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Ymavieg Nooou:

« XV Evpwnn pia acBevela yapaktnpidetal wg omavia oTayv emnpeadel
£VaV 0TOLC 2,000 avOpwoug

« IIepimov 30 ekatoupvpra avlpwsotl otnv Evpwsn vtopepovv amo pia
omavia acBevela.

« XNV Auepikn, omavia acfevela Bempeital ekeivn stov ennpeadet
AlyoTeEPOLC AITO 200,000 AUEPTKAVOUS

« XUVOAIKA =7,000 acBeveleg enmnpealovv 250,000,000 avOpwItovg
TTAYKOOUIWC OAAQ LOVO 01 250-300 OITAVIEC VOOOL AVTIUETMOITI(OVTAL UE
@apuaka stov £yovv eykpifel otic Hvoueveg IToAtteieg



«AVv»...

«Oa ylvel eykaipa n 01ayvwon

O ylatpog yvmpidel

«Oa Ppebel kataAAnAN Bepameia

«AvTtn n Oepameia Ba etvan StabBeoun

«AvTtn n Oepameia Ba etvar Tpoc AU, ATTO OTKOVOUIKIG ATTOWEWG

O aoBevrc Oa pmopeoel va Adfer ) Bepameia o Ywpa Tov, EPOCOV AVTH)
etvat StaBeoun

*Yapyel 1 Suvatotnta Ipwiung mtpooPaong oe Bepameia

«Ale€ayovTal KAIVIKEC OOKIUEC TTOV VA STVOLV TNV EATTIOA V1A VEA (PAP LKA~
MV eATTIOa 0T {WT)-CUULETOYT T] TTPOIUN TPOTPao



Ta opava @apuaka apopovv ukpo aplOuo acbevov

O aoBeveig pe omavieg mabnoeig Covv ypovia pe afefatdtnta mg 0Tov Stayvwodel 1
acBeveld Toug kabwg kal Ewg 0tov Ppebel N kataAANAn Bepasteia

Ta ouykekplueva PAPUAKA ATOTEAOVV oLVTIOmG TN LOVN emAoyT TV acfevmv kal yia
aUTO TO AOYO €Yovv LYNAN afla Kal VPNAEG TIUEG

H mtpocBaomn oe Eva oppavo @ApUAKO EEAPTATAL ATTO TV TTOALTIKT) TNG £TAIPEIAC OTN
OUYKEKPIUEVT] XMPA KAl TNV ATTOPAOT) TV EOVIKOV apywV OYXETIKA UE TNV amodUiwoT
TOU OUYKEKPIUEVOV (PAPUAKOV

H KOwWmVIKI) JTOAITIKT] KO O TTOAITIOUOC LIS XWOPAS XAPAKTNPIETAL KAl AITO T UETPA
o pEng Twv omaviwv aclevov kat g tpooPaciuotntag oe Oepameieg.
YmoAoyidetan 0T 10 1% TV OTTAVIKV VOOT|UAT®WYV €xovv Bepareia.

IToAAEg popeg 1) xprion HTA (A&oAdynon tng Texvoroyiag g Yyeiag), 1 omoia ammoTteAel
TNV 01KOVOU1KT) a&loAOYyN oM TV Tapepufacenyv otnv vyeia ovvnBwg Tig piokel un
QUTOTEAEOUATIKEG LE PAOT TO KOOTOC TOUC-YEYOVOC TTOL OV CLVASEL UE TIG KOIVWVIKEG
allmoelg



ITpokAnoei.......

O1 £peuVNTEC KAl 01 KAVOVIOTIKOL Opyaviouol yia to gpapuako (mry. EO®),
AVTILETOITI(OVV TTOTKIATA TIPOKAT|CEMV KATA TNV O1APKELN TOV KUKAOL (WTC Yia
TNV EPEVVA KAl AVAITTUEN VOG TPOIOVTOC Yia OTtavieg mabnoeig.

AvTO ogpeiletal Kuplwg 01O LIKPO peyebog tov TANBvouov ya v €pevva, TV
EMEWYN YVOOTC Yia TNV 1otopla kat eEEAEN g acBevelag, T SVoKOALA TNG
TTANPOVG KATAVONOTC TOV PATIK®V UNYXAVIOU®V JTOV TTPOKAAOVV TNV AVOUAALQ,
KAl TNV 81apopoItoinon otn cofapotnta tng achevelag, otnv EKPPAOoT) TNS Kal
1) TOPELA TNC.

O1 mapadoolakeg mpooeyyloelg oTig omavieg madnoeig 6ev exovv Tov 1610 pLOUO

Le Tig eEeAIEelg o fACIKT) ETTOTIUN KAL TNV ATTATTOVLEVT) TTPOCOXT Y1 va
<UETAPPATTOVV >.

H emotnun xpeiadetal yia Tnv avTiUET®ITION AUTOV TV TIPOKANCEWY, TA
O1YVWOTIKA TEOT, TO UNTPWA, KAl TOV KATVOTOUO OXE01A0UO KAIVIK®WV UEAETMOV.



O EMA (European Medicines Agency) diadpauatilel kaBopiotikd poAo 0T
O1ELKOALVOT] TNC AVATITLENS KAL TNG EYKPLOTNC PAPUAK®DV IOV APOPOVV CITAVIES
aoBeveleg, Ta opPava GAPUAKAL.
(http://www.ema.europa.eu/ema/index.jsp?curl=pages/regulation/general/gen
eral content 000029.jsp)

Ot otavieg ao0evereg maidovv ka@oprotikod POAO GTIV KATVOTOUTIA KAl
oV eEEAEN NG LATPIKIG KA PAPULAKEVTIKIG O UNG. O1
TEPLOCOTEPES OTAVIEG AODEVEIEC E1VAL YEVETIKES AVWUAALEG T) ATLITEC EKONAWOEIG
AVOOOAOYIK®V 1] OYKOAOYIK®V acBevelwv.

[Ipoo@ata, n avamtugn EApUAK®V £XEl eMKEVIPWOEL OTNV KATNYOPLOTTOiNOoN
TV aoleverwv o€ yevetiko emimedo KATL TO 0TT010 £XEL EMTPEYEL TNV
eEakp1Pwon HoPlLaKd TTPOCOI0PICUEVOV OTOYX®V KAl TNV AVATITUEN
OTOYEVUEVRDYV Depaterwv.

O1 KAIVIKEC LEAETEC OTPEPOVTAL TWPA OE LUKPOTEPEC LITOKATNYOPleS (VLITO-
ouadeg) aobevav peoa oe opadeg mAnBvouwV pe korveg aobevereg kabBwg kat
eKEIVOV e omavieg acBOeveleg ouyva e tn Porbela yeveTik®wy Te0T Kal
biomarkers (frodeiktnv).


http://www.ema.europa.eu/ema/index.jsp?curl=pages/regulation/general/general_content_000029.jsp

ITpoadropronog Kaivikwv Aoxkiuwv

'Epeuveg 0TI 0T01EC CLUUETEXOVV A0OEVEIG 0 1ATPIKA KAl
TTAVETIOTNUIAKA 1ATPIKA EPYATTI|PIA UE OTOXO TNV
a&loAOYN o1 €EVOG VEOU (PAPUAKOV, EVOC VEOUL S1AYVWOOTIKOU
epyaieiov, Oepaseiag 1 ovokevng kat Tpowbel TV
BeAtiwon g vyeiag, v Oepameia piag acBevelag kabwg
kal v BeAtiowon g olotnTag (wng.

\ XN X AAANOONA
O/ () S
’0." '0' "000’0.0’0“ \)

50 0.%

"\ |2 “
uoO',OOOOQs\‘\ f CLINICAL TRIALS |
:’:’:’:’0‘0’0:‘:’:’~§\' : %% 0.0, 9,700 8"
0000.’0”“’-. ‘ '00000"”“Q~
0.0.%%%%% 70 76 o % . ] OO/ .0
PRI IERIIERRRIRIREKLHNS LR RRRRRIKHKAS
00,0070 0. 0.9.%% 66707 % %00, 0.0.%% 0.0.0.0°070% 0.0, 0.%°%
00,005 0.87070. 90,97 18%%%0.0,47¢% 0. %° PO RXOIK K
AN OO KSR E OO OO OO
ROEXIEXE I OO AR OO RO %
OO AR $.9.0.0.0.9,
QR R KRR RRIRROR KR REEKS RORKORREEKA



KAwvikeg Soxiueg oe pukpovg tandvouovg

Mia amo TI¢ HEYAADTEPES TTPOKANOELC V1O TNV AVATITUEN PAPUAK®Y OYETIKA UE TIG OTTAVIEG
acBeveleg etval 1 SvokoAla SIEEAYWYTC KAIVIK®V TTPOYPAUUATOV O HIKPOVG
AnOvopuovg.

O1 ommavieg aoBeveleg elyav ylia Kaipo IpOTAY®VIOTIKO pOAO 0TV KATVOTOUIA KAl 0TV
eEEANIEN NG 1ATPIKNC ETMTOTNUNG, KUPIMG YIATI ATTOKAAVITTTOUV UNYAVIOUOUE 01 070101 OV
elval euEAveig OTAV To CLOTHUATA AEITOVPYOVV KAVOVIKA (TTY. EAAETYPT) T) AVETAPKELA EVOG
evooyevoug evCOUOoV).

Ot omtavieg maBnoelg ennpedlovv OAeg TI¢ BepameEVTIKES KATNYOPIEC Kal Tovg acOeveig
OAWV TV STUOYPAPIK®V VITO-OUASWV.

O1 710 omavieg madn oI Elval 01 YEVETIKEG AVWUAALES TTOV 00T)YOUV 08 AAAAYEG TV
Bloxnukov 1 pUOI0AOYIKGV 000V, AAAA TTOAAEG ATTOKTOVV 1) TepAaufavouv
ATuITEG/ ATLIMKEC EKONAMOEIS TV TT0 oL VWV aobevelwv.

[Tapadetypata eprhaufavovy HeTadoTikoUS apdyovteg (Y avOekTikn ota gAapuaka
guuatinon), kakondeleg (7ry., LETAAAEN TV TTPOCSIOPITUEVHV VITO-OUASWV KAPKIVOD,
O0Ttw¢ 10 ALK-0eT1K0, TTpOY®PNUEVO UN) LIKPOKVTTAPIKO KAPKIVO TV TIVEVUOV®YV, 4),
VEVPOAOYIKEC KATAOTACEIS LE avTodvooT) Baon (sry, OMTIKN VELPOUVEAITION T)
vooog/ovvdpopo Devic)


https://link.springer.com/article/10.1007/s11606-014-2881-2

Qe ato TIC GOKIUEC. ..

1)H ovppetoyn, MoAAES popeEC pmmopel va 0dnynoel oe Beparmeia g
acBevelag stov spv Sev LA PYE KAl 0 ACHEVIIG CLUUETEXOVTAG LUITOPEL VA
™V Adfel piv yivel Srabeoiun oe dAAovG.

2)'0Oco1 aoBeveig arobavovtal advvapol, peoa amd Tig SOKIUES KAL TNV
Oepameia pmopovLv va BeATimoovy TNV to10TnTa {WNg Toug.

3) ®dpuaka Kal IPWTOKOAAA Depaelwy IOV TAPEXOVTAL KATA TNV
O1ApKEIA TV KAIVIK®OV SOKIUMOV, TTAPEYXOVTAL YW PIE KOOTOC.

4) Apketol aoBeveig Sev £xovv AAeg evallakTikeg Oepareiag g
ao0&veldg Tovg KAl OTPEPOVTAL OTIC KAIVIKES SOKIUES LECA OTIC OTTOIEC Ol
EPEVVITEC EMKEVTIPWVOVTAL AUECA OTO 1ATPIKO TTPOPANUA IOV peAeTATAL.
Kata ovvemela vmapyel HeyaAn mbavoTnTa 1 KAWVIKT OOKIUT va ETPEPEL

v Oepaseia mov emdnteltal.



Ot omtavieg maBnoeig Sivouv TV SuVATOTNTA KATAVONONC TNG
avOpwmvng puotoloyiag kat staboroyiag

SVUPAAOLY OTNV KATAVOT 0T KAL TOV KOWVROV TABnoewv HECW NG
yvoong g avlpwmvng froAoyiag

H 1atpkn kat n @apUaKEVTIKI ETOTIUN TA TEAELTALA XPOVIA EXOLV
emKevTpwOel o€ MTPOOOEVTIKA UIKPOTEPEC VITOOUAOEC EVTOC TANBvoU®V
aoBevelwv ot Paon yevetikwv SOKIU®V 1) flo0e1kTwV

'Exovue ouvenwe Tavounor oploUeEvmv Kovav acfeveliwv wg
ontavieg(VLITOOVVOAA KAPKIVWV TTOV 0pidovTal w¢ LeTAAAEN) Kal otV
TalvOUNOoN THV OTTAVI®V 0 UIKPOTEPOLC LTTO-TTANOLVOUOVC(VTTOCUVOAQ
KUOTIKNC IVOOTC-UETAAAEN)



Amaiopata acdevev

« H o6nyia ¢ EE yia ta Sikawpata twv acbevov 0Tto mAaiolo e
0100VVOPIaKI G LYE1oVoUIKTC TepiBaiyng (2011) evBappuver petpa
Yyl TNV evatoOnTomoinoTn TV EMAYYEALATIOV TNC VYEIOC OXETIKA
LE TO O1AYVWOTIKA EPYAALIA V1A TIC GTTAVIEC VOOOUC KAl
TN SLVATOTNTA TAPATTOUITG TV AoOevwv o dAAeg Ywpeg TS EE

 To kavovioTiko obom Mo g EE yia ta pap paxa, ﬂpOKeluévov va

EMMTAYVVEL TNV EYKPLOT] VE®V 0POAVOV PAPUAKGDV, TIPOCPEPEL KIvITpa
ya ﬂpmovra IOV JTpoopidovtal ylam Gepomela mv

TPOAN P 1] TN S1AYVWOOT] TV OTTAVIOV VOOV



AlevK0AVVOT] TNE TPOoTBaong o€ 0pPAVAa PapuAKQA

« H E.E. Givel kivijTpa yia TNV tapaywyn Kat spoofaciuotnta towv
0PPAVOV PAPUAK®V

o AVOTUYWC OUWC 1) TpooPaon Twv acbevav dev elval ouola oe OAQ Ta
KPATN-UEAN

« ApopoAoynOnke eva oXEO10 Y1A TOV CUVTOVIOUO TWV ETEVOVOEWV, TNV
a&loAOYN O™ KAl OTNV AVTAAAQYT] TTAT|POPOPLOV KAl YVWOEMDV

« KaBe yopa HEAOC ExEL S1APOPETIKOVS KAVOVEC TILOAOYNOTIC KAL T
ETMOTPOPT] TWV OATAVOV EIVAL O1APOPETIKT Yia kABe peAog

o AVTIUETOITIOT TOV TIPOKANCEMV Y1a TNV TTAPOYT) OTKOVOUIKA TTPOOITIG
Kal frwoiung mpoofaong oe papuaka IoAVTIUA Yia acOevelg ue
TIPOPAVEIC 1ATPIKES AVAYKEC

e To tpOPANUA elval HEYAADTEPO YA TA PAPUAKA TWV CTTAVIOV VOO®V
7oV astevOuvovTal oe HIKPOTEPES opadeg aobBevwv



Kivntpa ov mpoo@epel n EE yia v avanmtuén oppavov
PAPLAKDV

« Bon0Oesia oty avanmtuén tov oppavoyv @apuakey

« Mewwpueva €€00a yia TNV AmOKTNOT) NS AOE10C KUKAOPOPIAG

« IIpooTtaoia amo ToV AVTAYWVIOUO LOALC TO TTPOT0V Byel otnv ayopa(10
ypovia to Market Exclusivity)

e Apeon amodnNUimoT AUTEOV TV GAPULAK®V LOAIC fyovv otV ayopa

« Kamoieg ywpeg, 0mwg 1 ovvepyaoia Benelux, Atakrnpvén e Baietag,
OTOYEVEL OTO VA OTJUIOVPYTOEL Uia KOWVT] TTAATPOPUA Y10 TNV
S1ATTPAYUATEVOT) TOV TILOV TV PAPUAK®YV VPTIAOV KOOTOUC

« H Evpwmaikn 'Evwon, HITA kot Ianmwvia mpoo@epovv Kivntpa 0TI
eTaupeiec onwg tax rebates kat market exclusivity



« H Snuiovpyia opadag epyaciag <MnYaviopuog GUVIOVIOUEVTC
POOPaong oe 0pPAVA PAPLAKA >0TO TAAIo10 TNg Stadikaoiag
OXETIKA LE TNV ETAIPIKT eVOVVI OTOV PAPUAKEVTIKO KAASO

e YKOTOC NTAV 1 avadInor TPOToV TTAPOYTNC TTPAYLUATIKIC
pooPaocnc oe opPava gapuaka yia acdeveig maoyovieg amno
OTTAVIEG VOO OUC

 To faoiko nTav 1 CVLOTAOT) TTOV APOPA TNV AVATITUEN, O €0EAOVTIKN
Baon ,evOg CUVTOVIOUEVOL UNYAVIOUOU HETAED KPAT®WV UEAWV Y1 TNV
a&loA0ynon e a&lag evog op@PAvVoD GAPUAKOL KAl Yid TNV TILOAOYNON

« AtoteAeopa Ba etval o 0pBoAOYIKT) TILOAOYNOT] KAl JT10 10OTIUN
npoofaon yia tovg acOeveig



T exer non yiver amo myv EE;

« EURORDIS-6nuovpynOnke to 1997

« “The Health Programme” — €yel ypnuato6oTnoel MAOTIKA registries
Yla TIC OTTAVIEC TTafnoelg

« Ymnv EE Bploketal kat n peyaAvtepn Paon 6e60UEVHV ETAV®D OTIC
onavieg mabnoeig

« Emtevovel mavm amo 4 exatoupvpla evpw otnyv Kowvn avtn Apaon
ETTEKTAOTC KA1 VITOOTNPIENG TNG OOVAEIAC V1A TNV KWOIKOITOINOT) TV
onmaviwv madnoswv

e 2TNPIEN KAL HECA ATTO XPT|LATOOO0TNOEIS, TWV KPATMOV-UEAWY OTN
oxe01laoT1 KAl TNV LAOMIOINoT TV €0VIK®WV TOUC OPACEWY ETTAV® OTIC
ornavieg madnoeig-onwg To Europlan project

o IIp1wv T0 2009 novo n BovAyapia, 'aAiia, IToptoyaAia kat Iommavia
O1efetav e0Bviko oxedio Opaong eve Twpa 23 KPATN-UEAN StaBeTouvy
TETO10 OYEO10
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BeAtiwon TNg
Si1ayvwong Kal Tng
nepiBaAyng

Evwpuévol evavtiov
TWV ONAviwVv HopPwV
KapkKivou

EniokemMTETE T0 W .e-irnd.orgfendindex. phtml

ENIOKEMTETE TO WWW.rarecarenet .ew




Anuuovpyla e0vikov apyeiov CrTAVIOV VOOV

H kataypa@n ToVv oravioyv Tadnoemv aroTeAel IpotepaiotnTa
oe Evpwraiko eximedo.

H avantuén evog eBvikov apyeilov omavinv tabnoewv eival facik)
TPOTEPATOTNTA KA1 YA TN XWPA LAC.

AOY® TNG GUOKOALAC TOV EYYEIPTIUATOC 1] ETAOYT TWV VOOT|UATWYV KAl O
TPOITOC KATAYPAPTIC TOUC ATTOTEAECE AVTIKEIUEVO UEAETNC TNG OeUATIKIG
>vuPovAevtikng Ouadag yia tig Emavieg ITadnoeig.
2TV TAPOLOA PACT] KAl TIPOKEIUEVOL VA ATTOKTNOEL 1] KATAAANAT
EUITEIPIA ATTOPACIOONKE N TTAOTIKI] KATAYPAPT) TEOCAPWV OTTAVIWV
voonuatwv: g Ivokvotikng Nooov (apyika yia maidid), e Notiaiag
Muikng Atpo@iag, g Nooov Gaucher kat tng Nooov Pompe.



http://www.keelpno.gr/el-gr/%CE%BD%CE%BF%CF%83%CE%AE%CE%BC%CE%B1%CF%84%CE%B1%CE%B8%CE%AD%CE%BC%CE%B1%CF%84%CE%B1%CF%85%CE%B3%CE%B5%CE%AF%CE%B1%CF%82/%CF%83%CF%80%CE%AC%CE%BD%CE%B9%CE%B1%CE%BD%CE%BF%CF%83%CE%AE%CE%BC%CE%B1%CF%84%CE%B1.aspx
http://www.keelpno.gr/el-gr/%CE%BD%CE%BF%CF%83%CE%AE%CE%BC%CE%B1%CF%84%CE%B1%CE%B8%CE%AD%CE%BC%CE%B1%CF%84%CE%B1%CF%85%CE%B3%CE%B5%CE%AF%CE%B1%CF%82/%CF%83%CF%80%CE%AC%CE%BD%CE%B9%CE%B1%CE%BD%CE%BF%CF%83%CE%AE%CE%BC%CE%B1%CF%84%CE%B1.aspx
http://www.keelpno.gr/el-gr/%CE%BD%CE%BF%CF%83%CE%AE%CE%BC%CE%B1%CF%84%CE%B1%CE%B8%CE%AD%CE%BC%CE%B1%CF%84%CE%B1%CF%85%CE%B3%CE%B5%CE%AF%CE%B1%CF%82/%CF%83%CF%80%CE%AC%CE%BD%CE%B9%CE%B1%CE%BD%CE%BF%CF%83%CE%AE%CE%BC%CE%B1%CF%84%CE%B1.aspx
http://www.keelpno.gr/el-gr/%CE%BD%CE%BF%CF%83%CE%AE%CE%BC%CE%B1%CF%84%CE%B1%CE%B8%CE%AD%CE%BC%CE%B1%CF%84%CE%B1%CF%85%CE%B3%CE%B5%CE%AF%CE%B1%CF%82/%CF%83%CF%80%CE%AC%CE%BD%CE%B9%CE%B1%CE%BD%CE%BF%CF%83%CE%AE%CE%BC%CE%B1%CF%84%CE%B1.aspx

Al EIPLOT] PAPUAKEVTIKIC TEYVOAOYLAC KAl
kawvotopntag omv EAAada

« H mpooPaomn oe karvotoua PAapUaKa £XEl PEATIOOEL TO TTPOCOOKIUO
(wng otnv EAAGSa katd oxed0v 1 £T0¢ KAl £Xe1 00N YN0l O UEIWOT)
TWV OLVOAIKWV NUEP®WV voonAelac (MeAetn E.Z.AY.)

*  EKeivo 710U TIPETEL VA €0TIA0EL 1] XOPA LAG ELVAL T OLAXEIPIOT KA
afloA0yNon NS KAvoTouiag SNUIOVPYWVTAC VO TTPOTVITO
AELOAOYNOTG TNG TeYVOoAOYiag 0TV EAAGSa ota mAaiowa piag
EOQvikn¢ oTpatnylkng yia 1o pAapuaKo Le:

-lepapymnon Twv IPOTEPALOTITWV TWV AVAYK®V TOV VYELOVOULIKOV TOUEQ KAL TNV
avadntnon evoc otabepov mAaLoiov AEITovPYIag TOV VYEIOVOLULIKOU TOUEQ LIE
eEopBoloyiouo Tov cvoTNUATOC TIUWY KAl

-BeATiwon Tov ovoTnUATOS ANYPNS ATTOPATEDY WS TIPOS TNV A0 UIWOT) TN
TEXVOAOYIAC KAl TNG KAIVOTOUIAC 0TIV VYEIA UETW TNG AVATTUENG UNXAVICUWDYV



Owovopikn Kpion kat @Papuakevtikn Aosavn

- H owovopuxn kpion sov
eppaviobnke otnv ynpad nepo
KUPLWG a0 TO 2010 KAl PETA,

OO YNOE TTOANEG XWPEG OTNV
Tpoonabela pHeElwong Twv
PAPUAKEVTIK®V SATTAVQOV

- EmpanOnkav avotnpa petpa
TEPLOPLOLOV TOV KOOTOVG
meplBaiyng

- AvagnmOnkav vea povteha
QTOCNMIWOTG TTOVL LETAKVAIOQV
LEYAAO TTOCOOTO TOVL KOOTOUC OTOUC
aoBeveic

- AvEnOnke n avaykaomta yvwong
Baoikwv 0TOIKEIWY TOL 1ATPIKOV
(PAKEAOL TOV aoBevoug

- [TapaAANAQ, N PAPUAKEVTIKT OATTAVT)

neplopiodnke on uowrucd Kal
avénnke o fad pog SUOKO)\lag
ﬂpooﬁaong Katl 01 Lovo ota
KAIVOTOUA (PAPLOKAL

- [TepropioOnkav o1 toOpot

XPNHATOBOTNONG

- EAeyyopuevn elocaywyrn oTic ayopeg

TWV KAVOTOU®V (PAPUAK®DV

- AvaBempnomn TILOAOYIAKTC TTOAITIKNG



X1 Yopa pag...

OX1n mpoomadela CUYKPATNONG TNC
PAPUAKEVTIKNG SATTAVIG
KaBvoTEPNOE 1) TILOAOYNOT] TWV VE®V
KAIVOTOU®V (PAPUAK®DV, TTIOAAA ATTO
TA OTTOLAL AVI|KOVV OTNV KATyopla
TV 0PPAVOV PAPUAK®DV

KUp1o HECO OLYKPATIONG TOV

(PAPUAKEVTIKOV KOOTOUC, VTINPEE, 1
LEIWOT) TV (PAPUAKEVTIKOV TILUW®YV,
WOTE VA KATAOTEL OuvaTI 1)
O1KOVOUIKN Tpoofaon tTwv
aofevav oe autd ka1 va eAattwdel
TO KOOTOC Y1 TA ACPAAOTIKA
Tauela.

BefPaimg, amto tnv aAAN pepta, kat

KUPLWE OTNV ApXT Tov 2010, e1dapue
OTNV XOPA HAC OTL APKETEC
eTApELEC avTiITEONKAVY OE auTV TNV
JTOALTIKT] QUTEIAWVTOC AKOUT KOl UE
£E000 TOVC ATTO TNV EAANVIKT)
ayopa.



MNHMONIO KAI ITPOAITAITOYMENA......

26.Me1woelg 0€ TIUES PAPUAKWV

27 . ITAa@ov otic dasmaveg
npounfelwv TwV KPpATIKWV
VOOOKOUEI®WV KAl AVTOUATOC
LU XOAVIOUOC ETTIOTPOP®V ATTO
emyelpnoelg Yyelag mpog to
onuooto (claw back)




EMada: @appaxkevtikn [ToArtik)
Kau ag0evrg

Me Mvnuovio
- Zuppetoyn kaboplopevn ava tapeio - AvEnom ovppetoxng (ao@aloTik,
YEVOOT|LUO KAT.)
. . . - Akaiopa emioyng oto 18t1ookevaoua(?)
- Alagpopeg ovppEeTOXNG Ava - 'Op1o ovvtayoypagnong -Empdapvvon
ao@aMotiko tapeio (7tx.OTA 0%) MH2YDA

AvokoAia tpocfaong o @apuaka
VYPNAOV KOOTOVG
- Emoyn amd tov 1atpo - Kawotopa pappaka (kaGuvoteépnon)
- Tevoonua (ITpo&ievon)
MetaoAn oto YopnyoLuevo 18100kevaoua

- ®appaka Y.K.amd Noookopeia VA VOOOKOUEWD/ PAPUAKELD
- Avnouvyla

-« ZUVTAYOYPAPNOT) XWPIS OP10




Altia SvokoAlag tpooPacuoTnTac

H TtipoAoylakr oAtk H ovveync alayr) Twv onueiwv
H xaBuvotepnon evta&ng vewv TTAPOYN S PpapUAKwY Tov N.3816
KAIVOTOU®WV QPAPUAK®DV (EOITYY-Noooxkopeia)

H peiwon g ayopaotikng Svvaung H un eykaipn evnuepwon twv aclevwv
TV acBevav Aoyw pelwong robwv Ot HEIWUEVOL TTPOVITTOAOYIOLOL T®WV

KAl OLVTAEEMV AVENOE TNV NoookoueiwVv yid Ta pApUAKA
OLOKOALA TNC TPOTPACTIUOTNTAC VYPNAOU KOOTOUG

H av&non tov mocooTov GUUUETOXTC H eqpappuoyn tov claw back
TV ACPAAOUEVOV AVA PAPLAKO H av&non tov ap1Buov twv papuakwy
KOl OLVTAYT) JToV eprAaufavovtal otnv

H av&nuevn xprion YEVOOT| UGV KAl 1) katnyopia tov MHXYDA

QAAQLYT) VA VOOOKOUELO T)
(PAPUAKEIO TOV 10100KEVATUATOC



EAMenPerg papuaKkmv:

AeAtio Tiuwv

KaBvotepnon IHoAOyNong vEmV KAVOTOU®MV PAPUAK®V

[TapdAAnAeg e€aywyeg

MelwUEVEC E1I0AYWYEC T) TTAPAYWYT)

IOET: eMenpn oTaTIoOTIKWV EMOTUIOAOYIK®OV OTOLYXEIWV,
YPAPELOKPATIKN Oladikaoia

ATtoovpoelg TPolovVInV



Emmnpoobeta, to yeyovog ot pia pepida tov mAnBuopov petmvel €€ avaykng Tig 181w Tikeg Samaveg
vyelag, Katd TNy mepiodo KPioTg Tov AVTIHETMITICEL 1) XWPA HAG, EVOEYETAL VA EXEL APV TIKES
ETMUTTWOELG 0TIV JTOIOTNTA AAAA KAl 0T0 TPoodokiuo {wrg, BeTtovtag mbavov og kivouvo v
JIPOCTACiA TNG ONUOOo1ag VYElag

Ymootnpidetal ammo 181kovg HEAETNTEG OTL HIiA VITEPUETPA LEYAAT) LEIWOT) TNG PAPUAKEVTIKIC
Sartavng mBbavov va TPOKAAECEL OT|UAVTIKES OTPEPADOEIS OTO CUVOAO TMV TTAPOXMV LYEIAC HECW
QAPEVOG TNG LETAKVAIOTG LEYAAOL BApoug oTa Volkokvpld —uia idiaitepa Svouevng eEEAEN yia Tig
AoV evmabeig opadeg Tov MANBLVOUOV OTNV TTAPOVOA KPIoT) — KAl APETEPOV UE TNV
VITOKATAOTAOT) TNG PAPUAKEVTIKNC tepiBaiypng asd apeufatikr) voookouelakn mepiBaiyn, pe
mOavo amoTeEAECUA TV AVENOT TV SATAVOV VYELAS CUVOATKA

Elval yevikwg amoSekTo 0Tl 1) OYEOT UETAED TNG PAPUAKEVTIKIC SATTAVNC KA1 TNG VOOOKOUEIAKT)G
nepiBaAyng etval ovvOeTN, pe TNV €vvola OTL 1) TpwToPABIa apuakeLTIKY) TePiBaAYN yia TV
AVTILETOITION S10POopwV adnoewv meplopidel TNV avaykn yia v mbavotata damavnpotepn
VOOOKOUELAKT) (PPOVTIOA.

IInyn: MeAé tov KEIIE



AVOKOALEG TTOV AVAKVITTOVV:

* O aoBevnc pmopel va (el o€ pia Ywpa OTTOV TO OPPAVO PAPLAKO VA UV
etvat OraBeouo

* O aoBevnc va (el oe pia Yopa 0TToL TO (PAPLAKO TTATPVEL TTOAD KA1PO val
eykp10ei 1 Oev Ba eykpiBel Aueoa kat o1 0TTO101 EIVAL OE TTPOYWPT|LUEVO
OTAO10 TNE VOOOUL KAl KIvOLuveLEL 1] (1] TOUG



IIpwtofoviieg BeAtiwong e tpooPacriuomrag:

o Ot etaipeieg SnuUIOVPYOVV TTPOYPAULATA JTTOV OTOXEVOLVV OTN
LUEYQALTEPN TPOGPACTIUOTITA OTO OVOTIUA KAl OTA PAPUAKA AUTA

« MeyaAUtepn ovveEPYAOTA EUTTAEKOUEVMV POPEWV LUE TUAAOYOUC
aoBevov

« H ovykpoton g EOvikne Emtpornnc yia tig Zmavieg ITadnoeic.

« H emtponn avaraupPavel tnv trpnomn twv S1adikaciov KAl TNV A0V
TV Kevipwv Avagpopdg kat Eumelpoyvouooivig Twv CUYKEKPILEV®Y
nadnoewv otnv EAAGSa



Avaykaiotnta dSnuovpytag 0vikot S1ikTov KaTtaypa@ng TS KATAVAA®OOTC

PAPUAK®V YA TIC OTAVIEG Tadnoeig ota EAANVIKA VOCOKOUEI

H avaykaiotnta yia Anpn alomotwyv 6e00UEVHV KATAVAA®OTIC Y10 VOOOKOUEIAKT X PO
LITOPEL VA KATAOTEL SUVATI) LOVO LE TNV TTAPOoXT) OToleElwV amevdeiag amo ta

LT XAVOYPOAPIKA CUOTIUATO TOV PAPUAKEVTIKOV TUNUATWV TV VOOOKOUEI®V OANG TNG
YOPAC KO VA YIVETAL CUOTIUATIKT TTAPAKOAOVON O™ NG KATAVAA®OTC TWV PAPUAK®OV

JTOV XPTOILUOTTOI0UVTAL AVA TAKTA X¥POVIKA O100THUATA.

AIKTUO KATAYPAPTIC TNS KATAVAA®OTIC PAPUAK®Y VPNAOD KOGTOVS OTA VOOOKOUEIA

MeBobo1 emitripnong TS PAPUAKEVTIKIC OATTAVNC OTO VOOOKOLUELD



OAya Oikovépou-M.E.Z.M.A 20164 \\ )



EWTAEKOUEVOL (POPEIC:

'OAO1 01 POPEIG TIPETTEL VAL CUUUETACTYOVV UE TO VA OIVOLV OVOTAOTIKES
TIAT|POPOPIEC

Alao@aion ¢ tpooPaong twv acfevwv o pAaApUAKA TA OTTOla E1VaL
vynAng Bepasmevtikng aflag aAAd Kal 0€ TIUES OTTOV TO KPATOC LITOPEL
VA KAAVWPEL

H Evpwmaikn 'Evoon, HITA ko Iastwvia mpoo@epovy Kivijtpa OTIG
eTapeleg Onmwg tax rebates kat market exclusivity



Avokoieg Epwtnoeig mov mpemel va astavnOovv:

<H emidoyn yla pia untepa avaueoa oto va E08EWEL Kat To TEAEVTALO T1)G EVPW
HE OKOITO VA ATOKTIOEL TA PAPUAKA TTOU peta(erat yla Tov unva kat va
ayopacel paynTo yid Td JTEVATUEVA mg zaidla dev mpemet va amotelel kaborov
ermAoyn>
<O oVVTaglovY0G IOV TIPETEL VA HELWOEL TA PAPHAKA YIA VA KAAVYPEL AAEG
Paocixeg avaykeg emifioong>

Kasoleg asmo Tic avOpwmiveg emUTT®OEL TG KP1oTC 10We va Unv
paivovtat...

* H avepyla 10iwg yia tovg acBeveic AMEA psmopel va onuaivel
EAMENPT) OTKOVOUIKTIC aveapTnolag-Ue OTOIEC ETMITTWOELC AVTO
OUVETTAYETAL

« H vyela ka1 ) tandeia elval ekeivol o1 TOUELS TTOV AT TTOVTAL
TEPIOOOTEPO KAL EMNPEACOVV TNV OIKOYEVELA KA TNV KOIVOVIA



Avokoieg Epotoerg mov tpenerl va astavinovv:

H IToArteia prropel va o pigel tovg acheveig pe omavia voonuata kat va IapEyel ta Kavotoua gappaka
HEoa Ao Sta@aveig kal apueoeg Sradikaoieg eykplong kat tpoofacipotntag?

H IToAtteia O¢Aer va mpoo@Eper v a&lonpemera otov acdevn?

H xpion va pag (pEPEL MO KOVTA G€ 0CG0VG VAL ASUVALOL OY1 A0 ETA0YT] AAAA VATl YEVVIIOnkav orraviot
TAAVIOL AAAA OY1 povou!!!

/; - Member@

Mave2aAnvia 'Evwon Znaviwv NMabnoewv E U RO R D l S

Greek Alliance for Rare Diseases Rare Diseases Europe

2 TTAaviog val - . . Moovoag o>t




2rraviocg vai . . . Mdvocg Sxal

2.0C EuXapIoTW TTOAU!N!



