOZ AOZIAAHZ »

* [lpwtoyevncMpdAnwn
* Aeutepoyevn [poinym

* Tpttoyevnc Mpoinym

*  /\ELTOUPYLKOG EKOUYYPOVIOUOC CUCTTUATOG ANootog Yyelag
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[MPOAHYH
Mpwtoyevrg MpdAnyn

e 2eEOVAALKT) aywyT) OTA OYOAE(Q
o  MepLuva ylor Ta oA KOl EYKOLET) OLAYVWOT) OLATAPOY LIV

o ELOIKT) LEPLLVA VLA YOVEIG KOl OLKOYEVELEG TIALOLWV E KATAATKTIKEG
aoBevelec

o ELOIKN LépLpva yia TTtevBoUVTEC YOVELC

¢ Akalwpa otn/AnBn
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[TPOAHWYH
AevtepoyevnG MNpoAnyn

*  AVATITUEN TTPOYEVVITIKOU KOl VEOYVIKOU EAEYXOU YLOL VOOT|UOTO KO L0BEVELES [E
VEVETIKO UTIOBaBpo

* 2TOYEVUEVOL TIPOCUUTITWHATIKO! UTIOYPEWTLKOL EAEYX0 O€ VPV PATUA YEVETIKWIV
aoBevelwy

* Evioyuvon tou mpoypdupatos mpoAnPng Kat avabewpnon tTng NAKiaG epapuoyns

* [ANpngamodnuiwon Twv avTioTowV EEETACEWY
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MPOAHWYH
Tptroyevng MpoAnym
e AVATITUEN KEVTPWY avaPOPEC UE EEELOIKEVEVEC LLOVAOES KL ATIOKEVTPWMUEVA OLAOVVOEDEUEVQL
KEVTIPQ OTNV eTapyia ylo tnv l[ooTiun mpdofaom o€ TOLOTIKEG UTINPECIEC PUAAENC Kal GPoVTIOAG

* Anuoota Kot oikov GpovTioag Kol VOCTAELQC, TTIOU TIEPIAQLBAVEL LATPIKES KOL TIAPALATOIKES
UTINPECLEC Kal UTTIOOTNPLEN

* Yrrootnpt&n amo MNoAtteia: voonAeUTpLa 0TO OTITL, “VTOVTAOES” (OLOECOU KPATIKOU UNYAVIOUOU,
Anuot Kot Kotvotnteg)

* Jatpeia Movou kat Mapnyopntikng Gpovtioag (palliative care) pe e€etdikevpévo poowTiko (latpol
AvaioBnotohdyol, NoomAEUTEC)

*  Juvoool «TeAkns ppovtidacy (“terminal patient support”, “sterbebegleitung”
* [IpowBnonEpguvac TNS LATPOYEVOULKTIC Kot AVATTTUEN GAPUOKOYEVOLLKTG

* [lpofAnua k6oTouG, poofactuotntag kat artolnuiwong
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MPOAHWH

/\ELTOUPYLKOG EKOUYYPOVIOUOG CUCTTUATOG
Anuootoag Yyeiag

* Anuoupyia EBvikng Baong Asdopevwy kat Mntpwwv NoonpdTtwy kat OlacUvOECT) TOUG LE
FupwTaikeg Baong.

o Anuovpyla AoYLoULKWY €PYAAELWIV YL TTIOPOXT) UTINPECLWY aTio artootaon (e-health), e-inclusion,
telemedicine Kat home care).

e Ynolomoinon EBvikwyv Oonywy, KateuBuvtnpliwyv OdnyLwy Kal [MpuwTokoMwVY Oepattelag Kal
DpovTidac.

*  OlokAnpwon tou latpikov QakeAou pe duvatTotnTa cUAAoYNG Patient Reported Outcomes, Real
World Evidence kau signalling mapevepyetwv amo tov acBevn.
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Ta Zmavia Noorpata wg EBvikn Mpotepatdtnra

2[TANIANO2HMATA

OI ZNMNANIEzZ MAOHZEIz... 2E APIOMOYX

6.000-8.000 Inaviec Madnosic

30 ekar. aoBeveic otnv Evpwrn - 300 exat. aoBeveic mayKoopiwe

To 95% Twv Inaviwv Noonpdtwy dev exouv Bepaneieg

To 50% Twy acBevwy eival mawdia, pe

To 30% &€ avtwv va pn pravet Ta Sa Tou yeveBAia

Ot Inavieg MaBnoeig euBivovTal yia to 35% Twv Ppepikwy BavaTwy 6To MPpWTo ET0¢ LWNG

RARE
MNMnyréc:: WHQ, EUROQORDIS, Rare Genomics Institute g 5 EIﬁliz'EAcrECE
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*  Evnuépwon kat EvatgBnromoinon Oeouikwy, Kovwvikwv Gopéwv kat Popgwv Yyelog yia ta 2N
* Ekmaidevon EmayyeApatiwov Yyelag twv 2maviwy Noonudtwy,

* Evouvauwon twv AcBevwy, Twv OIKOYEVELWY TOUG KOL TWV 2 WUATEWY TOUG

* Avdamrtuén kot Edappoyr) EBvikou Zxediou Apdong

*  Avamtuén EBvikol Mntpwou kat kataypadpri acBevwv pe Zmdvia Noorjpata
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* MpoAnyn kai Eykaipn lidyvwon twv Zraviwv Madriocwv e Npoypdppata
TPOYEVVNTIKOU KOl VEOYVIKOU AEyXou péow To MNpoypdppatog Aoiadncg

e loétiunMNpéoBaocn Twv AcBevwy o€ :
« KAIvIKEG hokipég
« haouvopiakn MNpdéoBaon
* YwnAi¢moidotnTag Yyeiovopikn MepibaAwn péow Twv ERNs
« Kalvortopeg Oepaneieg

«  KoIvwVIKEC YTNPETIES
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KAPKINO2

[MpowBnon G Epeuvag yia Tig Zmdvies Mabroels: 2uppetoxr) oe EupwTAlKES TIPWTOROVAES Kal
FUpWTAKES XPNUOATOOOTNOELG

* EBviko apyelo veomAactwy

* TlIpoAnygn

* Avopovn

*  Emovaoyedloouogs Tou MAAPOV TwV EEETACEWY KAl TWV aVayKaiwy GopUaKwY
« K.ETLA.

*  YuyokolvwviKn Yoot pLén

*  ETI(0pTynon YOVIOLOKWY EAEYX LIV
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KAPKINO2

*  AvoyvwpLlon, aToKaTAoTAoT) Kal OLOYE(PLOT TTAPEVEPYELWY

* [lapnyopnTikry/ avaKoupLoTIKT) PpovTioa

* AcBevng TeAkoU oTaol(ou

* Avayvwplon Kal uloBetnon emlonua Tou onuavtikol pOAOU ToU GPOVTIOTN
*  Kévrpa avadopdg

e KAWIKEG HEAETEQ

¢  ATIOKEVTPWON

*  Oeopobetnuevn dlacvvoeon Twy OykoloyiKwY KAVIKWY Twv NoGOKOUE(WY UE TOUG ZUAAOYOUG
VTIOO TN PLENG aoBEeVWOV
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WYXIKHYTEIA

Evioyuomn twv Sdopwv YPuxikrg uyelag yia maudid, ebriBoug kat evijAikeg 0To TAalolo TG TopeoTonong,
KaBWG Kal TWV AVEINNUPEVWV UTIOXPEWOEWY TNG XWPAS OTO TTAALCLO TOU TIPOYPAUUATOG WY XAPI Q2
TO OTI0(0 ¥PNHATOO0TT)ONKE adpa amo TNy E.E.

Evioyuon g mpwtoBabuiag dpovtidag vyelag e opyavikr eVowHATwWom SPACEWVY Kol UTINPECLWV
PUXLKNG uyelog oudpwva e TIG 0onyleg Tou IMOY.

Evioyuom tng cuvnyoploag Kot TNG EVOUVAWONG TWV ANTTTWY UTINPECLWY PUXLKTG VYELQG KOl TwV
OLKOYEVELWV TOUG UECA ATTO TN CUETOXT) TOUG OOl TWV CUANOYIKWY TOUG OPYAVWY 0T KEVTPQ

ANUNG aTtoPACEWY Kal 0TNV aELOAOYNoN TNG TToLOTNTAC PPOVTIOAC.
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 Emkatporoinomn tou 1oxovtog BeoikoU TAALG{OU yia TNV PUXLKT] VYELQ, UE 0TOXO TN LElWOT)
TOU QPVNTIKOU PEKOP OTA UYNAX TTOCOOTA TWV OVAYKAOTIKWY VOONAELWY OE GUYKPLOT) UE TOV
EVPWTIAIKO UECO 6PO (55-60% £TT( TOU CUVOAOL OTN YWPA Pag, 3% otV MNopToyaia)

o >xedloopdg e€lOIKEVPEVWY SPACEWV Yo TNV TIPOAYWYT) KA TIPOANWN WUXIATPLIKWY SLATAPAXWY OTO
VEVIKO TTANBUGUO, 1OLAUTEPA TTALOLWY, EPTIBLIV KOL NAKIWUEVWV

* Avamtuén Kevtpwv Huépag yio dtoua e avola, KaBuig Kot UTINPECLWV VLo TOUS GPOVTIOTEG TOUG aVA

TNV ETUKPATELQ.
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XPONIE2 TTAGH2EI~

2vppeToxn ™S EvwongAcBevwy EAANGOQC oTov oxedLaouo yla Tnv Lyela
2 VUETOXT) TWV acBevwv 0T ONUOsLa OLoKNoN
TomoBetnon acBevwy ota Madeia MNpooTaciag AKAlWPATWY ANTTTWY YT EEeoLWY Yyelag

MeTtappUBuion MAY - O poAog TG MDY otnv dlayelplon TwV YPOVIWY VOOT|UATWY
EKOLYXPOVIOUOG TWVY VOOOKOUE{WY Tou E2Y

Kat’ oikov voonieta kat tepiBain

E&atouikeupeva oyedla ¢povtioas - utooTneLEn TG auTodLaXE(PLONG

Yrinpeoieg eHealth yla tnv dleukdAuvon Twv Xpoviwy acBevwy oTn Sl ElPLOT TOU VOOT)UOTOG
KaTapTion TwV EMayYEAUATIWY UYEOG 0 OEEIOTNTEG ETIIKOLVWVIAG LLE TOUG XPOVIOUG 0l0BEVE(Q

AVTIUETWTILON TTOPAYOVIWY KIVOUVOU - EUaIoONTOTIOMON TWV TOATWY VI TOUC TIOPAYOVTES

KIVOUVOU

Enevouon oty mpoAnwn Evioyuon epeuvag - KAvikes dokiueg (standard of care oto onpelo g
KALVIKTIG OOKLUTG)
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* Mopoyr) EEATOUIKEUUEVWY UTINPECLWV UYELOG Kal o€ TTatdLd/epriBoug

* E€e10IKEUEVOL YIATPOL OE KATAPTIOUEVO KEVTPA VIO CWOTT) OladIKACor LETABOONG

* Eloaywyn emmayyeApaTiuwy Wuyikng uyelog otny MNOY

* AVATTTUEN TTPWTORABULWY KO KOWVOTIKWYV UTINPECLWYV WUYLKTG UYE(OG O€ KABE TOREN WUYLKTG UYElDg
* H BeopoBeTnon Tou oY0AIKOU VOONAEUTH OTO OXOAE(0, ELOIKO FoNBNTIKO TTPOCWTIKO KAl JUXOAOYO

* BeATiwon TwV OLaTpodIkwV ouvnBelwy Kol eEAAEIPN OAWY TWV LOPPUIV KAKTIG OLATPOPTG

* ALOUOPPWON TTAALGIOU QVTIUETWTILONG TWV EV YEVEL OLATPOPIKWIV OLATAPY LIV KO OYETIKWV
TTOOY PO UATWY

* ONOKANpWUEVN TTapoxT) PUAENC EVTOS TOU NOCOKOUEIOU Yo TOUG PPOVTIOTES (GUECEC AVAYKES TOUG
(ofTion, VIOUC KTA.)

* [MpOoPaom OTIG VEEG TTIPONYUEVES TEXVOAOYIEG KO OTIG VEEG BepaTe(eq.



1@ MNaveAAnvio

Zuvedplo AcBsvwy

on).yo’ ' i L
Dy ¢ Agot
g = A

M55
MANEAANMA THIDH 2IABKTH 4

Elpaote pali!

LYAAOrOXL ATOMON
W OOV saTe AN CE

=
(\MAZNAMA

x

niaayrisa (vﬂ) XA'A_IILIY-

ALLIANCE
> ‘ I KG‘PI GREECE
> . @

-y .
AAGIDZ

| i = BenKnPwvn
(& LT HELLESCC ¢

10MMIIaENRY avdpwnor+HIV 614\/76)/’)%_
TN PRI SPen) TRV 0 TN CyTy mvew HlI

T T S YA : | 11l

W o Vr \ v o :I ' o " \:4 v . """‘ v 4 \y. %
- \= L/ 5. //\ e a} o ////xmutm-- ' @ EilMpes H!im-n‘mn I\\D ot p— ",'.'_.f.'_,'( 5 ,’: = /‘;_
{ ar “\ :—- o = & o9 Sopuives N, Keddles "53 |6a g

)Aiz'ﬂeime,r ‘ o = Karkinak| oddndeyyin
[ERL . rairiite & : 95

s @ ETTIOEQMIC




