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[Tapouociaaon
tou Epyandeiou
Alandyou tou AoBevh

Ta anotenéopata pias npdogatns naykdouias épeuvas odnynaoav og kanUtepn katavénaon
noNAdv andé us kabnuepivés NPokANCEIS Mou kaAoUvTal va avUPETWwNioouv ol aoBeVeis ue
Mveupovikn Aptnpiakn Ynéptaon (M.A.Y). Ta eupAPaAtd tnS NAPEXOUV XPNOIPES
nANPOQPOPIES yia Tous A0BEVE(s, TS OIKOYEVEIES TOUS, TOUS PPOVTIOTES, KAOMS Kal yia TS
EVOEIS aoBevVV, ONws, yia Napddeiypa, yia tnv avaykn nou Undpxel yia pia dieniotnyovikn
npooéyylon tns acBéveias, MPOKEIPEVOU eNAYYEALATIES BIAPOPETIKWY EI0IKOTNTWV VA
OUVEPYAZOVTAI OTEVA YIA TNV AVUPETWDNIoN OAWV TWV avayK@V Twv dcBevdv, Kal OXI JOvo Twv
owpauk@v. Enfons, péow s épguvas, cuveidntonoinoape 6t ol aoBeveis Ba unopouoav va
w@eNnBouv and éva epyaneio to onoio Ba tous BonBouoe va npoadiopicouv ekeiva ta
ZNTAPAta h ta cuvaloBnpata nou tous npokadoUv avnouxia, Kal ta onofa ynopei va
OXETzovVTal PE TS OIaNPOOWMIKES OXETEIS KAI TA OIKOVOUIKA WS TS KOIVWVIKES ENAPES.

To Epyaneio Aiané tou AoBevn éxel ws otoxo va oas BonBnoel va kataypdyete, va
anoocagnvioete, anid kai va Slaxeipioteite v MNveupovikh Aptnpiakn Ynéptaon, kaBws kal
US ENINTMOEIS MOU NPOoKUMNTouV and autnv o€ 6, apopd ota cuvaioBnhpatd oas, otn
YEVIKOTEPN EUNPEPIA 0aS KAl otnv KaBnpepivh oas zwn. To epyaneio Ba oas enitpéyel va
KATaypAYETE TS OKEYEIS, Ta oUVAIOBNATA Kal TS avNoUXies oas e éva Sopnpévo tpoémno, 10l
MOTE 01 CUZNTNOEIS MOoU Ba EXETE PE TOUS YIATPOUS, TNV OIKOYEVEID, TOUS PiAOUS KAl Tous
(PPOVUOTES Va €ival EcUAOPEVES eKel mou B€nete, kal va AGRete tn ouvaloBnuatkn othpign
nou xpeldzeote yia va avupetwnioete tnv acbévela. To Epyaneio AlaAdyou Bpioketal ous
oenibes 15-19.

EnminAéov, eipaote otnv euxdpiotn Béon va oas napdoxoupe pia mepinnyn twv
anotefeopdtwy tns Naykdopias épeuvas, ta onoia odnynaoav otnv avantuén tou Epyaneiou
Aiaidyou tou Opovuoth. H épeuva 81e€nxBn oe aoBeveis pe M.A.Y. Kal 0 PPOVUOTES and T
Fraddia, tn Feppavia, tnv Itadia, v lonavia kai to Hvwuévo Baaineio, ol onoiol eniAéxBnkav
and us EBvikés Opyavioels AGBeVMV OTIS GUYKEKPILEVES XWPES. Ta nANpn anoteNéopata tns
¢peuvas gival S1aB€oipa otnv niektpovikh dielBuvon: http://www.phaeurope.org/projects-
activities/pah-patient-and-carer-survey/.




|_|VEU|JOVIK
Aptnpl
YneEPTaAon I'IAY

HM.A.Y. eival pia aoBéveia katd tnv onoia au€dvetal n nieon tou afATos ouUSs NVEUUOVIKES
aptnpies kal ynopei va odnynoel oe kapdiakn avendpkeia. rnv M.A.Y, ol aptnpies twv
MVEUUOVWY OTEVEUOUV N PAzZouV EVIEN®S, YE anoténeopa n 6e€1d nAgupd tns kapdids, n
onoia aviAef aiya Nnpos tous NVeEUUOVES, va Katanoveital Ao Kal NEPICOOTEPO.
Auté ouvnBws odnyei o€ cupntdpata dnws ducnvola, kénwaon, aioBnpa AinoBupias kai, oe
OPIOPEVES MEPIMTWOEIS, MOVO oto othBos, Ta onoia miBavétata va yivouv aképd nio éviova
kaBws n vooos Ba e€eniooetal. O 6pos " Acitoupyikn Katdotaon" xpnaolyonolgital ouxvd yia
va neplypdyel o€ 1 faBuod autd ta cupnt®Pata Nepiopizouv ta dtopa Ye M.AY. H
Aertoupyikh Katdotaon | unodnidvel eNdxiotous nepiopiopous, Kal €novial N AgIToupyIkn
Kataotaon II, Il kar IV, pe kGBe pia va pavepdvel 6A0 kal NEPIOCOHTEPOUS MEPIOPICUOUS OTN
AEToUpPYIKN IKAVOTNTA TOU aoOEVN.

H ouxvotnta tns M.A.Y. unondoyizetal ota 15 €éws 50 NnepIoTatUKE ava eKATopuUpIo
nAnBuopou. H acBéveia gival nio ouxvin og dtopa nou voooUv Non and anies aoBeéveles,
ANws VOohPata tou cuvdetikoU 10ToU (N.X. cuctnpatkn okAnpuvon), vdoos tou hnatos, HIV
N ouyyeveis kapdlondBeles. e noAU ondvies nepintwoels, n M.A.Y. pnopéei va gival
KANPOVOIKNA.

Inpavukh npéobos éxel onpelwBel ta teAeutaia xpdvia otnv avantuén Bepaneidy yia tn
Olaxeipion tns M.A.Y., ye 0toxo tn BeATiWON TwV CUPNTWUATWY, TNV EVIOXUoN NS
kaBnpepivias AgIToupyikOTNTas Tou acBevoUs Kal th dnuioupyia pias KaAUTePNS NoidTNTas
zwns. O1 onpepIvés Bepaneies enitpénouv o€ noAAoUs MAOXOVIES va ZNOOUV dia
IKavonoinukh zwn.

Mo Aentopepns evnuépwaon oxetkd pe tnv M.A.Y. Ba Bpeite ous akdNoubes Iotooenioes:

www.phaeurope.org rww.phassociation.uk.com W\iw.phassociation.org ww|/.hellenicpulmonaryhyp
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0 avtiktunos s 1.A.Y.

SHMEIQSEIS otV kaenpepiv zon -
Anotereaiata naykoapIas €peuvos

H naykoopia épeuva, nou npayyatononbnke 1o 2011, eixe 0t6xo va ydBoupe Pe nolous

Mapakaneiote va avapépete 010 kevo Nou akoNouBei 6,1 cuvaloBhuata, EpWTNCEIS tpoénous n M.AY. ennpedzel h zwh v aoBeVAVY Kal Twv GPOVICTMY NEPA and ta owHatKd

h B¢épata oas evdiapépouy h oas anaocxonolv. Qoo Mo CUYKEKPIPEVOI EI0TE OXETIKA oupntpata. Onws gaivetal kal oto Ixhpa 1, n épeuva SiEpelvnoe TECOEPIS KUPIOUS TOLENS,
e to note viwBete pia avnouxia kai t tnv akonouBei, 1éoo kadUtepa Ba pnopéoouv ta BAGIKG ANOTEAEOPATA TwWV ONOIWV NAPAYPAPOVIAl OUS NAPAKATW OEAGES.
0l YIaTpOi, 0 PPOVTCTAS KAl N 0IKOYEVEIG 0as va oas BonBncouy.

>xAua 1: Topeig TTou £§ETAOTNKAV OTNV €pEUva

Na Bupdote 6t to Zwpateio AoBevwv peT.Y. eival ndvta ekei yia va oas onOnoel
Kai va oas otnpigel. HM.A.Y. 8gv gival pia yvwoth aocBéveia, kail tdéoo £0¢is ol
acBOeveis, 600 Kal EKEivol MOU polpdzovtal th zwh TOUS pazi ods, avipetwnizouv YOMATIKOZ

nodlés npokANGOEIS MOU 0 YeEVIKOS NANOUopds ayvoei. Qs ek toUtoU, va €iote KOINQNlKOZ
KOTNYOPNUATKO{ OT0 Va NAipVELE ANAVINCEIS OUS EPWTNOEIS Kal otd Oépata nou oas & MPAKTIKOZ

anaoxofouUv. Na avazntdte 600 1o Suvatdv nepiocdtepo Bonbdeia kai Avoels. Kaiva
Oupdote nws ev giote poévol kal nws undpxouv noAnoi avOpwnol nou vooouv anéd
MN.A.Y. kairanofapBdavouv pia ikavonoinukn zewn. Mnopeite ki eoeis!

EMAPAZH THX T1.Y.
ANATKH

MA ENHMEPQ2H
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) W YU aTIKOS
Kal [1lpakKtikos
Avtiktunos tns [T.A.Y.

Mepiypdeovrag v T1.Y. gival va gioar o€ éva autokivnTo,
T0 omoio dev Tdel Ye mavw amo 10 Klm v wpa.
AoBevic pe TLY.

Ep. 5. N0pw atmmd moia B€pata Ba BEAATE va eVNPEPWVEDTE TTEPIOCOTEPO;

HMEPOMHNIA XYMNAHPOSHY

OfuaTa evnuéPWONG Nai, Twpa Nai, aMd M6 petd

H aobéveia (cuptrtwpara, Tpdyvwaon)

E1d1koi kal 1a1poi TTou agxoAolvTal

Je Tn BepaTreia Tng M.A.Y.

OepaTTeuTIKEG ETTIAOYEG/QAPUOK

TTOU XPNOoIYoTIolouvTal yia T BepaTreia TNG
LAY

EtravaAnTiTikég e€€TAOEIG,

yia TTOTE €XOUV TTPOYPAMUMATIOTET

KQI O€ TI ATTOOKOTIOUV

Epyacia TapdAAnAa pe TNV acbéveia

OIKOVOUIKEG OUVETTEIEG TNG 00BEvVEIQG

AIOIKNTIKEG OUVETTEIEG TNG A0BEVEING
(emdopara avarmnpiag,

cxocpa)\loTlKn KAAUWN, KaTaBoAnR
OIKOVOMIKNG BoriBeiag yia )
METAQOPA OTO VOOOKOWEIO OTTOU
TTpayparoTroloUvTal Ta pavteBou)
Evalayn fo)\wv péoa otnv
oIkoyéveia/Zeuydpl

KatabAiwn, dyxog kai GAAeG ouvaloBnuaTikég

OQUVETTEIEG

MBavég ouvéTeleg oTnv epwTIKA {wN
Tagidia (oupBouAég kai KOATTA yia TO

TIWG UTTOPEI Va givail s<g|KTo éva T1agiol,
KoBWG Kal BépaTa TagIoIWTIKAG c(o(pa)\alag)

MapTupieg kai 1I0TOopieg aoBevwv
Emkoivwvia pe Evioeig AoBeviov

XpPNOIPOTIOINOTE AUTO TO KEVO yia ETTITTAéOV OXOAIT

Edv Nai, ye toiov 6a
B¢éAate va To OUINTAOETE;
MTropeite va dwoeTe
TIEPICOOTEPEG ATTO Hiak
amavtioelS. MNMapakaAeioTe
VO OUPTTEPIAGRETE OAEG
€KEIVEG TTOU 0aG EKPPALOUV

0 Eidik6g yia Tnv M.ALY.

0 AMAol e18IKoi

0 OIKOYEVEIaKOG

y1a1p66/MaboAdyog

0 ZUpBouiog

/Nogokopa

0 ‘Evwon AcBevwv

0 AA\oi aoBeveig pe

MALY.

0 Etepov

AMICU/ZUVTPOPOG

0 Oikoyéveia/®irol

0 AM\oI poVTIOTEG

0 AMAol, yeTagu

*

0 Aev xpeldgeTail
€ival atrapaitnTo

*Y € TIEPITITWON TTOU JeV YVWPICETE EGV £XETE TIPOOBACT O€ KATIOIO OTIO TIG TIPOTEIVOUEVEG ETTAYYEAUATIKEG BonBEIES,

PWTOTE TOV OIKOYEVEIOKO 0aG yIaTpd i TOV TTABOAOYO pE TToIoV Ba ATaV TTPOTINOTEPO VO GUNTAOETE.




Edv éxeTe VILWOEI KATTOIO
aTé autd Ta cuvaloOruaTa,
ue TTolov Ba B€éAaTE va TO
oulntnoete; MTTopeite va
OWOETE TTEPICTOTEPEG ATTO
Hia aTTavTAoElg.
MapakaAgioTe va
OUPTTEPIAGRBETE OAEG EKEIVES

0 Eidik6g yia Tnv M.ALY.

0 AAAol e18iKoi

0 Oikoyevelakog yiaTpodg/

MaBoAdyog

0 ZupBouiog/

Noookéua

0 'Evwon AoBevv

0 AM\oi aoBeveig pe

M.A.Y.

0 ‘Etepov ruiou/

2UVTPOPOG

0 Oikoyévela/

Didol

0 AANoI PpOVTIOTEG

0 AAolI, yeTagU

QAUTWV..

0 Aev xpeidZetal/
Agv gival amTapaitnTo
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Ep. 4. Tov TeAeuTaio pva, viwooTe KATTO10 a1rd Ta ak6Aouba cuvaicORpaTa;

HMEPOMHNIA XYMMNAHPQ>HX -

Zuvaiodnuarta Moté Xmdvia  Mepikég opég  Zuxvd [MoAU ouyvd

Atrokapdiwpévog/AxpnoTog/
Xwpig euxapioTnon yia Tig
dpaCTNPIOTNTEG TTOU €KAVA TTPWTA

PoBiopévog/
TPOUOAYUEVOG OTTOIAOATIOTE OTIYMNA

Oupwpévog/
AtroyonTeupévog/
Mapegnynuévog

Xwpig autotreToidbnon

PoBiopévog va Byw atré 1o oTriT/
XWpPIig dIABean YIa KOIVWVIKEG ETTAPES

Evoxn/NtpotriATToyvwon

ATTWAEI0 TNG AipTTivTo/
0egoUaAIKiG eTBupiag

Meiwpévn / Augnuévn 6petn

MpoBAAuara Utrvou

ATTwAgIa oUyKEVTPWONG/TTPoRAARUaTa
UVAPNG/BUOKOAIEG OPIANiaG-oKEWNG O€
oxéon PE TTpwTa

NeupikdG/AviouxoG/AyxwHEVOg

AuokoAia va gipal aio16d080g i
va oké@Topal BeTIKA yia péva
XpnoIPoTToINOTE AUTO TO KEVO YIa ETTITTAEOV OXOAIA

*Ze TEPITTITWON TTOU OEV YVWPICETE €V EXETE TTPOORACN OE KATTOIO OTTO TIG TIPOTEIVOUEVEG ETTAYYEAUATIKEG BONBEIEG,
PWTAOCTE TOV OIKOYEVEIOKO 0OG yIaTpod A ToV TTaBoAGYO pe TTolov Ba fTav TTPOTINOTEPO VA GUNTHOETE.

O ocwpaukés KAl NPAKTKOS AVIiKTUNosS tns
Mveupovikhs Aptnplakns Ynéptaons pnopei va
petapannetal oe kabnpepiva Bdon, yi' auté kain
ekténNeon kaBnpepividy Opactnplothtwy anotenel
pia cwpaukh npokAnon. H épeuva katédeite éu to
56% twv aoBevayv éviwBe nws n Mveupovikh
Aptnpiakn Ynéptaon €ixe "nond onpavukd”
avtiktuno otnv KaBnpepIvh ToU zwn, eV
bdlawunmBnke ouxvda h duokonia ektéAeons twv
kaBnpepivaov dpactnplothtwy, 6Nws 10
VOIKOKUPIG, h ANAwV unoxpemoswy (Ix€610 2). Ol
aoBeveis e€éppaocav buokonia va avéBouv ta
okanig, kabws kai va epyactoly, va yupvaotouy, va
KolvwvikonoinBouv kai va ta&ibéyouv (Ixédio 2).
Y€ 0,1 apopa 1Wpa oToV aVIKTUNo otnv gpyacia,
€vas onpavukods aplBuds aoBevv avepepe peiwon
ot0 €1066npd tou. Enions, noAdoi aoBeveis
napatnPENoav PEiwon atn cuxvoTNTA TWV EPWTKMDV
TOUS OUVEUPECEWV KAl JEIWPEVN EpWTIKN NBuia,
K@t nou opelAdTav katd kUplo Adyo oe xapunAh
aUTOEKTIUNON KAl 0TV apvnukh €lkOva Nou gixav ol
aoBeveis yia 1o ompa tous, N eneldn éviwbayv
avikavol h ev pnopoUoav cWPATIKA va
b1atnpnoouy tétoles oxéaels. AAAol avépepav Nws
pofdvioucav unnws eniBapUvouy TNy UyeEia tous h
phnws undpéer eykupoolvn.

O1 epwtnoeis 1 kai 2 1ou Epyaneiou Aiandyou
(oenibes 15,16) otoxeUouv oto va oas BonBhoouv
va EekaBapioete NoU akpIPWS AVIIPETWNIZETE
buokonies, €101 (OTE va EOUACETE OTa ONEia Mou

H éno kal nepioodtepn evnuépwaon oas yupw
andé to nws n M.A.Y. pynopei va ennpedoer tv
KaBnpepivh oas zwn eival onpavukn, 816t
evbéxetal va oas PonBnoel va Bpeite Us nio
katdnAnAes nnyés BonBeias nou xpeidzeote.

B¢nete va enikevipwBoUv o1 oUZNTAOEIS 0AS HE TO
ylatpd, tn voonAeUTpId, TNV OIKOYEVEIQ/PPOVTIOTA KAl
Us evioels aoBevv. EninAgov, ol anavtnoeis oas Ba
BonBnoouv va Eekabapioete ta Bépata nou oas ival
ONPAVUKA Kal va BAAETE NPOTEPAIOTNTES.
ZxAMa 2. [kavoTnTa Twy aoBEVWY VO TTPAYUATOTTIOI0UV
OpaaTnPIOTNTES PETA TNV didyvwaon (%)

2WHATIKEG dPaOTNEIOTATEG

ABANTIKEG SpaOTNPEIGTNTEG
Avepaivovtag okahid
Epyaoia

TagidevovTag - AlakoTTéG

KoIlvwVIKEG dpaoTnPIOTATEG
Avdmauon & MoAimiopikég dpaoTnpIdTnTES

Mai¢ovTag pe Taidid & eyyovia
Oéuarta oxEoewv
MAApNG oIKIGTNTa pE Tov aUVTPOPS

Maipvovtag Tov poAo Tou ouvTpPOPOU
péoa aTo Ceuydpl

AvTIPETWTTIOVTAG TIG OIKIGKEG EPYOTiEg 3

HH
.
HEd BB BEE EBHEB

Ywvifovtag - AiaokeddlovTag

Kabnuepivég dpaaTtnpidTnTEG

Kdvovtag pmdvio
Mayeipedovtag

Y b

XQPIZ AYSKOAIA
ME MIKPH AYZKOAIA
ME MOAH AYZKOAIA & MIGANQS. BOHOEIA
[ MONO ME BOHOEIA

OAA TA ANOTEAEZMATATHZ EPEYNAZ EINAI AIAGEZIMA XTO :
http://www.phaeurope.org/projects-activities/pah-patient-and-carer-survey/
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KoIvwVvIKOS

AVTIKTUMOS
s [1.A.Y.

MoTedouv Ol gipaoTte amAd TepTTEANdEC. Aev KataAaBaivouv
Ol Oev uTTopoUE VO TO KAvouue, 600 KI™ av T OEAOUHE.
Acbeviic e T1.Y.

Ep. 3.’Exete viooel anopovwpévol e§aitias tns M.A.Y.;

Edv val, auto to koppdu Ba oas BonBhoel va ectuidoete otous Adyous. Kal ndni, pia ouvexns

afloNdynon autiy twv ouvalioBnpdtwy pnopei va oas Bonbnoel va un XAoEeTe Tov €AEYX0.

HMEPOMHNIA XYMMNAHPOSHY -~

ZuvaioBApaTa aTTopOVWang Moté

‘EMeIpn katavonong armoé:
Ddiloug/ZuvadéApoug

>0vTpo®o/Zuluyo
MéAn oikoyéveiag

Maidid/Eyyodvia

EupuTepn koivwvia/
KoIvoTNTa

‘EAMAelyn evouvaicBnong/cupttoviag
TTPOG TNV KATGOTACT HOU

Bpiokw dUCKOAO va HOIPACTW HE
AdAAouG aoBeveig TNV euTTEIPia HOU
Bpiokw 8U0KkoAO va poipacTw TNV
EUTTEIPIO JOU PE TOUG €10IKOUG YIa TV
M.A.Y. i} TIg voonAeUTpIEG

Bpiokw dUCKOAO va EKPPACTW
ATTOTEAEGUATIKA

To 611 auTtA N aoBévela Sev gival
"eu@avrig”

YTdpxel guxvr) oUyxuon We TNV aTTAR
uTTépTOOoN

AMAa (TTapakaA€ioTe va dIEUKPIVIOETE):

XpnoipoTtroinoTe autod To KeVO yia TTITTAEOV OxXOAI

Mepikég popég  Zuxvd

Edv éxete vihoel ouvaloBnhpa-

10 anopoévwaons, e noiov Ba
0éAate va 10 OUZNTAOETE;
Mnopeite va SDOETE NepIooo-

1eEpes and Pia anavinoels.
MNapakaneiote va oupnepina-

Bete 6Aes ekeives nou oas
ekpphzouy *

0 Eidik6g yia v MLALY.
0 AM\ol e1dikoi

0 Oikoyevelakog
yiaTpog/
MaBoAdyog

0 X0pBouiog
/Noookoéua

0 ‘Evwon AoBevwv
0 AM\olI aoBeveig pe
M.AY.

0 Etepov AuIou/
ZUVTPOPOG

0 Oikoyévela/

Piloi

0 AAAOI PPOVTIOTEG
0 AAAol, geTagy

0 Aev xpeidgetai/
Agv gival aTapaitnTo

*Te TEPITITWON TToU deV YVWPILETE £GV £XETE TIPOCBAON OE KATTOIO ATTO TIG TTPOTEIVOUEVEG ETTAYYEAPOTIKEG BONBEIES,
PWTACTE TOV OIKOYEVEIOKSO 0AG yIaTpd ) TOV TTABOoAGYO pe TTolov Ba ATV TTPOTINATEPO VA OULNTAOETE.




Edv Nau, ye Troiov 8a
B¢éAaTe va To oUlNTAOETE;
Mrropeite va dWoeTe
TTEPICOOTEPEG ATTO Wia
amavtioelg. MNapakaAeioTe
Va GUUTTEPIAG-
BeTe OAEG ekeiveg TTOU 0AG
0 AA)oi e181Koi
0 OiKoyeveIakOg
ylatpog/MaboAdyog

Ep. 2. H Ikavétntd oas yla epyacia éxel ENNPeActei apvnukd and tote nou S1ayvwotnKate;
Kai nani, 6ebopévou éu n epneipia oas oe autd ta Bépata evoéxetal va ainagel, oas oUCTAVOUE va
ouvexioete va agorloyeite kal va kataypd@ete Nws n acBéveia oas ennpedzel (xpNoIONoIMVIas éva
véo avtituno tou Epyaneiou Alandyou).

HMEPOMHNIA ZYMNAHPQZHZ -

AVTIKTUTTOG OTNV IKaVOTNTA 00G
Va EPYAOTEITE

MapakaAgioTte va BAAETE éva onudadi
OTIG OTTAVTACEIG TTOU 00G EKQPAJOUV

Nai, améAuta

Nai, ev pépel

Ox1, aAAd ol ouvBrkeg epyaaiag pou/
evaoxoAnang Hou £xouv aAAdEel

Oxi

Oy, Miag kai dgv epyaldéopouv

mpIv dlayvwabw pe M.ALY.

XpnoigoTtroiote autd To KeVO yia TTITTAEOV OXOAIT

*Ze TEPITTITWON TToU OV YVWPIZETE €V £XETE TTPOORACN O€ KATTOIO OTTO TIG TIPOTEIVOUEVEG ETTAYYEAUATIKEG BONOEIEG,
PWTHOTE TOV OIKOYEVEIOKO 0aG yIaTpd i TOV TTABOAOYO pE TToIoV Ba ATAV TTPOTINOTEPO VO GUNTAOETE.

Méow twv epWTNCEWY NoU T€BNKAV OE OPICPEVOUS
aoBeveis, Npoékuye 6T 0 KOOPOS TOUS Neplopizetal
e€aitias tns aoBévelas, avaykdzovids tous €101 va
neplopioouv NoAAEs PoPEs TS 6PACTNPIGTNTES MOU
gixav ektos oniuou.

MNa noAdous, ol péAol nou KANOTE Kateixav g€oa otnv
Kolvwvia, yia napadelyua autds Tou oUVEPYATN, ToU
¢ifou n tou oupnaixtn, ite eixav annager efte,
KAnoles Popés, ixav neplopiotei. HM.A.Y. eixe enions
aviiKTtuno ota XOuni Kal otis NoNITIOTIKES
HpaotNPIGTNTES, KABMS Kal To xpdvo nou nepvoucav
pe @idous kal ouyyeveis. Ol aoBeveis eE€ppacav 1o
aioBnpa anopdvwaons, kai yia noAdous autd htav
anotéfeopa tou 6t n M.A.Y. dev eival eygpavns, yia
napadelypa 6xi eppaviciakd, otous dAnous (Xxédio
3). Addol ndAi nou dnAwaoav anopovwpévol inav
nws autd opelNdtav oto 61 N OIKOYEVEID KAl Ol
oifol/ouvepydrtes Oev tous katanaBaivav. Mepikoi
avépepav 6T autd ta alcBnpata ennpéazav
ONPAVTKA TS OXECEIS TOUS.

Txfpa 3. Artieg aioBnong amopovwong we amotéAeapa g M.Y.
To yeyovdg 611 n acbéveia

dev eivar opath.

‘EMeiyn katavonong g acbéveiag

QaTmo TNV KOIVWVia - TTEPiyupo. .

Sugvr olyxion pe v amh uméproon IR -7

‘EMeiyn katavonang Tng acBéveiag

amo @iloug & ouvadéApoug u
‘ENAeiyn ouvaiodnong yia I Ul
TNV KATdOoTaON TNG A0BEVEING e i
‘EMeyn karavonang

NG aoBEVEIAG ATTO TV OIKOYEVEIX

H epwtnon 3 oto Epyadeio AlaAdyou, otn oedida
17, napouocidzel aiocBhpyata anopdvwons. H
avayvoploh tous kapid popd BonBder otnv eniducn

tétolwv npoAnpdtwy.

Eav xpeldzeote BonBeia otnv avupetmnion
tétolwv A dAdwv ouvaloBnpdtwy nou
OXetizovtal pe tnv acBéveid oas, Pn OICTAOETE va
¢pBete oe enapn pe tnv évwon acBevav N pe
enayyedyaties uyeias ol onofol eivar oe B¢on va
oas omnpitouv. Onws Oeixvel kal n peAén, ol
aoBeveis mou uno@épouv and ouvaioBNpPatikés
Slatapaxés Adyw s vdoou tous Oev ival Pévol.

oAU ouvnBiopéveg
ETMTITWOEIG OTIG OXETEIG

OANA TA ANOTEAEEZMATATHE EPEYNAL
EINAI AIAGEZIMA XTO :
http://www.phaeurope.org/
projects-activities/pah-patient-
and-carer-survey/

Xwpig EMTTWOEIG



Yuvalobnuatiko
Avtiktunos tns [1.ALY.

Aev gival kaAd ouvaioBnpa - gival doxnuo va eaptdoal amd dAAoug
kal va Toug {nTdg ouvéxela va og Bonbrcouy.
AloBdveaoal KaTwTePOS - 0OV TTOAITNG SEUTEPNG KATNYOPIAC.
AoBevrig pe TLY.

Epyadeio Alafdéyou

Ep. 1. HM.A.Y. eixe apvnukoé avtiktuno otus akélouBes Spactnpidtntes/ntuxés tns zwhs ods;

MapakaneioBe va Banete éva onuddi ous anavinoels nou oas ekppazouv. Aedopévou 6t n euneipia oas o€

autd ta Bépata evoéxetal va anNGEel, 0as CUCTAVOUE va OUVEXIOETE va a§I0NOYE(Te Kal va KataypA@eTe Nws n

aoBéveia oas ennpedzel (xpnolponolvtas éva véo avtituno tou Epyaneiou Aladdyou).

HMEPOMHNIA XYMNAHPOSHY

ApaoTtnpi6tnteg/MTuxég . ] ) ] ) ) )
NG {wng oag Moté Xmdvia  Mepikég opég  Zuxvd  TMoAU ouyvd

Na vrovopai/Na Kdvw PTrdvio

Na mepTratdw pikpr) améoTacn,

va aveBaivw OKAAeg

YuxaywylkéG Kal TTONITIOTIKEG
dpaoTnEIOTNTEG, OTTWG Va

TTNYaivw OIVEUA, POUTEIO, K.ATT.
EvaoxéAnan e TIG OIKIaKEG
epyaaieg/ payeipepa

Na emokEéTTOPaI CUYYEVEIG/@IAOUG,

KOIVWVIKEG TUVAVOOTPOPES
Na mraidw ye Ta Taidid pou/eyydvia pou

va Ta Bonbw Ye Ta padruard Toug

Na gipal 6Uluyog/alvTpoPog oTnNV
TIPOCWTTIKA Pou {wr) OTTwG oPeiAw
Na £xw TTPOCWTTIKA £TTOQN

U T0/TN GUUYO/aUVTPOPO

Me TIG epwTIKEG POU OXEOEIG
(AvaAoya) Qg yuvaika, avnouxw
Je TNV mMOaveTNTa EYKUPMOGUVNG
Na kdvw BeAfjuara, .X.

va Byaivw yia ywvia

Na Tagidetw/va TTnyaivw S1aKoTTEG
Na Kdvw yuuvaaTikh

Na cuveyiw Ta xOuTT pou

Na aoyoAoUpal pe TIg guvnBIopEVEG
OPNOKEUTIKEG/TTVEUPOTIKEG TIPAKTIKEG OU

XpnaigoTrolgioTe autd To KeVO yia ETTITTAEOV OYOAIT

EdvvidBete 6unM.ALY. eixe
apvnuKo aviiktuno andvw
oas, pe nolov Ba BéAate va 1o
OUZNTAOETE;

Mnopeite va 6boete
neploodtepes ano pia
anavthoels. Mapakaneiote
va oupnepifapete 6Aes
€KEIVES MOU 0OS EKPPAZOUV*

0 EidIk6G yia TNV
MN.AY.

0 AAAol e18IKoi

0 OIKOYEVEIaKOG
yiarpog/
MaBoAdyog

0 ZUpBouiog/
Noaooképa

0 ‘Evwon AcBeviv
0 AM\oi aoBeveig pe
MN.A.Y.

0 ‘Etepov Auiou/
Z0VTPOPOG

0 Oikoyévela/
Dol

0 AM\oI POVTIOTEG
0 AMoI, peTagu

0 Aev xpeiagetal/
Agv gival atTapaitnTo

*T & TEPITITWON TTOU JEV YVWPICETE €GV £XETE TIPOOBACT O€ KATTOIO ATIO TIG TIPOTEIVOUEVEG ETTAYYEAUATIKEG BONBEIES,

PWTAOTE TOV OIKOYEVEIOKO 0aG yIaTpd fj Tov TTaBoAOYO peE TTolov Ba ATAV TTPOTINOTEPO VO OUNTAOETE.




Epyaneio
Alanddyou
Gpovuoth

Odnyieg

Y16x0s tou Epyaneiou AlaAdyou givail va oas BonBNoel va CUYKEVIPMOETE TS
OKEYEIS KAl Ta ouvaloBnuatd oas, €101 (WOTE VA UNOPEITE va Ta EKPPAOCETE, KAl
LETA va Ta oUZNTNOETE JE TOUS Yiatpous, didous enayyeApaties uyeias, 1o
(PPOVUOTN 0AS, CUYYEVEIS, JéAN Kal Npoowniké Tns Evwans aoBevv énou

OUMETEXETE.

Agv undpxouv owotés N Na6os anavinoels, Kal OgV €i0TE UNOXPEWLEVOI VA
anavinoete o€ ONes TS EpwTNOEIS. EAv xpelaotei va kAvete éva didneippa
eVOOW oupunANPVETE T0 Epyaneio, Nnapakaneiote va o KAVETE, Kal va

OUuVeXioete apyotepa, HOAIS VICOOETE ETOILIOI.

Evoexopévws va BeAnoete va ndpete pazi oas 1o cupninpwpévo Epyansio
Alandyou 6tav enioKePOEiTe TS voonNeUTPIES, TOUS yIaTpoUs N Tnv évwaon
aoBevv, Npokelpévou va oas BonBnaoel otis cuzntnaels nou Ba KAveTe pazi

TOUS.

O1 CWPATKES, NPAKTKES Kal KovwvikEs anfayés nou
ouvobevouv tnv M.A.Y. unopei va odnyncouv oe éva
EUPU QACPA APVNTUIKDOV ouvaloBnpdtwy.
Evbexopévws va vidoete péfo, evoxn, avnouxia,
pelwpévn epwtikn eniBupia, kaBws kal aioBhpata
avikavétntas, avafidtntas, Vviponns kail
anoyoNnTeuaons.

Onws npokuntel and ta anoteN€opata tns €peuvas,
ofyoupa dev eiote ol povol nou S1aKatéxeote and
tétola ouvaloBnpata. Anoyohteuon kal Bupds Atav
PHeETAEU TwV Nio oUXVMOV ouvalobnudtwy nou
avaeépOnkav (Ixhpa 4). Autd ta cuvaloBnhpata
PNopEl va OUOXETIOTOUV Pe Katddniyn kal, napd 1o
6u ol nepiocodtepol acBeveis otnv épeuva dev
Bewpouoav nws ol idiol népvayav "katdOiiyn",
nonnof épepav onpddia nou cuvbéovtal ouxvd e
authy, Onws to cuvaioBnpa tns anopévwons Kal s
anoyvwons, n éndeiyn evBouoiaopoU Kal to
aioBnpa 6u tinote dev éxel vonpa. ' auto Kai gival
noAU onuavuko va yvwpizel kaveis ta onuddia nou
ouvbéovtal pe tnv katdBAIyn kai va AapBével tnv
avadoyn othpIgn.

YUvVeENMS, n ouvaloBnpatkn unoothpién (kail o
HEPIKES MNEPINTWOEIS YUXOAOYIKN KAl YuXIATPIKA
unoaotnpign) eival ndpa noAU onPavukn yid va oas
BonBnoeiva Eenepdoete, annd kal va diaxelploteite
10 ev Ndyw ouvaiobnyata.

v €peuva, 10 42 % twv aoBeviv SnAwoe Nws n
ouvalcBnpatkn othpign divetal kaAUutepa anod tnv
OIKOYEVEIQ, EVMD 10 29% avépepe nws tnv €éAafe and
10 @povuoth tou. Or enayyenpaties uyeias kail ol
ounnfoyol aoBevay, 161aitepa ol opades othpi€ns,
avayvwpiotnkav enfions ws onPAavukeEs NNYEs
BonBeias yia tn Siaxeipion Tou cuvaicOnpatikou
dyxous. Ztn pefén, 10 30% twv aoBevdyv HhAwoe 6T
ol Opyavmoels aoBevdv tols napeixe
ouvaloBnpaukh unoothpign.

Av Kal Ol CWPATIKES enintoels tns M.A.Y. gival n
npdn oas éyvolid, ta cuvalcbhpata nou

HN.A.Y. ivar pia o0vBetn aoBévela. Eivar onpavuko va €Bolv
0l ouvaIoBNUATIKES ENINTMOEIS TNS, €101 MOTE Va Ei0TE OF

kafUtepn Béon va avUPETWIOETE T V0O,

unopookouv Ba npénel enions va ta 61axelpizeate
katd tov kandutepo duvatd péno. To va yvwpizete
nws Sev eiote ol pévol Nou vVIHBeTe €101 KAl TO va
EKQPAzETe Ta oUVAIOBNPATA Anoyonteuans, dyxous,
anéyvwons, kakodiaBeaoias kal xauynnns
autoektipnons eival noAU Baoikd Bhpata yia va
AdBete tnv unoothpl€n nou evbexopuévws va
xpeldzeote. H Epwtnon 4 oto Epyaneio Aladdyou
(0e.18) Ba oas BonBAoel va okePteite autol Tou
€idous ta ouvaloBnpata kal Ba oas evBappUvel va ta
OUZNTACETE JE TOUS ENAyYEAPATIES UYEIDS, TS EVAOOEIS
aoBevv kal tous 61koUus oas avBpdnous. Me to va
ouzNtdte avoixtd yia 6oa vihBete, ool Bpiokovtal
oto NAgupd oas Ba pnopéoouv va avayvwpioouy T
€ibos Ponbelas xpeldzeote. EninAéov, népa ano tn
ouvaloBnpatkn othpIEn twv SIKMY oas avBpmnwy,
n oupgPouneutikn kal, K4Noles popés, n
wuxoBepaneia ynopouv va xpnaigonoinBouv yia v
aAVUPETDNIoN Ts KatdBniyns kai twv npoBAnudtwy
MOU OXEUZOVTAl PE QUTAV.

ZxApa 4. ZuxvoTnTa oUVAICONUATWY TTOU KATAYPAQPOVTal OE A0BEVEIG
Tov TeAeuTaio prAva (%)

KaraBepAnpévor
Mmepdepévol
Mikpr euxapioTnon amo SpacTnpEIdTnTEG
Ouuwpévor
MOTE! | =MANIAL " KAMIA ®OPA [T sYXNAJ MOAY SYXNA

OAA TA AMOTEAEZIMATATHEZ EPEYNAZ EINAI AIAGEZIMAZTO :
http://www.phaeurope.org/projects-activities/pah-patient-and-carer-survey/
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AV Aaykn
EVNUEPWONS

O1 opyaviopoi aoBeviv
O€ KPATAVE EVNHEPWHEVO,
Kol §Epeig Oml Bev eioal pAvog.
AoBevig pe T.Y.

O1 aoBeveis avépepav tnv avaykn yid CUVEXN
evnuépwon yupw and tnv katdotaoh tous. Ta
Baoikd Bépata yia ta onoia BéAouv va
€VNPEPWVOVTAl Napouacidzovial oto Ixhpa 5 kal
€MIKevIpWVvovTal otnv aoBéveia kal otn Bepaneia tns

Bépata yia ta onoia ol NEpIcoOTEPOI AOBEVE(S
B¢Aouv va pabaivouv katd tn Sidyvwon.

Ta otoixeia s €peuvas €dei§av du undpxel éAAeyn
nANPO@SPENONS yia TO cUVAICONHATKS avTiKTUMo s
acBévelas, kal 6T auth n evnpépwaon ouvnBws
bivetal npo@opikd tn ouypn s didyvwaons, étav o
owPaTKés aviiKTtumnos ival autd Nou anacxonei kal
eEVOIAQEPEI MEPICOOTEPO. LUVENWS, O
ouvaloBnpatikés aviiktunos, kaBms kal annes
MTUXES NS zwNs nou ennpedzovtar and tnv M.ALY.
ouxva napapedolvtal A exviouvtal.
Eibikotepa, ndvw and to éva 1pito twv aoBevmv
andvinoav otnv épeuva dSnnwoav nws B€Aouv
evnuépwon yia tnv katdBniyn, kabs kai yia aAnes
ouvaloBnpatikés enintwoels tns M.A.Y. Eva
napdpolo Nocooto avépepe nws Ba NBee va
yvwpizel yia tnv egnelpia dAAwv aoBevayv, evd
kdnolol einav nws 6a NBeAav nAnpoPdPNON yid Us
eEVMOEeIs doBevdy Kal yla 1o Nws va épBouv o€
enIKoIVWVia Je autés. H penén katédel€e tn onpaoia
yia pia evnpépwon nou Ba divetal otadiakd, oe
noAnannés eniokéyels, €101 MOTE 0 aoBevns va
pnopeiva dlaxelpiotel olyd-olyd ta véa bedopéva.

H Epdtnon 5 tou Epyadeiou AiaAdyou (oed 19) Ba
oas BonBNoel va oKePTEiTe yUpw and Nolous TOYE(s
Ba BéAate va NdPete nepioodTEPN Evnpépwaon, NOTe
I xpeldzeate, KaBws kal Nws Ba xpnolponolovoate
Us nnyés nou éxete otn 1GBeon oas.

Tpa nou eixate v eukaipia va ydbete nepioodEPa
OX€UKA Pe tov aviiktuno s M.A.Y. otnv kaBnpepivn
zwh twv dAAwyv, oas napotpUvoupe va diafdoste
napakatw Kal va XpNOIHONOINCETE US EPWTNOCEIS TOU
Epyaneiou AlaAdyou, NpoKeIpévou va anooapnvioste
tov avtiktuno s M.A.Y. otn 81kh oas KaBnuepivh zwn.
Na Bupdote 6T o1 nepioodtepol aoBeveis Ba vikoouv
Kédnoles and autés TS NpokANOEIS KAl Ta
ouvaloBhpata, wotdoo o 1Pdnos JE Tov onofov ta
biaxelpizetar o kaBévas Siapépel. EAnizoupe 6 10
Epyaneio Alaféyou Ba oas evBappUvel va zhoete pia
nAnpN Kar ikavonointkh zwn.

Eivar onpavuko va pnv vip€neote Kal va pn
pofdate va zntdte us nAnpopopies nou BéAete
N va anaiteite va oas us enavanapBdavouv 6note
VIDBETE Nws 10 Xpeldzeote. MNépa and 1o yiatpd
Kal tn voonAeUtpId oas, ol ouAnoyol aoBeviv
eival pia noAU onpavukn nnyn evnpéPwons.

IxfAua 5. kUpieg avdykeg TANpo@opnang yia acbeveig pe M.Y.

MAnpogopieg yid Bepareieg

Ka pappaka 1.Y.

MANpogopieg yia TV aoBéveia
MANPOQOPIE Yia TS Kipleg OUVEEle

NG aoBéveiag

MANPOQOpiEg yia Tig peTakvaeig

OAA TA AMOTEAEZIMATATHEZ EPEYNAZ EINAI AIAGEZIMAZTO :
http://www.phaeurope.org/projects-activities/pah-patient-and-carer-survey/ | 13
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