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OAPMAKA

P Kopie Adxka, avinpoownedete omv
EMhdBa pia 161aitepa efeibikevpévn
gappaxevtkh etaipela Protexvolo-
ylag, pe 6,1 Beuxd ka1 eviote apvnu-
¥6 onpafver autd. Mnopotpe va puhd-
pe xai va éxovpe teEMKA Kawvotopia
épeuva ka1 avdmuén oe pla 1600 me-
OpEVIL OLKOVOIK( Kal KOIV@VIKG emo-
xh ka1 pe Sebopévo du Sev éxel exbo-
Bel Gedrfo tpav yia kaivordpa ghp-
paxa €b@ xar Boo xpbvia; :
To epinpd oag eivar kaipio, kaBog
avagéperal oe Eva and 1a peyalutepa
npoPhipara nov avupetwnifel n ap-
pakevnkn fropnxavia. H xabuotépn-
on éxBoong Selrtiov npov ravordpwy
pappdrwy, avaotékher v Ekevan g
xaivoropiag om xwpa pag. Tupilen
Bnhabn, m gappakevnkn nepiBakyn
twv EXMivev maoxoviey tovkdxiotov
B00 xpovia miow. Ao 161e, o aobe-
VEIC TV unohoinwy  eUpwnaik@v
xwpwv, anékinoav npoofiaon ot kal-
VOTopa okeudopata, Pehtdvoviag vy
nototnia g fwing oug. To evBexdpe-
vo avknong mg Qappakevtikig Gand-
wvng pe mv éxboon Sekifou kavord-
oV pappdkwy, npokakei oty moh-
teia pia evkoyn avnouxia. Mia mo
Yoxpaipn pand, wotdéoo, prnopel va
obnyhoer oe eviehog Siapopenika
oupnepdopara. H Hiabeon ki om
X@pa pag vEwy, Mo anoTEAECPAtIKmY
pappdrwy, Ba peidoel 1w 1EMKE
kootog Bepaneiag wwv acbieviv. Xper-
adetal amd, va pnv £XoupEe pia Kovio-
gbalpn npooéyyion evog oo cofa-
po0 Bépatog. Aev eivar Suvard va
xaBiotobpe toug Ednves aoBeveig,
aoBeveig ...Bettepng Hiadoyng omv
Fupwnn, Aev SikmiolOpaote, emiong,
va Pafoupe @paypols oy KaIvVOTo-
pia. ©a ékeya U eivan pio pEcawVIK
npootyyion, mv onoia Sev afifouv o1
nokiteg TG Xampag pag.

P TNwe opilete mo ouykexkpipéva Tov
6po xavoropia km Protexvoloyla xat
u onpaivel aurd mpaxTikd yia ToV
aoBevii;
Kaivotopia eival kdBe 11 véo, 1o onoio
pnopei va akhd€er tn {wi pag mpog
kahitepo. H avBpwnomra npoxmpnog
onpavukd, xapn o€ Kavotopeg 16¢eg
xa1 ¥avordpa npoiovia. O khibog ou
PappiKoU EXEl 10 TIPOVORIo va eival
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XpexiEm va SEEpGoOULE TV CVNOUKa oS KEn TV KOVTE-
pBaiun npookyyon avapopwd pE T éxboon Bedtiou
TV I KANVOTOLG KOl KOVOUDIG OKELGOLICTE, Ko N B
Swooia outh B va npog Aperiod Twv aoBeviv, apol Ba
LEXDOE T0 TEMG Kiotog Bepaneiog touc. Aev efvarl Suvand
ooy ouv Eupdmn. Asv Sikaoduoote, vo Baloupe
gndba o Kanotopia, ool N Npocyyon aut, Eiva
HEoCKkuviK, T onola Bev o§iZouv o NOAMES T XWPag oG,
Autd unoonpida o AsuBivav E0pBouiiog T Shire Hellas
Dp. Xphotog A oy CUVEVTELEN NOU 10G NOPCX@ONCE
Ko nou 1A e 6inG TG UANG ya T etapeia nou BIoikel
{0.0.n Shire eopidEm oug onAvies NOBNoES Ko eivas 10
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peia Botexvorioyiag), ya v Kavotoya Tw onoia otepod-
vian SuoLi; of ERFNVES NOATEG, o TG Kanmeg Merieg
nou Ba ELrviooUy TV ENDERNUCTKGTIT MO T0 VOOOKOLEQ
nou B0 cNoKTNooUV Eva Ennféov Kvimpao, afia Kol yia Tov
(POPHAKELTKG KAGHO0, NOU ONLG LNOYDOLLITEL, EVaI 0 pove-
Bt 0 onolog; T tereucs Setia Sev Sa eonpdia and
Kpérog, nopd pdvoy 1¢ opark; tou nepacyvou Noe ok
ou. «Anotéieoyn autod, eval Noffée ond TG etopEE; Vo

MPOROVIO KON GIDKETES, EVON EXEIVES NOU CVILETWIIGOWY TOV
wivBuvo va Katoppedoouy. Me outd t BeBopéva, n endyse-
wn pépa Gaypapera efopeTd Buoxepnc: anuskvel O
CUVOLIANTG LIOG,

XPHETOZX AAKAZL, sicubivwv oupBoudog g Shire Hellas
«XTHV Karvotopia Oev TIPETIEL
va umnaivovv eumodia»

npwiondpos omnv xaivotopia. Ba
£heya OT1 €iVal TAUTICPEVOG PE MV Kal-
votopia. H Protexvohoyia eivar évag
topéag aixpic, 0 onoiog KUPIOKEKTIKA
“anoyemBnke” €neitd and mv anoKw-
Bixonoinon tou avBponivou yovibim-
parog (DNA). {1¢ etaipeia, £XOUHE TV
M va Xpnolponolodpe autd 1o pova-
H1xo “epyakeio”, npoxerpévou va Snpi-
OUPYIOOUYE  QNOLEAECPATIKEG Kal
aogakeic Depaneieq oe pia oepd
nabnoewv, oug onoieg Sev eixape -
ot nopekBov - mokkég Buvardinieg
napépPaong. AnmEPog O1GX0g NG
Broexvohoyiag, eivar o1 e§aropikeujpé-
veg Bepaneieg, o1 onofe Ba eival npo-
cappoopéveg ota Ploloyika xapaxtn-
protikd kdfe aoBevoig. Adyw 1ng
unig texvoloyiag mou anaiteitai, a
Protexvodoyikd @appara £xouv ugm-
AOIEPO KOOTOE Mapaywyns and 1 oup-
Batixka.

P Tidg Prénete v mpoormixh va yiver
n EAdba xévipo avagopds yia KAvi-
kég épeuveg, 6x1 povo yia v xopa
pag alld xa1 yia v evpUTepn MEPIO-

H kaBvotépnon éxboong
SeAtiov Tipav kavotopwv
Qapudxwy avacteAel thy
€\evon e Kawvotopiag ot
xwpa pag. Tvpider 6nAadi,
h Qapuaxevtikn mepifaiyn
v EMivav maoxoviov
rovAdxiotov 8o xpovia
Mow. ATio 10te, o1 aoBeveig
WV LNOAOITIWV EVPWTIATK@V
Xwpav anéxtnoav Tpoopaon
O€ KAIVOTOpa oKevdopara,
PeAniwvoviag mv noiétnia
¢ {wng Toug

xfi, pia S1abikacia, mov Ba rovaoe:
mv npaypanxh owovopia xai Ba §d-
o€l véa mvon ooy KOIPMEVD EMLXEL-
Ta.

Mpoxeal, aopalis, yia évav afioho-
YO Toj€a, o onoiog £Xel OXeg TG Mpo-
UnoBéoeic va anobwoel onpavukd
o@édn yia tnv Edhdaba. Méxpr onpe-
pa, n Xmpa pag Kaexel pia ano ug
xe1poiepeg Béoerg oe enevbioeg gap-
HOKEUHKGV EMXEIPHOEWY Yia £pEuva
ko1 péca oto 2012 eioénpafe 1o NEvi-
xpd nocd wwv 94 exaroppupiwv
eupm. Tag Oupilw én xapeg 1ng
Kevipikiig Evponng, dnws n Ayyhia
xai n Teppavia, e10npdTouy eMoiwg
nood ta onoia §enepvolv ta 4 ioe-
xatoppupia eupd n kdbe pia. Omwg
einate, n Biabikacia v KAVIKGOY
HEXETGV prmopel va QpuUITVIOED TNV Kol-
p(i)pcvn EMIXEIPNpanKomn. Al'.lupui-
min npoinéBeon eivar va fenepa-
OTOUV KA1 01 AyKUMDOEIS NoU epgavi-
(g1 o Snpdorog topéag. Me 10 VEO
niaiclo, 10 VOOOKOHEIQ aMOKTOUV
10xUp6d kivorpo va “ipéfouv” g oxe-
ukéc Bradikacieg xm va Pelnmoouv
11§ unioBopiég Toug.

P I PAénete v endpevn npépa mg
pappaxopiopnxaviag omv x@pa pag,
Bebopévou 611 o1 emxe1phoelg Exouv
ouveloQEépel onpavuxd mood omv
pefwon ng onardlng xa1 xavbuvesd-
ouv va pefvouv anéd pevordmia;

Imv npoondBeia mou katafakker n
xhpa pag yia Snpociovopixn npooap-
HOYM, 01 PUPUAKEUTIKES EMIXEIPTIOEI
ouveloEgEpay Goo kavévag dlkog. To
2009, n goppakevnkn Sondvn Atav
5,6 B1o. evper ka1 o 2012 cuppikva-
Bnke ow 2,9 Ho. Lo perafu, o emi-
xe1pioelg tou khdabou éxouv empPapuv-
Bei pe 1 Hio. cupw yw 1w PSI, toug
emifdiieranl rebate, v o1 ouvohikég
ogeikéc voookopeiwv km EOTIYY
npog avtég eival nepinou 2 &io. eupa.
O1 papPaKEUTIKES EMXEIPAOEL Eival 0
povabikde khabog, o onoiog TNV TEAEU-
raia &ietia Hev Exer eronpagel and 1o
Kpdrog, mapd povov TG OQEIAEC TOU
nepacpévou Noepppiou. Tokkéc and
¢ etapeies avuperwnifovy mhéov
Unpqvuxéq buokokiec va El0ayayouV
npoidvia kal APKETEG Eival EKEIVEC MOU
avuperwnifouv tov kivbuvo va katap

pedoouv. Me autd 1a Sebopéva, n eno-
pevn pépa Biaypdgerai efaipenikd
Suoxepng. H xatdowaon avm Sev agn-
vel ah@Pnroug ka1 toug aocBeveic.
Onwg cag avégepa, o EMnveg Hev
Exouv ug iBieg evkaipies mpooPaong
o€ véeg Bepaneieg, nou Exouv o1 agbe-
veiG 0E AAAES EUPLWNIOIKES X@PES. Em-
niéov, 10 endpevo Bidotnpa aviperw-
nifouv v kivbuvo va pnv Ppiokouv
1a pdppakd toug, Miyw twv Buoxeper-
@v mou npoxakei ong Evmpeieg n min-
png EALENYN PEVOTOTNIAL,

P Tn Stoxokn avth mepiobo g Gope-
ong, 11 oulntdre pe v pnipikh oag
oto efwiepixd xa1 noleg efval o1 vou-
Beoleg mpog ug Buyarpixéc; Eibixdre-
pa, biote pag éva nepiypappa twv
anoteleopduwy mg Shire Hellas. T16-
gous, epyalépevous amacxoleite, pe
ug nwiicels kheloare o 2012, n
enevBooelg éxete vhonoihicel Ta Te-
Aevtafa xpévia xa1 méoa Qdppaxa
£xete omnv gapépa oag;

H pmipikn pag ewaipeia evnpepwveral
yia ta npoPlapara nov aviipetwnifou-
pe omv Ehkkdba wkom mopaxohouDei
owvd ug efehifeic. Ymdpxel anmoyon-
teyon yia toug efaipenkd apyols pub-
Houg emijvong Bepdiwy onwg n aro-
minpwph wv xpeav tou EOTTYY ka1
WV VOOOKOPEiwY 0 Kal Ta oppava
pdppaka me Shire Exhag SoriBevian
anoxkheionikd and avtd ta oo kavaha
Biavopng kabax ka éviovog npofhn
patiopds yia 1o 1pono nipokéynong
WV opEaviV GappdreV kai n sietn
kabBuotépnon éxboong Behtiou Tipwv.
H Shire Hellas anaoxokei 10 ovvepyd-
1€¢ vyniov emmédou, ol NEPIOCHIEPOL
M perantuxiakég onovdec, O1 nwhi-
oeg pog yia w 2012 frav 4,5 exarop-
HUp1a EUpG), EVG 1@ ekevtaia xpovia,
n Shire Human Genetic Therapies éxel
enevbioel 10 52% Twv CUVORMKGDY INg
e06bwy otnv épeuva kol avanmugn
vEwv @appdkwv yia ondvieg nabn-
oeig. Ta @appako nou Sabétoupe
onpepa oroug EXinveg aoBeveis eiva
ta Replagal yia wtn vooo Fabry,
Elaprase yia tn voco Hunter, Firazyr
Yia 1Y QVIIPETDITION TV KPIoEWY 10U
KAnpovopikoU ayyelooibnparog  kai
ehmi{oupe ovviopa xai to VPRIV yio
vooo Gaucher.
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