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AEATIO TYNOY

Avaykn yia avaAnyn épaong, wote va dtaopaAilotei
n dueon Ko LooTIUN MTPOoBAoN TWV MOALTWY OE KOLVOTOUES FEPATIEIEC

Me apopun tyv Evpwrnaikn Huépa Aikaiwudtwy twv Aodevwy, n Evwon Acolevwv EAAadog, n
EAAnvikny Ouoomovéia Kapkivou kat n Evwon Zrnaviwv Aodevwv EAAadoc emonuaivouv tnv
avaykn yio avaAnyn Spaoncg, mPokeEVoU vo SLao@aAloTel N aueon Kot Lootiun npooBaon
TWV MOAITWYV OE KOLVOTOUEC JEpATEIEC.

Ot Evwoeic Aodevwv EMIKEVTPWVOVTAL OTNV EVIOXUON TWV TTOALTIKWYV UYEia¢ yla tn BeAtiwon tou
UYELOVOULKOU ouotriuatog, SlekSikwvtac euputepn mpooBaon o mponyuévn @povtidba kal
kaAutepn Olaxeipion twv aocdevwv, Ue TauToxpovn OSlaopdlion tn¢ BlwoludTnTHC TOU
Juotiuaroc Yyeiac kat tn¢ 0pdoAoyIKNC KATAVOUNC TWV TTOPWV.

MapaidAnia, avadeikvuouv ta eumodia TOU UTTAPYOUV OTNV MPOooBaon Ttwv aodevwv O€
KaUVOTOUEC JepameuTIKEG emAoyEc otnv EAAada, kaBwe kat TIC MPOoTAoEelC yia T BeAtiwon tn¢
KOTAOoTAONC.

Yroypauuiletar n onuaocia tng nmpooBaon¢ otnv Kawvotouia téoco yia touc (Slouc toug
ao¥eveic, 600 kat yla tnv Kowvwvia ouvoldika, AauBavovtac unoyn ta oQeAn mou mPokKUTTouV
TOOO O€ LHTPLKEC EKBATELC, 000 KAl OE KOLVWVLKOOLKOVOULKO Emimedo.

H avayvwpion t¢ aéiac ¢ Katwvotouiog kat n umootnpiény tc¢ amo tnv [lMoAteia eival
anapaitntn mpolno¥eon, EVw n avaykn ylo UETAPPUIUIOELC OTO UYELOVOULKO oUoTnUA YiVETAL
ETUTAKTIKY, UE okomO TN SleukoAuvan tn¢ dtadikaoiac Eykplong kat Stadeonc véwv JepameLwy,
ko T BeAtiwon tn¢ mpooBaonc Twv acdevwy.

H avadswpnon tc @apuakeutikic vouodeoiog tne¢ Evpwmnaiknc Evwong amoteAei onuovtiko
Bruo TPOC TNV KATAMOAEUNTN TWV aVIOOTHTWYV Kal TNV nmpowdnon tn¢ Kawvotouiac otov Touéa
NG Yyeiog o€ eupwmaiko eminedo.



ErtunAéov, eviappuvetal n evepyr cuuueToxn Twv EmayyeAuatiwv Yyeiac kat Twv aodevwy oTig
dwadikaoiec  Staudppwons untpwwv kot  cUuAdoyric  SedouEévwv, TPOKELWEVOU  va
QVTIUETWITIOTOUV ol aBeBaIOTNTEC OXETIKA LE TNV QITOTEAECUATIKOTNTO KOl QOQOUAELA TWV
KOULVOTOUWV QPOPUAKWY, KL VA ETUTEUXTEL O EMIUEPLOUOC TOU OLKOVOULKOU piokou UETaED TwV
ETALPELWV KAl TOU ouoThiuatoc Yyeiag.

H avaAnyn ouvvroviouévwv mpwtoBoudiwv umopei va Staocpaliost tnv nmpooBaon twv
Q0TEVWY OE KOLVOTOUEC KOl OIMOTEAEOUQTIKEG Jepameieg, Kol mMapdAAnAa tv OLKOVOULKN
Biwaotuotnta tou ocuotnuatoc Yyeiag.

TéAog, ot Evwoeic Aodevwv ekppdalouv tnv mAnpn unootnplén touc o kade mpoonadela tn¢
MoAwteiac yia tnv anoteAeouatikn aéloroinon twv Stadeéoiuwy mopwv aAAd koL yLo tnv eUpeon
VEwV, n omoia ouwc bev da diyel tnv mpooBaon twv aclevwy oti¢ BEATIOTEG KAl avayKaiec yLa
autoug Ueparmeiec.

Mapakatw umopeite va StaBdaoete avaAutika to keipevo Géoewv tn¢ Evwong Aodevwv
EAAadac, tng EAAnvikric Ouoaomovéioc Kapkivou kat tn¢ Evwonc Znaviwv AcBevwv EAAadac.



Keiuevo 9éoswv tn¢ Evwong Aocdsvwv EAAadoc, tnc EAAnviknic Ouoomnovédiacg
Kapkivou kat tn¢ Evwong Zraviwv Acdsvwv EAAadog

H mpowBnon kal n mpootacia Twv SIKAWMATWY Twv acBevwv amoteAel évav BepeAiwdn
TIUAWVA YLt TNV TIpoaywyn Tng Snuoctag vyeiag, KabBws avadelkVUEL TNV UYELQ TWV TIOALTWV WG
Tov omoudaldtepo TOPO Yyl TNV avarmtuén Kat TNV Kowwviky sunuepia.l Ev oel tng
Eupwnaikng Huépag Akalwpdtwy twv AcBevwv otig 18 Amplhiou 2024, n Evwon AcBevwv
EAadog, n EAAnviky Opoomovdia Kapkivou, kat n Evwon Imaviwv AcBevwv EANGSOG,
EKTIPOOWTIWVTAG HE 00€voG Ta SIKalWUATA TwV 0.0Bevwy, aVaKkoWwWVoUV TNV Kown Toug Béon
Kol SLATUTIWVOUV TLG TIOALTIKEC TOUC CUOTAOELS Yl To BepeAlwdeg kal avadaipeto Skaiwpa
kKOs avBpwrou otnv aueon npocPfacn oe ootk ppovtida vyeiag.

Yroypapilouv TNV EMITAKTIKA avaykn yla BeATiwon Kot evioxuon Twv UGLOTAPEVWY SOUWV Kal
Stadkaowwv mou emnpealouv TNV TpocPacn o MPonyUéVn UYELOVOULKN TepiBaAdn otnv
EMada kot Seopelovtal va ocupmpafouv oe kaBe mpoomabeiwa ¢ MoAtteiag ywo T
StaodaAion ¢ Eykalpng Kal LoOTLUNG MPOoPacng TwV aoBEVWY O KALVOTOUEG OEPATIEUTIKEG
ETUAOYEG, LEoA oTa TTAALOLO EVOC amodoTLkoUu Kal Buwotpou EBvikol Zuotpatog Yyeiag.

Mo va €xeL afia n Kowvotopia yia toug acBeveic?, Ba mpénet:

- Na mpoayelL TNV EMKEVIPWUEVN oTov aoBevr Slemiotnuovik ¢povtida mou aflomolet
OTO €MOKpPo KABe Suvatr BepameuTikr) emAoyr Kot vEa TexvoAloyia.

- Na 6ivel mpootiBépuevn afla otoug aoBeveig, mapateivovtag kal BeATiwvoviag tnv
nolotnta TNE LwNng, Kot EmLTtayVUVovVTaG TNV emavévtagn otnv Kowvwvia.

- Na cuppdaMAel otn pelwon Twv avicottwy otn ¢povtida: H Kawvotouia dev mpénel va
odnyel og véeg aviooTNTEG oTNV Uyeia, aAAd avtiBeta va cuvelodEPEL OTOV UETPLOCHUO
TWV UPLOTAUEVWY HE TO va elval tpooBactiun og OAoUG OOOL TNV EXOUV AVAYKN.

H uno €€€AEn onupavtikdtepn avabewpnon TG GapuaKeUTIKAG vopoBeaiag tng Evpwrmaikig
Evwong (E.E.) embuwkel tnVv KATAAANAN mpoocappoyry Tou VOPOBEeTIKOU TAALolou yla TNV
e€aodalion TNG EyKalpng KoL LOOTLUNG TIPOoBaong o€ acdaAr], AMOTEAECUATIKA KOL OLKOVOULKA
TPOOLTA pdappaka yia Toug acBeveic kat ta EBvikd Suotipata Yyeiag.® Tautdxpova, n v Adyw
avaBswpnon otoxeLeL va emLpEPEL eupuTEpa 0dEAN YL Toug acBevelg, ta Zuotipata Yyeiag
kat tnv Kowwvia, mpowbBwvtag tautoxpova thv MPOcBacn € KALVOTOUA KAl OLKOVOWULKA
npoottd dapuaka, eVw TApAAANAa AmOCKOTEL OTNV AVTLUETWTILON KPIOWVY TTPOKAROEWV GTOV
Topéa tne Yyeiog.?

MapdAAnAa, o €MIKELLEVOC KAVOVIOUOG amd tnv Emtponn MepBdAlovtog, Anpootag Yyeiag katl
Aocdaleloc Tpodipwv tou Eupwmaikol KowoPouliou meplhapPadavel petappubuioslg mou
OTOXEVUOUV OTNV KaTAmoAéunon Kat e€AAsln Twv aVIOOTATWY otnv mpooPacn oe Beparmeieg

1 Ouivatov TowpTtoiA- Winston Churchill, Bpetavég mpwButroupydg (1940-1945, 1951-1955), NoumeA 1953 “Healthy citizens are the

greatest asset any country can have.”
2 https://ecpc.org/wp-content/uploads/2017/05/innovation. pdf

3 https://ec.europa.eu/commission/presscorner/detail/el/ip_23_1843.
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yla toug aoBeveig oe oAOkAnpn tnv E.E., kaBwg kat otnv mpowbnon t¢ Kawvotoulag, yia tnv
KAAUYN ONUOVTIKWYV QVEKTANPWTWY LOTPLKWY OVAYKWY, CUUTEPIAAUBAVOUEVWY AUTWY TIOU
ennpedlouv madLd Kat aoBeveic pe Kapkivo kot AANEC omdvieg vooouc.?

H véa dapuokeuTiky vopobeoia onuatodoTel plo véa €moxn EVIOXUMEVNG SUVAULKAC yla TN
Slapopdwaon evog VEALKTOU TTOALTLKOU TAALoiou yila TV Yyela o€ OAEC TIG EUPWTTAIKES XWPEC,
Omwg kot otnv EAAGSa, pe okomo tn onuavtikn BeAtiwon otnv mpoofaocn twv acbevwy o€
KOLVOTOUEG Oeparmeieg, Bétovtag kol 6w OTO ETMIKEVIPO TI TEPLUTTWOELG OTIOU Ol LOTPLKEG
OVAYKEC TIAPOPLEVOUV EKTETOUEVA AVEKTIANPWTEC.

ITn ouvAVTINON TOU ME TOUG ETUKEDAANG ETALPELWV KOl EVWOEWV HEAwV TNG SleBvolg
opoomovéiag dappakeutikwy PBopgnxaviwy, o MNpwbBumoupyog Kupltako¢ MnNTootakng
UTIOYPAUULOE —PETAU AAwV- TN onuaocia tng Kawotopuiag, kat tn §éopevon tng EAAAdag yla
UTIOOTAPLEN AUTOU TOU TOUEQ, EVIOXUOVTAC TOV POAO TNG WG ONUAVTLKO TIAKTN oTnV poofaocn
o€ GApUAKO OE EVPWTAIKO eTtinedo.

Mapd TIC ONMOVTLKEG TIPOKANCELS TIOU OCUVAVINOCE N XWPO MG KOTA TN OLApKEL TNG
HEYOAUTEPNG KOLVWVLKO-OLKOVOULKN Kplong tng ouyxpovng emoxng, n EAAGSa Siatnpel pia
OXETIKA Kavomolntiky B€on otnv Eupwrnn ocov adopd TN SlaBeoUOTNTA KOLVOTOUWY
dapudkwv.*>® Qotéoo, ot acbeveic otnv EAMASa ouveyilouv va avtipetwri{ouv SUCKOALEG Kat
ONUOVTIKEG KABUOTEPNOELG OTnV TPOoPaocn, €L0LKA OTOV TIPOKELTAL YL OYKOAOYIKEG Kal
OVOOOKOTAOTOATIKEG Oeparmeiec’, kKaBwC Kal yla Kavotopo GEpuaka yla omdvia ) Kot Tio
ouxva Xpovia vooruota.

H Umapén eumobiwv otnv mpooPfacn otnv Kawotopio odpelletal Kuplwg OTOUG TAPAKATW
Aoyoucs:

1. Mewpévn xpnuotodotnon amd Tto votnua Yyesiag Kat TepimAokeg odol
xpnuatodotnong: H eni oslpd etwv umoxpnuatodotnon tou Iuotipatog Yyeiag €xel
Snuoupynoel ouvlnkeg ou v EuVOOUV TNV KAVOVIKOTNTA OTNV UTOBOAR alTtnuaTwy
yla €yKplon, TIHoOAOynon Kol KukAodopilo VEWV KaoTOpwv Bepamewwy, eysipovtog
avnouyxieg yla tnv e€aodaiion tng mpocBaong otnv Kalvotopila ta emMOpeva Xpovia.
EmutAéov, oL Oladopetikéc odol ylwa TtV €lcodo ¢Gapudkwv oOTn XWEa, ToU
ovantuxonkav wg omotéAsopa TG €AAeWPNC KAVOVIKOTNTAC KOl HMECOMPOOsoung
OTPATNYLKAG oo TtV MoAtteia, £(ouv CUUBAAEL KON TIEPLOCOTEPO OTN OTPERAWGON TOU
tormiou. MapdAAnAa, n dnuioupyia ppaypwy, LE ATTOKAELOTIKO OTOXO TN CUYKPATNON TNG
dAPUAKEVUTIKAG damavng HéEoa amd TNV ULOBETNON eEWTEPLKWV KPLTNPLWY, TTOU Kapia

4 >OEE (2023). H ®appakeuTiki Ayopd otnv EAAGSa: eyovdTa & ZToixeia 2022. 3.3 MNpoéoBacn AcBevwv ae Kalvotépeg Oeparreieg (TeAideg
43-46, ypaenuata 32-35). https://www.sfee.gr/wp-content/uploads/2024/01/F-F-2022.pdf “ Zupewva pe v ékBeon Patients WAIT Indicator
(2023), 0 xpovog PeTagU TNG Adelag KUKAOPOPIaG £vOg VEOU QapHAKoU Kal TNG EVTagAG Tou oTn AioTa atrodnuiwong €xel augnBei katd 176
nNUEPEG, Aoyw Tng ToTTIKAG dladikaciag HTA atréd 1o EAANVIKG Anpdaio (atrd 498 o€ 674 nuépeg). ZUpQwva Pe Tnv idla ékBean, atrd 1o oUVOAo
Twv 168 @apudkwy TTou eykpidnkav atmd Tov Eupwtraiké Opyaviopd Pappdkwy petagy 2018-2021, yéAig Ta 90 civar diaBéoipa oTnv Xwpa
Mag, pE HOVO TO 42% €€ auTwy va gival TTARpwG d1aB€oiua oToug aaBeveig.”

5 EFPIA (2023). EFPIA Patients W.A.L.T. Indicator 2022 Survey.

https://lwww.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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oxéon Oev €XOUV HE TNV ETLOTNMOVLIKNA TEKUNPLWON Twv anoddoewv, v guvoel tnv
npoofacn Twv acbevwv.

2. YYnAo kootog vEwv Bepamelwv: Ot UPNAEC TIHEC TWV VEWV KOLVOTOUWV Bepameiwv
amoteAouv pio coPapry mpPoOkAnon ywa TNV uloBétnon kot amolnuiwon amd Ta
Juotiuata Yyeiag S1ebvwe. To KOOTOG TwV VEWV Ppapudkwy Ba TpEMeL va oXeTI(ETAL PE
TNV OLKOVOULKI KATAOTACN TWV KPOTWwV, dAAA KoL PE TNV pooTlBEéuevn agla mou Ue tnv
€UpUTEPN EVVOLa QUTA TIPOODEPOUV OTOUG 00DEVEILG.

3. EMewpn katavonong tng aflog tng Kavotopiog yla to Zuotnua Yyeiog Kot Toug IoALTec:
Jupdwva pe Slebveic peléteg, n Kawvotopia kal oL VEEC BepameuTikeg eEeAilelg Exouv
oupBaAeL otnv avénon tng emBiwong anod tov kapkivo otnv E.E. katd 50% os oxéon pe
10 2010. H cupBoAn Twv VEWV KALVOTOUWYV Beparmelwy ot HELWON TWV VOONAELWY, TWV
TIAPEVEPYELWV KAl TNG SLaxelpLlong Toug, TNV auEnueévn TaPAywWYLKOTNTA TwV acBevwy
Kal TNV toxela emavévtaén otnv epyaocia kat tnv Kowwvia, o ouvduaopd Pe tnv
KaAUtepn mowotnta {wng, 6ev €xouv AndBel emapkwg 1 kaBoAou umoyPn Katd TIG
Sladikaocie¢ afloAdynong tng Kawotopiag. Ta odéAn tng Kawotopiag dev Ba
paypoTwOoUV mapd pHovVo €dv Ta cuothuata ¢povtidag tng uysiag Kol oL acBeveig
UIopoUV va T a€LOTOL 00UV OTO EMOKPO KAl UE BLWOLUO TPOMO O HEYAAN KALMOKA.
AT autni tnv anoyn, n cuvepyaoia avapeoa ot Evwoelg AoBevwv kal otoug ¢opeig
¢ MoAwtelag elval kpiowng onuaociag, wote va Sltaodaliletal OtL ol aobeveig
TIAPAUEVOUV OTO EMIKEVTPO TNG ANYPNC amoPpAcEWV CXETIKA LE TNV VYEla TOUG, SLaitepa
oTLG SLaPKWG LETOBAANOUEVEG KALVOTOUEG UTINPEGLEG PppovTidag tng uyelag.

4. MewPEVN CUPUETOXN TWV EKMPOCWTIWYV TwWV acBevwv: oL acBevelg mpenel va elvat
OVATOOTIOOTO KOUMATL MloG amodaong mou oadopd HETPA yla tTnv emiteuén ng
€YKALPNG, LOOTLUNG Kal Buwaotpng mpdoPfaocng. Auti n yevikn apxn &ev LoxUeL povo yla
NV evduvapwaon eMpéPous aoBevwy oto MAaiolo Tt SIkAg Ttoug ppovtidag, aAld Kot
yla tnv mpowbnon eupltepwv BeAtiwoewv. OL aoBevei¢ kal ol OpyovVWOELS TwV
aoBevwyv Ba mpémel va cuvepyaotouv pe EmayyeApatieg Yyeiag, EpeuvnTég, Kal OAoug
TOUC OXETIKOUG ¢dopeic Tou Ymoupyeiou Yyeiag yla tnv avamtuén, tnv aflohoynon Kot
TNV ULOBETNON KOLWVOTOUWV TEXVOAOYLWV. MNpokelpévou va SleukoAuvBel n opaAn évtagn
TWV aoBevwWY KAl TWV EKTPOCWTIWY Toug oTl¢ dtadikaoieg ANPng amopAacewv OXETIKA
hue tnv uyela, n MoAteio Ba mpémel va SlabBéoel mopoug mou Ba emevdéuBouv otn
BeATiwon TWV YVWOEWV TWV 0.0OEVWY, TwV PPOVTIOTWYV, KOL TWV TTOALTWV YEVIKOTEPA.

Me TN Xwpa vo ELCEPXETOL TIAEOV O MO TEPLOSO OLKOVOUIKNG OvAKaUP NG KAl avamtuéng,
OUTTOKTA TIPWTAPXLKN onuaoia n KaAuPn Twv Kevwy, aAAA Kal n evioxuon tng anpooKomTng Kot
LooTIuNg mpooPaong otnv Katwvotopia. Movo to 2023, o EMA ocuvéotnoe 77 ¢apuaka yla
éykplon otnv E.E., pe 39 amod autd vo eival véeg SpaoTIkEC ouoiec.’ Autd UTTOSNAWVEL pLa
ONUAVTLKA €L0pON POPHAKEUTIKNC KOLVOTOMLOG VIOl TNV QVTLUETWTILON COPBAPWVY OVEKTIANPWTWV
LOTPLKWVY QVAYKWY, KoL avtavakAd plo otabspry avénon otov aplbud twv ¢appaKwv Tou
npoteivovtal yla €ykplon KABe xpovo. AeSOMEVNC AUTAC TNG AUEAVOUEVNG TAONE KALVOTOULOG
otnv Eupwrnn aAAd Kal oTn Ywpea Hag, TTPOKUTITEL N aVAYKALOTNTA ylo EVOEAEXN TipocapUoyn
TOU UYELOVOULKOU OUOTHUATOG UE TNV edapuoyn UeETappubuicewy yla tnv amAoloTEUOn TWV
puBulotikwy Sladikaclwy, tn StaoddAlon NG AmodoTKOTNTAC TwWV ALOAOYNOEWY, Kal TNV
npowBnon otpatnykwy yla tn BeAtiwon tng mpdéofacng Twv aoBevVwY o€ KAVOTOUA GAPHUAKAL.

9 https://www.ema.europa.eu/en/news/human-medicines-highlights-2023
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Mw ouykekplueva, n Evwon AcBevwv EAAAS0g, n EAAnvik Opoomovéia Kapkivou kat n Evwon
Inaviwv AcBsvwv EA\GS0G, evwpéveg, umootnpilouv TIC TOPAKATW KOWEG BOE€oelc:

1. Auénpévn enévduon yia tnv unootnptén tng Kowvotopiog

«Evac mapdyovtac tn¢ nEPLOPLOUEVNC TPOOBAONG O€ KALVOTOUES DEpamelec aTn Ywpa Uag ivat
n dtaxpovikn uroxpnUatod0TNon Kot 0 AVETTAPKNG TPOUTTOAOYLOUOG YLl TO pApUaKa. AUTO EXEL
wc¢ amotédeoua va kataypdeovral eENPETIKA UPNAd eMimeda TwWV OUVOALKWY UTTOXPEWTLKWV
ETOTPOPWY TWV QPAPUAKEUTIKWY ETAULPELWVY, EMNPEAIOVTAC APVNTIKA TNV KUKAOo@opia €vog
véou @apuakou, kadw¢ moAda kawvotoua npoiovra Sev umopouv va €loéAfouv otnv ayopd
Adyw tou un Buotuou rieptBariovroc rou enikpatel. »’

«H ouuBoAn tou dnuootou touea otn ouvoAikn xpnuatodotnon yio SamAvec vyeioc UELWINKE
amno 62,1% 1o €toc 2021 o€ 61,9% to €toc 2022. Avtideta, n ouuBoAn tou 18IWTIKOU TOUEQ OTN
ouvoAikn xpnuatodotnon yia darmavec vyesiog avéndnke amnod 37,5% to étoc 2021 o€ 37,6% 10
E€to¢ 2022.0t biwtikéc damavec twv moAtwv auéndnkav, kot to UEYAAUTEPO UEPOC TOUC
QPOPOUTE TNV ayopa PAPUAKWY KXTWC Kol TANPWUEC OE VOOOKOUEID, ylatpouc, StoyVwoTIKd
kévrpa. »*0

1.1. Anpoupyia Kat@AANAwv uTtoSouwv

To EBviKO ZUotnua Yyeiag odpeilel va KateuBUVeL TG MPOOTIABELEG TOU TIPOG TNV €vioxuaon tTng
TIOLOTNTAG TNG UYELOVOULKNG TiepiBaAng, eotidlovtag otn dnuoupyia KATAAANAWY utoSopwy
mou Ba emutpéPouv TNV akpPn Stayvwon, Kabwg Kal TNV €ykalpn Kal LooTiun npoocfaocn os
UTnpeoieg vyeiag uPnAolL emumédou Kol ocUYXPOVEG BDEPATIEVTIKEC TIPOCEYYIOELG, OTOXEVOVTOG
OTNV LKOWVOTIOINON TWV QVEKMANPWTWVY LATPLKWY avaykwv. Elval anapaitntn n oAoKANpwUEVN
UTTOOTNPLEN —TTOALTLKI], OLKOVOLILKA KOl TEXVOAOYLKN -, YLO. TOV EUMAOUTIONO €VOC WPELUOU Kol
amoS0TIKOU OLKOCUOTAHOTOC UYELOG, TO omoio, o ocuvepyaoia pe Evwoelg AoBevwy Kal 6Aoug
TOUC gUTTAEKOMEVOUG dopeilg, Ba mpodyel Tn BeAtiwon Twv ekBacswv vyelag Kal tTnv moldtnTa
{wnc twv aoBevwy, mpoodEPoVTAg Toug TNV avaykaia ppovtida kat Beparmeia.

1.2. Abénon & mMPOoTEPALOTIOINGCN KATAVOUAG TWV TIOPpWVY

Emonuaivoupe tv avaykn yia Stapopdwon TOATIKWY uyeiag mou Ba eotidlouv otnv
TpOTEPALOTOiNGoN Kal TNV avénon tnNg KOTOVOUNC Twv SnUOcLwV Topwv, KaBwe Kol otnv
epappoyn €BVIKWY TPOYPAUUATWY KAl OCTPATNYKWY YLO TNV gvioxuon Tng StaBeoipuotntog Kot
MPOOBACIUOTNTAG KAWVOTOHWY BOepamewwyv. Avayvwpilovtag OtL ol mopoL yia tnv Yysia
armoteAouv {WTIKAG onuacioag enévdéuon n omoia wdeAel OxL povo ta atopa mou Aapfdavouv
apeon ¢povrtida oA Kal TNV Kowwvia eupUlTEPA, UTTOOTNPL{OUUE TNV AvVAyKN yla avénon g
dnuooilag xpnuatodotnong vyeiag, KabBwe auto TMAPAUEVEL KPLOLUO TOCO yla T Blwoluotnta
TwV Zuotnuatwy Yyeiag, 6co Kat yla TNV amoduyn KataoTpodlkwy OLWTIKWY damavwy Vyeiag
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and toug acBeveis. Ymootnpiloupe mpwtoPfoulieg Slapopdwong MOALTIKWY ULYelag yla T
SlaBeopotnTa Kot TPooBacLOTNTA TWV KOWVOTOUWY Beparmelwy, Kot avalntoU e Tn cUUIPaln
HE TNV €UPUTEPN KOOTNTA yla Babutepn Katavonon Twv XpPNHUATOSOTIKWY OVAYKWY Kol TNV
e€elpeon AUCEWV TIOU €lvaL TIPOCAPUOCEVEG OTLG TOTILKEG CUVONKEG.

1.3. AvaZntnon véwv pebddwv xpnuatodotnong

H Slepelvnon KaoTopwv PeEBOSwWV xpnuatodotnong Kat n avalntnon VEwv mnywv eco0dwv Ba
umopoloav va TPOOPEPOUV  OucLAoTIK  evioxuon. Mapadeiypata meplhappavouv
MPWTOPROUALEG KOl MOVTEAQ Xpnuatodotnong mou Pacilovtar o€  SNUOCLO-LOLWTLKES
OUVEPYOOLEG, ELOIKWV SWPEWV OUVOESEUEVWV LE TIWANOELG KOL CUUITPALELS TTIOU OTOXEVOUV
OTNV ATIOKTNON CUUMANPWHATIKWY KedpaAaiwyv. Ma mapddelypa, otn IKwTtia, n dnuloupyia tou
Néou Tapeiou Dappdkwv SleukoAUvel tnv mpdoPaon oe opdavd ddpupoka’l, evw otn
Ziykamoupn €xel cuotaBel €161kO Tapelo yla TNV umootApLEn ATOUWY UE OTAVIEC TTOONOELS,
ouvdualovtog SwpeEC Kal KUBEPVNTIKA avtiotoixton ocuvelodopwvi?. MapdAnia, n kaAltepn
aflomoinon eVPWMAIKWY TIPOYPAUMATWY Xpnuatodotnong t¢ Epguvag (m.X. yla Tov KapKivo,
TO. OmAvVlA VOonuata K.Q.) HUMopel va ouvelodépel otn Puwolun mnpoocPacn o VEEG
OEpATEUTIKEG ETUAOYEG.

2. Ekouyxpovicpévec Stadikaoiec yia tn BeAtimwon the mpooBaong otnv Kawvotouia

«Joupwva pe tv ekdeon Patients WAIT Indicator (2023), o xpovoc uetaélu tnc adeiag
KuKkAopopiac¢ evoc vEou @apuakou katl tne evtaérc tov otn Alota anolnuiwaong exet avéndei
kata 176 nuépeg, Adyw tn¢ tormiknc dtadtkaoioc HTA and to EAAnviko Anudoto (artd 498 oe 674
NUEPEG). Zuupwva Ue TNV (Sla EkFean, amod to ouvoAo Twv 168 papuakwv tou eykpidnkoav amo
tov Eupwrtaiké Opyavioud Qapudkwv petaév 2018-2021, uoAig ta 90 eival dtadoua otn
xwpa poag, Ue povo to 42% €€ autwv va eival mAnpws Stadéoua otouc aoUeveis.
Xapaktnplotiko mapadetyua eunodiwv npocBaonc mouv Vetel n MoAwteia eival n tpéyovoa
vouoUeoia, Kol TLO CUYKEKPLUEVA N XPHon €EWTEPLKWV KPLTNPiwV w¢ mpolnd¥eon yia thv
epapuoyn HTA amd ™ eapuakeutikn etaipeia. Ta efwtepika kpitipta HTA (amolnuiwon o€
5/11 evpwnaikéc ywpes ue kadiepwuéva cvotnuara HTA) eloayouv kaSuoteproelg otnv
npooBaon Twv aodevwy o€ VEX PAPUAKA/EVOEIEELS YL ONUAVTIKO SLACTNUN UETA TNV KEVIPLKN
Eykpton tou EupwnaikoU Opyaviouou @Qapudkwy, kadws Sev umopei va Eekwvrioel aéloAdynon
Twv unoBoAwv twv @akéAwv aéloAdynong mpv amo tnv kaAuyn tou kpttnpiouv. EmumAéov,
artouotalet n npoBAsYuotnta otn dnuoocicuon tng Jetiknc Aiotag, kadwe Sev umapyouv
otadepa ypovika opla mou odnyouv oe KAGUOTEPNOELC OTNV EQAPUOYN TWV CUUPWVIWV
Slampayudteuong kat o€ KoaGUOTEPNOELC OTNV MPooBaon O KALVOTOUEG JEPATEIEC TTOU
gykpivovtatl npoopata.»’

2.1. AvaBswpnon tou pubuotikoL mAatciou

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-
diseases#:~:text=2nd%20Jul%202019 treatment%20with%20high%2Dcost%20medicines.
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Mpoteivoupe TNV gvioxuon kat €€€ALEN Tou EAANVIKOU VOUOBETIKOU Kal puBpLoTikou mAalciou
TPOG TNV KateLBuvon €KoUyxPoviopoU Kot BeAtiwong tng amodoTikOTNTAG TWV TOTIULKWY
Sadkaowwv vyl tnv €ykplon, adelodotnon, afloAoynon, TWOAOynon Kal amolnuiwon
dapuUaKwy, LE OTOXO TNV EVioxuon ¢ MPOoBaong € KALVOTOUEG BEPATIEUTIKEG IPOCEYYLOELG.

OL Evwoelg AcBevwv AettoupyolV w¢ afLOTILOTOL CUVEPYATEG, TTAPEXOVTOG UTIOOTAPLEN OTOUG
PUBULOTIKOUG  OpyavIOMOUG yla TNV UuloB€tnon Kal avamtuén Tpooeyyloewv Tou
QVTOTTOKPIVOVTOL OTLG TOTILKEG OVAYKEG, Kol SEopeVOVTAL yLa TN SNLOUPYLA LG CUVEPYATIKAG
kat Sikaing Siadikaoiag, mpokeévou va Staodallotel n mpooPfacn o KPLOWNG ONUOCLOG
KOLVOTOUEC Bepareleg yia 660UG a0BeVELG TIG EXOUV QVAYKN.

2.2. Eotiaon otnv oALOTIKA TIPOCEYYLON Kal katavonon t¢ aflog tng Kawvotoulag

H npooPaocn otnv Kawvotopia €xel avtiktumo mou untepPaivel TNV KAWLIKN agla yla tov acBevn),
neplAapBavovtag onuUavilikd od€An yla toug ¢GpovtloTéG, Ta uothpata Yyeiag kal tnv
Kowwvia. Etol, ylvetal EMITAKTIKO VA avayVwPIlOOUUE KAl VA EKTLUACOUUE OALOTIKA TNV agla tng
Kawvotopiag wg KPLowo oTolxelo yla tnv afloAoynon kot SLabBeciudtnTa Twv GopUAKEUTIKWY
npolovtwy. Elval amapaitnto va kaboplotolv pe ocadnvela ol MPoUmoBEcel; ylo TNV
afloAoynaon Kal TNV glcaywyn Twv GopUAKWY, LE OTOXO VA UNV TIAPAUEVOUV OVEKTIANPWTEG
LATPLKEG avaykeg otnv EAAada. Akoun, Ba mpénel va SiapopdwbBolv Sladikaoieg pe
CUMMETOXN OAwV TwV appodlwv dopéwv mou Ba emtpénouv TNV Taxeia aflohdynon VEwv
6eboUEVWV KAl TNV €yKalpn EVOWUATWON OUTWV TwWV TIANPOPOPLWY 0TI UPLOTAUEVEG
BEPATMEVTIKEG TIPOKTLKEC.

2.3. H afla Twv mpoypaLatwy mpwipng npocfaong

Ta mpoypAppOTO TIPWLUNG TIPOcBaong os pAapUaKka TTou £xouv AAPeEL «€ykplon UTO OPouG»
amoteAoUV €va Kpiolpo epyaleio yia tnv e€aocdalion ¢ npooBaong Twv acbevwy, To omoio
npénel va Statnpnbel xwpilc¢ mpookoppata. H guBuvn yla tnv amodotikr Asttoupyia Twv
TIPOYPOAUUATWY TIPWLUNG TIPOoBOONG AVAKEL O OAOUGC HOC, KOL Qmaltel ouvepyaoia Kot
Sladavela.

Ta mpoypdupata mpwikng npocBaong divouv tn duvatotnta oe acBevVel TTOU €XOUV AUEON
avaykn vy Bepameia va Adfouv ddppoaka mou Sev €xouv akoun TANPn €ykplon. H
omoudaldTNTA AUTWV TWV TIPOYPAUMATWY Elval akOpa Tio eUdavAG OE MEPUTTWOEL acBevwV
e ocoPapéc N Bavatndopeg mabAoeLg, Kal €L6IKA YL EKELVOUG TIOU TIACOXOUV QO OTtavia
voonuata, Kal Siadopeg omavieg popdéC kapkivou. Emeldry autég ol mabroelg ouxva
neplopilovtal o Alyeg | kaBolou emloyég Bepamneiag, n MPOcPOON O VEEG KOl KOLVOTOWES
Bepameieg mou PBpilokovtal umod Opoug €ykplong kabiotatal kpiown. H dueon avaykn yla
Bepaneia efattiag tng ocoPfapotntag | tng Bavarndopag ¢uong autwv Twv Tabrnoswv
KATASEIKVUEL TNV OvayKalotnta Tng €ykawpng mpoofacng ot Sdabéoueg Bepameieg. H
BeAtiwon tng mowdtntag {wng, Kabwe Kal n Helwon TOU KOWWWVLIKOOLKOVOULKOU ¢OpTOU ToU
enwpuilovtol ol aoBeVelG KOl OL OLKOYEVELEC TOUG Elval ETLITAEOV ONUAVTLKOL TTOPAYOVTEC TIOU
ETUONUALVOUV TNV EMUTAKTLKA OVAYKN ylo TPOcBaon o€ QUTEG TIG Bepareieg. XapaKTnpLOTIKA,
otnv EAAGSa umoloyiletal OTL To HECO GUVOALKO €TNOLO KOOTOG ava acBevr) Tou ACKEL Ao



pLa oTtavia VEUPOUUIKA vooo eival (oo pe €25-260 LA, K Twv onoilwv to 81-90% adopd oto
KOOTOC TWV Papudakwy.® Eivatl ouowdeg, Aoutdy, va Staodaliletal anod to EANviko Tvotnua
Yyeiag n umootnpLEn mpog TG MPwToBOUALEG TTOU TTpodyouV TNV MpocPacn oTLg VEEC Beparmeieg,
€181KA yla Toug aoBeveig pe MOAUTIAOKEC, OOBOPEC KOl OTIAVIEC ACOEVELEC.

Aut n euveli€la emTpénel otoug 0oBevelc va €Xouv LOOTIUN TPOOPAcn OE KOLOTOUES
Bepameieg MOAU TLo ypriyopa armo 0,tTL Ba fAtav duvatov péow Twv mapadootakwy Sladlkaolwy
€yKplong. Auto elval LSLaltepa oNUAVIIKO OE TIEPUTTWOELG OTIOU KABOE NUEPA UETPAEL YLO TOUG
aoBevei¢ mou avtipetwrnilovuv coPapég aobéveleg. EmumAéov, n  «UTMO OpouG E£yKplon»
npoodépel otoug Epeuvntég tn Suvatdtnta va cuAAé€ouv onpavtika Sedopéva amo tnv
TIPAYMOTIK Xprion Tou ¢apuakou, Ta Omoila UMopoUV va €VICXUCOUV TNV KATOVONOoN TNG
00PAAELAG KAl ATIOTEAECUATIKOTNTOG TOU POPUAKOU O €UPUTEPO TANBUOUO. H mpooéyylon
QUTI OVTIKATOTITPL(EL Ula LOOPPOTINUEVN OTPATNYLKI) AVAHUECA OTNV Tapoxn mpooBaocng o€
KaLVOTOUEG Beparmeieg kat otn SlaoddAon NG Snuoolag uyelag HEOW TNG OUVEXOUG
afLoAoynaong tng achAAELOG KOL OTMOTEAECUOTIKOTNTAC TWV popUaKkwV. Kat’ autdv Tov Tpomno, n
«UTIO OpouCg Eykplon» amo tov FDA SleukoAUvel Tnv mpdoPacn o MPWTOMOPLAKEG Bepareieg,
napéxovrag mapdAAnAa éva HECO yla TNV Mpootacia tng dnpoolag uyeiag PEow €VOG TILO
SuvapkoL MAaLGiou pUBULOTIKOU EAEyXOU.

2.4. O péhog tou IQET

H eloaywyn ¢apuakwv péow tou IQET amoteAel pla onpavtkn emévéuon otnv Yyeia Kal otnv
nolotnta {wng Twv acBevwy, Kot OXL ArAWG L0 OLKOVOULKH damavn yLa TNV amoktnon akpBwv
dapuakwyv. To IQET Aettoupyel wg kpiowpo epyadeio yia tnv e€aocddalion mpoéoPfaong oe
Oepameie¢ mou elval KaBoploTIKEC ylo aoBeveic pe ocofapéc Kkal OmMAVieEG TaBOnoELC.
Ynootnpiloupe TIc mpoomabeleg TG nyeciag tou Ymoupyeiou Yyeilag mou otoxelouv otnv
amoteAeopatiky aflomoinon Twv SlaBEoIpwY TOPWV, HE KIVAOELG TIOU EMISLWKOUV TNV
g€olkovounon mopwv, Kal TNV amoduyn onataAng, Xwpi¢ wotdoo auto va Biyel tnv mpooBaon
Twv acBevwv o€ avaykaieg Bepameieg.

3. Yo0étnon epyaleiwv ywa thv urtoothpEn the npoocBaocnc otnv Kouwvotouio

3.1. Anuoupyia mAatciou €ykplong kot anolnuiwong Blodeiktwy

H mpoéoPfacn ot VEEC OTOXEUMEVEC OepameuTIKEC €MIAOYEC amaltel tnv avixveuon tng
ETUAEELUOTNTAC HECW CUYKEKPLUEVWV YOVISLOKWVY SLayvwoTkwy e€etdoswv. Eival mapadofo n
MoAtteia oApepa va KAAUTITEL TO KOOTOG TwV Beparmelwy, aAAd va Unv UTtapxeL TPoBAedn yla
™V KAAuPn Tou KOOTOUG yla TG avtiotolxeg efetaoels. H dnuloupyila evog mAaloiou yla thv
€ykplon kat amolnuiwon twv Blodektwy, oe cuvduaouo pe tn Stadikaoio capwong opilovta
(horizon scanning) yla tn dlapkn emikalpomnoinon tou kataAdyou amnoteAel adnpltn avaykn yla
™V npoofacn Twv acBevwy oTig KATAAANAEG yla auTtol¢ Beparmeleg.

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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MNapdAAnAa, n eotiacn otnv mpoAnyn amotelel to Ogpédlo kaBe Zuotiupatog Yyeiag. H Aén
ekppacpévn BouAnon TNG TMOALTIKAG NYECLAG TNG XWPAG VA AVOTTTUEEL TIPOYPAUMOTA TIPO-
CUUMTWHOTIKWY EAEYXWV KOL EYKALPNG OVIXVEUONG TIPETEL VO OUVOUAOTEL HE TIG SuVATOTNTES
TIOU TIOPEXOUV TA KOLVOTOUA SLOyVWOTIKA €PYAAELa, LOLALTEPA VLA TIC OTIAVLIEG KOl KANPOVOULKES
vooouc. H mpooBaon oe SlayvwoTikéG e€eTAoelg BLOSELKTWY TTOU ATTOTEAOUV TN UOVN €mAoyn
yla tnv mpoAndn kot tnv mapakoAolOnon twv MOATWVY amoTeAel €MioNg avaykolotnTa, Kot
TIPETIEL VA ATIOTEAECEL LEPOG TOU OXETLKOU TTAQLOLOU.

3.2. Emévéuon otnv mpoo€AKUOoN VEWV KALVLKWVY LEAETWV

OL KALVLKEG SOKLUEG QITOTEAOUV TN PAXOKOKOALA TNG LATPLKNG TIPOOSOU, KATEXOUV KEVTPLKN BEan
otn Sladikaoia avantuéng Kal £ykpLong VEwV Bepamelwy, KoL anoteAolV ToV oUVOECHO UETALY
Kawvotopiag Kol OKAAUTITWY LOTPLKWY QVOYKWY TwV acBevwv. Me Tn OUUUETOXN TOUG Of
KAWVLKEG HEAETEG, wdeAouvTal aoBevelc mou cuxva Sev €xouv AANEG BEPATIEUTIKEG ETUAOYEG,
EVW Tautoxpova dev emiPBapuvouv To Tuotnua Yyeiog. H MoAttela MPEMEL va AVTIUETWITIOEL WG
enévduon vPnAng aflag tig KAWIKEG MEAETEG, Kol va Beomioel emutAéov Kivntpa yla tnv
T(POCEAKUON HEYOAUTEPOU APLOUOU PEAETWV OTN XWPO UOG.

3.3. Aflomoinon tng YndLakng texVoAloyilag, TnNG TEXVNTAG vonuoouvng & Twv dedouévwv

EvBapplvoupe tnv evowpdtwon texvoloywwv Pndlakng vyeiog, kot t BeAtiotonoinon twv
UYELOVOULKWY Oedopévwv TOU  €Xouv TO OUVAUIKO VO €VIOXUOOUV  ONUAVIKA TNV
OTOTEAECUATIKOTNTA TOU Zuotnpatog Yyeiag. H Yndlomoinon tng uvyslovoulkng dpovtidag
ETUTPEMEL TNV TOaxUTEPN emefepyaoia koL avaluon twv dedopévwy, kablotwvtag duvathy tnv
o ypnyopn Andn amnodpdcswy, Kal TNV TPOcApUoYyH TwV BepameuTIKwY MAPEUPBACEWV OTIC
OVAYKEC Tou KABe aocBevolC. Me autdv Tov TPOMO, TO UYELOVOULKO CUOCTNHO MUTIOPEL va
OVTOTIOKPIVETAL TILO AUECA KOL OTOTEAECUATIKA OTLG UYELOVOULKEG TIPOKANOELG, BEATLWVOVTAC
NV moLotNTA TNG GPOoVTISAG KaL TNV OLKOVOULKH SLaXElpLon TWV MOpwWV.

H emévbuon otov Yndlokd HETACKXNUATIOMNO Kal oTtn SLOAETOUPYLKOTNTA TwWV SOHWV Kal
UTINPECLWV UYelaG amoteAel KaBopLOTIK TAPAUETPO yla TNV Tipdofaon Twv acBevwy oTLg
KOLVOTOUEG TEXVOAOYieg Kal Bepameieg, aAAd kat ylwa Tnv afloAdynon toug. H evioxuon tou
eHealth kat tn¢ tnAgiatpikng Ba peTpldoouv aviootnteg otnv Mpocfacn Kal Ba yebupwoouv
Keva otn ¢povtida.

MNapdAAnAa, n alomoinon tng eumelpiag (Prems) kat twv ekBacewv (Proms) twv acBevwy,
puéoa amo tn deutepoyevn xprion dedopévwy Toug Kat epyaAeiwv Al, urmopouv va cuvdpdpouv
oTNV €MIiOTEVON TNG AVATTTUENG VEWY €{aTOUIKEVUMEVWY Beparmelwy, evw tnv dla otyun Ba
afLoAoyoUV TNV AMOTEAECUATIKOTNTA KOTA TN Xprion Toug.

Me ™ xprion Pndlakwv gpyaleiwv mou BeAtiwvouv tnv akpifela Twv Slayvwoewv Kat TNV
amodotkotnTta TG dpovtidag, n xwpa UMopsl vo TPOoDEPEL TILO TIPOCOPUOCUEVES KOl
OTTOTEAECLOTIKEG DEPATEUTIKEG TIPOOEYYIOELC, €VIOXUOVTOCG TNV LKAVOTNTO yla TAXUTEPN Kol
OKPLBEDTEPN TIAPOXH UTINPECLWV.
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3.4. Mntpwa AcBevwv

Ot Evwoelg AcBevwv emionuaivouv TNV EMITAKTIKI avaykn ya dnuloupyia evog véou mAatlcsiou
ouvepyaoiag, To omoilo Ba gumAékel OXL LOVO TouG BeopulkoUg Kal pubuLoTikolg dopeig, aAld
Kol GAAOUG ONUAVTIKOUG EUMAEKOUEVOUC, OwC ot EmayyeApatieg Yyeiag, Ekmpoowmnol AcBevwv
kol QapuakeuTtikeég Etalpeieg. Auti n ouvepyaoia Ba emiblwéel tnv aflomoinon KatdAAnAwv
epyaleiwv otn Swadkaoia aflohoynong dappakwv kot AQPng amodpAacewv, WOTE va
SleukoAuvBel n mpooPacn twv aoBevwv oe Kowotopeg Bepameiec. Ta epyaleio autd
nepthappavouv tn xpnon Mntpwwv AcBevwv yla tn ouykévipwon Asdopévwy Mpayuatikol
Kéopou (Real-World Data, RWD) kaL tnv €dpapuoyr TOU «OUOTAUOTOC oapwong opilovto»
(horizon scanning) yw tnv €ykalpn avixveuon Kol EVOWUATWON VEWV Kal avaduOPEVWV
TeEXVOAoylwV uyelag. Autr) n mpoaoéyylon Ba SLEUKOAUVEL TN LOKPOXPOVLA TTapakoAoUBnaon Twv
ekBaoswv vyeiag twv acBevwv mou AapBdvouv Kawvotoueg Bepameieg, cupBairloviag £tol
otnv avaBaduLon tng molotntag tng Pppovtidag, tnv evioxuon tng acdpalelag Twv acBevwy, Kal
™V e€aopAAon TNG PLWOLUOTNTOG TOU UYELOVOULKOU GUOTHUOTOG.

210 MAQLOLO AUTO, UTIOYPAUUI{OUKE TNV AVAYKN yLa EVicxuon Twv urmtoSopwy mou adopouv T
OUYKEVTPWON KoL EVOPUOVION 8e60UEVWY QTIO TA UNTPWO ACBEVWY, HE OTOXO TNV QVATITUEN
VEWV TIPOOeyyioewVv aflohoynong, TuoAoynong kot amolnuiwong mou Ba cupPdalouv otn
BeAtiwon NG mMpooPaong Twv acBevwv o Kavotopa ¢papuaka. Autég mepllapBdavouy tnv
edappoyn cUUPWVLWY EMUEPLOUOU KVEUVOU KAl CUUPWVLWV BOCLOUEVWY OTA ATIOTEAECUATA,
Ol OTIoLlEC amaltoUV TN XpHon TETolwv SeSOUEVWY yLa TNV QVTILETWIILON TG afefatdotnTag Kat
TOU ploKou TIou cuvdéovtal PE TN XPron Kowotouwv papudkwy. EvBapplvoupe tnv evepyn
OUMPETOXN Twv Emayyelpotiwv Yyelag kal twv aoBevwv ot Siadikacieg Stapopdwong
UNTPpWwV Kot ouAoyn¢ Sedouévwy, OTOXEVOVTAC OTNV EUTIEPLOTATWHEVN QVILLETWIILON TWV
ofeBatotitwy mMou oxetilovtol PE TN MOKPOXPOVLIO QTOTEAECUATIKOTNTO KoL O0PAAELA TWV
KOLVOTOUWV PapUAKWY, KOUBWE Kol TOV ETIUEPIOUO TOU OLKOVOULKOU pilokou HETOafl Twv
ETALPELWV KaL TOU Zuothuatog Yyeiog.

4. AcOevokevtplkA pocEyylon otnv urtoothptén tng Kawotopiog

O YnodLakocg pakehog uyeiog aoBevwy MAPEXEL OUCLOOTIKA ODEAN YL TO UYELOVOULKO cUOTNUQ,
KaBwg SleUKOAUVEL TNV AUECN MPOCSPBACN OTO LOTPLKO LOTOPLKO TwV acBevwy, BeATIWVEL TN
SLOAELTOUPYIKOTNTO HETAEY UYELOVOULKWY GOPEWYV, PELWVEL T LATPLKA AAON, Kal eVIOXUEL TV
amoteAeopatiki edpapuoyn KAWIKwY odnywwv. Emiong, auvavel tTnv amodotikotnta dlaxeiplong
TWV OPWV Kol CUUPBAAAEL OTNV €pEUVA KAl OTOV TOLOTLKO €Aeyyo, Sltaodalilovtag tn BeAtiwon
™G moLotntag ppovtidag mou napéxetal otoug aobeveic. Ol Evwoelg AcBevwy umoypappilouv
™V avaykn yla enavekkivnon tou Pndlakol pakélouv vyeiag twv acBevwy, eotialovtag otnv
QIMOTEAECUATIKA LYVvNAATNON Twv voowv. Autr n mpwTtofoulia €xel wG OTOXO TNV TAPOXN
cadwv MANPodOoPLWV OXETIKA PE TOoV aplBud Twv acBevwy, cupBailovtag £Tol oTnV KATAAANAN
Stapopodwaon tou mpoilnmoloylopou. Auto odnyel o amodoTikotepn SLaxelpLon TwWV TOPWV TOU
UYELOVOULKOU OUOTAHMOTOC Kol oUPBAAAel otn PeAtiwon tng mpocPaocng O KALVOTOUEG
Bepamneiec.
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Ot Evwoelg AcBevwv avalapfBavouv tnv mpwrtofoulia va dtacdalicouv otL oL anoPelg Twv
a0Bgvwv Kal Twv ppovTloTwy evtacoovtal otabepd o OAeG TG daoeLg Twv Stadikaotwv AqPng
anmoddcewv kot aflodoynon¢ tng Kawotouiag, daocdaiiloviag upia Stadavry aviaAlayn
mAnpodoplwv HPeE OAOUG TOUC OXeTIKOUC opeic. Emikevipwvopaote otnv  mapoxn
Slemotnuovikng ekmaidevong, esvdéuvapwvovtag acbevelc, Ppovtlotég kal EmayyeApatieg
Yyelag pe TIC amapoitnTeC YVWOELS, WOTE v €XOUV €VEPYO POAO oOTIC oulntnoelg mepl
KOLVOTOUWV BOepameiwyv. AEOUEVOUAOTE E€MIONG VO OCUUUETEXOUUE EVEPYA OE OXETIKA
OUMBOUALO KOL ETITPOTIEC, UTIEPACTILOEVOL TOL CUUPEPOVTO KAL TA SIKALWUATA TwWV acBevwy,
yla va SdtaodaAicoupe pla ohokAnpwpévn kat Sikailn ekmpoowrnnon ot dtadikaoieg mou
kaBopilouv TNV eloaywyn Kal tTnv mpooBoon o€ VEA KaLvoToua GpapuaKa.

Onwg ermuonuaivel kat n aveéaptntn apxr tou uvnyopou tou MoAitn, o Topéag tng Yyeiag €xet
avadelyBel oe mpotepaldTNTA TWV ONUOCLWV TIOALTIKWY, ELOIKA HMETA amd TNV Hakpd
UYELOVOULKN Kpilon mou eméPBale onuaviikd Bapn oto EOBvikd Zvotnua Yyeiag (EXY). H
nMpooTacio Twv SKAWUATWY Twv acBevwv otnv mpooPacn kot €EUMNPETNCH TOUG OTIG
SNUOGCLEG UYELOVOULKEG SOMEC, N SlacdaAion Tng mpooPaocng ota papuaka Kol ot Beparneieg,
N €mapkn¢ €€ETOON KAl QTAVINGN OTA QLTAHMATO KOl TTOPATOVA TOUg, KaBwg Kol n aptia
SLOLKNTIKN €EETAON TWV KOTAYYEALWY, OL TTAPOXEG KAl N amolnuiwon Twv damavwv vyelag, Kat o
€AeyxoC TwV WOWTIKWY Tapdxwv and tov EOMYY €xouv amoteAécel Baolkda InTruoto mou
amoLtovV cuvexr ipoooxn kat BeAtiwon.#

OL ouoTAoELg Kol oL TPoomabeleg Twv Evwoewv AcBEVWV ETILKEVTPWVOVTOL OTNV EVIOXUON Kall
UTIOOTAPLEN TIOALTIKWY UYElQg TOU OTOoXeVLOUV OTn PBeATiwon TOU OLKOCUOTHMOTOG UYELQG,
eaodalilovtag suputepn SlaBeociludTNTA Kal MpooBacipotnta o mponyuévn dpovtida kat
KaAUtepn Olaxeipion aocBevwyv. MOvVo MPECW HLOG OUVIOVIOHEVNC Kol OAOKANPWHEVNG
TIPOCEYYLONG UE TO OUVOAO TOU UYELOVOULKOU OLKOGUOTHUOTOC TNG XWPOG HAC UITOPOUUE va
StaodaAioovpe oOtL ol acbeveic otnv EAAASa Ba amoAaupavouv mpocBoocn ot TAEov
OUYXPOVEC KOL OTTOTEAECUATIKEC OepameuTikéG emhoyeg, Staodalilovtag moapdAAnAa tnv
OLKOVOULKA Blwolpdtnta tou EBvikoL Zuotruatog Yyeiog.

Juvunoypadouv:

H Evwon AcBsvwv EAAGSocC - ENAZEA
H EAAnvik Oupoormovdia Kapkivou - EAAOK
H Evwon Yraviwv AcBevwv EANGSoc - ESAE

14 AveEaptnm Apyn Zvvnydpov tov [ToAitn, Etolo 'Exfeon 2023.

12


https://greekpatient.gr/
https://greekpatient.gr/
https://ellok.org/
https://rarediseasesgreece.gr/
https://rarediseasesgreece.gr/
https://rarediseasesgreece.gr/

