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H Mveupovikn Ynéptaon EANGdas péow s PHA Europe (Mveupovikn Ynéptaon Eup@nns)
Pploketal oty euxdpiotn Béon va polpactei ta anotenéopata pias peyanns kAipakas épeuvas
aoBevav kal ppovuot@y M.A.Y., n onoia dievepynBnke 10 4o tpiunvo 1ou 2011 og névie
EUPWNAIKES XMPES. H épeuva npayuatonoinBnke e okono va npooQEépel vEes NANPOPOPIES
yla tov eupUtepo avtiktuno tns M.A.Y. og aoBeveis kal ppovuoTés Népa ano ts Guokonies nou
npokuntouy ano ta kAviké cupntdpata ts acBévelas. Zuvorikd, otn uenétn, cUPpETeixav
455 @ropa, ek twv onoiwv ta 326 Atav aoBeveis pe M.A.Y. kaita 129 ppovuatés. H épeuva
O1EPEUVNOE TEOOEPIS KUPIOUS TOLEIS: TO CWPATKO, NPaKTIKS, KoIVwvIKS Kal cuvaloBnpatkd
aviiktuno tns aoBévelas otov ndoxovia kal 010 Gpovuoth, kaBws kal tnv avdykn yia
evnuépwan. téxos tns pefémns ntav va BonBnaoel tnv Kovotnta M.A.Y. va katavohoel
ouvoniké t onpaivel va zel kavels ye M.A.Y., kal va 1o JoIpacTel e Tous aoBeveis, Tous
(POVTIOTES, TOUS YIATPOUS, TOUS ENAYYENHATIES UYEIDS KT TOUS QOPEIS Xapa&ns NoAIIKAS yia Ty
uyelovopikh nepiBanyn, €101 wote va kaBodnynBei n épeuva kaiva avadeixBei n avéykn yia pia
euputepn Bepaneutikh Npoaéyyion oto pénov.

BAZIKA ZYMINEPAZMATA THZ [TATKOZMIAZ EPEYNAZ TIA TOYZ AZOENEIZ KAl
TOYZ ®PONTIZTEZ

H TM.A.Y. éxel onuaviko avikuno oty kaBnpepivi Zoh twv aoBevmv Kal TV ¢PovIIoTdV

= 10 56% twv aoBevav onAwoe nws n M.A.Y. éxel "noAu yeydno aviiktuno" otnv
kaBnpepivi tou zwn, ennpedzovias Us UAIKES dpaotnpIdTNTES, tnv epyaoia, ta tgidia, us
OIKIOKE EQYAOIES Kl TNV MPOCWNIKA T0U Zwh.

» 10 57% 1wV ppovuatdy dhdwoe dun M.A.Y. éxel "nofu peyéio aviikuno" otnv
kaBnuepivh tou zwn, npoaBétovias eninAgov epyacies kar euBuves, nou 0dnyolv o€
unepKONWON.

= Mia nepiopiopévn Aertoupyikin Katdotaon (n "Ta€ivopnon Agitoupyikns
Katdotaons AcBeviv" nepiypaer Tov aviiktuno tns vogou otn Zwh Tou Ndoxovios)
ouoxetiotnke pe peyanutepo aviiktuno og nonnd enineda, 6nws otn ouvaioBnpatiki
gunpepia, OUS OXETEIS, KAl TNV IKAVOTNTA EpYaOias Kal KOVWVIKONONans.

H N.A.Y. cuvbéetar e pia onpavukn olkovopikh enifdpuvon

=  1085% twv aoBevdv kal 10 29% twv ppovuctdy dhdwoav 6T n £pyacia T0Us EXel
ennpeacteland v M.AY.

= 1048% v aoBeviv KaI 10 13% Twy ppovuot@v dnAwoav avikavol va epyactolv
Adyw s M.AY

= 1073% twv acBevdv kal 1o 35% twv ppoviiotdv dhAwoav peiwan tou
oIKoyevelakoU e1008Npatos, pe noARES OIKOYEVEIES va PEvouy pE E1000AUATA KATDTENT TOU

UEOOU GPOU.
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H N.A.Y.ennpedzel apvnukd T ouvaioBnuatki Kal KOVWVIKA EUNPERTO TV aoBEVHV Kal Twv
PPOVUCTDV

= O1aoBeveis pe M.A.Y. avépepav ouxvé nws vidBouv avactatwon (35%), opyh (24%),
xapnAn autoektipnon (22 %), kabws kai nws dev tous katanaBaivouv (26%) kai nws vihBouv
axpnool (22%).

=» 10 26% twv aoBevayv ouxvd bnAwoe nws elonpdattel Aiyn xapd and us
dpaotnpidtntes nou cuvnBize va anofapPdvel, eva pepikof einav nws vidBouv péRo t vixta
f Kata i SIGPKEIN TS NPEPTS.

= 10 66% TWV PPOVTICTMY OUXVA AVEPEPE NWs VIHBEI pOPo yia 10 T eNIPUAGOTEI To
péNAOV Y10 TOUS OUYYEVEDS Tou, evd 10 22 % dndwaoe 60U ouvnBws/apketd ouxvd aioBaveral
dyxos kaBms ppovtizel 1o ouyyevh tou napdAnnAa ye dAnes euBuves nou kafeftal va
avandper.

= 10 40% twv acBeviv dNAwoe Nws VikBel anopovwpévos - 10 77% €€ autdv Bewpei
6u auto ogeifetal oto 6u n aobéveia dev eival gpavis atous annous.

=» 10 30% WV QPOVUCTOV VIMOE anopovwiévos/anokAgIopévos - 10 61% €€ autmv
&niwoe du autd ixe noAu peyano avtiktuno oty kaBnpepivi Tou zwh.

H M.A.Y. éxel yeyano aviiktuno otnv epwukh zwi KAl ous OXECEIS

» 10 44% twv aoBevv avépepe andAeia s Afunivio/emBupias yia ogt ouxva/nond
OUXVQ TOV NPONYOUPEVO PNVa.

» 10 72% twV ppovuoT®V (0Uvipo@ol acBevav pe M.A.Y.) 6ndwaoe peiwpévn
OUXVOTNTA EpWTKWY ENAPAY, KUPiws Adyw tns ERAeIPns evolapépovtos tou acBevh, annd kal
e€artias tou OPoU ToU PPOVTICTA PNV TUXOV Kal ENIBapUVEl TNV UYEID TOU GUVTPOPOU TOU.

AcBeveils kal DpovTIoTés XpeIGzovial NEPICTOTEPN EVNPEPWON YUPW Ao Tov EUPUTEPO
avtikwnotws M.A.Y.

» O1 kUples avaykes yia ninpo@odpnaon, €101 6Nws ol aoBevels Us kataypdpouy,
a@opouv us enifoyés Bepaneias (67 %), tnv ibia v acBévela (61%) kai us SI0IKNTIKES CUVENEIES
nsM.AY.(55%).

» 10 36% twv aoBeviv zAtnoe evnpépwon oxeukd pe tny katdOAiyn kar aAfes
ouvaioBnuatkés ouvéneies s M.A.Y.

» 10 28% twv aoBevmv zNTnoe evnpépwon oxetikd pe tous Luindyous AoBevv —
nonnof avépepav 6T ol enayyeApaties uyeias Gev Tous kateuBuvouy NPos auth tnv Nnyh
BonbBeias.

= O1nAnpogopies Ba npénel va bivovial o€ noARanAés NIoKEYEIS 010 yIaTPo, €101 DOTE

ol aoBeveis kai ol ppovuotés va pnv kataBdAnovial apéows.
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ZYMINEPAZMATA KAl ETOMENA BHMATA

Ta anotenéopata s épeuvas anodeikviouy us oapeis ekkANaels nou yivovtal yia dpdon, kal
unoypappizouv T avaykn yia avayvapion Twv GPoviotav ws dtopa 6infa otous aoBeveis.
EninAgov, napéxouv éva adlapgiopntnto enixeipnua, ote 1600 ol acBevels oo Kai ol
(QPOVTOTES Va TUYXAVOUV pias eupUtepns Bepansutikns npoaéyyions. Mia BéAuotn diaxeipion
s M.AY. anaitel pia dieniotnpovikh npocéyyion nou Ba nepiiapfavel yiatpous,
VOOoOK&LOUS, KOIVWVIKOUS feitoupyous, yuxondyous kal ouindyous acBevav yia kanutepn
a€lofdynon, adid kal yia BeAtiwon tns cuvaioBnuatiKAs Kal KOIVWVIKAS EUNPEPIAs TOUS,
KaBws kal twv KAIVIKOV oupntwpdtwy tous. H penétn avédei€e, akdpa, éu ol cuidoyol
aoBevav biadpapatizouv onpavukd po6Ao atny napoxn NANPOPOPIMY OTOUS AoBEVES Kal
OTOUS PPOVTIOTES, KAl 6T N MIo éyKalpn Napanopnh and tous enayyeAUaties Uyeias ous eVmoels
aoBevav Ba ntav enweenns.

QPATIAAPAZHTIATOYZ EMMAITEAMATIEZ YTEIAZ

Mia Zuvonikdtepn Opovtida eival anapaitntn yia tn Betioon TS NPAKTUKAS, CWHATKAS,
ouvaloBnpaukis kal Kolvwvikns eunpepias 1000 v acBevav e M.A.Y., 600 Kal Twv
@povtot®v tous. Or enayyedpaties uyeias Ba npénel va emdicdkouv tn BeAtiwon kal n
BeAuotonoinan s afloAdynaons kal tns ppovtidas Népa anod v avupPETONIoN Twv KAIVIKOV
oupnuatwy s aobéveias.
. Orenayyedpaties uyeias kadouvtal va aflofoyolv otous acBeveis 6xI pévo us
"kaBopiopéves" kAIvikés emnidaels ins M.A.Y., aiid kal tov Npakuké, cwuatko,
ouvaigdnuaukd Kal KowvIKé avtiktuno.

» Eival onpavtko va tovicoupe 6t 1o Bapos tns M.A.Y. (Npaktko, cwpatikod,
ouvaioBnuatkd kal Kovwviko) autdvetal onpavuké 6oo n Agitoupyikh Katdotaon tou
aoBevh neplopizetal.

=» OrkateuBuvtnpies odnyies Bepaneutkns napéupaons Ba npénel va evnpepvovtal,
MPOKEIJEVOU Va NAPEXOUV UVONIKOTERN PPOVTIOA OTOUS AOBEVEIS Kal GTOUS PPOVTIOTES,
(OTE va pn otapatoly ota "kabopiopéva” kAIVIKG cupgnt®@pata ts véoou, Kal va
nepiNapBavouy Kal ts NPaKTIKES, GUVAIOBNUATKES KAl KOIVWVIKES AVAYKES.

= O avtiktunos s neplopiopévns Asitoupyikns Katdotaons otnv noidtnta zwhs twv
aoBeviv* Ba npénerva a&lofoyeital kar va AayPavetal undyn katd to Bepaneutikd
oxedlaopd.

=» O1enayyenpaties uyeias npenel va katavoouy KanUTepa Tov EUPUTENO aVTIKTUNO TS

M.A.Y.,161aftepa US OIKOVOIKES ENMTMOEIS MOU EXEI GTOUS AOBEVES Kal 0TOUS PPOVTIOTES.

«  Tapia Béfuown ®poviiba anareitai Sieniotnpovikh npocéyyion v aoBevdv kai
WV PPOVUCTADV
- O1 aoBeveis kar ol ppovuatés Ba npénel va AapBavouy pia cuvoAikdtepn Kal
ouvtoviopévn gpovtida and pia dieniotnpovikh oudda anod enayyenyaties uyeias kal anious
€161k0Us, dnws yIaTpof, vOONAEUTES, KOIVwVIKOI AEITOUPYOI, Wuxondyol Kal voels aoBevamv.
= H kivikn epovtida Ba npénel va npooappdzetal o kGBe aoBevn, kaBws kain
alofdynon v owPAtKOV Kal ouvaioBnUatiKy ToU avayKmv.
» O1 avAyKes Twv pPOVIICTMY OAPENA UNOTHOUVTAI KAl ouxva napafénovial.
Qot600, Ba npénel ki autés va anotenoly Pépos s SIENITTNHOVIKAS GPOVTIOAS Tou
aoBevous.
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° O1 emmayyeApaTieg uyeiag TTPETTEl va TTapEXOUV TTANPOPOPIES OTOUG aoOEVEig
KOl OTOUG PPOVTIOTEG EYKAIPWG, KAl PEPIKEG POPES ETTAVEIANUPEVA..
= O1 aoBeveig Kal o POVTIOTEG XPEIAdovTal DIAPOPETIKEG TTANPOPOPIES O€

OIPOPETIKEG XPOVIKEG OTIYMEG PETA TNV apxIKr didyvwon. O1 TTAnpo@opieg Ba TTpETTel
v a

TrapéxovTal oTadlakd, 6Tav 0 acOeVAG KAl 0 PPOVTIOTAG TIG XPEIAOVTAI, TTOU CNUAIVEI
TG ol TTAnpo@opieg yia Tnv M.A.Y. kai Tn Beparreia Ba Tpémel va divovTial o€
SIOQOPETIKA XPOVIKA OTIyur atmd étav Ba d0BoUv oI TTANPOPOPIEG OXETIKA HE TIG
TIPQKTIKEG, GUVAIOONUATIKEG, KOIVWVIKEG KAl OIKOVOUIKEG ETTITITWOEIG TNG 00BEVEING.

H emaer avdpeoa oToug mayyeAUaTieg uyeiag kai oToug GUAAGYous aoBeviov
@énelva EVIOXUBEI.

O1 aoBeveig TTou TTapakoAouBolvTal atrd €181IKOUG KAl OI PPOVTIOTEG Toug Ba
TPETTEl va TTpowBolvTtal o€ CUAAOYOUG aoBevwy, yia va ATTOKTOUV TTEPAITEPW
q;ooTrﬁplﬁn kal mpécoBacn otnv Koivornta ML.A.Y.

O1 gtrayyeApaTieg uyeiag kai ol GUANOYOI A0BEVWIV TTPETTEI VO AVATITUEOUV PETAEU
T o U S

10XUPOTEPOUG DECHOUG, YIa Vo €Ea0PAAICOUV TNV AVATITUEN Kal TNV £yKalpn TTAPOXN
KOTGAANAWV TTANpo@opiwv yia Tnv M.A.Y. o€ éva gupl @aoua BepdTwy TTEPA aTTO TA

KAIVIKG GUUTITWUOTA, CUPTTEPIAGUBAVOVTAG, VIO TTAPAdEIYUA, TTNYEG TTANPOQOPIWY YIa
T o u S

a00eVEIG/QPOVTIOTEG OXETIKA WE TIG OIKOVOMIKEG, OUVAICONUATIKEG, KOIVWVIKEG Kal
o w vl a T 1 K € S

emmTwoelg g MN.AY., ekoTpaTeieg euaioBNTOTTOINONG YIA TA CUMUTITWHATA, KAl
m a p o m o} vl m I

Tou aoBevolg og KATAAANAEG opddeg UTTOOTAPIENG OOBEVWV O OUYKEKPIUEVEG

oTIyuég Kata Tnv €&€EAIEN Tng vdoou.

QPA TIA APAZH TlIA TOYZ XYAAOIr oYz A2OENQN

O pbéAog Twv GUANGYwV aoBeviv pe MLALY. éxel avayvwpioTel wg avaméoTTacTo
KOHMATI TRG atroteAeoparTiKig Siaxeipiong Thg M.A.Y. O1 cUAAoyol acOevwyv TTpETTEl va
Siag@aAifouv 6Tl n agiloAéynon Tng MN.A.Y. kaBwg kai n dlaxeipioT] TG eKTEivETal TTEPQ
amo Ta KAIVIKAE CUPTITWHATA TNG VOOOU, TIPOCQEPOVTAS Hia uwnAol emirédou
UIrooThPIEN, CUHTTEPIAQUBAVONEVNG TNG TTAPOXNS TTANPOQOPIWV KAl TNG
ouvaioOnpaTikfg oTipIEng, dUo oTolXela TTOU UTTOPEl va GUUTTANPWOOUV Kal vd
BeATiwoouv 10 emimedo Tng BepameuTIKAG PpovTidag TNG
n.A.Y.

=) Evioyuon twv oxéoewv PeTagl TwV CUASGYWV aoOeVWV Kal TWV ETTAYYEAUATIOV
u Y € i a S

O1 eTTayyeApaTieg uyeiag kal ol aUAoyoI aoBevwyv Ba TTPETTEI va Bpouv TPATTOUG
yia T BeATiwon Tou peTagu Toug dIaAdyou Kal TG ouvepyaaiag Toug. O aoBeveig kal ol
PPOvVTIOTEG Ba TTPETTEl va TTpowBoUlvTal 6€  GUAAOYOUG aoBevwv wg PEPOG TNG
K&Olepwpévng TTOPOXNG KAANG @povTidag.

O1 cUAM\oyol aoBeviov Ba TTPETTEl va UTTOOTNPICOUV TOUG AOBEVEIG KAl TOUG
PPQVTIOTEG OTO VA ETTIKOIVWVOUV PE PeYaAUTeEPN auToTrEToIBnan 10 Bdpog Tng M.ALY.
—OUUTTEPIAGUBAVOEVWY KOl TWV EUPUTEPWY ETTITITWOEWYV, OTIWG O CUVAICONUATIKOG,
KOIVWVIKOG Kal OIKOVONIKOG aVTIKTUTTOG— Kal 0T va {nTouv Tn BorBeia Trou XpeidlovTal.

MeyaAUTepn avayvwpion TwV QPOVTIOTWV HEoA aTrd TNV ISIOTNTA ToUu HEAOUG

O1 oUAAoyol acBevv Ba TTpéTTel va S1ac@aAiouv OTI UTIAPXOUV Ol OTTAITOUUEVEG
mooxég, €101 WOTE Ol QPOVTIOTEG va oTnPIouv KATAAANAa Toug aoBeveig-pEAN.

MeyaAUTtepn euaiodNTOTIOINON KAl EVAHEPWOT) YIA TI UN-CWHATIKES ETMITITWOEIG

O1 gUANoyoI agBevv Ba TTPETTEI VO TTPAYHUATOTIOIOUV EKOTPATEIES YIa HEYOAUTEPN
OIKOVOWIKR Kol ouvaioBnuaTik Bornbeia Twv acBeviiv, aAAd kal yia TTepIooOTEPN

H Maykéopia Epguva aoBevwv kai ppovtioTwv M.A.Y. kai n ‘ExBson ®povTioTwv
uttooTnpixdnke atmd Tnv Actelion Pharmaceuticals Ltd, otnv EABeTia.

QPATIAAPAZHTIATOYZ AZOENEIZ

Hzwn pe M.A.Y. eival SUokonn, Kal ol ENINTMOEIS Tns aoBévelas otny NoldtNTta zwhs eupeies. M' autd
Kal givar emtakukn avdykn ol aoBeveis va "eknaidedovial” avanoya, Kai va yvwpizouv 6t o
avtiktunos tns M.A.Y. unepPaivel ta kAIVIKA cUPNTOUATa nou Kabopizovtal Kal Unopef va €xel
ENINTWOEIS OTIS MPAKTIKES, KOIVWVIKES, CUVAIOONUIATKES KOl OIKOVOUIKES MAEUPES TS ZWNS.
o O1acBeveis Oa npénel va avapévouv npdofacn ous owotés ninpopopies tnv katdAAnAn
ouypn, €tal Mote va zouv 600 1o Suvatdv kadUtepa Pe M.ALY.
mp AkpiBeis kal eUkona katavontés nAnpoopies Ba npénel va diatiBevial o1o voookopeio/kAIVIKN
yiatv.A.Y. yia peyado xpovikd Sidotnua petd i didyvaon.
=p Oraobeveis Ba npénel va AapBavouv UNoctNPIEN NEPa and authv NOU NAPEXETAI ONUEPT OTNV
KAIvIKN NPAgn, NPoKeIPévou va nopouv va eEnyouv kandtepa tnv acBéveld Tous Kal TS ENINTMOEIS
s otous dAnous.
. Ol acBevels 6a npénel va avapévouv npéoBaocn o€ pfa unnpeoia pe augnpévn

guaioOntonoinon/evnuépwaon yid Us gn-cwpatkés cuvéneies tns M.ALY.

= O1aobeveis Ba npénel va aioBdvovtar dveta va zntolv ané tous enayyefpaties uyeias
oupBounés kal unoothpiEn yia Béuata nou dev apopoUv povaxa T Bepaneutikin Tous gppovtida (yia
napddelypa, cUPPOUAES yia TOV avTiKTUMO TS KOIVWVIKES, CUVAIOBNUATIKES KAl OIKOVOUIKES NAEUPES
s zwns).

=p  Orenayyenpaties uyeias Ba npénel va Napéxouv atous doBeVeis NepIooOTEPES NANPOPOPIES yia
i Aeitoupyikh Katdotaon kai tov aviiktuno ts cofapdtntas tns Agitoupyikis Katdotaons otnv
nolétnta zwns*, eEaopanizovtas €101 6T ol aoBeveis eival NANPWS EVAPEPOI Kal EKNAIOEUPEVOI YIa T
oxéon petagu s Aertoupyikhs Katdotaons, pias eupUtepns kal mio AENTAS €vvolas Tns NoIdINTas
ZwNs, KAl TV otdXwV tns KAIVIKAS povtidas.

=) O avtiktunos s neplopiopévns Agitoupyikns Katdotaons otnv noidtnta zwhs twv aoBevav
(pe tnv eupeia évvoia) npénel ndva va alofoyeital kal va AapBavetal unodyn Katd tnv agloAdynon

TwV aoBevV Kal Tov Npoypaupatoud s Bepaneias.
QOPATIAAPAZHTIATOYX ®PONTIXTEX

H @povtida evds aoBevn h evos ayannuévou npoownou pe M.A.Y. gival pia tepdota eubuvn, nou
UNOPEl va ENNPEACE! TN CWHATKA, NPAKTKNA, KOIVWVIKN, OUVAICONPATKA Kal OIKOVOUIKA NAgUpd TNs
ZwnNs. LUVENWMS, Eival EMITAKTKA avaykn yla Tous POVUOTES va KAatavonoouv NANPWS TS ENINTWOEIS
AUTES Kal va €xouv unoothpi§n kal kabodnynon, yia va e§acpandioouv 6t 1oo n SIKN tous 600 Kal

twv aoBevv Tous noldtnta zwns Ba kivbuveyel oo o duvatdv AlydTepo eEaltias Tou pPovIoTA.

¢ O1 ppovuotés Oa npénel va pnopouv va zntoUv npoéoPfacn as enayyeApaties uyeias kal
oudiéyous acBevdv nou éxouv NANPN katavénon tou onpavukoU péiou nou avadaufdavel o
@povuotns, afid kai tou Bapous nou cuxvd tbetal endvw tou.
= Hppovtida evos acBevi pe M.A.Y. éxel GNPAVTIKES ENINTOOEIS OTO GPOVTICTH, Kal autd Ba
npénel va avayvwpizetal and ia ta péAn tns opddas nou napgxouv KAIVIKA gpovtida.
= 0 aVAYKES TV pPovUoT®V ouxvd eival Alydtepo opatés and autés tou acBevn, kalyl' autd
APKETA ouxva napaPBénovral.
=) H oikovopikn enifdpuvon nou npokuntel and tnv M.A.Y. anaitei nepioootepn eEWTEPIKN
UMNOCTNPIEN YId TOUS PPOVTIOTES, Ol onofol €ival ouxvd unelBuvol yia tn SieuBétnaon twv SI0IKNTIKWDY
OUVENEIDV NS VOOOU.
« O1nAnpogopfies nou xpeidzetal o ppovuctis cuxvd Slapépouv and autés nou xpeldzetal o
aoBevins, kal Ba npénel va ivovial dueoa.
= 01 PPOVUCTES XPEIGZOVTAI MPOOAPHOOUEVES NANPOPOpPIEs yia va BonBiolvtal katd th ppoviida
kanolou pe M.A.Y. (cupnepinapBavopévwy oupBoundy OXETUKA PE TS KOIVWVIKES KAl OIKOVOUIKES
ENINTMOEIS tns doBéveias), evad Ba npénel va aneuBUvovtal €161Kd OTS avAYKES TwV GPOVITTMDV.
= O1¢ppovuotés evBappUvovial va avazntolv NeEpIocdtepn unoothpiEn ané cuddyous

aoBevayy, enayyeApaties uyeias kal iktua unootpiEnsyia v M.ALY.

O Avtiktumog
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otn (o1 1oV AcBevav

TV PpOVIIOTOV

Anotedeopata TTaykoopiag Epevvag

aarly diagnosis = bast rmatment « batter quallty af life » finding a cure.
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