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AEATIO TYNOY

Avaykn yia avaAnyn dpaong, wote va StaopalAiotei
n dueon Ko LoOTIUN MPOoBaCN TwWV MOALTWY OE KOLVOTOUEG FEPATIEIES

Me apopun tv Evpwnaikn Huépa Atkaiwuatwyv twv AcBevwy, n Evwon AoBevwy EAAadac, n
EAAnvikny Ouoomovéia Kapkivou kat n Evwon Znaviwv Acdevwv EAAadoc emonuaivouv thv
avaykn ywa avaAnn dpaonc, mpokeuevou va Stao@aAloTel n dueon Kal LoOTIUn mpooBaon
TWV MOAITWV O€ KOLVOTOUEC Yeparteied.

Ot Evwoeic Aodevwv eMIKEVTOWVOVTAL OTNV EVIOYUON TwV MOALTIKWVY UYElac yia tn BeAtiwon tou
UYELOVOULKOU OUOTHUATOC, OLEKSIKWVTOC EUPUTEPN TPOOBOoN OE TPONYUEVN @povTida Kol
kaAutepn Olaxeipion twv aoBevwy, UE TAUTOXPovn Olao@adion t¢ BlwoluotnTagc Tou
Juotnuaroc Yyeiag kot tn¢ 0pB0oAOYIKNG KATAVOUNG TWV TTOPWV.

MapaAinAa, avadeikvoouv ta eumodia mou umdpyouv otnv mpooBacn twv aodsvwy o€
Kavotouec JepameuTikeG emiAoyec otnv EAAada, kaGwe kat TIC MPOTAOELC YL TN BeEATIwan THE
KaTaotoonc.

Yroypauuiletar n onuaocio tn¢ mpooBaonc otnv Koawvotouia 1000 yior Touc (6Lloug ToUug
ao¥eveic, 600 kat yla tnv Kowvwvia ouvolikd, AauBavovtag umoyn ta o@eAn mou mPoKUTTouV
TOOO O€ LATPLKEC EKBATELG, 000 KAl OE KOLVWVIKOOLKOVOULKO Emimtedo.

H avayvwpion tn¢ aiag tne Koawotouiac kat n vmootnptén t¢ amd tnv lMoAtela eival
artapaitnTn npolnd¥eon, EVw n avaykn yLo UETAPPUIUICELC OTO UYELOVOULKO cUOTNUA YIVETOL
ETUTAKTLKN, UE OKOTO TN SleukoAuvan tn¢ dtadikaoiac Eykplong kat SLladeonc vewv JepamneLwy,
ko tn BeAtiwon tn¢ mpdoBaong Twv aoPevwv.

H avadswpnon t¢ @apuakeutiknc vouoBeoiag tne Evpwnaikrnc¢ Evwonc amnoteAel onuavtiko
Brua mPo¢ TNV KATATTOAEUNON TWV AVIOOTATWYV Kal TNV tpowdnaon t¢ Kawvotouiac otov Touéa
¢ Yyeiag o€ eupwrnaiko emninebo.

ErtuntAéov, eviappUvetal n evepyn cuuueToxn twv EmtayyeAuatiwy Yyeiac kot Twv aocdevwy oTi¢
Stadikaoiec  Slaudppwone untpwwv kot  ouAdoyrc  SedouEvwv, TPOKELUEVOU Vo
QVTIUETWITLOTOUV oL aBeBalOTNTEC OYETIKA UE TNV OMOTEAECUATIKOTNT KAl QOQAAELN TWV
KOULVOTOUWY QOPUAKWY, KoL VO ETUTEUYTEL O EMIUEPLOUOG TOU OLKOVOULKOU piokou UETAED TwV
ETALPELWV KAl TOU OUOTAMATOC Yyeiag.



H avaAnyn ouvrovicuévwyv mpwtoBoudiwv umopei va Sitaopaliost v mpooBaon twv
a0TEVWY OE KOLVOTOUEC KOl QITOTEAECUATIKEC JEepameieg, kot mapaAAnAa tnv OLKOVOULKN)
Blwowudtnta tou cuotruarog Yyeiog.

TéAog, ot Evwoeic Aodevwv ekppdalouv tnv mAnpn vmootnpién) Toug o€ Kave mpoonadeld tne
MoAwteiac yia tnv anoteAeouatikn aétormoinon twv StaBeotiuwy mopwv aAdd Kot yLo TV eVPEon
VEwv, n omola ouwc bev Ba Giyel tnv npooBoaon twv acGevwy oti¢ BEATIOTEC KOl AVOYKAIEC YLo
autouc Gepareiec.

Mapakatw umopeite va SwaBaoete avadutika 1o keipevo Véoswv ¢ Evwone Acdesvwv
EAAabac, tnc EAAnviknc¢ Ouoomovéiac Kapkivou kat tn¢ Evwonc Zrnaviwv AoSevwy EAAadac.



Keiuevo 9éocwv tn¢ Evwong Aodsvwv EAAadac, tnc EAAnvikr¢ Ouoomovéiag Kapkivou kat
¢ Evwone Znaviwv Aodevwv EAAadog

H mpowBnon kat n mpootacia Twv SikalwpdTwy Twv acBevwv amotelel évav BepeAllwdn
VAWV yLa TNV mpoaywyn tng dnuoaotag vysiag, Kabwg avadelkvUeL TNV LYELX TWV TTOALTWY WG
TOV OTOUSALOTEPO TIOPO yla TNV QVATUEN Kal tThV KOWWVLKA gunpepia.l Ev Ol tng
Evupwnaikng Huépog Akatwpdatwy twv AcBevwv ot 18 Anpiliou 2024, n Evwon AcBevwv
EAAGSag, n EAAnviky Opoomovdia Kapkivou, kot n Evwon Imaviwv AcBsvwv EANASOC,
EKTIPOOWTTWVTOG HE 00€voC Tal SIKALWUATA TWV A0BEVWY, OVOKOLVWVOUV TNV Kol Toug Béon
KOl SLOTUTIWVOUV TLG TIOALTIKEC TOUG OUOTAOELG yLo To BepeAlwdec kal avadaipeto Sikaiwpa
kKaBe avBpwrou otnv apeon npocPacn oe nolotiky ppovtida vysiag.

Yroypappuilouv TNV EMITAKTIKA 0VAYKN yLo BeATiwoN Kot Evioxuon Twv UPLOTAPEVWY SOUWV Kal
Stadkaowwv mou emnpealouv TNV MpoOocPacn O TMPONYUEVN UYELOVOULKN TiepiBaAyn otnv
EA\aSa kot deopevovtal va ocuumpafouv oe kaBe mpoomabela ¢ MoAtteiag ywo
Staodalion ¢ Eykalpng Katl LoOTLUNG MPOoPBaonC Twv aoOevwy 0 KALVOTOUEC DEPATIEUTIKEG
ETUAOYEG, p€oa ota TTAaioLa eVOG amodoTikou Kat Blwaotpou EBvikol Zuotrpartog Yyeiog.

Mo va éxet aia n Kawotopia yio toug acBeveic?, Ba mipénet:

- Na mpodyel TNV EMIKEVIPWHEVN oTtov acBevr) Slemiotnpovikn ¢povtida mou aflomolel
OTO £mMOKPO KABe duvatr BepameuTikn emAoyr Kol véa TexVoAoyia.

- Na bivel mpootiBépuevn afia otoug acBeveig, maparteivovrag Kot BeAtiwvovtag tnv
molotTnTa TNG {WNC, KAl EMLTAXUVOVTOC TNV enavevtatn otnv Kowwvia.

- Na oupBaM\eL otn pelwon Twv aviootnTwy otn ¢povtida: H Kalvotouia v mpémel va
o6nyel og VEeC avIoOTNTECG OTNV LYela, aAAd avtiBeTa va ocuvelodEPEL OTOV LETPLACUO
TWV UPLOTAPEVWVY UE TO Va Elval TPooBAcLUn o€ OAOUG OCGOL TNV £XOUV OVAYKN.

H umo €€€AEn onuavtikotepn avabewpnon tng PapuaKeUTIKAG VopoBeoiag tng Eupwmaikng
‘Evwong (E.E.) emibuwwkel tTnv KATAAANAN Tpooapuoyry Tou VouoBeTikoU TAaALoiou yla tnv
e€aodaALon NG £yKaLpng Kal LOOTLUNG pooBaong o€ aodaAr), AMOTEAECUATLKA KAL OLKOVOLKA
TpooLtd pdppaka yia Toug aobeveic kat ta EBvikd Zuotipoata Yyeiog.® Tautdxpova, n ev Adyw
avaBewpnon otoxeLel va emidpépel euplTtepa odpEAN yla Toug aobeveig, Ta Zuotnuata Yyeiag
kat tTnv Kowwvia, mpowbwvtag tautdxpova TNV mPOcBacn € KALVOTOUA KOL OLKOVOMLKA
npoottd GApHAKA, EVW TOPAAANAQ ATTOCKOTIEL OTNV QAVILHETWTILON KPLOLUWVY TIPOKANCEWV OTOV
Topéa tng Yyeiag.?

MapdaAAnAa, o EMIKEIHUEVOG KAVOVLOUOG amd tnv Emtpon MeptBarlovtog, Anpootag Yyelog Kot
Aoddlelag Tpodipwv tou Eupwmaikol KowoBouliou meplhapPavel UETAPPUOULOELS TTOU
OTOXEVUOUV OTNV KATAMOAEUNON Kol EAAELN TWV AVIOOTHTWV otnV TpocPacn oe Bepamneieg
yla toug acBeveic oe oAokAnpn tnv E.E., kaBwg katL otnv mpowbnon tng Kawvotouiag, ya tnv

1 OuivoTtov TowptalA- Winston Churchill, Bpetavog mpwbutroupydg (1940-1945, 1951-1955), NouteA 1953 “Healthy citizens are the
greatest asset any country can have.”

2 https://ecpc.org/wp-content/uploads/2017/05/innovation.pdf

8 https://ec.europa.eu/commission/presscorner/detail/el/ip_23_1843.
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KOAUYN ONUOVTIKWY OVEKTTIANPWIWY LATPLKWY OVAYKWY, CUUMEPAAUBAVOUEVWY QUTWV TIOU
ennNPeGiouv moudLA Kat aoBeVeiC PeE KOPKivo Kat GANEG oTtdvieg vdooug.?

H véa ¢appakeuTikr) vopoBeoia onuatodotel pLa véa €moxni €VIOXUUEVNG SUVAULKNAG yla TN
Slapopdwon evog eVEALKTOU TOALTIKOU TAALGiou yla TNV Yyela og OAEG TIC EUPWTIALKEG XWPEG,
Omwg Kkat otnv EANGda, pe okomo tn onuavikn BeAtiwon otnv mpocBaocn twv aobevwv oe
KOLVOTOUEG Bepameieg, B€toviag kal €6w OTO ETMIKEVIPO TIC TEPUTTWOEL OTIOU OL LATPLKEG
OVAYKEG TIAPOUEVOUV EKTETOUEVA AVEKTIANPWTEC.

TN ouvAVINON TOU HE TOUC E€MIKEDAANG ETALPELWV KOL EVWOEWV HeEAWV Ttng Olebvoug
opoomovdiag dapupakeutikwy Plopnxaviwy, o Mpwbumoupydg Kupldko¢ Mntootdkng
UTIOYPAULOE —UETAED AAwV- Tn onuacia tng Kawvotouiag, katl tn 6éopsuon tng EAAGdag yia
UTIOOTNPLEN aUTOU TOU TOUEQ, EVIOXUOVTOC TOV POAO TNC WG ONUOVTLKO TAKTN oTnV ipocBacn
o€ GAPUAKO OE EUPWTIAIKO eminmedo.

Mapd TIC ONUAVTIKEC TPOKANOELC TIOU OUVAVINGE N XWwPA HOC KATA TN OSlapKewd NG
HEYOAUTEPNCG KOLVWVIKO-OLKOVOULKA Kplong tng ouyxpovng €moxng, n EAAGdSa Siatnpel pia
OXETIKA LKavoTolNTk B€on otnv Eupwrnn ocov adopd T SL0BeoludoTNTA KOULVOTOUWV
doapudkwv.*>® Qotdoo, oL acBeveic otnv EAMGSa cuveyilouv va avtipetwnilouv Suokolieg kat
ONUOVTIKEC KaBuoTtepnoel otnv TmpocPBacn, €lOIKA OTOV TIPOKELTAL YLO. OYKOAOYLKEC Kol
QVOOOKATAOTAATIKEG Oepareiec’, KaBwC Kol yla Kawotopa GApUOKaA Yyl OTAvia | Kol TIo
OUXVA XPOVLO VOO aTA.

H Umopén eumodiwv otnv mpocPfacn otnv Kaivotopia odeiletol KUplwg OTOUC MAPAKATW
Aoyouc®:

1. Mewwpévn xpnuatodotnon amd Tto Uotnua  Yyelag kot meplmAokec  odol
xpnuatodotnong: H enil oslpd etwv umoxpnuatodotnon tou Iuotnuatog Yysiag €xel
SnULoupynoeL CUVONKECG TTOU 8EV EUVOOUV TNV KAVOVIKOTNTA 0TNV UTIOBOAN QLTNUATWY
yla €ykplon, TIHoAoynon Kot kukAodopla VEwv Kalwvotopwv Bepamelwv, gysipovrag
avnouyxleg ywa tnv e€aocpdiion tng mpocPaocng otnv Kalvotoula ta emopeva xpovia.
ErumAéov, otL Sladopetikég obol ywa tnv elcobo Papudkwv o0Tn XwPa, TOU
avantuxbnkav wg amotédeopa TG EANeEWPNG KOVOVIKOTNTAG Kal MECOTPOBECUNG
OTPATNYLKNG amo tnVv MNMoAltela, £xouv CUUBAAEL AKOUN TIEPLOCOTEPO OTN OTPERAWGN TOU
tormiou. MapdAAnAa, n dnpoupyia GpayHwWY, LE ATTOKAELOTIKO OTOXO TN CUYKPATNON TNG
dapuaKkeUTIKNG Samdvng Héoa amo TNV UloBEtnon e€wteplkwy KpLtnplwy, ou Kopia
oxéon 8gv €X0UV HE TNV EMLOTNHOVIKN TEKUNPilwon Twv amoddcewv, v euvoel TNV
npooBaocn Twv acBevwv.

4 S®EE (2023). H ®appakeuTikr) Ayopd otnv EAAGSa: IeyovoTta & ZToixeia 2022. 3.3 MNpdoPacn AcBevwv oe Kalvotéueg OepaTreieg (aeAide ¢
43-46, ypaenuata 32-35). https://www.sfee.gr/wp-content/uploads/2024/01/F-F-2022.pdf “ Z0pgwva pe tTnv €kBean Patients WAIT Indicator
(2023), o0 xpdvog peTagl TnG AdeIag KUKAOQOPIOG VOGS VEOU QapuAKou Kal TG évTiagng Tou oTn AioTa armolnuiwang éxel augnBei kata 176
nUEPES, AOyw NG ToTTKAG dladikaagiag HTA atd 1o EAANVIKO Anudoio (a1ré 498 og 674 nuépeg). ZUp@wva Pe Tnv idla €kBeon, atrd To oUVoAo
Twv 168 Qapudkwy TTou gykpiBnkav amé Tov Eupwraiké Opyaviopd dapudkwy petagd 2018-2021, poAig ta 90 eival diabéoiya oTnv xwpa
Hag, pe povo 10 42% €€ autwy va gival TARpwg dlabéoipa aToug acBeveig.”
EFPIA (2023). EFPIA Patients W.A.L.T. Indicator 2022 Survey.

https://www.efpia.eu/media/s4qfleqo/efpia_patient_wait_indicator_final_report.pdf

6 https://bmchealthservres.biomedcentral.com/articles/10.1186/s12913-022-08866-7#Fig2

! https://www.researchsquare.com/article/rs-641812/v1

8 https://ecpc.org/wp-content/uploads/2017/05/innovation.pdf
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2. YUnAS kootog VEwv Bepameiwv: Ol UPNAEG TIHEC TWV VEWV KOLVOTOUWV Beparmelwv
armoteAolV pia cofapry mpokAnon ywa tnv uloBEtnon kat amolnuiwon amd TaA
Yuotiuata Yyeiag S1ebvwe. To KOOTOG TwV VEWV dapudkwv Ba TpEmel va oxeTileTal Ue
TNV OLKOVOULKI KOTAOTAON TWV KPATWV, 0AAA KOl PE TNV MPOooTBEUEVN afia ov pe TV
€upUTEPN EVvola QUTA TIPOoodEPOUV 0TOUC aoBevelG.

3. EMewdn katavonong tng afiag tng Katvotopiag yta to Zuotnua YYelog KoL Toug TTOALTEG:
JUupudwva pe SleBveic peléteg, n Kalwvotopia Kol ol VEEG BepameuTikég e€eAilelg €xouv
oupBalel otnv avénon tng emBiwong anod tov kapkivo otnv E.E. katd 50% o€ oxéon Ue
10 2010. H cupPBoAn TwV VEWV KALVOTOUWY BEPATIELWV OTN HELWON TWV VOONAELWY, TWV
TLOPEVEPYELWV Kal TNG Slaxeiplong toug, TNV auénuévn apoaywyLlkoTnTa Twv acBevwv
KoL TNV Taxela emavévtaén otnv epyacia kat tnv Kowwvia, oe ocuvbuaouo pe tnv
KaAUtepn mowotnta {wng, dev €xouv AndOel emapkwg 1 KabBoAou umoPn Katd TIC
Stadikaoieg afloAdynong tn¢ Kawvotopiac. Ta odéAn tng Kawotopiag dev Ba
mpaypatwBbolv mopd povo €dv Ta cuothpota Gpovtidag tng uysiag Kal ol acBeveic
UIopoUV Vo Ta 0€LOTIOL) 00UV OTO EMOKPO KAl HE BLWOLUO TPOTO O UEYOAN KALLOKOL.
Amo aut) tnv arnoyn, n cuvepyaoia avapeoa ot Evwoelg AcBevwv kal otoug Gopeig
™¢ MoAwtelag eival kpiowung onuaociag, wote va SltaodoaAiletal OtL ol acbeveig
TLOPOLEVOUV OTO ETIKEVTPO TNE ANYPNG amodACEWV OXETIKA LE TNV LYELa TOUG, WoLaitepa
OTLG SLaPKWC HETABOANOUEVEC KOLVOTOUEG UTINPEDLEC PppovTidag tng uysiag.

4. MEWWUEVN CUMUETOXN TWV EKTTPOCWNWY TWV aoBevwv: ol acBevelc mpémel va sivat
QVAOOTOOTO KOMUATL pLlaG anodaong mou odopd MHETPA yla TNV emitevén ng
£€yKalpng, LOOTLUNG Kal Blwolpng mpocBacng. Autr n yevikn apxn ev LoXUEL poOvo yLo
™V evluvapwon emnpépous aobBevwy oto mAaiolo tng dikng toug dppovtidag, aAAd Kal
yla tnv mpowdnon eupltepwv PeAtiwoswyv. Ot acBeveic kat ot Opyavwoel Twv
acBevwv Ba TpEMeL va cuvepyaoTtoUuVv pe EmayyeApatieg Yyeiag, Epeuvntég, kot 6Aoug
TOUC OXETLKOUG ¢opeic Tou Ymoupyeiou Yyeiag yla tTnv avamtuén, tnv afloAoynon Kot
TNV UL0BETNON KOLVOTOUWYV TEXVOAOYLWV. MpoKeLlpévou va SLteukoAUVOeL n opaAn évtaén
TWV 000EVWV Kal TWV EKMTPOCWTIWY Tou¢ oTig Stadikacieg ANPnc amodpAcewV OXETIKA
he tnv vyela, n MoAwtela Ba mpémel va Slabéoel mopoug mou Ba emevéubouv otn
BeAtiwon TWV YVWOEWV TwV a0BeVWY, TwV GPOVILOTWY, KL TWV TTOALTWY YEVIKOTEPQ.

Me Tn Xwpo va €LOEPXETAL TTAEOV OE WLOL TTEPLOSO OLKOVOULKAG avakapdng Kal avamtuéng,
QITOKTA TIPWTAPXLKN onuacia n KAAuyn Twv Kevwy, aAAA Kal n evioxuon TG anpooKomTnG Kal
LOOTLUNG TpocBaong otnv Kawotopia. Movo 1o 2023, o EMA cuvéotnoe 77 dapuaka ylo
¢ykpion otnv E.E., pe 39 amod autd va eival VEEC SpaoTIKEC ouoiec.’ AuTtd UTIOSNAWVEL pLa
ONUAVTLKA €L0pon GaPUAKEUTIKNAG KOLVOTOMLOG YLO TNV OVTLUETWTTILON COBOPWVY AVEKTIANPWTWY
LATPLKWV QVOYKWY, KoL ovTtavakAd pla otabepry avénon otov aplBuo twv Gpapudkwy mou
TipoTeivovTal yla €ykpLon KAaBe xpovo. Aedouévng auThG TG aUEAVOUEVNG TAONG KALVOTOMLOG
otnv Eupwrn aAAd KoL oTn Xwpea Mg, TIPOKUTITEL N AvoyKaLOTNTA yLo. eVEEAEXH TTPOCAPUOYN
TOU UYELOVOULKOU CUOTAMOTOG UE TNV edappoyr HeTappUBUicewy yla TNV amAoUoTEUCN TWV
puBulotikwy Sladikactwy, tn StaoddAlon TG AmodoTIKOTNTAG TwV OELOAOYNOEWY, KAl TNV
npowOnon oTpatnyKWV yLa TN BeATiwon tng mpocfacng Twv aoBevwy o€ Kavotopa Gpapuaka.

9 https://www.ema.europa.eu/en/news/human-medicines-highlights-2023
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Mo ouykekpluéva, n Evwon AcBevwv EAAGSog, n EAAnvikr) Opoomovdia Kapkivou kat n ‘Evwon
Inaviwv AcBsvwv EAGSoOg, evwpéveg, umootnpilouv TIC TOPOKATW KOWEC BEoelcg:

1. Auénuévn ernévduon yua tnv urtootplén tng Kawotouiog

«Evac mapdyovtac tne mEPLOPLOUEVNC TTPOTBAONG OE KAULVOTOUEG JEPATTEIEC OTN XWP UOC EiVoiL
n dtaxpovikn urtoxpnUaTodOTNON KOl O AVETTAPKNC TTPOUTTOAOYICUOC yLa Ta PapUaKa. AUTO EXEL
w¢ anmotéAeoua va kataypagovral eEQIPETIKG UPYNAd Eineda TwV OCUVOAIKWY UTTOXPEWTIKWVY
EMIOTPOPWV TWV QPUPUAKEUTIKWY ETAUPELWY, EMNPEA{OVTAC QPVNTIKA TNV KUKAOQOpPIia €vOC
vVéou @apudakou, kadwc moAdda katvotoua rmpoiovra dev uropouv va eloEABouv otnv ayopd
Adyw tou un Biwaotuou neptBaAAovroc mou emkpatei. »°

«H ouuBoAn tou dnuoctou TouEa atn ocUVOALKN xpnUatodoTnon yla Samaves vysiog UELWONKE
aro 62,1% to €ro¢ 2021 o€ 61,9% 10 £t0¢ 2022. Avtifeta, n ouuBoAn tou 1StwTikoU TOUEQ OTN
ouvoAikn xpnuatodotnon yia damnavec vyeiac avéndnke amo 37,5% to €to¢ 2021 oe 37,6% 10
E€to¢ 2022.01 1biwtikég damavee twv moAtwv auéntnkav, kot To UEYUAUTEPO HLEPOC TOUC
QQOPOUTE TNV Ayopd PUPUAKWY KAFWC Kol TANPWUEG OE VOOOKOUELD, Ylatpouc, SLayvwoTIKA
kévtpo. »10

1.1. Anpoupyia KataAANAwv umtodopwyv

To EBVIKO ZUotnua Yyelag odellel va KateuBUVEL TIC TPOOTIABELEG TOU TIPOC TNV EVIOXUON TNG
TIOLOTNTOC TNE UYELOVOULKNG TtepiBaAng, eotidlovtag otn dnuloupyio KATAAANAWY UTTOSO WY
mou Ba smutpéPouv TNV akpLPBr) Stayvwon, KaBwS Kal TNV €ykalpn Kot LoOTLUn mpooBaocn ot
umnpeoieg vyeiag vPnAoL emumedou Kol oUYXPOVEG BEPATEVUTIKEC TIPOCEYYLOELS, OTOXEVOVTOC
OTNV LKOWVOTIOINON TWV QVEKTTANPWTWYV LOTPLKWY avaykwv. Eival amapaitntn n oAokAnpwpévn
UTTOOTNPLEN —TTOALTIKI), OLKOVORLKA KOl TEXVOAOYLKN -, YOl TOV EUTTAOUTIOMO €VOGC WPLLOU Kol
armodoTIkol OLKOCUOTNHATOC UYELaG, To omolo, og cuvepyaoia pe Evwoelg AcBevwy kat 6Aoug
TOUG EUTAEKOUEVOUC popelg, Ba mpodyel tn BeAtiwon Twv ekBACEWY LYELAG KAL TNV TOLOTNTA
{wnN¢ Twv acBevwy, MPood£POVTAG TOuC TNV avaykaia ppovtida kal Beparmeia.

1.2. Ab&non & mpoTeEpPALOTOLNGN KOTAVOUNG TWV TTOPWY

Emonuaivoupe tv avaykn yia Stopdpdwon moAltikwv uyeiag mou Ba eotidlouv otnv
TPOTEPALOTIOLNGN KAl TNV aUfnon tng KOTAVOUNG Twv Snuéclwv Topwv, Kabwg Kal otnv
edappoyn €6VIKWV MPOYPOUUATWY KOL CTPOTNYLKWVY YLa TNV gvioxuon tng dtabeouotntag Kot
MPOCRACLUOTNTAG KALVOTOMWY Bepamewwyv. Avayvwpilovtog oOtL oL mopol ywa tnv Yyeia
anoteAovv {WTIKNG onpaoiag emévduon n omoia woeAel OxL LOvo Ta Atopa mou AapBdavouv
aueon ¢povtida aAAd KoL TNV Kowwvia eupuTeEPA, UTIOOTNPL{OVKE TNV avaykn yLo avénon tng
dnuooiag xpnuatododtnong vyeiag, kKaBwg autd MOPAPEVEL KploLWOo TOCO yla TN Blwolpotnta
TwV Zuotnuatwyv Yyeiag, 600 Kal yLa tnv anoduyr KAtactpodlkwy LOLwTKwY damavwy vyeiag
and toug acBeveig. Ymootnpiloupe mpwtoBouldieg Slapdpdwong TOALTIKWY UYELOG yla tn

10 EAXTAT, 2024. Zvompo Aoyaplocpmv Yyeiog (ZAY) étovg 2022.



SLaBgopoTnTa KAl TPOCBACLUOTNTA TWV KALVOTOMWY Beparmelwy, Kot avalntoU e TN cUUmpaln
HE TNV €upUTEPN KOWOTNTA yla Babutepn Katavonon Twv XPNUATOS0TIKWY avaykKwy Kol Thv
e€elpeon AUOEWV TTOU €lval TIPOCAPLOCUEVEC OTLG TOTILKEG OUVONKEC.

1.3. Avalntnon véwv puebodwv xpnuoatodotnong

H &tepelivnon Kavotopwyv pebodwv xpnuoatodotnaong Kat n avalntnon vEwv mnywv ecodwv Ba
umopovoav va  TPoodEPouv  oucolaoTiky  evioxuon. Mapadeiypoata meplthapBavouv
MPWTOBOUALEC Kal povTEAa xpnuoatodotnong mou Pacilovtal o€  SNUOCLO-LOLWTIKEG
ouvepyaoieg, eOIKWYV SWPEWV OUVOESEUEVWY e TIWANOELC KOl CUMITPAEELG TIOU OTOXEUOUV
OTNV QIOKTNON CUUMANPWHOTIKWY KedaAaiwv. MNa mapadelyua, otn IKwtia, n dnuloupyia Tou
Néou Toapeiov Dappdkwv SlteukoAUvel thv mpooPacn oe opdavd Pdappakall, evw otn
ZiykamoUpn €xel cuotoBel €l61KO TAUELO Yyl TNV UTIOOTNPLEN ATOUWV HE OTMAVIEC MAONOELG,
ouvdualovtag dwpeég Katl KUBepVNTIKA avtlotoixton cuvelodopwv??. MapdAnAa, n KaAUTepPn
alomoinon eVPWMAIKWY TPOYPAUUATWY Xpnuatodotnong tng Epeuvag (m.x. ylta Tov Kapkivo,
TO OmMAvla voonuata K.d.) umopel va ouvelopépel otn Puwolpun mpocBocn o VEEC
OepameUTIKEG ETILAOYEG.

2. Ekouyxpovicuéveg dtadikaoiec yia tn BeAtimwon the tpocBaocng otnv Kawotopia

«Joupwva ue tnv exdeon Patients WAIT Indicator (2023), o xpovo¢ petaév tne adetoc
KukAoopiac¢ evoc véou apuakou kot tn¢ Evtaéne tou oty Alota armolnuiwonc exet avéndei
kata 176 nuépeg, Aoyw tn¢ tomikn¢ dtadikaoiog HTA and to EAAnviko Anuooto (aro 498 os 674
NUEPEC). ZUuwva Le TV idta ekGeon, arod to cuvodo Twv 168 papuakwy mou eykpidnkov amo
tov Eupwrnaiko Opyaviouo Qapuakwyv puetaév 2018-2021, uoAg ta 90 eivar dtadéoiua otn
xwpo pag, ue povo to 42% €€ autwv va eival mAnpwc¢ Sitadéoiua otou¢ oaoUeVeic.
Xapaktnplotiko mapadsiyua eunodiwv mpooBaonc mou Jétel n lNoAteia eival n tpEyovoa
vouoUeoia, Ko TILO CUYKEKPLUEVA N xprnon eEwteplkwv KpLtnpiwv w¢ nmpolmdédeon yia tnv
epapuoyn HTA ano t @apuakeutikn etatpeia. Ta eéwteptka kpitipta HTA (amolnuiwon o€
5/11 evpwraikéc ywpec ue kaepwueva cvotnuate HTA) elodayouv kaduoTEPHOEL OTNV
npooBaon Twv aoceVWY O€ VEQ QAPUAKA/EVOEIEELS YLor ONUAVTIKO SLACTNUN LUETA TNV KEVTIPLKN
Eykpton tou EvupwriaikoU Opyaviouou Qapudkwv, kadws dev unopei va éekwvrioet aéloAdynon
Twv unoBoAwv twv @akéAwv aéloAdynonc mpwv amd tv KaAvyn tou kpttnpiou. EmumAéov,
artouotalel n npoBAeYuotnta otn bdnuooicuon ¢ Vetikng Alotag, kabwe Sev umapyouv
otadepd xpovika opla 1mou odnyouv o KAGUOTEPNOELC OTNV EQAPUOYN TWV CUUPWVIWV
SlampayuATeUonNG Kat o€ KaBUOTEPNOELC OTNV mPOooBacn O KALVOTOUEC Jeparmeiec mou
gykpivovrat mpdéopata. »’

2.1. AvaBewpnon tou puBuiotikoL mAatlciou

11 https://www.gov.scot/publications/foi-202200287608/

12 https://www.moh.gov.sg/news-highlights/details/rare-disease-fund-to-provide-financial-support-to-singaporeans-with-rare-

diseasest#:~:text=2nd%20Jul%202019,treatment%20with%20high%2Dcost%20medicines.
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Mpoteivoupe tnVv evioxuon kat eEEALEN ToU €AANVIKOU VOPOBETIKOU Kal pubuLoTtikou mAalciou
TPOG TNV KOTELOUVON €KOUYXPOVIOMOU Kal PBeATiwong tng amodoTkOTNTOG TWV TOTIKWY
Stadkaowwv ywa tnv €ykplon, adelodotnon, afloAdynon, TLHoAoynon kot amolnuiwon
dapuAKWYV, HE 0TOXO TNV EVioXuon TNE MPOoBaong o€ KOLVOTOUEG BEpATEUTIKEG TPOOEYYIOELC.

Ot Evwoelg AcBevwv Asltoupyouv w¢ afLlOTLOTOL CUVEPYATEC, TIAPEXOVTOC UTIOOTNPLEN OTOUC
puBuLoTIKOUG  opyaviopoUg vyl TNV  UloBétnon Kalt ovamtuén TPOCEYYIOEWV TIOU
OVTOUTTOKPLVOVTOL OTLC TOTILKEG AVAYKEG, Kal SEGUEVOVTAL yLO TN SNULOUPYLO KLAG CUVEPYOTLKAG
kat Sikawng diadikaoiag, mpokelpévou va Staodallotel n mpooPfacn o€ KPLOUNG ONUACLOG
KOLVOTOUEG Bepameieg yla 600Ug acBevelg TIC £xouv avaykn.

2.2. Eotiaon otnv OALOTIKN TTPOCEYYLoN Kal Katavonaon t¢ afiag tng Kawvotopiag

H npooBaon otnv Kawvotopia €xel avtiktumo mou umepPaivel Tnv kKAwikn afla yla tov acBevn),
nepllappavovtag onuaviika odpEAn ywo Toug ¢GpovILoTEG, Ta Juothuata Yyeslag kol tnv
Kowvwvia. ETol, ylveTal EMITOKTIKO VA QVOyVWPELCOUE KOL VA EKTLUNOOUUE OALOTLIKA TNV afla TG
Kalvotoplag wg kpiolpo otolxeio ya tnv afloAdynon Kat Stabectpotnta Twv GopUOKEUTIKWY
npoiovtwy. Elval amapaitnto va kaboplotolv pe cadnvela ol mpolmoBEcelg yla tnv
afloAdynon Kal TNV eloaywyn Twv GOopUAKWY, UE OTOXO VA NV TIOPAUEVOUV QVEKTIANPWTEG
LOTPLKEC avaykeg otnv EAAadSa. Akoun, Ba mpemel va SopopdwbBouv Stadikaoieg pe tn
OUMMETOXN OAWV TwV appOodlwv ¢opféwv mou Ba emitpemouv tnv taxeia afloAoynon VEwv
6e6oUéVWV KAl TNV £YKAlPN EVOWHATWON OUTWV TwV TIANPOodOPLWY OTIG UPLOTAUEVEG
OEPATIEUTIKEG TIPAKTLKEC.

2.3. H aia Twv mpoypapHATWy TTPWLUNG pocBacnc

To MpoypApUATA TIPWLIUNG TiPOoBacng o PpAapUaKa TTOU €XoUV AABEL «EYKPLON UTIO OPOUCH
anoteAouV €va Kplolpo epyaleio yla tnv e€aodaiion g mpocPaong Twv acBevwy, To onoio
npénel va datnpnbel xwpi¢ mpookoppata. H guBuvn yla tv amodoTikn Asltoupyila Twv
TIPOYPOUMATWY TIPWLUNG TIPOoBOONG aVAKEL O OAOUG MOG, KOl OMALTEL cuvepyacia Kal
Stadavela.

Ta mpoypappata mpwipng npocfacng divouv tn duvatotnta o€ acBeveilg mou £XOUV AUECN
avaykn ywa Bepameia va AdBouv ddppaka mou Sev €xouv akoun TARpn €ykpion. H
oTouSaLOTNTA AUTWY TWV TTPOYPAUUATWY £lval akopa Mo eUdavrC O TIEPUTTWOEL; A0BEVWV
ue coPapég N Bavatndopeg mabRoeLg, Kal €6KA yla €KEIVOUC TIOU TIACYXOUV OO OTIAVLOL
voonuata, kot OSladopeg omavie¢ HopdEC Kapkivou. Emeldn) autég oL mabroeslg ouxva
nieplopilovtal oe Aiyeg i kaBoAou emihoyég Bepameiag, n MPOcPACn O VEEG KOl KALVOTOUEG
Bepamneieg¢ mou Ppiokovtal umd Opoug €ykplong kabiotatal Kpiowwn. H dueon avaykn yua
Bepaneia efattiag tng ocoPfapotntag [ tng Bavatndopag $puong autwv Twv TaBAcEwWvV
KaTASEIKVUEL TNV avaykalotnta tng &ykawpng mpoocPacng ot Sdabéowueg Oepamneiec. H
BeAtiwon tng mowotntag {wnG, KaBwe Kal N Pelwon TOU KOWVWVIKOOLKOVOULKOU $pOpTou Tou
enwpuilovtal oL acBeveic KOl OL OLKOYEVELEG TOUG €lval EMUTAEOV ONUAVTLKOL TTAPAYOVTEG TIOU
ETLONUALVOUV TNV ETUTAKTIKN OVAYKN Yyl TtPOoBacn o€ aUTEG TIG Beparmeieg. XapaKTtnpLOTKA,



otnv EAAGSa umoAoyiletal OTL TO LECO OUVOALKO E€TNOLO KOOTOG avd a.oBevr TTou TIACXEL amod
HLOL OTTAVLIO VEUPOUUTIKNA vVOoo elval ioo pe €25-260 xtA., ek Twv omolwv to 81-90% adopd oto
kdoTo¢ Twv Pappdkwv.’® Eival ouotwdeg, Aoutodv, va Staodaliletal anod to EAANVIKS SUothpa
Yyelag n umootnpen mpog Tig mpwTtoBoulieg mou mpodyouv tnv MPocBaon oTLg VEEG Beparmeleg,
€181KA yLa TouC aoBeveig e TTOAUTTIAOKEG, COPBAPEC KAl OTIAVIEG 0LODEVELEG.

Aut n evelila emITPEMEL OTOUG QOBEVEIC va €XOUV LOOTIUN TPOCPACN OE KOLVOTOUEG
Bepameieg MOAU TLO Ypriyopa amo o,tL Ba Tav Suvatov HECw TwV TTapadooLoKWV SLadIKaoLWV
€yKpLong. AuTo ival LoLaltepa onNUAVIIKO O TIEPUTTWOELS OTIOU KABE NUEPA LETPAEL VLA TOUG
ooBeveic mou avtpetwnilouv ocoPoapéc acbévelec. EmumAéov, n  «umo Opoucg EykplLon»
npoodEpel otoug Epeuvntég tn Suvatrotnta va ouMéfouv onpaviika dedopéva amd tnv
TIPAYUATIKN Xpron tou ¢apudkou, Ta omoia UmopoUv vo evioXUOOUV TNV KATovonon Tng
00PAAELAC KOl QTIOTEAECUATIKOTNTOG TOoU papUdkou o gupUTEPO MANBUoUO. H mpooéyylon
OUTI QVTLKATOTITPI{EL ULlo LOOPPOTINUEVN OTPATNYLKN OQVAUECO OTNV Tapoxn mpocBoong o€
Kalvotopeg Bepameieg kat otn Staopaiion TG OSnudcolag uyelog HEOW TNG OUVEXOUG
afloAdynong tnc oo AAELAC KAl OTTOTEAECHATIKOTNTAG TWV GAPHAKWVY. Kot auTtov Tov Tpomo, n
«UTIO OpoUC €ykplon» amo tov FDA SleukoAUVEL TNV MPOcPacn o€ MPWTOMOPLOKES Bepareieg,
napExovtag mapaAAnia éva PECO ylo TNV Mpootacia tng dnuoolag uysiog HEow €VOG TILO
SuvaptkoL mAailciou puBpLOTIKOU gAéyxou.

2.4. O polog tou IOET

H slocaywyn dapudakwyv péow tou IQET amoteAel pia onpavtikn enévdéuon otnv Yyeia Kot otnv
nolotnta {wng Twv acBevwy, Kat OXL AmAWC ULa OLKOVOULKA Sarmavn yla TV amoKtnon akpLBwy
dapupakwv. To IOET Aewtoupyel wg Kplowwo epyadeio ywa tnv g€aodpaiion mpooBacng o€
Oepameie¢ mou elval KoOopPLOTIKEC yla aocBevel¢ pe ocoPapEC KAl OMAVIEG TtAONOELC.
Ynootnpl{ouphe TIC TPOOTABELEG TNG nNyeoiag Tou Ymoupyeiou Yyelog mMou OToxeUOUV OTNV
anoteAeopatiky aflomoinon Twv OLoBEoLUWY TOPWVY, HE KLWVAOELG TIOU EMLSLWKOUV TNV
g€olkovounon mopwy, KAl TNV anmoduyrn onataing, xwplc wotdoo autod va Biyel tnv npocpaon
Twv aoBevwyv o€ avaykaieg Bepamneleg.

3. YoO£tnon epyaleiwv yia tnv unooctnpEn tne tpocBaong otnv Kawotouia

3.1. Anuoupyia mAalciov €ykplong Kat anolnuiwong Blodelktwy

H nmpoéoPacn OTIG VEEC OTOXEUUEVEG OEPATMEUTIKEG ETUAOYEC QIALTEL TNV avixveuon Tng
ETUAEELUOTNTAG HECW CUYKEKPLUEVWVY YOVISLOKWY SLOyVWOTIKWY e€eTacswy. Elvat mapadofo n
MoAwteia orpepa va KAAUTITEL TO KOOTOG Twv Bepamelwy, oAAA va LNV UTIAPXEL TPOPBAEYN yLa
NV KAAUYPN Tou KOOTOUG yla TG avTioTolxeg e€etdoelg. H Snuioupyia evog mAailoiov yla tnv
€ykplon kat amolnuiwon twv Blodelktwy, oe cuvbuacoud pe ™ Sadikacia ocdpwong opilovta
(horizon scanning) yiwa tn lapkn emikalpomnoinon tou KataAdyou anoteAel adnpltn avaykn yla
™V npocBacn Twv aoBevwy oTLg KATAAANAEG yLa auTtoug Beparmeieg.

13 https://www.jhpor.com/article/2346-social-economic-burden-and-health-related-quality-of-life-in-patients-with-spinal-muscular-atrophy-sma-in-greece
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MapadAAnAa, n eotiaon otnv MPoAnyn amoteAel To Bepéllo kaBe Zuotnuatog Yyeiag. H ndn
ekppaopévn BouAnon NG TMOALTLKAG NYECLOC TNG XWPAC va OvVaATTUEEL TIPOYPAUUATA TIPO-
CUUMTWHOTIKWY EAEYXWV KOl €yKOLPNG AVIXVEUONC TIPETEL VAL OUVOUAOTEL UE TIG SUVATOTNTEG
TIOU TIOPEXOUV TA KALVOTOUA SLOYVWOTIKA EpyaAeia, LSLaLTEPA YL TLG OTIAVLEG KL KANPOVOULKEG
vooouc. H mpooPaon oe SlayvwoTikeéG e€eTdoel BlodelkTwy OV amoteAoUV TN Hovn Aoy
yla tnv mpoAnyn kot tnv mopakoAolOnon Twv MOATWY aNOTEAEL EMIONG avayKoLOTNTA, KO
TIPETIEL VA ATIOTEAECEL LEPOC TOU OXETLKOU MAALGLOU.

3.2. Emévbuon otnv mpooéAKUON VEWV KALVIKWV LEAETWY

OL KALVIKEC SOKLUEC amoTeAOUV TN paXOKOKAALA TNG LATPLKNC TTPOOSOU, KATEXOUV KEVTPLKA B€on
otn dladlkaoia avantuéng Kal £ykpLong VEwV Bepamelwy, Kot armoteAolV Tov cUVOECUO HETAEY
Kalwvotoplag kKol akGAUTMTWY LATPLKWY OVAYKWY TwV ooBevwyv. Me Tn CUUPETOXN TOUG O€
KAWVIKEC pEeAETEC, wdelouvtal aoBeveic mou cuyxva dev €xouv AAAEC DePATTEUTIKEG ETIAOYEC,
EVW Tatoxpova dev eniBoapuvouv To Tuotnua Yyeiag. H MoAlteia MPEMEL VA OVTIUETWTTIOEL WG
emévbuon vPnAng aflag TG KAWVIKEC UEAETEG, Kal va Beomioel emutAéov kivntpa yla TNV
TIPOCEAKUOT LEYAAUTEPOU aPLOUOU HEAETWY OTN XWPEA HOG.

3.3. Aflomoinon tng PndLakng texvoloylog, Tng TEXVNTNC vonuoouvng & tTwv Sedopévwv

EvBappUvoupe v evowpatwon texvoloylwv Pndlakng uvyeiag, kot T BeAtiotonoinon twv
uyelovoplkwy Sedopévwv ToOU  £€Xouv TO OSUVAULKO va  eVIOXUOOUV  ONUOVTIKA TNV
OIMOTEAEOUATIKOTNTA TOU Yuothuatoc Yyeiag. H Yndlomoinon tng uyelovoukne ¢ppovtidag
ETUTPEMEL TNV TaxUTepn emefepyacia Kot avaluon twv dedopévwy, kablotwvtag duvatr v
mo ypnyopn Andn amodpAcswy, Kal TNV MPOCAPUOYN TwWV BEPATIEUTIKWY TIAPEUPACEWY OTLG
OvVAyKeG Tou KABe aoBevolg. Me aquUTOV TOV TPOTO, TO UYELOVOULKO OUOTNHO UTOPEL va
OVTOUTTOKPLVETOL TILO QUECA KOl QMOTEAECUOTIKA OTLC UYELOVOULKEC TIPOKANCELG, BEATLWVOVTOG
TNV moLoTNTA TS GPOVTIS G KAL TNV OLKOVOULKA SLaxelplon Twv mopwv.

H enévbuon otov Yndlakd HETOOXNUATIONO Kol OTn SLHAELTOUPYLIKOTNTA TwV SOoHwV Kal
UTINPECLWV UYelag amoteAel KaOopLOTIKN) TAPAUETPO yla TNV MPOcRAon TwV acBeEVWV OTLG
KOLVOTOUEG TeXVOAOYLEG Kal Beparmeieg, aAAA Kal yla Tnv afloAoynon touc. H evioxuon tou
eHealth kat tng tnAgiatpikng Ba PeTpLAoOUV AVICOTNTEG OTNV MpocBacn kat Ba yepupwoouv
Keva otn ¢ppovtida.

MNapaAAnAa, n aflomoinon ¢ eunelpiag (Prems) kat twv ekBacswv (Proms) twv acBevwy,
HEoa amo tn deutepoyevh xpnon dedopévwy Toug Kat epyaleiwv Al, pmopouv va cuvdpapouv
oTNV EMIOTIEVON TNG AVATTTUENG VEWV €€QTOMLKEUPEVWY Bepamelwy, evw TtV dla otyun Ba
afLoAoyoUV TNV AMOTEAECUATIKOTNTA KATA TN XPr 0N ToUG.

Me ™ xprion Ynolakwv epyaleiwv mou BeAtiwvouv tnv akpifela twv Slayvwoewv Kal Thv
arnodotkotnta TG dpovtidbag, n xwpa HUMopel va TPoodEPEL TLO TIPOCAPUOCHEVEG Kall
QIMOTEAECUATIKEG OEPATIEUTLKEG TIPOCEYYLOELG, EVIOXVUOVTACG TNV LKOWOTNTA YLt TaxUTEPN Kal
OKpLBEDTEPN TAPOXN UTINPECLWV.
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3.4. Mntpwa AcBevwv

Ot Evwoelg AoBevwyv EMONUALVOUV TNV ETILTOKTLKY OVAYKN yla Snuloupyila vog véou mAaLoiou
ouvepyaoiag, To omoio Ba eumMAEKEL OXL LOVO TOUG BeopLKOUC Kol puBuLoTIKOUG dopelg, aAAd
Kol GAAOUG CNUAVTLKOUG EUTAEKOMEVOUC, OTIWG oL EmayyeApatieg Yyeiag, Ekmpoowrnotl AcBevwv
kol QappokeuTikeég Etalpeieg. Autr) n ouvepyaocia Ba embuweel Tnv aflomoinon KAtaAAnAwv
epyadeiwv otn Swadikaoia afloAdynong ¢oapuakwv kat ARPng amodpdoswv, WOTE va
SleukoAuvBel n mpooPaon Twv acBevwv ot Kowvotopeg Bepameiec. Ta epyodeia autd
nepthappavouv t xprion Mntpwwv AcBevwv yla tn ouykévtpwon Asdopévwy Mpaypatikou
Kéopou (Real-World Data, RWD) kat tnv €dapuoyr Tou «OUCTAUATOS odpwong opilovto»
(horizon scanning) ywo TNV €ykalpn avixveuon Kal €VOWHATWON VEWV Kol avaduOpeEVWV
TeXVoloylwv uyelag. Auth n mpoogyylon Ba SLEUKOAUVEL TN LaKpoxXPOovLa TtapakoAolBnon Twv
ekBaocswv vyeiag Twv acBevwv mou AapBavouv kKawvotoueg Bepamneieg, oupBarlovtag £tol
otnv avaBabuion tng moldtntag TnG Pppovtidag, tnv evioxuon tn¢ acPpaielag Twv acOevwy, Kal
v e€aodalion ¢ PLWOLUOTNTAC TOU UYELOVOULKOU CUCTHUATOC.

210 TAQLOLO QUTO, UTTIOYPOAUMIIOUME TNV avayKn yla evioxuon Twv UTtodouwVv ou adopoulv T
OUYKEVTPWON KAl EVOPUOVION Se60UEVWVY Ao TA UNTPWO 0.0OEVWY, HE OTOXO TNV AVATTUEN
VEWV TPOOoEYYloswv afloAoynong, TLHoAoynong Kat amolnuiwong mou Ba cupBdaAlouv ot
BeAtiwon g mpooBaong twv acBevwyv oe kKalvotopa dapuaka. AutéC mepltAapBdavouv thv
epapuoyn ocUUPWVLWY EMLUEPLOUOU KLVOUVOU Kol CUUPWVLIWY BACLOUEVWY OTO AMOTEAECUOTA,
ol omoleg amaltouV tn XpHon TETOLWV SES0UEVWYV YLa TNV OVTIHETWITLON TNG afeBatotnTtag Kal
TOoU plokou Tou cuvdEovtal PE TN XPHon KaVotopwv ¢dapudkwyv. EvBappuvouue tnv evepyn
OUHMETOXN Twv EmayyeApatiwv Yyeiog kat twv oaoBevwv ot Stadikaocieg Stapopdwaong
UNTPWWV Kal cuAAoyng Sedopévwy, OTOXEVOVTAC OTNV EUMEPLOTATWHEVN OVTLUETWITLON TWV
oBeBalotiTwy TOU OXETW(OVTAL PE TN HAKPOXPOVLA OTMOTEAECHOTIKOTNTA Kol aodAAELD TWV
KOLVOTOHWY apUAKWY, KOOWG KoL TOV EMIUEPLOUO TOU OLKOVOULKOU pilokou HETOED TwVv
ETALPELWV KOl TOU JuoTipatog Yyeiag.

4. AcBevoKeVTPLKA TPOGEYYLON othv urtoothpEn the Kawvotopiog

O Ynorakog pakehog vyeiag acBevwv MapEXEL OUOLAOTLKA 0EAN YLO TO UYELOVOULKO GUOTNUA,
KaBw¢ SleUKOAUVEL TNV Apeon MPOoBacn OTO LATPLKO LOTOPLKO TwV acBevwy, BEATLWVEL TN
SLOAELTOUPYLKOTNTO UETAEU UYELOVOULKWY GOPEWY, PLELWVEL TA LATPLKA AABON, KAl EVIOXVUEL TV
anoteAeopatikn ebappoyn KAIKwv odnywwv. Emiong, avfavet tnv amodotikdtnta dlaxeiplong
TWV TOPWV Kal CUUBAAAEL TNV €PEUVA KaL OTOV TIOLOTIKO €AeyXo, Staodalilovtag tn BeAtiwon
NG moLotnTag dppovtidag mou mapExetal otoug acBeveis. OL Evwoelg AoBevwv unoypapuilouvv
TNV avaykn yla emavekkivnon tou Pndlakol ¢akélou vyelog Twv acbevwy, eotialovtag otnv
QIMOTEAECUATIKN LYvNAdTnon twv voowv. Auth n mpwTtoBouldia €xel wg oTtdXo TNV TAPOXN
cadwv MANPodOoPLWY CXETIKA HE TOV aplOuo Twv acBevwy, cuPBAAAOVTOG £TOL 0TNV KATAAANAN
Stapopdwon tou mpolnoAoylopou. Auto odnyet oe anodotikdtepn Slaxeiplon Twv MOpwWV ToU
UYELOVOULKOU ouOoTAHATOG Kot oUUBAAAeL otn PeAtiwon tng mpoofacng O KALVOTOWPES
Bepaneiec.
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Ot Evwoelg AcBevwv avalappavouv tnv npwtofoulia va dtaopadicouv OTL oL anmoPels twv
000evwV Kal Twv GPOVTLOTWV EVIACCOVTAL OTABEPA o€ OAEC TIC PAOELC TwV dLadikaolwv ANYng
anoddcewv kat afltodoynong tng Kawotopiag, StacdaAiilovrag pia Stadavr avrallayn
mMAnpodoplwy HE OAOUC TOUG OXETIKOUG opeic. Emikevipwvopoote otnv  mopoxn
Slemiotnuovikng ekmaideuong, evduvapwvovtag acBeveic, dpovtlotég kal EmayyeApoartieg
Yyelag pe TIGC amapaitnTeg YVWOELS, WOTE va €XOUV €VeEPYO pOAo ot culntrnoelg mepl
KOLVOTOUWY Oepamelwyv. AECUEUOUOOTE EMIONG VO OUUUETEXOUUE EVEPYA OE OXETKA
OUHBOUALO KOL ETITPOTIEG, UTIEPAOTILIOUEVOL TA CUUPEPOVTA KOl TA SIKOLWHATO TwV 0oBEVWY,
yla va dtaopoaAicoupe pio oAokAnpwpévn kot Sikaln ekmpoowmnon ot Sladlkaoleg mou
kaBopilouv TV eloaywyn KaL tnv npocfacn o€ VEa KALVOTOUO GAP UK.

Onwc¢ enonuaivel Kal n ave€aptntn apxn tou Tuvnyopou tou MoAitn, o Topéac NG Yyeiag €xel
avadelxbel oe mpotepaldTNTA TWV ONUOCLWV TIOATIKWY, ELOIKA HETA amd TNV HoKpdA
UYELOVOULKA Kplon mou eméBale onuavtikd PBapn oto EOvikd Xvotnua Yyeiog (EXY). H
TPOOTOOLO TWV SIKAWUATWY TwV 0oBevwv otnv mpooBacn Kat €EUMNPETNCH TOUC OTLC
SnNUOOLEC UYELOVOULKEG SopEC, N Staodalilon Tng mpooBaong ota dpappaKa Kal oTig Bepaneleg,
N €nMopPKAG €€€Tacn KoL QMAVINGCN OTA OLTHUOTA KAl TAPATovVA Toug, KabBwc Kol n aptia
SLOKNTLKN €EETOION TWV KATAYYEALWY, OL TIOPOXEG Kal N amolnuiwon Twv damavwy Vyelag, Kot o
€AeyXoC¢ TwV LOWWTIKWV Tapoxwv amod tov EOMNYY é€xouv amoteAécel Bacilkd {NTAUATA TIOU
amnottolv ouvex poooxn Kat BeAtiwon.t*

OL oUCTAOELG Kol oL TtpooTiaBeleg TwV Evwoewv AcBevwv ETIIKEVIPWVOVTAL OTNV EVIOXUCH Kal
UTTOOTNPLEN TIOALTIKWY UYELOG TIOU OTOXEUOUV OTn PBeATiWOn TOU OLKOGUOTAHOTOG UVELOC,
eaodalilovtag supltepn SLoBeolpuoTnTa Kol TPOoPACIUOTNTA O TIPOoNyUEVN dpovTida Kal
KaAUtepn Oloxeipton aoBevwv. MOvVo HECW HLOC OUVTIOVIOUEVNG KOL OAOKANPWHUEVNG
TIPOCEYYLONG UE TO CUVOAO TOU UYELOVOULKOU OLKOOUOTHUOTOC TNG XWPOG MG UIMOPOUUE va
Slaodpaiicoupe OtL oL aocBeveig otnv EAAada Ba amoAauBavouv mpoécPfacn ot TMAEoV
OUYXPOVEG KOl OTOTEAECUOTIKEG BepameuTikég emdoyég, Slaodalilovtag mapdAAnAa Tnv
OLKOVOULKNA Blwotpodtnta Tou EBvikol Zuotripatog Yyeiag.

Juvumnoypadouv:

H Evwon AcBsvwyv EANGSac - ENASEA
H EAAnvikn Ouoomovbdio Kapkivou - EAAOK
H Evwon Imaviwv AcBsvwyv EAAGSo¢ - EXAE

14 AveEaptntn Apyn Zovnyodpov tov Ioritn, Etnowe ExOeon 2023.
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https://greekpatient.gr/
https://greekpatient.gr/
https://ellok.org/
https://rarediseasesgreece.gr/
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