Hellenic Pulmonary Hypertension Tevyog No. 1 Eneteiono

[Ivevpovikn Yreptoon
EALGOOC

O “H.P.H.” givai 0 eAAnvIKOS un keEpOOTKOTIKOG
0PYOVIGUOS AOOEVMDV TOV EKTPOTMTEL TOVS TATYOVIEG UE
Ilvevuovikn Yrépraon

TavtotnTa XvAAOYOL

H TIlvevpovikry Yméptaon EAA&Sag - H.P.H eivou évag pn
KePSOOKOTIKOG OpYXVIOHOG mou 18pUBnke TO 2013 pe oTdYO TNV
€yKupn Kal €ykoaipn evnpuépwon oxetikd pe Tig e&eAifelg mou
adopovv v médnon g Ilvevpovikng Ymépraong (ITY). Zxomdg
Mog elval 1) OUVEXIOT] Kol €VIOXUOT] TOU €pyou TwV TOYKOOHLWV
ouALOYwV aoBevwv pe TTY kou n mpodomion twv SIKAWUATWY TWV
TACXOVTWV TNG EAANVIKNG EMIKPATELAG TPOG OAOUG TOUG AppHOSIOUG

Tieivain

Muevpouikr) Yméptoon;

[Meprypaon

Eivon pio yprpyopa
eEeMoodpevn &
Bavatneopa acbéveila mov
TPOGPAALEL TOVG
TVEVLOVES KOl TNV KOPI1HL

, Yvurtopoate  Ta o ocov)dn eivau:
Popeig. dvomvola, komwon &
GLYVA LELAVIOGLLO GTOL
O oOAoyog onuovpyndnke pe mpwTOPOoLAlD TOV EAANVOV Gicpa. kot oTa xeiln
acBevav He ITY, xabog Kpl?nKS anapaimTo Vo VIapyEL Evag Hpépvoon  To 50% tov acbeviy
0pYavIoHOG TTOL VO EKTPOMTEL TOVG TAGYOVTIES Kol Vo, TpoaoTilet KoTaAyEl péco oTo TpOTO
TO SIKOLOUATO TOVS, OAAG KOl VO ETOIDKEL TNV £EACOAMOT TOV 3 yxpovia, fav dev Mapet
KOAOTEPOV SLVAT®OV cLVONKOV d1aPimong yia Tovg id10vg Kot Yo POPHOKEVTI 0y©Y
TIC owoyéveleg tovg. H amootod] Tou GuAAOYoL givor 1 emilvon
TV TpofAnudtov tov acbevdv o omoio mapd v Tpdodo TmV Aobevels  Yrohoyileran 67l vocolv
, , , . . , , TEPLGGOTEPQ OO 25 eKaLT.
terevTaioV €TV, glvol akoéun moArd. Emiong, n ovupetoyn tov . :
) ) > : AvOpPOTOL TOYKOG MG
0cHEVAOV Kl TOV POVIIGTOV TOVG OTIG EKONAMOELS LOG CLUUPAAAEL ) )
oV ovamTuEn Tov TVeLUOTOG aAAnAoBonfsiac Kol oTHPIENG KoL Ozponeie o1 @il owH[6ey

OTNV  KOTOMOAEUNOY  TNG
KOTATTOGNG TOVG,.

OWKOVOUIKNG KOl  YUYOALOYIKNG

vrapyetl Oepaneio yio 4
amd Toug 5 Tomovg I1.Y.

o16yvaon kabvatepel éwg kot 2 ypovia. Qotoco, e ypiyop

ogyvawon & Ogparmeia, 1060 10 TOGOTTO EMPIWANS OGO KoL 1
mo10tnTo. (NS UTopovy va, feltimBody onuavtika.




Hellenic Pulmonary Hepertension

2TOY0G OGS 0 ATOYAPAKTHPIGUOS

g ITY ano Qavarneopa voco

H owoyéveia g IIvevpoviknig Yméptaong, aviyunetomiloviag £va
1660 cofapd voonua, cvxvd Bpnvel Bopata. Odupota dyvolag, eite
wTpov glte TV Wiov Tov acbevov. Oduata mov eevyovy vopic ard
) {on Kot avtd Tpémet va aALAEEL.

Kopro pédnpa tov cuAddyov pog etvar n ovyvotepn kot duvatdtepn
EVNUEPMOOT) TOV 01V TV aAcHEVAOV Kol TNG 10TPIKNG KOWVOTNTAG YOPM®
amd ta dpdueve TS vocov. Méca otig mpotepardtnteg pog stvor 1
G6TOYELON HOG € €EEOTKEVLON VEDMV OTPOV TOL VAL ALGYOAOVVTUL UE TO
voonuo pLog Kot 1 cOUTPasn Hog e KEVIPO TOL e€MTEPIKOD MOTE Va
eEacpariletar n duvatdTTo TPOSRUCNS TOV AGHEVOVY Hog GE TAL.

O peyohbtepog o©10X0C pHog €ivor 1M avdmTvén €vog  TUMUOTOG
napokorovOnong tov tadwv pe ITY kot y avtd Eexwvnoape, non,
10 oYedopd yuoo TV dnuovpyia povadag evtotikng Oepameiog yio
Todld oty Oescorovik.

Etvon modd dvokoro va cuveyilovpe v mpoonddeio petd ond kdbe
ammAglo. AAAG dev yiveTol va GTOUATGOVUE, Ylotl TO Opapo LG Yo
tov anoyopakmplopnd g IIY and Bavarneopo voco pog odmyel
UTPOGTA.

Tevyog No. 1 Exeteioxo

Hellenic
Pulmonary
Hypertension

Aok tikd ZopufovAto

2XVAAOYOV

Mpoéedpog
Ilodvva Alvcavdpdtov

AvTirpo£dpog
Koatepiva ZvoAPod

I'evikog I'pappatéac
Tévia [Momadoepoykdxn

Ewdwog I'pappatéac
Nuworaog Apoymdong

Tapiag
Avtovng Kovtapdrog

Mén
Eppoavovéia Atvapddkn
EAévm Kuzpaiov

Me v vrootpiEn
tov PHA Europe

O H.P.H. avrkelL oTnv €upUTEPT) OLKOYEVELX TOU
EUPWTTATKOV OPYXVIGHOV TTVEVHOVIKTG utépTaong. O
PHA Europe epydletot padi pe toug €0vikovg
OUAAGYOUG Yl va emtiTUYEL TNV vacOntomoinon tng
EUPWTAIKNG KOLVIG YVWUNG, Vo e§aodarioel Tnv
KaAUTEpT Suvarh tatpikr Gppovtida yia toug acbeveic

H PHA Eueope otnpitet toug eBuikods cuAAdgoug,
OLUSPApEL KOl EVIOXVEL EIG TpwCoBovAies Toug Kat
ipowBei tn ouvepgaioia Kat T ogKAON Cwy BVPWTTOIKWOY Beparmeieq.
TIPOTOTTAV 10E0bOPHOKEVLIKAG TiEpiBaAYNG

Ko TN Stevk6Avovn tpocPaong otn Bepameia, kot yia
va evBappUvel Ty €peuva yloe Ve GEpHLOKO Kot




2e a0, TO. 0DO YPOVIQ TOV OPOTTHPIOTOLEITOL O
GOALOYOG LOS TTO. KOV OPODUEVO EYEL VO ETIOEILEL
UL0 GEIPCL ETITVY DV IPAGEDY TOV EYOVY GOV GKOTO
va. KaBiepadaovy aTny GOVEIONTN TOD UEADY UAS THV
OUOTHUOTIKI] GOUUETOXN OE OPAOEIS TOV EVIGYDODY
70 oloOnuo. allnieyyong, oalia kai vo,
evaiabnromoincovy 1o evpd KoIvo.

Hooniaraoa

Kd&be ypdévo, wovia oty Ilaykocuo Huépa
[Tvevpovikng Yméptaong 5 Maiov, kdvovpe metdit
oV mepoyn Tv ABnvav, yia v gvaicintonoinon
TOV KOOV Tpodyovtag to GOAnua ™ moonAaciog,
éva GOAnpo mov ocuvvoLALEL TNV COUATIKA HE TNV
Yoy vyeta, éva dOAnuo g evong, €va aOAnua
Kapduig! Xt0x0o¢ pog eivar 0 modnAatikdg yOpog va
enovoropupdvetar kdbe ypdvo dote va yivel Becprdc
OTLG GLVELONOELS AGHEVAOV KO TOMTAOV.

Tvvaikeg «evy opdon

KoBiepoOnke yio tov priva Noéuppro kébe ypdvo 1
terevtaio Kuplakn tov piva g nuépo aplepopévn
o115 yuvoikes. Eyovtog og gpaitmiplo 01t 1 vOGOG
YTOUTE  TEPIOCOTEPO  TIG Yuvoikeg Kol  HOAMOTO
ocvynBéoTepPa GTNV TTO TOPAYOYIKN TOVS NAKia, VTN
tov  25-35, evovovpe TV OeTkOTNTO  pOG
6ToYeVOVTIOG OTNV Yuvolkelo oAANAeyyOn omd v
néva, v adepen, ™ @iAn, Vv yvvaiko g cOpBoro
dvvaung Kot avToxng.

To Epyo tov ZvAAOyov

To. emitedyuato katr 01 aTOY01 UAS UETQ
Ao TIG KOOIEPWUEVES OPAOELS LLOS

yio avdag
Ha Stadpoy

Exnraidocvtino Awadpaoctixo Ilpoypauua

Hekwvnoope oto EAMVIKG  oxoAein Ko

otV
TPOCYOAKY] KOWOTNTO, MU0 KOVOTOUO TPMTOROLAia

mov  aforoynnke amd TOVG  EKTALOELTIKOVG
Aertovpyods G ONUOVTIKOG TPOTMOUTOS Yo 1N
EVOLVALLMOT TOL EVALGHNTOTONUEVOL KOl EVIILEPOL
eviiMka oto péAdov. To mpdypappa «I vapilo yio v
2roviotnta kol Zo ue ovthy €(eL 6oV oTOY0 TNV
gvooOnNTONMOiNGN  KOL  OLGLIGTIKY]  TANPOPOHPNON
TdldV Kot PNPov YOpow and TG omdvieg TadNcELS,
™V OlQOPETIKOTNTA KOl TAVED omd OAa TNV
SWUOPPMOT) TNG KOWVOVIKNG TOLG GLVEIONOTG.

Mapabaovior s

Me ogdopévo Ot évag papabmvodpduog petd and 4
opeg Tpe&iaTog 0V AVOTTUGGEL TVEVUOVIKEG TEGELG
mdvo ond 30mmH20, evd €évog acBevmg pe
wvevpovikny  vméptacn  Cer évav  kafOnuepvo
papabovio épovtag miéoelg avo tov 60 mmH20,
GLUUETEYOVV KABE YpOVo aOINTES Yo ELiS TOGO GTO
popabmvio 660 Kol GToV MUHapaddvio. XToOY0s Log
elvar mn avayvopion g vOcov 610 TOALTANOEG
afAnTiKo Kot pun Kowo.
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Evyuépwon koo

[Ipaypatomwoodpe
KkéBe ypovo oepd
EVNUEPOTIKDV
EKONADGEDV
popdlovtog
EVIUEPOTIKA
QULAAGOLO cE
peyaiovg  Anpovg
mg AOMvag Kot g
®eccaAiovikng 6ivovtag 6ToV KOGHO VOUVIGTIKA Kot
EVILTIOL EVIUEPMOTG TETLYALVOVTOS TNV QPVTVIGT] TNG
KOWNG YVOUNG Kol TNV €VIoYLon g QOVNG TV
acOEVAOV e TVELHOVIKT VTEPTAOT).

Huépa Xraviov HabOnocewv

O oOAoydc pog kaBe ypdvo vy v Ilayxdouio
Huépa Zmaviov IlaOnoeov (28 defpovapiov)
GLUUETEYEL OTIG eKONAmGElS Tov Eurordis pe moucideg
OpAGES GTOYEVOVTOG GE AVTIGTOLYN LE TO TOYKOGULOL
TPOTLTOL OVTETAOTLION TNG VOGOV Kot otV EALGSa.

DISEASE % 2

2 28 EBRUARY

www.rarediseaseday.org

Opyavweon & Xvuuctoyn oc Lovéopia

H ovpPory pog ot dopydvoorn  0Ipikodv
cepvapidv - Kot ocvovedpiov  oe  ABva kot
BecCaAOVIKT £PEPE OC AMOTEAEGLA TNV OVOLYVMDPLOT
™G VNG TOV acBevn amd T 1aTPIKY KOWOTNTO KOt
Vv gvoieOnTonoinom yuo v Evion VEOV 10TpOV MG
GUUUAYOVG HOG HLE KEVIPIKO GTOYO TNV E£YKOLPTM KOt
£ykopn ddyvawon g vOcou.

Anquiovpyio uockot

[IpoPnkape otn onpiovpyio ™S HOGKOT TOL GLAAOYOL
pag, tov pkpov poP erépavta, tov «llovyko», o
omoiog Ba amoterel avamOGTOGTO KOUUATL OAOV TOV
OploE®V HOG PE OTOXO TNV EMKOW®OVIOL TOGO TNG
OLPOPETIKOTNTAG HaG 0G0 Kot €vOg omd ta KOplo
CUUMTOUATO TNG VOGOV, TOL HEAAVIOICUOTOS TV
YEMDV KOl TOV AKPOV.

Kopoeiaxkt evarcOnromoinens

[Ipoywpnoapue oTOV
oxedoopnd  Kow MV
TOPUYOYN €vog
HovaduKon
XOPOKTNPIGTIKOV
couporov  yio TV

[Ivevpovikr,  Yméptaon
pe otdyo Vv efokeimon
TOV GLVOAOV g TN VOGO,
™mv  KotoxOpworn NG
omv ovveidnon TtV
acBevdV Kot TG 10TPIKNG
Kowotntag, Kot TNV
avoyvopon g HECH
0V GLUPOAOV WVTOD.
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AvVOGKOTNGT TOV OPAGEDV LOG

2KOmOS TOL GVAAOYOL Elvar N EVEPYH TOPOVTIO. OTA KOIVG OpWOUEVO, 1 KOOIEPWON EKONADTEWY
£VOLTONTOTOINONS KOl OTHPLENS TWV UEADY UOG, KOL ) GOVEXNS COUUETOXN HOGS T OLES TIG OPATTHPLOTHTES TOV
EVIGYDODY TO TVEDUA OAANAEYYONG ueTalh aobevav, ppoviioTaV Kol 10TpOV.

H I'évvnon tov XuiAdyou

Tov lavouvdpio tov 2013 ovotaBnke emionua o
TPWTOG OPYUVIGHOG UTOGTHPLENG TACYOVIWY HE TNV
omavia vooo tng Ilvevpovikng Ynéptaong pe okomo
Vo umapyel éva  ouAdoylkd OGpyavo mou  Ba
umepaomifetal To SIKOUWUATA TWV AoBeEVOV Kol Vo
npoodépel TNV amapaitntn otipi&n Ko aAAnAeyyon
oTOUG 'EAANVvEG
TMOOYOVTEG KAl OTIG
OIKOYEVEIEG  TOUG.
ZEKIVI|OOLE ev
péow piog devig
OLKOVOUIKNG Kpiong

pe povadiko
KpLTHpLO mv
KGAvYm Twv
AVOYK®WV — KXL TNV
TPOKOTILON WV

SIKUWHATWV TWV HEAWV TOU GUAAGYOU.
Kavovrag IMeta At yio tnpv PH

Me adoppn v Tlaykdéopie Hpepa IMveupovikng
Yréptaong—s5 Maiou—3lopyavoope TV TpwTN
pog ekdniwon. Tnv Kupiakn 28 Ampidiov 2013 ta
HEAN kat ot iAol TOU VEOTUGTATOU GUAAOYOU HOG
€vwoav TIG SUVAELS TOUG Kat Pyfkav moapéo yior pio
Stadopetikn modnAatikny BoAta. To mpwi 360nke )
mpwtn ovvévtevén tomou ywx tnv Ilveupovikn
Yméptoon pe tn ocuppetoyn tou K. lwdvvn Aekakn,

Kabnynt Kapdioroyiag latpikiig ZxoAng EKIIA,
tou k. [Mavaywwtn KapuvoduAin, kapdioddyov tou
Qvdoeiov Koapdoxeipoupyikov Kévtpou kot tng
[Mpogdpou tou ZuAddyou poag koG lwdvvog
AAvoavdpdrou.

H modnAatdda &exivnoe otig 11.00 m.p. amd tnv
Ayix Xodio tov WPuyikol pe teAikd mpooplopd to
OAvpmiokd  [TodnAatodpdépio tou OAKA oto
Mapotol, 6mov kol mpaypatomolfnke To TPWTo
owvedplo pog. H modniatikny PoOAta ametédece
NV TPOTN TOVEAAAOIKY €KONA®oN acBevav, 1
omola. oTéPONKE e emMTLYIO AMTOCTOVIOSG TOL
TPOTO EVOOPPLVTIKE BeTIKA GYOAO 1OTPIKOV
epnuUeEPId®V, OLOSIKTLAK MOV pHécmv,
POSOPOVIK®V EKTOUTOV oty EAAGd0 KabBdg
KOl OYETIKOV ovo@op®dv oto EEmtepkd pécm
0V opyovicpov ™ Evponng.

Tnv exdniwon pog Tiumooav pe Tnv Topovcio
T00G 0 Youmovpydg Yyeioag Mdprog Xaipdc, o
Avaminpotmc Kadnynmc mg latpumg Zyxoing
Anvov Ztoaavog Opeavog kot 0 Kapdloldyog
Movayivtg  KoapvopoAing. o  Afuoapyog
Apopovciov kot IIpdedpog tov  lotpikov
Yvirdyov ABnvav Tidpyog IMatoding. Aimia
pog oxépe nrov - EAAnviky  Opovomovdio
[Moonrociag, IModniatikol cvAloyor — Opdoeg
TV ABNvov kaBdg kot gilot Tov TodnAdtov!



Evnuépwon kowvou oe mévre Sijpovg twv AOnvav

To kodokaipt Tov 2013, 0 GUAAOYOG TTPAYHATOTTOINCE
OElPd  EVNHEPWTIKWV ekdnAwocewv og Siddopoug
dNpouvg twv Popeiwv mpoaoctiwv Twv ABnvVwv, pe
okomo TNV adUmVIoN TNG KOWNAG YVWOUNG Kol TV
evioyvon tm¢ dwvii¢ twv acbeviv pe TVEUHOVIKN
UTTEPTNOT] KAL TT) GUVOAIKT] QVAYVWPLOT] TWV CTTAVIWY

mafrjoewv. Molpdotnkav  evipepwTikd  PUAAESIe,
QVOUVT|OTIKEG KOVKAPSEG KAl KATTEAX.

Tnv dpdon pHog  Tipnooav oL Anpopyot
Apapouaiov, Xadavdpiov, Wuyikov, Kndiowag

kot Atovioov.

H evnuépwon kool oAokAnpwOnke pe Oeapatikd
QTOTEAEOHATA Yl TNV  OTOCTOAN HOG, KoOwg
BpéBnkav téooepig aobeveiq pag, n pia €€ autwv pe
Slyvwopévn TtV voco Kal ywpic dappokevtikng
aywyr. ['eyovog mou katadelkvieL TNV QUECT] VAyKn
yl@ owot) TAnpodopnon, TOCO OTNV  LKTPIKN
KOLVOTNTA OGO KL € OAOUG TOUG GUHTTOAITEG HOG.

Muiovrag 6& THAEOTTIKY EKTOUTI]

Yta téAn lovviov, 10 KavaAl Newsit Kol 1 EKTOUTN
«AMEA 1 ¢ovi cov» v omoilo moapovstalel o
onpocloypapog Bayyéing Zappng ¢uiolévnoe v
Q®VI] TOL GLALOYOV HOG Y10 VO OKOVOTEL 1 OTTAVIQ
vOGOG HOg.

H exmopm nMtav agepopévn otig omdvieg
nanoelg Kor Kuplowg otov 1010 ToV TAGKOVTa.
210 otovvilio Qrho&eviinke akdOpo 0 KLPLOG

2OTpNg Yakellapiov, acOevng pe
axovopomiacia,  KaBdg kot 0 Oavdong
Avayovping  IIpoedpog TOV GLALOYOL

abrlovpévev veppomodmy.

Ipwtn evpwraiky Stakpion tov cuiidyou

Tov ZemtépPplo tov 2013 Ppedikape yix mpwn
¢dopd otnv Tevikn ZvvéAevon tou Evpwmaikol
Opyaviopov  Tlvevpovikng  Yméptaong (PHA
Europe). Ekei evdioope tn dwvr) pag pe 6An tny
Evpwmn kat avtAnoope SUvapn omd to (eotd
KAAWGOPIOHA OAWV TWV HEAWV TOU OPYAVIGHOU.
Avayvwpilovtag TI¢ mpoomafele¢ KoL TX
EMTEVYHATA TOU VEOGUOTATOV OPYXVIOHOU HOG, O
PHA Europe pog BpdPevoe Sivoviag pog tnv
tpitn Béon yi v kaAvtepn Koapmdvia yioo tnv
Hpépa ITvevpovikng Ynéptaong.

H  oavayvwpion twv  mpoomabewwv — mou
KATOPAAQLE TOUG TPWTOUG HIVEG AELTOUPYING TOU
OUAAGYOU pag YEpLoe mepnddvia kot euBUvn yio va
ouveyioovpe ylioo to kaAvtepo Suvato! H Etrowx
['evikn) ZuvéAdevon tou PHA Europe SiopyoavwBnke
otnv moAn KaoteAvredeAg, n omoia Ppioketoun Alyo
€€w amd tm BopkeAwvn, amd TIC 11 fwg TIC 15
YemtepPpiov.



O1 1peic VIKNTPLES TOV d10yWwVIGUOD! AT aplotepd Tpog
o 0616 draxpivovrou n Natalia Maeva amo
Bovlyapio wov katélafe t 2n Oéon, n Agnieszka
Bartosiewicz aro m [lolwvia wov mipe t 117 Oéon, kai n
lwdvva Alvoavdpdrov g eAdnvikng PH

E151x6 eviyuepwtikd meptodiko yio tn Xravidtnta

Tov OxtoPpro Tov 2013, n Ilvevpovikn Yréptoon
EALGOag mpoympnoe 6e akdun pic kovotdpo éa,
TAPOLGLALOVTAG TO TPADTO TEVYOG APIEPMUEVO GTIG
ondvieg modnoelg omd tovg idtovg Tovg acbeveic. To
“Emixoivovaoviag v Zroviotnta” amotelel pio
efelovtikn mpoomdBelo evnuépmong Kot evicyvong
™G OAMAEYYONG HETAED TV “omaviov”’ acOevov.
Kvplog oxomdg eivar, péom g evnuépmong, va
eCarelyel 10 «oOunTOUA ™G AmOpUOVOONS» TOV
TPOKOAEL 1 OTLOVIOTNTO TOV ACHEVELOV oG KOl VO
onuwovpynost pion «yepr] aAvcido» amd yAdodeg
«OTAVIOVG KPIKOLG», Ol Omoiol, APl TIG OTOLES
OPOpES TV TaBNCEDY Hag, OAOL OGS GTNY ovoia
emlntodpe 1o 1010 TPAyUa: KAAVTEPEG GLVONKEG
nepiBaiyng, Bepaneioc, Kot puokd motdtnTog {onc.
To meplodkd avikel e OAOVS TOVG OTAVIOLG
acbevelc mov pmopovv péca  amd avtd  va
avadeifovv Ta BEHATO TOL TOLG APOPOVV KOl VO
avalnmoovpe 6Aot poli oVolaGTIKEG AVGELS Yo TNV
KOWOTNTA [LOG.

ETKOINONONTAR

TH 2MTANIOTHTA

MHNIAID NEPIDAIKD INA TIZ ENANIEZ NABHIEIZ

Erioxeyn ot Oeocoatovikn

H Tlvevpovikng Ynéptaong EAAGSag cuppeteiye oto 60
Yuvédplo  Emaviwv [labrjoewv mou  JSopydvwoe
N MoveAAnvia ‘Evwon Yroviwv [Mobrjoewv
(T.E.X.TTA.) otn Oegooarovikn otig 1 & 12 Oktwfpiov
2013 pe  Oépa «Or Zmavieg Tlabrioeig otn Bopewx
EAA&Sa», mpoodepovtag pog TNV - evkoupic  va
yvwpicoupe amd kovtd toug ocBeveic tng Popelag
EAA&Sag. To  Zuvedpio  mpaypoaromom|Bnke o€
ouvepyaoia pe tnv latpikr Etoupeic ABnvwv, oto
mAaiclo TG ouvexl{Opevng  exmaidevong  Twv
EMOYYEAPOTIOV VYEIXG, HE OTOXO VO OTOTEAECEL TO
EVOUOHX VIO IO OELPE Ao eKTTOUSEVTIKEG EKONAWTELG
HE OTWTEPO OKOTO TNV MANPEoTEPN eKkmaidevon twv
ETOYYEAPXTIWV UYEIXG Yio TIG omtdvieg Todnoelg.

Ttk Staxpion amo tovg EAAnveg aoOeveig

Y115 8 & 9 NogpPpiov dwoape to mapodv oto devtepo
[MaveAAnvio Zuvedplo AcBeviv «Patients in Power
2013», t0 omoio Sopyavwbnke umd TV ouyida TOU
Ymoupyeiov Yyeiag o€ ocuvvepyoaoio pe to Health Daily.
Me kevtpikd olvOnpa tnv mpwtofouviia twv acbevav,
To ouvedplo eiyav TNV evkoupiat voo mopakoAovOrcouy
449 oUvedpol OV €KTpoowToUoay oTnv mAgloPndia
TOUG  OUAAGYOUG Kol Opyavwoel  aoBevwv
efaoparifovrag toug ™ Suvatodtnta va cuvavtnolvv
KoL vat

- Hesth e :?:

' . Patients in POWER
Conference
2* MaveAlqueno Zvdéon Aclandy

ATTONEMETAI

Tunnsn Sdxpeon
o MM, ~ Mveupoveen Yrrtpraon EAMSSSS

V3 TOV TISROSCIT, TN SEAMRIANG TRGRTICN
T CENDITTH0 Tow 200 NwAAOY Eelysioy ASBvin
e patent Dave ‘Lot Patierns Hels'

ey Mg st 4 bt o $050 500001

ou{ntroovv pe TOUG GAAOUG «ETAipOUC» TNG ULYeiag,
bAéyovta {nTipata Tou KAASOU Tou TPOKKAOUV £€VTOVO
mpofAnpatiops. O oUAAoyog pog €Aafe  TipNTIKN
SIEKpLOT] O VOYVWPLOT] TWV KOUAWY TPOKTIKWY OF
O¢pata evnpépwong, evaugOnromnoinong Ko
TPOAOTIGTG KAATG UYEING TWV HEAWDV HOG.




TI'vvaikeg “ev” opdon

210 TAOIGI0 TOV piva gvaustntomoinong yw v
[Tvevpoviky Yméptaon, tov NoéuPpro, o HPH
dopyavmce Yo TPp®OTN Qopd pio QrhavOpmmik”
HOVOIKY EKONA®OT HE TOOTIKY {OVTAVY] LOVCIKN
amd Tov povadlkd cvvhétn Aviovn Tovvapn oe
oLVOLOGOUO HEe  TO  €EOIPETIKO  @ayNnTd  TOL
gotatopiov « 57 » otv Ave I'wedda.

exdnAmon

M QEUaVOpOTIKY LOVLGIKN

TAUGLOUEVT amtd Yuvaikes. AT TV yovoika yio
yovaiko e OKOTO TNV EUTPOKTY] GLUTOPACTOCT)
TV Taoyoviov ¢ [Mvevpovikng Yrnéptaong, pa
O0oKOAN VOGO OV «TPOTIHA» VEEG Yuvaikes. Tnv
EKONAMON HOG TIUMOE HE TNV TOPOLCIC TOL O
nbomotdg Oavdong Tooitoumdong mov otnpilet
dopK®G OAES TIC TPOOTAOEIES LaG.

Ocouixn avayvopion tng acléveiog

Metd amd evépyeleg kot MV mopERPocn Tov
GUAGOYOL pog, M vocog g [lvevpovikng
Yréptaong kabiepmbnke Kot avayvopioTnKe [E TO
®EK 2906/18-11-13 péoa otic 43 mabnoeig 6mov 1
avammpio pog kpiveton en’ aodpotov (amd TO
674010 3 TG VOGOV Kot AvVe).

Oia yia ™qv Yyeia pov:
2raviog vai, uovog oyt

H TIlvevpovikn  Ymépraon  EAAGdag
euogevOnke pall pe  dAlovg  “omdviovg”
GLALOYOVG GTNV ONUOPIAT] TNAEOTTIKY] EKTOUTN TOV
Mega Channel «OAo yur tmqv Yyelo poo» tov K.
Muydn Keparoyiovvn, n omoion mpoPAnbnke to
24pPato 21 Aekepppiov 2013. H exmopmn Mrav
OQLEPMUEVT] OTOL OOV, VOOHUOTO KOl GTOVG
«OTMAVIOVE» avOp®OTOVE OV TEAKA @aiveror Otl
apopovv méve amd 800.000 EAAnveg acBeveic.

Epyoicio Zonjs AcOsvarv & DPpovtiotay

Ta Epyoleio Zomg eivar to mo ovclaotikd HEGO
mov €xel o acbevigota yépw TOL Yl VA
KOTAypaeel Kot va mapoakorovdel v eEEMEN g
KOTAOTOGNG TOV. € GUVEVTEVEN TUTOV GTO ATTIKO
Nooopeio otig 19 AegkepfPpiov mapovcidotnke ond
toug Koabnyntég g latpwkrg Zyxoing ABnvov
Amdotoro Appoyavion kot Ztoiovd Opeavo kot
mv  Ipdéedpo 100 GLAAGYOL pog  lwdvva
Alvoavdpdrtov pio TpOGEATN ETLGTNLOVIKT EPELVOL
N omoia cLVEBAAE GTNV KATAVONOT TV EVPVTEPOV
EMNTOGEWV NG VOG0V 61N (o Tov achevdv Kot
TOV  QPOVIICTOV TEPO.  OMO TN  COUITIKN
empPdpovon. Amotéhecpo NG £PELVOC MTAV T
Epyaieio  Zong, omiadn  éva  muepordylo
KATOYPOPNS TNG KATAGTAGNG TOL 0.60gvoVC.



Hellenic Pulmonary Hepertension

Tevyog No. 1 Exeteioxo

O otoyoc tov Epyadeiov Zong sival, apevog, va
katavonoovpe kaivtepo v ILAY. ko v
eMidpaom NG 0TO GLVOLGHNATA LOG, GTI GUVOAIKY|
HOG KOTAOTAON KOl 6TV Kofnuepvotta pog Ko,
QQETEPOL, VO EVNUEPMOOLUE TNV  EMCTNUOVIKN
KOWOTNTA Y10 TOV GLVOAIKO avtiktvmo g [LA.Y
otov  acbevl kot tOo  mEpPdAAov  TOL
YPNOILOTOIDVTAG EVOL SOUNUEVO TPOTO O OTOI0G OTN
ouvéyela umopel vo ypnoponomel otig cuvoplieg
pe Tov wTpd HOG, TNV OKOYEVELD, TOLG (PIAOVG Kot
TOVG (PPOVTIOTEG LOG TPOKEWEVOL VO, EGTIOCOVE
ot {nTuOTO. OV HOG  OTOCYOAOLV Kol VOl
avalnToovHEe TNV YUYoAOYlKy OTPLEN oL
OTOLTEITOL Y10l VO OVTIETMTIGOVE TNV VOGO.

O PHA Europe esmPpdpevoe tTig mpoomdbeieg Tov
oLALOYOL pog Yo TV aélomoinon tov Epyoleiov
ZoNg Kol Yo TI§ TPOooTabeleg mov KotofdAAovtan
Yy TV KoAvTEPN duvatn ¥pon Tovg, divovtog Hog
10 BpaPeio yia mv Kaldtepn Ipoaxtikn Epapuoyn. H
O OMNUAVTIKT] GUVEIGPOPE OV TPOEKLYE OO TNV
eumepion pag, n omoion kot vioBetndnke amd TOV
Evponaikdé Opyavioud, nrov n €kdoon piag mo
CUVTOUNG KO TPOKTIKNG €KO00TG TOV EPYUAEi®V, 1M
omoioe  pmopet  va  olomoleiton  €VKOAOTEPQ,
oLyvoTEPA KOl KOADTEPO OO 0cOeVElS, PPOVTIOTEG
KOl 1 TPOVC.

Ivopilw ya ™y Zraviotyta kot Zo pe aoti

®&lovTag v EVIGYDOOLUE Kol Vo, SLUPAAAOLUE
0TO TOYKOGUIO €PYO TMV OPYOVIGU®OV TOV dPOVV
yopw amd to omdvie voonuarto (Eurordis —
European  Rare  Diseases  Organiasation,
RareConnect, National Organization for Rare
Disorders) kot pe apopun v Iaykoco Huépa
Sraviov Iadfoceov—rinv 28" ®dePpovapiov—
TPOYWPNCALE GTNV dNovpyio Tov S1adpacTikoD
EKTTAOELTIKOD Tpoypdhppatog «I'vopilo yu v
rovionta Kot Zo [LE quT».

XKomdg  TOv TPOYPOUUOTOS  €lvar  va
€VOCONTOTOMGOVE TOdLA KOl EPNPOVG WS TPOG
TNV GTOVIOTNTA Kot TN SLopOPETIKOTNTA 0T (mn.
To mpoypoppa omevBovetal ce Ol To. GyYoAeio
™G EMMMVIKNG EMKPATELNG OTWS Kot 6€ Tonddikio
TPOCYOAIKNG NAIKiag pe T popen “mailovpe Kot
evnuepovopaote” péca amd omivieg AEEEg Kat
wotopieg Yo omdvia (oo avayvopiloviag £Tot
OTOVIOTNTA KOl GLUTEPAOUPAvovTag TNV oTnV
KaOnuepvotnTo poG.  AT®OTEPOS OKOTMOG  TOL
TPOYPAUMOTOS  €lval 1 gvausOntomoinon g
eMvikng kowvaviog Pdalovtag toyvpés Paoelg
oTNV  owoyévelwr  Kou  amoPAémoviag  of
gvooOnTOTOMUEVOLG  EVAMIKEG  TOL  OOPLO
OmOALOYIEVOLG OO QOPiec KOl TPOKATOANYELS
Yo TV 6ot LOopeY| GTLAVIOTNTAS.

Mpoéoypappa yia maidia kai enfoug
" Fvwpi{w yia Tn ZmaviéTnra Kai Z
Pl

* Hellenic Pulmonary Hypertension *
* Spread The Word About Rarity*




Hellenic Pulmonary Hepertension

Tevyog No. 1 Exeteioxo

Exoniwon yia Ty Huépa Xroaviwv labocswv

INa mv Iaykoouo. Huépa Zmaviov Ilabncewmv
n [vevpoviky  Yméptaon EAMGSag yéuioe pue
YPpOUOTA, YOUOYEAN Kol 01o1080Ei0 TOOVS dPOUOVE
™ Knoewoudc. H 28 defpovapiov £xel kabiepwbet
o¢ TMaykopwoo Huépa XZmaviov Ilobnoceswv pe
exkdnAwoelg oe O6A0 tov kOcpo. Ta péin tov
GVAAOYOVL LG GLYKEVIPOONKOV GTOLG KEVIPIKOVG
dpopovg g Knotoibg mpocpépoviog evnuepoTikd
QLAAGSIOL Ko poAdVIOE 6TO KOO oL EKONAMGE
Oepprd evolaPépov Kol ayKOAMOoE TV TPooTadsio

LLOG.

2vuucroyn ato Lovéopio tov EPF otnv AOnva

To European Patients Forum diopydvmce Xvvédpio
pe Bépa v Awoocvvoplakn ®@povtida Yysiog amd
TG 7 e ¢ 9 Ampikiov 2014 omyv Abnva. O
OLALOYOC poG ovppeteiye Bétovtag v dkn TOV
OTTIKY] YW  TO

Oéuarto Ko
TpoPAuaTe NG
vOGOL HoG

ekppalovtag Vv
avnovyio yo Vv
vAomoinon TOL
TPOYPAUHLATOG
dLOGLVOPLOKNG
epovtidog oV
EMGda Ko
oniovovtag TV
duvapukn TOV
Topovcio ywu v
TapoKolovOnon
Kol TNV vAomoinon
TOL TPOYPOUUATOS
oVTOV GTNV YDOPO. LLOG.

Anuiovpyia tng Sikij¢ Hog totooeAidog

Tnv &voin tou 2014 n 10TO0CEAIS TOU GUAAGYU
avéPnke otov ofpa, TPoodEpoviag pHag  Eva
Eexwplotd  ywpo emkowwving. H nAextpovikn
dievbuvon  www.hellenicpulmonaryhypertension.gr
AmOTEAEL TO PECO EMKOVWVING TWV EKONAWCEWYV pHag
kaBwg kot T Pdon HAG Yl TV EVNHEPWOT Kol
katevBuvon twv aclevwv oYETIKA pe TA SIKAULWHATA
mov toug mapéxet N keipevn NopoBeosio aAAd kau ot
AAAQYEG TTOU TPOKUTTOUV KOO pEPIVE 0€ auTH).

Hapokardias

——eeEE .



2eipad exonlaooewy yo tig 5 Maiov

Yuveneic 610 pavteBOL WHOG Yoo TNV TIUMON NG
naykoopog Huépag Ilvevpovikng Ymépraonc—:>5
Maiov—mnpaypatonomoape pio oelpd dpdoewv pe
oKOTd TNV EVNUEPMOT KOl €LOLIGONTOTOINGN TOV
KOWwoU Kot TNV €voelEn aAAnAeyybng oto HéAN Hog.
Tnv Kvplokn 27 Anpidiov cuykevipwbnkope otnv
[Mhateio Acopdtov, oto tépua g Eppov, yio po
COAMOTIKN»  BOATA OTO 1GTOPIKO  KEVIPO 1TNG
AbMvac. H agempia tov modnAotiotodv pog nrov
ot ovuPorr] Acoudtov ko Eppod otig 9.30 m.p.
KOl 0 TEPUATICUOG 6T0 Onoeio. Anpovpyncope yuo
TPAOTN OPd £vor SUPNUIGTIKO THAEOTTIKO GTOT Y1d
VoL EMIKOWVMVIGOVUE TNV ekONAmon pe v fondela
tov koAATéyvn Nikov Tyvatiddn mov mpocépepe
TNV LOVGIKT ETEVOLOT).

Ta EAAMvikd péca evnuépmong avagépbnkay pe ta
KoADTEPO, A0yl Yoo TNV EKONAMOY  HOG.
To iatronet.gr, to onmed.gr xoito Bnpa, peta&y
M@V,  Kowvomoincov TNV €kONAmon Kol
euoéévnoay  oniwoelg g IIpoédpov 1OV
2vALOY0V, Iodvvog Alvcavopdrtov: «Eivar
1010UTEPO. GNUAVTIKO VIO EUCS Vo. fAETOVUE T OeTikn
OTTNYNON TOD KOLVOD KOI TV GOVOOOITOPWY UOE OTIG
mpoorabeies pos. H ({wn towv acbevov ue
Ilvevuovikny  Apmpioxny  Yréptaon eivar  mwoAd
o0bvokoAn kou n kabe pog avaoo givar onuovtkn. To
va. fAETOVUE TOV KOGUO VO TPOGEPYETAL VIO, VO OGS
0WOEL [Io. avAoo.
long, éotw
ovufolixe ue
OUOUUETOYN TOV OE
uio  Poita ue

woonlozo,
oglyvoviag  uog
EUTPOKTOL ™
OVUTOPBAOTOCH
00, HOGC OIVEL
KOVPaAy10 Kal
a1o1000&ia 1o 1o
werdov, éva

werdov ue Pobiés
avaoeg yio. OA0vg
LOG.»

MATKOZMIA HMEPA A THN INEYMONIKH APTHPIAKH YNEPTALH

jlo avaca
pia dtadpopn

yia oug noBeveig pe MAY

Tog nepipévoupe 6Aoug tnv Kuplokn 27 Anpthiov 2014, yio
pio PoAta pe nodriato unép wv aoBevav pe Mveupoviki
Apwnplokn Ynéproon.

EInpeio exkivnong 1o napkakt otnv 0d6 Eppod
Kot Aswpdtev oug 9.30!
o téhog g Sodpopric. oy 0dé Anootdou Natlou kot Hporhedov,

oo nepipévoupe pe i xwpic nodrikota, vo delfoupe GAot v
unootipién poc otoug ooBeveis pe Mveupovixn Aptnproka Ynéproon

seprone o e

& PHA EURDPE /-

e o cayrnan ey e
e

sw’w @ == &
LA O T Q‘reuou




I'svpa Epyaciag ue tov Yrovpyo Yyeiog

Tnv Tetaptn 30 Anpiiiov votepa and TpmToPoviia
TOL  GLAAOYOL
pog,  worpot,
EMOYYEAUATIEG
Ko

EKTPOGOTOL
Tov  aclevav
cuvavtionkoav
ue OV
Ymovpyod
Yyeiog Adwvn
lewpydon pe
otdyo Vv ov{ntnon kol v Tpocmdbelo emiAvong
TV coPapmv OepdTmv oL ATAGYOAODV TOV XMPO
TV onaviov modncewv otnv EALGda. O Ymovpyog
deopevmnke yoo v Ponbein ota Bépato Tov
ocVAAOYOL pog  kaBmdG Ko otV vAomoinon
TPOYPAUUOTOC KaTaypagns (registry) tov acbevav
pog.

Exnpooconnon erov HuyapoOwmvio tns AOnvag

O ovAoyog  pog  exmpocomnOnke  oTOV
Hupopabovio tov AOnvav, mov £ytve v Kvplokn
4 Moiov, amd 7T0oVG popabmvodpopovg, Niko
Yxovpld, Noévro EZévo, Niko Moavdardmovro,
[Mavayiowtn Ayavvion kot Bayyéln ®poacvfoviov
otV Jwdpoun] TV TPV yAlopétpov. Olot
dwoave TNV ovdoo TOvG Yl OAOLG  EUAC,
ONUEOAOYIKA KOl OVGLOCTIKE, Kol £Kavay TNV apyn
Y10 TNV VTOCTNPIEN LG GTO HEAAOV.

dintd

HypapaBioviog twv ABnvev - 4 Maiov 2014 yia ty Maykbopa Hpépa e MAY = Zupptetoxi “Mveupovuc Yiépraon EAAGSag”

ATHENS HALF MARATHON 2014 FOR PH DAY - H.P.H

Ilapovoiaon Kai@y OpacE®Y KAl TPOKTIKOV

H «IIvevpovikn Yméptaon EALGOac» mapevpédnke
otV €KONA®ON oL GLVAOPYAVOGHY 5 GOALOYOL
acOevav oto Impact Hub Athens, éva tomikd diktvo
GLVEPYOTIKOTNTOG TO oOmoio @ulolevel O18popeg
OpaoTNPOTNTEC. XKOTWOC TNG €KONAMONG MTOV M
EVOLVAU®MON TOV OYE0MV NG KOWOTNTOS TOV
KOWoVIKG  evmobdv  opddwv  Kabdg Kot M
TOPOVCIOCT) TOL TPOYPAUUN TOV OPACEDV TOV
GLVAAOYOL KOl EKEIVOV TV  TPOKTIKOV  TTOV
AmEOMGOV KOPTOVG KOl LTTOPOVV VO, EUTVEVGOLV TNV
aviAnym  avdAoyov  TPOKTIKGOV — omd  GAAOVG
GLAAGYOLG.

TTepovoioon Wpd(ypmo( Spdoewv Kot koAbv npaucrucwv
EVSOVEWOom KoWVETHTHG svrexBidv KOWWVIKK opdSwv

KYPIAKH

4

MAIOY

Zvvdopyavibvovy oL ZiMoyor :

* Kuotuals wong (EELK)

* ERetpuatcuais 1epoouxis & YreepkoveudoTeas (ADHD)
* Tivevpovuoi Yrcdpeaoms

* AudBinotpoeionadiv (TTEA)

* Sy 081yt ENAGS0S (S.0E)

ADHD PH. NEA

o tmw ol gk epleeos i oxSHo by

Eveig Tiohuydpog iov GépueL kovek anwutmtvw

Hub-Impa xn 28, ABijva (mAatela ¥oppi) ; Qpes 11.00-16.00

Tnv exdniwon dvoite n Ilvevpoviky Yméptaon
EMGdog mapovstalovtog To TpOYPOILO oG Yo TO
2014 won TIg KOAEG TPOAKTIKEG TOL GLAAOYOL: TNV
€TNOL0L TOONANTAON, TO SOPOUCTIKG EKTAOEVTIKO
TPOYPOLUO EVIUEPMONS YL TIG GTAVIEC TAONGCELS,
koBmg emiong Kol TO  YOPAKTNPIOTIKO Lo
KOpOEAIKL.



Hoapéupfoocn oty Evpwfovii

Tov Mdaw 100 2014 «KowomOMGOUE GTOLG
eVPOPOVAELTEG TOL TPOPA LT TOV AVTIHETOTI OVY
ot omdviol aoBevelg Kot Ta LEAN TOV GLAAGYOL LOG.
Znmoope  vo  emdwybel pe kdbe TpoOmo M
duvatdTTo  PETOUOGYELONG, VO  €EACPOUAOTEL O
EAEYYOC EQOPUOYNG TOL EVPOTAIKOD KOVOVICUOD
2011/24/EE, «aB®g Kol Vo TPOYOPNOEL 1
ekmaidevon kot OlGVVOEST  TNG  EVPOTOIKNG
WTPIKNG KOWVOTNTOG.

of-breath

LThoSHORE
ations

sizheart-caths \IS
“blood-draws

gists

n

i010

Remodulin

H Ilvevuovikn Yrépraon
EKTOS TV 0PImWVY GUVTAYOYPLPN OIS

Tov XentéuPpro tov 2014, votepa and mapéuPoon
TOV GLAAOYOL o©t0 Ymovpyeio Yyeiog kol otov
EOIIYY, netdyope v a@apeon g omdvias vOGou
HoG amo To. 0Pl GLUVTIOYOYPAPNONG TMV 0TPAOV.
Kowonoincope oe OAovg tOoUG OPHOSIOVS POPELg
OVOALTIKY] EMIGTOAN] Y10 TOVG OMUOVTIKOVG AOYOLG
e€aipeong g [Ivevpovikng Yméptaong and ta 6pla
oLUVTOYOYPAPNONG, KOl TO TETVYAUE TOCO OF
KAMVIKOUG 0G0 Kot 6€ 101DTES 1TPOVG,.

To “Emxowvwvaovrog Ty Zroviotyra”
nael Volta

To evnuepOTIKO £VTLTTO HOG YLOL TOLG GTAVIOLG
acBevelc  «Emkorvovoviog ) Zmoviotnton
0éhovtag vo evioyhoEL TOV OTAVIO KOGUO LOgG
péow ¢ emokowwviog Oespdtov  amd Vv
eyyoplo kot tn oebvr kowdtra, Eexivnoe pio
véa ovvepyaoio Kol TAEOV OlOVEUETOL OWPEAV
pEc® TOL TEPLOOKOV TOwKiANng VAng Volta, 1o
omoio KvkAoopel o mavw and 20.000 avtitvmo
ota Popelo Ko vote Tpodoteln Tov ABnvaov.
Bdlovpe €11 éva axopa AMBapdkt yio tnv évoon
TOV OTOVIOV GCLALIY®V KOl TNV EVOLVAU®ON TNG
QPOVNG TOV HEUOVOUEVOV acbevav pe otdYo €val
KOADTEPO QPO Y. TIG OTAVIEG TAONGES Kot
Koplog ywo ™V €vtagn g omaviOTNTOS GTNV
kaBnuepvn Con g TOANG Lo,




Hellenic Pulmonary Hepertension

Tevyog No. 1 Exeteioxo

Bijuaza ya v feitioon tns kaOnyueprvoryrog pog

Me ot0%0 TNV TPOACTIGT] TOL JKOLDOUATOS Yol
KaAVTEPN TOOTNTO LG TOV EAMVOV TOCKOVTIOV LE
t0 onavio voonuo g Ilvevpovikng Yméptaong, o
GLALOYOG TTPOEPN GE GLUEMVIL LE WOIMTIKES ETOPEIES
TPOG OEKOAVVOT TNG KOOMUEPVOTNTAG T®V UEADV
pog.

H etoupeio «Hemoglobe Hellas» cuppaovnce yuo tnv
TAPOYN OMOGTOANG (QPOPUAK®V GTO OTITL Yol TOVLG
acBevelg oL TOVG YOPTYOUVTOL T
oapuaxko FLOLAN, REMODULIN, VELETRI. H ev
MOyo etapeia Tapéyel oTovg acheveig pog TG avtAieg
£YYVONG TOV TPOOVOPEPOLEVOV PUPLAKOV KABMG Kot
TO  OVOADOCIUO TGOV  OVIMOV  TNG  OUEPIKOVIKNG
etapeiog CADD, yopic v mpominpour] tovg ond
Tov acBsvn oAb pe v anevbeiog e£6@AnoN ond Tov
0CQOAGTIKO TOL POPEQ.

H etopeia «Diavitay copeovnce yoo tmv mwopoyn
0&uYO6VOL GTO OTiTL, KO Y10 EKTTMCT] Y10 OTOLOONTTOTE
mpounfel vysoOvopKOD VAIKOL N Y Tpoundeia
TPOIOVIOV ATOPALTTOV Y0 TNV COGTH VYIELVY] KOl
ot SPimons twv HeEA®V pHog, To omoio OUMG
dgv KoAdvmTovtol amd ta tapeio 0vikng acediiongc.

IHapovres oto 30 Lovédpiro AcOsvav

H Ilvevpovikn Yrnéptaon EALGSag cuppeteiye oto 30
[Movelvio Xvvédplo AcBevav pe titho «Patients in
power» mov mpaypatoromOnke ot 7 & 8 Noegufpiov
2014 oto Divani Caravel Hotel pe 6épa 1
Zrpatnyikn Yyeiag. Xtnv €l6Mynon mg 1 EMKEQUANG
T0V GLAAOYOL lwdvva Alvcavopdtov piince yo to
TOALG KaOnuepvé mpoPfArpata mov avtipetonilovy
ot “omdvior” acBeveic otnv EALGS kot mpoTeve pia
GEPA LETPOV Y1 TNV ETIAVGT TOVG.

“Eivor arapdadekto va kKivovvevel n {wn
UOG TTO OVOUO. THS YPOPELOKPOTIOS KOL EV
UECW EVOTATEWYV Y10, VO OIEKOIKELTOL TO
ovtovonto”

Ov VTooTNPIKTES OGS

H IMvevpovikn Yréptaon EALGSag
vrootpileton and TV TAEIOYNOio TOV
EKEWOIKEVUEVOV Y1ATPOV Y10l TN VOGO
KaOdS KoL amd TO VOGOKOUEID TNV
EAAGSa. Ot cuppayieg Tov GuALdyoL
LOG LE WOOTIKEG £TOLPIEG OIEVKOADVOLV
TV Kafnuepvotta Tov achevav pog e
TG TOPOYES TOVG,.

H ooumpadn pog pe poprokeuTikés
etapiec otnv EAALGSa mpodyet To £€pyo
™G gvochnTomoinong Kot g
EVIUEPMOTG TOGO TNG LOLTPIKNG
KOwoOTNTag 6G0 KOt TOL {310V TOV
acBevouc.

."' Patients in

POWER

w= Conference

’ 3° MANEAAHNIO ZYNEAPIO AZOENQON
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0 o1xog poag Mapabamviog

O Mopoaboviog tov ABnvov dev givar povo éva abBAntikd yeyovog d1ebvoig epféretag. Eivor évag
OVOKOAOG aydvog OpOHOL Yoo Afyovg, uioe okAnpn owdpoun 42.195 pétpov. Ilepiocotepo amd
otdnmote GAro, o0 Mapabdviog ABnvav eivar 1 yépvpa mov evdvel 1o BpOAO pe TV 16TOopia Kot
aVOOEIKVOEL TN OVVOUT TS avOpadmivng 0EAnong kot yoyns. H coppetoyn tov abintdv pog otov
320 Moapabdvio g ABMvag Yo TV EVOLVAUMON TNG GOVIG HOG KOl TV avayvaplon TG vOGoL
HoG HEcm tov afAnTikod kKool kot Tov abAnTicod pog yéuoe mepneavia Kot aictodoéio. Ot
poapadmvodpopot pog givar TAEOV ot ayyeMo@OpoL Tov UNVOUOTOS TNG KATOTOAEUNONG TG VOGOL
HLOG GTOV KOGLO.

DHNAZ. O AYOENTIKOE ’7'
\ e —
\ -

Tvvaikes «evy opaon, Eava pali

lNa devtepn cuveyOuevn xpovid
TPOYUOTOTOMCAUE TNV  €KONAMON Tov  &lvan
OQLEPOUEVT]  OMOKAEIGTIKA  OTIG  YLVOIKEC.
Tnv televtaia Kvprokn TOV Noepfpiov
Bpetnkape oto povowd peledonmieio «Kiuwmiion
Yo vo.  ou{NnTCOLHE, VO  YVOPICTOVUE, VO
evnuepoboipe kot va dtookeddoovpe pe {oviovn
HOVoiKn amd Tov povodikd Iaoydin mpodyovtag
MV eAmida Yyl mePLocoTEPES KOAEG avacec. H
OguTEPN HOG EKONA®ON  TPOYHOTOTOWONKE e
HEYAAN GUUUETOYN YLOVIK®OV 7OV Aenoav T0
KUPLLKATIKO TPAmEdt Yo v EVOLVOUMGOLV TO £PYO
LOG KO VoL TIUAoOVY €UAG TOVG aoBevelg Kot Tov
ayavo pog yo fon.




\

Eviyuépwon Ocoealoviknyg

Bpebnkape tov Mdaw tov 2014 omyv Iiateio
Ap1oTOTELOVG KO TTPAYLLOTOTOMGOUE EVIUEPMOT] CYETIKA
He TV voco 6to Kowod ¢ ®eococalovikne. H evmuépmon
auT NTaV po omd TI§ Mo EMTLUYNUEVES OPAGCELS TOV
oLALOYOVL, KOBMG 0 KOGHog TG Popelag EALGdag Mtav
1660 £vOEPLOG IOV HaG YEHGE dUVAUT Y10, T GUVEYEL.
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AVAYVOPIGOTNTOG Kol GOUPOAO gvaicOntomoinong mote
VO ETKOVOVIGOVUE £VOL OKOUN GUUTTMWUA TNG VOGOL LOG:
TO UTAESIOCLO TV YEADV LOG.

2vvéopila

O oVvMoyog poG €xel Kotagépel oTo OLO
xpdvioL Agttovpyiog Tov vo TopioToTol Kol vo
Aappdvel Béon ota TEPIGGOTEPO GLVESPLL TOV
aopoHv TNV voGo Hag, T16co otnv EALGda 660
Kot  oto  eEmTepkd,  kobmdg Ko va
TOPOKOAOVOEL TOL TEKTAVOUEVA GTO YMPO TNG
vyetoc. H tomoBétmon g eovig pog oe Ao
aLTd To GLUVESPLOL €tvol TOAD OMUOVTIKN Yol
NV eNiTELEN TOV GTOHY®V HOC.
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2014 Berlin

ECRD 2014 : The European Conference
on Rare Diseases & Orphan Products

Schedule at a glance

Trurscay, 8 vay 2914 Consult the programme

idoy 9 ey 2014 THURSDAY, 8 MAY 2014

Sanurday, 10 May 2014 ©9.00 - 1100
Regutration open for EURORDIS Genersi Assembly (EURORDIS

e cnterence tutorois rermters cnly)
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#selfieforPH: Kpata tqv Avdoca cov yia tyy PH

Tov OxtoPpro 100 2014 Eexwvnoope pia
exotpoteio evaioOnTonoinong akorovddvtag To
pevpa g emoyng twv social media kot TNg
AVTOPMOTOYPAPNONG. OEAOVTAG VO EVIGYVGOLUE
M YvOOo™ NG VOGOL GTOV KOGUO, OTOTUTOCHUE
TO YOPOKTNPLOTIKO GOUTTOUN TNG SVOKOA NG
avdoog pog otov oToypaptkd eokd. Kaiéoapue
tov kafBéva va @wtoypaendel xpatmvtag v
avamvor tov Kot aveBalovtag m o€ 6Aa ta social
media ®oTE Vo ONADGEL TNV GLUTOPACTOGCT] TOV
otovg aocBevelg pe Ilvevpoviky Yméptaom. H
Kapmdvio, gvotcntonoinong Eexivnoe amd v
EAMGSa kor oOviopo emextdOnke oe Olo TOV
kOG0, Agepopoato g mpwtofoviiag Hog
&ywvav og Olo ta 01EBvn péca, mov dE(TNKAY UE
evBovoloopd  ovT  pOg TNV TPOCTADELN.
EAniCovpe 611 avtdc 0 vEOg TpOTOG EMKOVOVING
Ba kdvel v vOGo opatn 6TO €upPL KOWO, Gpa
avoyvopioyn.
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O I1ovyko cvoTijveTal 6TOV KOGUO

Méoca omd 10 eKTodEVTIKO TTPOYPOUUE TOWWDV Kol epnPov yevvhiOnke pio TOAD

OLOPPN 1oTOoPia: OVTH TOL OTAVIOV LB eAépavTa. Méca amd TV S1ddpacT) TOV EKTUOEVTIKAOV

HOG He To Todld, TAAGTNKE 1) 10TOpio EVOG OTAVIOL EAEPOVTO O 0T010G £lye MG SlOPOPETIKOHTNTA TO
xpopa tov. To kowvd chuntopa ™ vosov Hag, TO XAoIHo Tov 0&Lyovoy 1o omoio dnuovpyet 1o
UEAGVIOG O TOV AKPOV KOl TOV YEMMY, TOV Yaploe T0 Lo tov ypopa. H tpdt yvopipio tov pe
TOV KOGUO Tpaypatomomdnke oty evnuépwon kowob oto The Mall Athens tov Agkéufplo tov
2014, 6mov 0 KovoLPLog NPWAG WKP®Y Kot HeYOA®mV ayamnOnke amd OAOVG Kol EVNUEPWOE TAV®D
a6 8.000 dropa. To evdlapépov Tov KOOV NTav Tepdotio. H evnuépmon tov kotvoy emitehydnke
pe oA peydAn emruyio. AAAN pio dpdon pog Tov oToyevov e vo kKabiepwbel e etnola faon).




0 g0glovTiouog ivar n ovvoun pog

O gbehovtég eivar 1 youyn TOL GLAAOYOL pOG. Xopig
OVTOVG TOVG “VDYIELS” avOp®OTOVG, GLYVA dEV UTOPOVLE VO
Kévoope mpa&n tovg otoYovg pag. O poAOg TOLG GTO
GUALOYO HOG €lval O TO GNUOVTIKOG, IS KOl OAO TO
épyo pog otnpiletor amokAEoTIKA oTOV €0eAoVTIGUO.
Tudvoag to €pyo avtov TV aviporwv Beoricaue yio
PO Qopd 10 Ppafeio ToL €Behovty NG YPOVIAG,
0éloviog Vo amOdMGOVLUE TUNTIKY  OldKPLoN  GTOV
avBpomo mov ywpic dwotaypd kabe otiyun kot pe Kabe
TpoOmo Ppioketanr 6to TAGL pag. ZTdY0g Mg dev eivar o
OVTOYOVIGHOG, OALG 1 OVOYVAOPLON TNG CLUUETOYNG Kot
NG TPOGPOPAG GTO SVGKOAO £PYO LLOG.
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Ot evépyeleg TOL GLAAOYOL HOC YOO TNV OUOAN
dtekmapémon Tov Oepdtov tov acbevov avagoptkd pe
TIG TOPOYES TOVG, TO OIKOUMUATA TOVLS, TN YOpPNynom
QopUAK®V Kot, TEAOG, TNV OTOTEAECUOTIKY OPYOvVMGON
OAOV TOV EPYOCIHV OVOQOPIKA He TNV VOGO gival m
KaOnpepvn Hog TpotepatdTTa.

O oVvMhoyog pog, avtd to 600 ypovia, £xEl HEYOADGEL
apketd kol poll £(ovv HEYAADGEL Ol OMALTHOELS, OO Kot
pog avtdv. [TAéov, €yovpe avdykn and mePLocOHTEPO
avOpdTvo duvapkod mov vo dtabETel xpovo omd TNV
KafnuepvotNTa. TOL YL TG OPOCTNPLOTNTEG TOV
GLALOYOL HaG. O GUVTOVIGHOG Yo TN SIEKTOPEMON TOV
EVEPYELDV, HEUOVOUEVO Omd TOV KoBéva pag esivot
emPePAnuéEVN Yo TV ENiTEVEN TOV GTOHY®V HOC.

DwTOYPOPIES TOUUETOYNS OGS TTOV
oraywviouo Eurordis pe otoyo v yvapuuio
TOV KOGUOD g TIG OTAVIES TOONTELS




To épyo pog ocvveyiCeton

O1 61001 TOL XVAAOYOV KOL TO OPONO RS Y0 VO KAADTEPO GLVPLO

- H evioyvon tov otkovopikd sunabdv acOevdv pog amotelel Evav amd Tovg KOPLOVE GTOYOVE TOV GVALOYOV LLOC.

- H napovoio pog o€ 6la ta maykdouo, dpdueva yopom omd tic Xrndviec ITabnoeic aAld 1 CUUUETOYN HOC GE OA TOL
OYETIKA e T vOoo 010V cuvESpLa Bal oG amoPEPOLY TNV OAPAITNTY ETKOPOTOINGT OA®V TV BELATOV TOV LaG
aPopPovV, EPELVO, PAPLOK, Oepameies, KAT, AAAG Kot TNV dVVATOTNTO TNG YVAOGNG Yo TNV KOUADTEPT] AVILETOTIOT TOV
onaviov voonudtov otnv EALGda.

- H avantvuén npoypaupatog ®povridag oto Xmitt, kabng kot IIpoypdupotoc ®povridag kot Noonieiog oto mitt pe
™ onuovpyion «Ouddmv dpovtidag kot Noonieiog oto Xmity yioo Tovg acbeveic pe Ivevpovikn Yméptoon o€
ovvepyacio pe tovg Opyovicpovg Tomikng Avtoodtoiknong kot ta appddia Yrovpyeio, PpiokeTor 610 6TAO0 TOL
GUVTOVIGHOD Kol KOPLO WEAT|ILOL L0 ELVOIL ) TEAELOTTOINOT) TOV.

- H o¢tlo&evia yio acbeveic pac amd v enopyio TPAyLOTOTOEITOL 6TNV £3p0 TOV OPYOVIGUOD UAG OIVOVIOG GTOV
acbevn g emopyiog TV SuVOTOTNTO VO TOPUKOAOVOEITOL KAl ATd OVOTTUYIEVES LoVAadES Yio Tnv TTAY oty AbBnva. H
avaTTLEN TOL TOUEN OTOD MGTE VO UTOPOVV VO, PIA0EEVN 000V TEPIGGOTEPA GTOWN KOL GE TTIO OPYAVOUEVO TEPLBAALOV
Bpioketol LEGA GTOVE GTOYOVG LOG.

- H onuovpyic opddov Efehoviov €xer opyioer, Oelld O€ld, vo TAOICIOVETOL OTO OLGPOPES ELOIKOTNTES
GUVVQOUCUEVEG LE TIG OPACES TOV 0pYavIoHoD pag. O Topéng auTOG OMOTEAEL TNV TO EMITAKTIKY OVAYKN avAmTTLENg
MOTE VO, LTOPOVY VO DAOTOLOVVTAL 01 HPAGELS TOV GLAAGYOV WLOG.

H npocﬁacn TOV 0GOEVAOV [LOG GTO LETAUOGYEVTIKA KEVIPO GTO KOGUO EIVOL 0O TOVG GNULAVTIKOTEPOVG GTOYOVG LLOG
OVOJIKY HoG Evkatpia yuo TNV TANPT tooT g vOcov.

Yroyeio Emkowvoviag Zviidyov
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