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O BaOpég Xoppetoyms tov Zoiroymv AcOevav pe Pevpatikd Noofqpota ot
AfNyn Anopaccov Ilomtukg Yyeiog oty Evponn
Tov: ®ovotépn Avidovn
Yro v enifAieyn tov: ZovMatn Kvpidkov

Huepounvia: Mduog 2016

MEPIAHYH
2xomos e uelétns: H ooppetoyn tov acBevov ot ANyn omo@ice®wy TOMTIKNG
vyelag Bewpeiton Pactkd ocvotaTiKO €vOg 06HEVOKEVIPIKOD GLGTHUOTOC VYELNG.
YKomOG NG Tapovoag HeATNg, eival M agloddynon tov Pabuod GuuUETOXNS TOV
oVAAOY®V acBevdV PE PELUATIKE VOGT|LATO GTN ANYN OTOQPACEDV TOATIKNG vYyeiog
oT1G Ywpes s Evponng.
MeBOodotoyio: O Pabpog oovppetoyns tov acbevov oty moMTK)  vyeiog,
KOTOYPAONKE HE MAEKTPOVIKO EPOTNUATOAOYIO GE GLAAOYOVS pevpoTonadmv
acBevov oe kdbe evpomaiky yopa. Tov Méptio tov 2016, gpotnuotordylo,
TPOCUPLOGUEVO OO TPONYOVULEVN EAANVIKY HEAETN, TPomONOnKe e TN HOPOT TOV
“survey monkey”, atovg 36 €0vikovg GLALOYOVG HEAT TOV TAVEVPOTAIKOD GLAAOYOV
pevpotonadov, PARE.
Amotedéouoto: Xovolkd 14 ocvAloyolr oamd v Evpodmn avramoxpOrkov Kot
ocvopueteiyov oto Ogtypo g perémne. Xe OAa To medio. MOMTIKNG VYElog Tov
gpevvnOnKay @dvnke OTL YEVIKA 1| GUUUETOYN TOV PELUATOTOO®OV acBevdv otV
Evpdnn dev amotehel mpodimdBeon ot AMyn anopdoewv moMTikng vysiog. [dwitepa
weplopopévn etvar - oovppetoyn TV acbevov e dOKNTIKE SLUPOLA T®V
VOGOKOUEI®V, GE EMTPOMEG OEOVTOAOYING KAWVIKMOV UEAETMV KOl GE OodKacieg
alohdynong tov texvoroylidv vyelag. Ot ydpeg He UEYOAVTEPT GULUUETOYN TOV
acBevov paiveton va givon n M. Bpetavia, to Iopani, n Zovndia kou n 'eppavia.
2vurepaouoto: Tlopd TIG ONUAVTIKEG TPOKANGELS OTN OXEIPION TOV PEVUATIKOV
VOO UAT®V, 1| CUUUETOYN TV acbevodv otn xdpatn moltikng vysiog otnv Evpdnn,
dev elvar Oeopikd KOTOyLP®UEVN KOl OTOL VT CNUELOVETAL £XEL GTOPUIKO

YOPOKTHPO.

Aéeig rlerdra.: LOAAoYolL ac0evdV, GUUUETOYN 0GOEVOV, ANYT OTOQAGEDMV TOMTIKNG

VYElNG, PELUOTIKA VOO LLOTO
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ABSTRACT
Obijectives: Patients’ involvement in health policy decision-making is considered as a
critical component of patient-centered healthcare system. The purpose of this study is
the evaluation of current participation of patients with Rheumatic diseases in health
policy decision-making in Europe.
Methods: The level of participation of patients in health policy, was captured via an
e-questionnaire towards patients associations in each European country. In March
2016, the questionnaire, adapted from a previous local study, was sent via “survey
monkey”, to the 36 national patient organizations members of the European
organization, PARE.
Results: Responses were received by 14 countries and comprise the study sample. The
results show that overall, the participation of patients in the decision-making process
is not a prerequisite for the aspects of health policy investigated. In particular, patient
participation in the Board of Hospitals, in clinical trials ethics committees and in
Health Technology Assessment process (HTA) is limited .The countries with higher
patient participation seem to be the UK, Israel, Sweden and Germany.
Conclusions: Despite the significant challenges in the management of rheumatic
diseases, patient participation in health policy decision-making in Europe, is not

required or legislated and therefore happens only sporadically.

Keywords: patient organizations, health policy, patient participation, health policy

decision-making, rheumatic diseases



1 EIZAI'QI'H

1.1. O ac0eviig o€ o petofatiki emoyi] Yo To cvotipate vyeiog s Evponng
Ta televtaio ypdvia, To cuoTHaTe VYEIOG TOV AVTIKOD KOGHOV KOl Ol VANPECIEG
vyelog Tov avtd mapéyovv, Ppickovial e pio LETOPATIK GACT 68 [io TpoomdOeia
Vo ovTomokploOv 6T cVYYPOVES TPOKANGELS Kot avdykes . [ mapddetypa 1 eicova
TOV ONUOYPOPIKOV TOYKOOUIMG £xel OALAEEL OPACTIKA, UE £V GUVEXDS ALEAVOUEVO
apOud atopmv vo (el meplocoTEpa YPOVIK, TOAAOL €K TOV OMOIMV UE YPOVIEG
maNoEg Kot Yo peYAAo xpoviko ddotnua. To mapadootakd poviélo Bepameiog dev
etvar TAéov amodoTikd, KaOdS ol AvOp®TOL amaTovy GuVEX] VIOGTNPIEN BOTE Vo
cLUPIOVOLY HG0 TO Suvatd KaADTEPA pE TN YPpovia TiOnon Tovct. Tnv 180 oty o
oLyypovog acBevig £€xet  LYNAOTEPO TmvevpoTkd  emimedo, eival  KaAvTEPO
EVNUEPMOUEVOGS YO TNV TAON oM TOL Kot Yvepilel KOADTEPA To dIKALDOUATO TOV. AVTd
€XelL MG QLOIKT cLVETELD Vo £xovv awénBel kot ot amotroelg Tov acbevovg onuepa,
GYETIKA LLE TIG VANPEGIES VYEIOS TTOV TOL TOPEXOVTOL KOL YEVIKOTEPQ Y10 TNV TOLOTNTA
Comg mov dkarovtor otny kadnuepvotnta tov. Kot 6o avtd cuvtelodvior og Eva
oTevO dNUoGlovokd Tepifaiiov, pe Veeon oe moAléG Evpomaikéc ydpeg, 6mov n
oLYKpATNoN TV damavev Bempeitar arapaitnn cvvOnkn yo ™ ProcpodTnTa TOV
cvotnpdtev vyeiog. Xto véo poviélo Asttovpyiog Tov cvotnpdtov vyeiog Bempeiton
O€dOUEVO OTL OL GUYYPOVES TPOKANGELS OEV UTOPOLV VO, OVTILETOTIGTOOV YWOPIg T
ocvvepyocio Kol TV Gueon eumAokn tov acBevoig o avtd. O pdrhog Tov acBevoLg
TPEMEL VoL aALAEEL Ko ord TadnTikdg 0éktng 0 asBevng va yivel mo avtdvopog, mo
evepydg KOl VO CUUUETEYEL OLCLICTIKG OTn  @povtida vysiog. Avt] n
CUUUETOYIKOTNTA TV 0c0svdv ot ANyn amo@doemv, &yl xapoktnpiodel and to
BOGIKO GLOTATIKG EVOC GLUOTHHOTOC VYEIOG TOV SLapKAS SBAcKETMZ, OC TO «GY10
diokomdTPO» TS Ppovtidag vysiac, add kar ¢ n “blockbuster” Ospamsio. Tov
oudva pact,

"Etot Aowdv n ouyypovn tdomn ota cvothiuata vyeiog g Evpomng sivor n oloéva
ALEOVOLLEVT] CUULETOYN TOV 0GHEVOV KOl TOV TOMTOV YEVIKOTEPO, GTO GYESAGUO |,

TNV LAOTOIN G, 0ALA Kot TNV aE10AOYNOT) TV TPOGPEPOUEVMY DITNPEGLOV LYEIOC.



1.2. H évvola TG a.0OEVOKEVTPLKATNTAG

210 TA0ic10 aVTO OAOEVO KOl TEPICCOTEPOL ETAIPOL GTO YMPO TNG VYELNG (TOATIKOL,
acQOAOTIKOlL Oopyaviopol, emoyyeipatieg vyelag, etoupleg , kAm) ovintdve xou
deopevovtal ywoo TV vwoBéon oG mo acHEVOKEVIPIKNG KOVATOVPOGS, YWPIG
amopoitnTo Thvimg va Ty opilovy e ToV 1010 TPOTO, 1| VO KOTOVOOLV ETAPKAOS GE TL
oVTN GuvvicToTol.

opeova pe ™ Atebvn Zoppayio Evocewv AcBevov IAPO (International Alliance of
Patients Organizations), ot mévie Pacikéc opyéc mov TPEMEL VO SEMOVY £€val

0608VOKEVTPIKO GOOTNO VYelag sivar ot eERc’:

A) Zefoouds
Ot acbeveic Kot o1 PPOVTIGTES TOVG EYOVV TO OEHEMMOEG SIKAIMU EVOS CLGTIATOG
vyelag mov €xel 6TO EMiKEVTPO TOV acbev] Kat GEPETAL TIG LOVOIIKES TOV AVAYKES, TIC

TPOTUNGELS Kot TG a&ieg Tov, oAAd Kot TV avtovopia Kot aveEaptnoia Tov.

B) Emiloyn ko evovvauwan

Ot acBeveig £xovv 10 dkaimpo Kot TV €0OLVN VO GUUUETEYOVY , GTO TAOIGLO TOV
SLVATOTATOV TOVE, ®G GLVEPYATEC OTN ANYN OmOPAcE®V Yl TNV Vvyeia, TOL
empedlovv 115 (wég Tovg. Avtd omoutel vmnpecieg vyelag mov mapEyovv TIg
KatdAAnAeg emAoyéc v T Oepameio ko ) Otayeipion g vocov, pe Pdon Tig
avaykeg Tov acfevoic, Kabag katl TV vBappLVeT Kot LITOSTHPIEN TV 0cOEVOVY Kot
TOV OKEIOV TOVG, Yo TNV €mitevén 660 0 dvvaTdv KaAvTEPNS TodTnToS Cmng. Ot
oLALOYOL aoBEVAOV TTPETEL VOL £XOVV TN SUVAUN OGTE Vo KaBodnyohv kat va otnpilovv
TOVG aGOEVEIC KOt TIG OIKOYEVEIEG TOVG, GTO OIKAIMUN AVTAOV Y10 GLUVELO TOTOUNLEVES

emA0YEG vyeiag HeTd amd evUEP®ON.

I') Zvuuetoyn twv acbevav atnv molitikn vysiog

Ot acbBeveig ko o1 cOAAoyol acBevav atiovv va popalovtar v gvBOvn ANyng
TOMTIKOV VYyelag Héca omd o AOYIKN VTOGTNPIKTIKY] GUUUETOYN G€ OAa To emineda
KOl GTAd0 TG ANYNG ATOPACEDY, OCTE VO SICPOACTEL OTL QVTEC YOPAGGOVTOL LIE
eMikeVTPO TOV acBevr|. Avto dev Ba Empene va mepropiletan LOVO 6€ TOMTIKESG VYELNG,
OAAG Vo TEpIAOUPAVEL Yo TOPAOEIYLO. KO O KOWVOVIKT TOALTIKY] TOV UTOPEl va

emnpealet 116 Lwég TV achevdV.
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A) IlpooPoon ko vrootnpiln

Ot aoBeveig mpémel vo £govv TPOGPOOTN OTIC LINPEGIEG VYELOG TOV OTALTOVVTOL LE
Baon v katdotaon tovs. Avto TeplapPavel TpdcPacn o€ AcPAAEIS, TOOTIKES Kol
KatdAAnAeg vmnpecieg, Oepameieg Kol OpAGEIS TPOANYNS KO TPOAY®OYNG VYElOGS.
[Ipéner va vapyel pépyva ®ote v dacPoiileton n TpdoPocn oTIG OmapOiTnTES
Oepanciec OAwv TV acbevav, avefaptTOg NG KATAGTACNG TOVS KOl TOL
KOW®MVIKOOIKOVOUIKOD TOovg status. [ v emitevén g koAvtepng Svvatng
modTNTog CmNg Tov acbevovg, M @povtida vyelag mpénel vo vTooTnPilel Kot TIC
oLVOICONUOTIKES avAyKeG avToD Kot vou AapPdvel vdyn Kot Tapayovteg mEP TNG
vyelag , OMMC TNV EKMOIOEVOT, TNV OTACYOANCN KOl OIKOYEVEIOKA CNTAMATO TOV

emnpedlovv TV BepamEVTIKT] TPOGEYYIOT KO TIG EMAOYEG.

E) IAnpogpdpnon

Axpng , CLVOENG KoL TEPLEKTIKT TANPOPOPNON £ivOl KATOAVTIKY MGTE VO KATOCTA
T0UG 0aofevelc KoL TOVG @POVIIGTEG TOVG IKOVOUS VO TAPOLV  TEKUNPIOUEVEG
anopdoelg yuo T Oepaneion Ko ) cvpPioon pe v mabnor tovg. H minpoeodpnon
TPEMEL VO TTAPOLOLALETAL HE TOV KOTAAANAO Tpoémo Aapfdavovioc vmdym v
KATAoTOO, T YADGGO, TNV NAKIN TV KATOVONGT), TIG IKAVOTNTEG KOt TV KOVATOVPQ

TOV GUYKEKPIULEVOL aGOEVT.

1.3 H aoBevokevtpikotnta otn AP n anopacewv

Amod 1o mopombve yivetor cagéc Ott M acBevokevripikdtnTo eivor pon Evvola
TOAVAGTATN OV TTAVTOS TEPAOUPAVEL, MG PAGIKO GLOTATIKO TNG, TN GLUUETOYN
TV acBevov Oyt uoévo otn Bepameio TOVg AAAG Kol GTO GYESUGUO TOV TOATIKOV
vyelag, mov JSHOPE®OVOVY TO YeVIKOTEPO TAOiGIO TG @povtidas vysiog. Avtd
péiota €xel amotvmmbel TOALL xpovia mpv amd ™ Ataknipvén tov [Hoaykdopiov
Opyaviopod Yysiog to 1994°, coppova pe v omoia «ot 0oBeveic &xovv GLALOYIKO
Kol EKTPOCONNONG 6€ KAOe emMinedo TOL GLGTHUATOS VYElOG, TOLV cuVicTATOL
0T0 OYEOGUO Kol TNV a&loAdYNOoN TOV VANPESUOV , CLUUTEPIAAUPAVOUEVOD TOL

Babpod ToldTNToC Kol AmOTEAECUATIKOTNTAG TNG PPOVTIONG TOV TOPEYETULY.

[Mapoéra avtd, oxkdéun Kor onuepa @aivetor 6Tt otV TPAEN, N CLUUETOYN TOV
acBevadv ot MyYn aroedcewv oev £yl vioBetn el KavoTONTIKA GTOL GLGTHHOTA

vyelag ¢ Eupdmng ko  moikidel onpovtikd amd yopo ce yopa, o€ Pabud mov
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Kamoleg Qopég va ekieinel mAnpws. ‘Eva mapdoctypo omotelel n agloddynon tov
teyvoroyuwv vyeiag HTA (Health Technology Assesment). X10 mpoéc@ato o1€0vEC
HTA policy forum, mov (®efpovdpioc 2016, San Francisco) vroypappicOnke o6t 1
OoNUEPIVI EUTAOKN TOV acHeEVAOV 0TV aS10AGYNOT TV TEXVOAOYIMV VYELS, TPENEL VAL
avénBel axoun teptocoTePO, € oNElo oL o1 acheveic va etvar avtol Tov Ba BETovv
TIg mpoTEPOOTNTEG o8 awth T owdikaoio (The changing HTA paradigm: from
patient involvement to patient driven priorities)’ Tnv S ypoviky otryun, oto
mAaicto dmpovpyiog evog tomkoh @opéa  afloddynong texvoAoyiog vyelag otnv
EMéGda, avaxowvobdnke m opddo epyaciog Yo To GYESOCUO TOV apY®V KOl TOV
TAOGIOV AELTOVPYIOG TOL POPEG OVTOV, A0 TNV OTOi0 ATOLGLALEL TANP®S KATOL0G

EKTPOCOTOC TMV 0GOEVHVE,

1.4 To gpOTpO TNG pEriTNg

To egpdTnUO TOL TPOKLTTEL KOl TO Oomoio omoteAel kol Pacikd avTiKEILEVO TNg
TapoVCaG HEAETNG, €lvor av kol o Tt Pabud ot acBeveic, cvppeTéyovy ot ANyn
ATOPACEMY TOMTIK®V VYelag oe dtdpopes yopeg ¢ Evpomne. Av pe dAdha Adya n
acBevokevipidOTNTO TV cvuotnudtov vyelag avd v Evponn epappoletor oty
mpaén M oamotelel omAd poL  PNTOPIKY, O©E€ I TPOOTAOE  POLVOUEVIKOD
EKONUOKPATIGOV GTO YMOPO TNG TOMTIKNG vYyeiag. ['a 1o oxomd avtd amgvBuvOnkape
oTovg 1010Vg ToVg acbevels, HECH TOV GLAAOY®V TOL TOVG EKTPOCMTOVV KOl LE
€101KO EPOTNUATOAOYIO ATOTLIMGALE TV KOTAGTACT HEGH amd TNV S1KN TOVG HOTLA.
Emiong n pedétm pog elye og okomd 1N Oepedhvnon  TuxdV  CNUOVTIKOV
SPOPOTTOMNCE®V amd YDOPO GE YOPO KOl TNV TOAV CLOYETION OVTAOV HE TIC
OIKOVOUIKES, SLOTKNTIKES, 1] TOAMTIGHUKES S1apopEg HETAED TV yopav. TELOC, oKomdg
™G HEAETNG MTav va dlepevvioel v Katdotaon otv EAAGSa oyetikd pe
CUUUETOYIKOTNTA TOV 0COEVOV KOl Vo OTOTLVROCEL TN B€om TG YOPOG MG
OCLYKPITIKA e GALEC evpomaikeg yopes. H pelétn emkevipobnke ce cLALOYOLS
acOevodv pe peLHOTIKE voonuoto koOMG ovuTtd amoteAohv ypoOVIEG VOOOLS LE
ONUOVTIKN €MPApuvon otny Kabnuepvotnta Kot v modtnta (oG Tov achevdv.
‘Evag akéun AOyog yio TtV €MKEVIPMOY GTO, PEVUOATIKG VOOTLOTO MTOV Yo Vo
epeuvnBel o Babrdg cuppeToyng ot ANy ATOPAGE®Y, AcBEVOV LE o ToAD cofopn|
Kol xpovia Tédnon , pe pikpotepn Opmc mpofoin, evacOnTonoinon Kol GLUUETOYN

070 ONUOGLO S1BA0YO CLYKPLTIKA LE AAAEG VOGOLG, OIS Y10 TOPAdELY O O KapKivog f
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0 cakyopdong dwpnmge. Eivar yapoaktnplotikd 6tL o€ mpOGPUTY OVOCKOTNGT TNG
BpAoypapiac oyeticd pe ™ ocvppstoxn Tov acevavt (H.Snyder et al, 2016) ot
epovtida vyeiog, omd T suvolkd 214 dnpooievoelg Tov tedevtainy 25 etov (1990-
2015) pévo 2 apopodoay To, PELLOTIKG VOGTLOLTO, EVE GTOV KOPKivo Kot Tov d1apnmn

Bpédnkav 29 kot 36 ONPOGIEVGELS avTioTOLKO.

2. KYPIQX MEPOX

2.1 H Pgvpatocidong ApOpitidoa

Yrapyovv moAAég mabNoelg HeTaSh TV PELUATIKOV VOCIUATOV, Le Kupldtepn OA®V
™ Pevpotoedon ApBpitda. H pevpatosidng opbpitida (PA) eivor po ypodvia
QAEYLOVOONG apbpitida mov cvvnBmg TpooPaiiel ta xépla kot To O, Mmopet
eniong vo mpocsPdArel ta yovata, To 10x00 KOl TOVG OUOVS. AV 1 VOCOG EMUELIVEL,
EVOEYETOL PE TNV TAPOSO TOL XPOVOL va TpokAnOel uoévipm nuid, OT®G KOTasTPOEN
KO TAPALOPPOCT TOV TEVOVIMV, TV GUVOEGHOV, TOV YOVIPOV Kol TOV 06TMY]

H pevparogidng apbpitida ivor pio Tpoodevtikn vOoOG e GUUTTOUOTO Kol EVOEIEELS
KOTAGTPOPTG TOV apOPOCEMY IOV EMOEWVAOVETOL LE TNV TTEPOSO TOL YPOHVOL, YEYOVOG
mov umopel var odnynoel oe un avootpéyun nud otic apbpmoelg, advvapio
gpyaciac kot peioon e Asttovpyucdmrag.®

Evtog 2-3 ypoévov ond v eppdvion g, mepimov 1o 20-30% tov acBevov
KataAnyovv oe advvapio gpyaciag. ‘Exer avaeepbBel o0tt M advvopio epyociog
Kopaiveron and 13% otovg 6 punveg émg 67% ota 15 xpodvia amd v ELEAVION TNG
vocovl. ‘Epevvec éxouv kotodeilel 6tL 10 66% TOV 0GOEVOV UE PEVUATOEISNG
apBpitida yavovv, kot néco 6po, 39 epydopeg nuépec avd étoctt. Tmv Evpdmn, ot
éupecec (advvapio epyaciag) kot ot dueceg (tatpwkn mepiBoiym) damdves Tng
KowmViog Yo T Voo ekTiudval oe £o¢ kat 21.000 Sohdpio avé acOevn avd £toct?
H pevportosiong apbpitida mpocsPdrrier mepimov to 1% tov eviilikov mANBLGLOV
TOYKOGMMG Kot pmopel v EEKIVINCEL GE OMOONTOTE MAIKi, OAAL cLVIOMC

gugovieton og dropa petaly 40 kon 70 etdv.®
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2.2 Ov aoBeveig pe peopoTikd voorjpatal®

[Tepiocotepor and 120 exatoppdpro avOpomor oty Evpdnn mdoyovv onjuepa amnd
KOO0 PEVHOTIKY N LVOOKEAETIKY] VOGO PldVOVIOG TOVO, HEIWUEVT KIVNTIKOTNTO,
HEIOUEVN KavOTNTO Yo, EPYOCio Kot GUYVA U0 SPACTIKE TEPLOPICUEVN TOLOTNTA
Cone. Ot acBeveig avtol avripetonilovtag peydia TpofAnuota otnv Kadnuepvotnta
TOVG £YOVV dpacTNPlOTOOel, ONUIOVPYDVTAS EVOGELS 060evODV 6e €BVIKO 1| TOMIKO
enminedo oe pio TPoomadelo vo SEKOIKNCOVY TO, SIKOIMUOTO TOVG Kol Kupiwg vo
GULVOLOUOPPDOGOLV TIG GUVONKES OV AmALTOVVTAL Yo TNV KOADTEPT dtoyeipton G
vOGOUG TOVG. X& EVPOTOIKO €EMIMEd0 Ol 00Oeveic HE PELUOTIKO VOOTLLOTO
eknpocwnovvtal and tov opyavicpud PARE (People with Arthritis/Rheumatism in
Europe) mov amotelel pépog tov EULAR (European League Against Rheumatism).
>10 PARE cvppetéyovv ebvicoi cuAhoyor pevpotonadov and 36 yopeg g Evpodnng
Kol LEGOL OO TO OPOLLO. TOV TOVEVPMOTOIKOD AVTOD OPYOVIGHLOV OMOTLTMVETAL LLE TOV
KOADTEPO TPOTO 0 GKOTOG KOl 0 POLOG AVTAV : 01 0oBeVELS e pevpoTonddeieg Tpémet
va glval wavol va {noovv €va TAnpn kot aveaptro Pio. Amoutodv Tig KaAVTEPES
dwbéopeg Bepameieg kot dev TPEMEL va TOVG apveital 1 TpdsPacr oe VINPECIEC,
dlevkoAvveels , dnuocta petaxivinon kKA. Ilepiocodtepo OUmc amd otdNmote GALO Ot
pevpatonadeic acbeveic mpénel va pumopovv va ennpedlovv ™ @povtida vyeiog Kot
TIG TOMTIKEG IOV €YOLV dpeon emidpacn otnv vyeia Tovg Kot Tig {wég Tovg. Me Alya

MOyl Bempovv OTL glvar STKOUMLO TOVG VO AKOVYOVTOL.
2.3 Enineda ovppetoyng TV a.c0evav 61 My ano@acemy

Avatpéyovtag kaveic ot oebvn Pipioypagio damotdvel OTL 1| GUUUETOYXN TOV
acBevov mpooeyyiletar KOs QopA LE OLUPOPETIKO TPOTO KOL OVOPEPETOL GAAEG
Qopég ¢ engagement, dAAeg m¢ activation, participation, involvement kAm. Avtd
Kuplog ocvpPaiverl yati n coppeToyn tov acbevovg pmopet va yivetor oe odpopa
emineda ™G @povtidag vyeiog kot o kabéva amd avtd pe dopopetiky] évtaon.H
epovtida vyelag Olevepyeitoan oe d1GPopa EMMESD KO TEPLYPAPETOL LE TN HOPON
POV OUOKEVIPOV KOKAmYV, 6oy 010 Kévipo Ppioketar o acdevic'®. To mpdTo
eminedo givar o pikpo-cvotua (micro level) o omoio amoteAieiton and tov acbevn ,
TNV OIKOYEVELDL TOV, TOVS TTaPdYOLS vyelog Kot Tovg emayyehpatieg vysioc. Otav ta
SAPOPOL LLIKPOCLGTHHOTO EVOVOVTAL, Synuatilovy éva devTePO emimedo mov eival to

(meso level) pe mpoypdppata N KEVTIPO TOV GLYVE ATOTEAOVV TUAUOATO UEYOADTEP®OV
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opyavioudv. To avdtepo eminedo givar to pakpo-cvotnua (macro level), to onoio
oyxedtalel, ovvrovilel Kol eMPAETEL TOL TPONYOVUEVO EMIMEDO YO TV TOAPEYOUEVT
@povTidn vyeiag Kot apopd yio Tapdoetyplo Vo VOGOKOUELO ] YEVIKOTEPO TO GUGTNUA
vyeiog.(Nelson et al 2008)

H molveninedn coppetoyn tov acevov otn @povtioo LYEINS, ATOTVTOVETOL LLE TOV
KoAOTEPO TPOTO 6To povtého Carman®® (IMivaxoag 1). TOpeova pe T0 LovTELo T,
TPOTO, ATO OAL KOTAYPAPOVTOL T O1dpopa. eMimeda HEGH GTO GVOTNUO VYEIOG, OTA
omoia duvnTikd pmopel va GuPPETEYXEL O aoBEVIG Kot T oTtoia ivor :

lo ermimedo: M dueon epovtioa , dnAadon to BEpata mov oyetiCovror dueca pe ™
dldyvmon Kot T olayeipton g mdonong

20 emTEAO: O OPYAVAOTIKOG OXEOAGUOC Kol AELTOVPYiO TV SOU®V VYELG , OTMS Yo
TOPASELY LD TAL VOCOKOUELD 1) Ol SOpES TPMOTOPAOLLOG PpovTidag

3o emimedo: M xGpacn moMTIKOV vyeiog

21 ovvéyewo dPabuileTor 1 CLUUETOYN TOV AGOEVOV aVAAOYW LLE TNV £VTOGT KOt
10 BaBo¢ Tov avt cuvteleital og kabéva amd To TAPUTAVE® ETITESL:

Mixpn ovuuetoyn.: Eviuépmon 1 yvouoddton

Mépro ovpuetoyn: Epmhoxn

Meydin ooppetoyn: Zovepyooia Kot amd KowoL Nyecio

Mo mopdaderypo avoaeopukd pe to lo eminedo, mov oyetiletar dueca pe t voco, n
ovppeToyn TV oclevov umopel va EeKvd amd o oA eVNUEP®ON Yo TN
Syveon, UTopel va TPOYmPA ®G TO VO POTAOVTOL CLTOL Y10 TIC TPOTIUNOELS TOVG
oxeTikd pe tn Oepameion Tovg Ko Umopel va OTAVEL G TO onpeio Omov ot TeEMKEG
Oepamevtikég amopdoelg AapBdvovror ond kowvol, pe PAorm TIC TPOTUNGES TOV
acHevoVv Kot TV 10TpIK TeKunpioon.

AMG kot oto avotepo eminedo (3°), oyetikd pe oxedopd kot T yhpacn Ttov
TOMTIKQOV vyeiog, 1 cuppetoyn Tov actevav pmnopel va Eekivd amid HETAPEPOVTAG
avtol T yvoun toug o€ éva OMudcto eopéa yio Kamolo Béua vysiog, pmopel va
TPOY®PA GE TPOTACELS TPOG TO ONUOCIO POPEN KOl UTOPEL Vo PTAGEL 6TO UEYIGTO
Babud g 6mov ot acBevelg cuvamoEacilovyv, GLUUETEXOVTOS GOTIHLO GE KATOL0
emutponn Yo Kpiowo {nmuota, Onoc n evoedelyUévn Katavoun Tov TPV TOL
GLOTNHOTOG LYELOC.

Me Bdion ko ta Topondve mopadetypata, yivetar E0KOAN avTIANTTO OTL 1) GLUUETOYN|

TV 0ofevdv pmopel va elval oTolyeumong pmopel OpmG vo givol Kot Tpoyrotikd
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OVLGLOOTIKY], KATL TOL cLpPaivel pdévo dtav o acbevng dev yivetal amAd Kowvmvog,

0aALG cuvamo@acilel pe Toug LVIOAOUTOVS KAOE POPE ANTTEG TV OMOPAGEMV.

IMivaxag 1: Eninedo cvppetoyng aclevav otn gpovtida vyeiag - poviého Carman

Continuum of engagement

Levels of
engagement

Consultation

Patients receive
information
about a

Involvement

Patients are
asked about their
preferences in

>

Partnership and

shared leadership

Treatment
decisions are
made based on

patients'
preferences,
medical evidence,
and clinical
judgment

diagnosis

_} treatment plan _}

Hospital involves Patients co-lead

patients as hospital safety
advisers or and quality
advisory council improvement
members committees
Patients' Patients have equal

recommendations
about research
priorities are
used by _>
public agency
to make funding
decisions

representation on
agency committee
that makes
decisions about
how to allocate
resources to
health programs

‘Eva. avtiototyo pHovtélo OYeTIKG He TO OLOPOPO EMIMEDD GLUUETOYNG TOAMTAOV 1|
acfevdv 610 ovotnua vyelog mEPYpAPETAL KoL otV €AANVIKY BifAoypapio
(KohoBog kat Zovptlhy, 2007), copgmva pie 1o 0moio 1o TpdTO EMIMESO CUUUETOYAC
OULVIOTATOL OTNV €K TMV VOTEP®V YVOGTOMOINGT OMOPAGE®Y Kol T®V AOY®V TOL
o0MyNoOV € OVTEG, M OTNV oA OLOOIKOCTIKY] TTALPOLGIN GE GLVEIPLAGELS TOL
nePLOUPAVOLY TNV 0KPOAoN TOV OTOYE®V TOVG. X &va OEVTEPO YVOUOJOTIKO/
oLUPOVAELTIKO €mimMEDO, 1| CLUUETOYN WTOPEl v glvol Mo gvepyn pe otdyo TV
KOADTEPT KOTOVONGCT T®V OVOYKAOV, TNV 1EPAPYNCT TPOTEPUOTNTOV Kol TNV
dtvmmon véwv mpotdoemv. Télog, oe éva Tpito eninedo mOv OmOTEAEL KO TNV TLO
OVGLOCTIKY] LOPPY] GULUUETOYNG, VIAPYEL OIKOUMU YOOV Kot COUTPAEN GTNV Aym

ATOPAGEMV Y10, TO OYESIOGHO, TNV VAOTOINGN Kot TNV aSl0A0YNOT VANPECLOV LYEIOC.

16



2.4 H ovppetoyn Tov ac0evov ety moltikn vyeiog oty Evponn

Ewcdyovtag Toug Opovg patient participation, health policy decision-making mg Aé&eig
KAE1010 oto pubmed Bprkoue cuvolikd 86 dNUOCIEVCELS, GYETIKES LE TIG TOPOTAVED
évvoteg. Eivar a&loonueioto 10 yeyovog Ot ot 77 amd avtég £xovv MUEPOUNVIa
onpocigvong petd 1o 2000, evdelkTikd TOL LENUEVODL €PELVNTIKOD EVOLAPEPOVTOG
070 TESI0 TNG CLUUETOYNG TOV acOevOV 6T ANYTN amoPAcE®mV VYELNS, To TEAELTOLN
xpovia. TIoAAEG amd autég TiIc MEAETEG €kavay [ OmOTIUNOCT TOV OlopOp®mV
TPOTOROLAOV amd To GLOTHWATA VYEINS KATOIWV YOp®dV Yoo T BespoBénon g

GUUUETOYNG TOV 00OEVOV GE AmOPAGELS TOATIKNG LYeiog oe didpopa emimeda.

Tepuavia

To Federal Joint Committee amotelel pio emtpomn mov WPVONKE MG [l VOUIKN
ovtomta 10 2004, pe okomd va a&loroyel Toleg 1aTpké TapoyES ivan KATAAANAES,
TPOKTIKEG KO OKOVOULKA 0modoTikég (cost-effective), mote vo evidooovtol oTIG
TOPEYOUEVES VIINPESTEG VYEIOG TPOG VOGOKOUELKOVS 1) €£OVOCOKOUEIOKOVS 060eveiS.
Xmv  emTpomn ovTN  GLUUETEYOLV acbevel g emionupo  péEAN, pe  polo
GUUPOVAEVLTIKOD KOL EGNYNTIKOL YOPOKTAPO. XT0 TAAIGLO0 TOL POAOL OVTOV,
popdlovtor pe to vmoOAowmo UEAN TNG EMTPOMNG EUMEIPIES Kol €VOLLPEPOVTOL
acBevov, Kabng kot {NTRaTe avToeELTNPETNONG YPOVIOS TAcKOVTOV I acevav pe
petopévn Aertovpywotnra. Emiong pmopovv va gionyovvior v amodoyn VE®V
gpeuvNTIKOV Kot Bepamevtikdv peBodwv. Ilepimov 100 ewdikol cvppetéyovv g
UOVILOL EKTTPOGOTOL TV AGHEVOV GTNV ENLTPOTN QVTH.

EmutAéov,  opocmovdlaxn kofépvnon Becpobétnoe to 2004, tov Eritpono yia tovg
acBeveic (Commissioner for Patients of the Federal Government), pe kbpio poéro v
EVOLVALMOOT TOV IIKOAOUATOV TOV 0GOEVOV KAl TNV TPODONcn avTtdv, 6TO GOGTN L

vyeiac.t

M. Bpetravia

> M.Bpettavia éxel Oeopobe et amd v moAtteio  cuppeToX TOV 0cHEVOV Kot
TOV TOMTOV OTI AMOPACELS TOMTIKNG vyelag amd to 1974 pe v dpvon tov
KowoTik®v cupfovriov vyeiag (Community Health Councils), péco tov omoimv ot

TOMKEG OVAYKES VYELOG HETAPEPOVTAY KOl EVIACGOVIOV GTO GYESUGHUO TOL £6VIKOV

17



OLGTNOTOG vyelag. To 2003 1o ovvolkd 185 «wowotikd ocvufodia
avtikoTootadnkav and to véo Beoud tov popovp acbevav (Patients Forums), g to
2006 6mov peteEeriyOniav o Local Involvement Networks, o cuvdedepéva pe tig
TOTIKEG APYEG KO PUE EVOLAPEPOV TAEOV OYL LOVO GTNV VYEIOVOUIKN ALY YEVIKOTEPOL
OTNV KOWOVIKY ppovTida.t8

Emniong, onuoavtikn Oewpeiton 1 ocvppetoyn towv acbevov oto NICE (National
Institute for Health and Clinical Excellence). H cvppetoyikn dtadikooio pmopei Kot
EMOPE OTIC GTPUTNYIKEG AMOPACELS, £MNPedlovTag Tn SLVVOUIKT TOV JlovAEdcEDY
LE TOVG EVILOPEPOUEVOVS POPEIC Kot avEdvovtog v vevbuvn otdon acbevav kot

TOMTOV 61N SLopdPPMON TG TOMTIKHS Lysiog. ™

lomavia

2mv lonavia gaivetar 0Tt o peydho Pobuod m ocoppetoyn T@v achevav otn Aym
ano@docemv AouPavel xdpo oto eminedo ™G @poviidag vyeiag (micro level) pe
YOPOKTPO EVUEPOTIKO KOl GUUPBOVAELTIKO Kot TEPIAAUPAVEL TN GLUUETOYN TOLG
otV avantuén BepameVTIKOV TPOTOKOAA®V, GTIC TAPEXOUEVES VIINPEGIES, TIC OYEGELS
pe tovg emayyehpotieg vyelag xor v mpoécPfocn oty mAnpogopic. Mo
YOPOKTNPOTIKY] TPp@TOPOVAia G auTh TNV KatevBvvon, amotedel m 1dpvon TOL
navemotnuiov aclevav oty Katarovia, pe t ocvvepyasio tov TURpaTog vysiog g
GUYKEKPIUEVIG TEPIPEPELAS KOL TOV TOTIKOV GLALOY®V 060evHVC

M BeopoBetnuévn  TP®OTOPOLAIL GULUUETOYNG TOV GLAAOYOV 0cBevodv oe
vynAotepo eminedo (macro level) amoteiel 1 dnuovpyio amd v KvPépvnon g
Koataloviag, tov Patient Advisory Council (CCPC), mov kafiépwoce ™ péviun
EKTTPOGAOTNGT 0cHevOV GTN GOGTNHA VYEING TNG TEPLOYNG Kot GTN O0dtKAGior Ayng

omopacemv moMTikhg vysiag?t

Ellado

X xoOpo pog, M EVVolo TNG GLUUETOYNG TOV 0c0evdv ot ¥apasn ToAMTIKNG vyeiog
dev elvat apKeTd O10.0€00UEVT), EKAEITEL GYEDOV TANP®G £va oXETIKO Beopikd mAaicto,
EVO Ko OTov KTl oyedialetar oev epapuoletor oy tpdén. Eival yapakmpiotikd to
TOPAOELYLLOL TV TEPIPEPELAKDY GLUPBOVAMMV VYElOG TOV TPOPAETOVTOV GTOV 1OPVLTIKO
vouo tov EXY (1397/83) pe t ocvupetoyf g TOmKNG KOWmviag Kot To, oroio oty

TPAEN Sev Aettovpyncoy moté.?
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AAMG Ko Ta TEAEVTOLO ¥PpOVIN, TOV GLVTEAOVVTOL GLVEYELG TapeUPAcElS Kot aAloyE
0TO Y®PO NG vyeiog, eotiog KUPIOS TOV UEIWUEVOV OIKOVOUIKDOV TOPMV, OUTEC
yivovtotl y®pig TNV OLGLOCTIKN TAPOLGIN Kot GUUUETOYN TV acBevdv. Evoeuctikd, ot
acBevelg dev ekmpoowmmobvtal o€ Koplo amd TG mpoéceato Becpobetnuéveg
EMTPOTEG, OMMG QTN TNG Yo TO GYEOAGUO TOV TOTIKOV (opéa ALlohdynong tov
Teyvoroyiov g Yyeiog (HTA), 1 g emtpomng Bepamevtikdv mpoToKOAA®Y , 1 TNG
emtponng Swumpaypdtevong tov EOITYY.

2.5 MEOOAOAOI'TA

2.5.1 To dciypa g épevvag

[Ma va gpguvnoovpe to Pabpd coppeToyns TV GLALOY®OV pevpatonadnv aclevov
oTN MY AmTOPAGEMY TOAMTIKNG VYElNG, amevBuvOKope 6TOVG 1010V¢ TOLVS GLAAOYOVC
™G KABe ELVPOTAIKNG YOPOS. XTO PEVUATIKA VOOUATO, OTMOC YEVIKOTEPO OTIG
neplocoTEPEG YPpOVIEC madnoels, dpactnplonoovviol cuviBmg cVALOYOL acBevdv
1660 o€ 0vikd, 660 Kot o€ TOMIKO emimedo. EmMeldn 1 amokEvipmon Kot YEVIKA 1 doun|
TOV GCLGTNUATOV VYEIOG SLOPOPOTOIEITOL CNUOVTIKA OO YOPO GE YOPO KOl Yol VO
SCQOAMGOLVE TNV OUOLOYEVELD TOV JEIYIATOG OGS, EMAEEAUE VO TPOGEYYICOVLE KO
vo ovumeptAdfoope ot HEAETN Hog povo Tovg £Bvikohg cuAddyovs. Ot chAAoyol
ovTol amoTeEAOVV HEAT TOV TOVELPOTATKOD GLAAOYOL pevpatonaday acBevarv PARE
(People with Arthritis/Rheumatism in Europe) kot ekmpocomodv Oeopikd tovg
acBevelg pe pevpatikd voonuoto g avtiotoymg yopoas. Tn Alota pe tovg
GLALOYOVG OV TOVG KOOMDS KOl TO GTOLYELD EMKOVMVING TOV NYETIKOV TOVG UEADV, TO

mipape amd to site ng EULAR 6mov ko sivar avaptnuéva,

2.5.2 To epotnpatoréyro g épevvag

H mopovca perémn eiye og oxomd tn digpevvnorn tov Pabuod cGuppetoyns Tov
SVAAOY®V acOEVOV [LE PEVUOTIKA VOCTILOTO GTI ANYN OMOPACEDYV TOAMTIKNG LYEIOG
Kol Oyl OTN GUUUETOYN TOVG OYETIKA pe TN Ogpameion tovg. o 10 okomd aLTO
ypnowonomdnke o€ peydro Pabud 1o gpwtnuatordyro g perétmg EMOTION
(Health Democracy and Patient Participation Index, Souliotis et al 2014). To tehkd
noc epotnuatordyo (Mapdpmuo 2) ocvumnepiddpfove ocvvolkd 10 Poaoikég

EPMTNOELS KOl KATOWNL E10AYWYIKA oTotyela oyetikd pe 1o cOAAoyo. Kapio amd Tic
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EPMTNOEIS OEV AMOLTOVGE TN GLYYPOPN KeEWWEVOL Aapfdvovtag vwoyn kot whovn
HELOUEVT] AETTOVPYIKOTNTO TOV CLUUETEXOVTOV 0G0EVAOV, amdppoto TNG VOGOUS TOVG.
Ta ewoayoyikd otoryeio yoo kGbe cOAAOYO a@opovsav To €Tog 1dpvong Kot Tov
aplOpd TV HEA®V TOV, ONANOT TOV PEVUATOTOOMV TOV EKTPOCHOTEL. AVAPOPIKE |E
TIG PACIKES EPOTNOELS, Ol TPOTEG ENTA €lyov ®G oTOYO TN Otepedivnon Tov Pabpov
OCUUUETOYNG T®V GVALOY®V, 6€ KOOEVO OO To TAPUKAT® TESIO ACKNONG TOAMTIKNG
vyelag:

-o¢ dlepyncieg TOMTIKNG vyelag

-0€ opadEC epyaciag Tov Yrovpyeiov Yyeiog

- 0€ OUAOEC EPYACING OPYOUVIGUAOV GYETIKMV LE TNV LYEiD

- ¢ Ao tikd ZopfodAila vocokopeimv

- 0€ EMTPOTEG OEOVTOAOYIOG KAVIKDOV UEAETMV

- o€ ddkacieg aEloAdynong twv teyvoroyidv vyeiag (HTA)

- TapAcTaoT 0To £0vikd KotvoPfovito yia Bépata vysiog

Ov ovppetéyovieg Kohovviav oe kobepid omd TIC TOPATAVE EPOTNGES VO
a&oroyncovy 1o Babud GuUUETOYNS TOVS, Héca amd po eEafaduio KAipoka, 6mov to
1 oNpove T0 AVAOTEPO EMIMEDO GLUUETOYNGS Kot 6 TO YOUUNAOTEPO.

Avorvtikd 1 dwPdOpion g KAlpaxog eiye og e€ng:

1= Eivar mpodndOeon kot cupPaivel whva

2=Eivau tpotimdOeon kot supPaivel Told cuyvd

3=Eivaw mpotimdBeon kou supPaivel cuyva

4=Agv givon tpoimdOeon aArd cuyva copfaivel

5=Agyv givar mpoimdBeon Ko omdvia cupfoivet

6=Aev givai mpovmdbeomn kot o€ cvuPaivel ToTE

H 6ydon epotom amockomohoe otn depeuvnon ¢ TopeUPATIKOTNTOS KOl TNG
OMOTEAECUATIKOTNTOG TOV GLAAOYOV, POTOVING TOGO GLYVE TopoTnpeitol o
OAAOYY] OGTO TEPLEYOUEVO HLOG ATOPOONG TOATIKNG VYELNG, G OmdOPPOLo SIKMV TOVG
napeppdoewv. Ko oe avty v gpaton, n omdvinon oivoviav péca omd puo
e€apado kKhipoaka (1: ToAd cvyva , 2: cuyvd, 3: pepikéc eopés, 4: ombvia, 5: TOAD
ondvia, 6: TOTE)

H évam epommon «atéypage v eumepio  (xpoévia  evacyoAnomg) TV
CUUUETEXOVI®MV GTO GLALOYO KO 1] TEAELTALO TO EMIMESO EUTAOKNG TOVS GTO GUALOYO,

Babuoroydvrag amd to 0 (kabdAov gpumrokn) og to 10 (Léyrotn eumAokn)
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2.5.3 Emotwvovia pe Tovg e0pOTEIKOVS 6VALIYOVS pEVROTOTAOOV 060EVOY
Aoppdavovioag voyn 1o Yeyovog 0Tt ot cOALOYOL aGOevmVY YivovTal GUYVE OmOdEKTEG
dpopov  epotnpatoroyiov, Beopnoope oOtL v va géaceaiicovpe v OG0
HEYOADTEPN OLVATY OVTATOKPION TOLG OTNV Topovca £psvva, Oa Empeme vo
TANPOVVTAL TO TOPOKAT® GTOYELN!

- H ovumAnpmwon tov epotnpatoloyiov vo amotedel pia amh o1ootkacio

- Noa pooeyyicovpie o KATAAANAO ATOUN GTOVS GVAAIYOVG

- No &nynoovpe enopk®g TO OKOTO, TN @VUOTN, OAAG Kot Tr onuocio g

Epevvag

210 mhaicto ovtd Kot TP TV EvapEn g Epevvag, Tponyndnke emkowvmvia Le Tov
poedpPo TOL GVAAOYOL pevpatomafdv Kompov kot Vice-President PARE, dote
aQPEVOS VOL TOV EVIUEPMGOVLE Y10 T HEAETN QTN APETEPOL VO GLUTEPIAAPOVLE Kot
TNV O1KN TOV GTOYT Y10 TOV EVOESELYUEVO TPOTO EMKOWVOVIOG L TOVG GUAAGYOVS TNG
Evponng.
Me yvopova to Topomdve, TO EPOTNUOTOAOYIO TNG HEAETNG TPOGOPUOCTNKE
KOTAAANAQ Ko 1 €PEVVO TPOYHOTOTOONKE NAEKTPOVIKA LE TN LOPPT) TOL Survey
monkey, to dudotnpo and 22 Maptiov wg 15 Ampiriov 2016. To epwuatordyLo
oTAAONKE [l NAEKTPOVIKT aAANAOYpapia cToyeLUEVO GTOV TPOEdPO Ko Tov Liaisons
Officer tov x@Be cvAlOyov. H oyetikn emkowvovic GuvoOeLOTOV LE EMIGTOAN
VIOYEYPAUUEVT] Ko atd ToV EMPAET@V KaONYNTH Kot €ENYOVCE GTOVS TOPUANTTES TO
TEPTYPALLLLO KOL TOV GTOYO TNG EPELVOG, TPOCKOADVTOG TOVG VO GUUUETEXOVY GE OUTY).
Mo vevBupotikn €100moinon TpaylaTonomdnke 6to pecodtdotnua e Epevvag (5

Ampiriov).

2.6 ANOTEAEZMATA

2.6.1 Ov 6VvAhoyor 0.60svedV a6 TNV Evp@nn mov cvppeteiyav 6t peréty

2y épevva ovppetelyov telkd cOALoyotl pevpatoradmv aclevav and 14 ydpeg, ot
omoiot avTomokpiOnKay Kot OTEGTEIAOY GUUTANPOUEVO TO GYETIKO EPMOTNUATOAOYIO.
To detypa avtd avimpocwnedel To 39% 1OV GLVOAKOD aPBROD EOVIKOV GLALOYWV
acBevov tov PARE. Ewwotepa, ot cvAloyolr pevpatomobodv oaclevadv  mwov
ocvppeteiyov ot peAétn Nrav amd Tic eENg yopes: EALGda, Kompog, TToptoyahia,
Mékta, Iopoand, Povpavia, [Todwvia, ['eppavia, Béiywo, Aettovia, EcBovia, Zoundia,

Toeyla xou M.Bpettavia. To oetypo pog elxe onuovtikd Pobud omopadikotnrog
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kabng mepieiye Meooyelokés yopeg tov votov (EALGda, Kompog, Iloptoyaiia,
Mékta, Iopanh), ydpec amd v kevipkn kot ) Bopewa Evponn (Ieppovia, Béryo,
Togyla, [ToAwvia), and to Baikdvia (Povpavia), mponv Zofietikéc yopec (Agttovia,
EcBovia) kabodg ko amd t Avtiky Evpomn (M.Bpettavia), pe molvmoikido
GLGTNLATA VYELOG KO SLOPOPETIKT] KOVATOVPA.

O yopeg mpoéievong TV GLAAGY®V acBevdv mov cvppeteiyov ot peAén

eoivovtol 6ToV ToPUKAT® YopTN:

= e &
Ga
s

—
:fq_q i -

IIOPTOTL :

2.6.2 H Tav1étTNTo TOV GVALOY®OV 0.60EVOV TOV GOUNETEIY OV 6T peEréTn
AvoQopikd e TV ¥povid idpuong TV cLAAGY®V pevpatomadmy achevav, and Tovg
14 cvALOYoLG pdvo ot 5 WpHonkav ta tedevtaia 16 ¥pdvia evd 1 TAELOVOTNTO QVTAOV
(9) eixe dnovpyndei mpwv amd to 2000. O cOAAOYOG HE TO TEPIGGOTEPO YPOVIQ
Aertovpylag Mrov avtdg g Zowndiag mov WpHONKe to 1945 , evd o mAov
VEOGVOTATOG GVALOYOG Ty awTdg TS MAATag, pe £10o¢ 1dpvong to 2007.

O ovvolikdg aplOuoc peddv, oOnAadn Twv actevdv Tov eKTPOc®TOVY o1 14 GOAAOYOL

oV cLppETElyay oV €peuva givor peyaddtepog tov 357 yradowv (12 cviioyor
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éotethav tov oplBud acbevov mov eivar péEAN TOvg, v Ol cOLAAOYOlL Omd TNV
[ToAwvia kot to BéAylo éotethov tov aplfud Tov HKPOTEP®Y GLAAOY®OV TTOL
eknmpoocnovy, 8 kot 7 avtictoryn). O cOAAOyog acbevov pe ta mepiocdTepa PEAN
etvar avtog g I'eppaviag mov €xet ovvolikd 290 yhddeg pevpatonadeic oG HEAN
TOV, EVAO 0KOAOVOEL 0 GVALOYOG TNG Zoundiog pe 49 yriddec acbeveig mg péEAN tov. O
oVALOYOG [ Ta Mydtepa LEAN NTav avtdc ¢ EcBoviag pe cuvoikd 11 pén.

AvoAuTiKd T0 €10¢ 6VGTAONG TOV KAOBE GLALOYOV Kol To PLEAN TOLG TTapovotdlovTol

otov [1ivoka 2.

Mivoxog 2 : H tavtdtTo TV GLAAOY®OV TOV GUUUETEIXOV 0TV HEAET

Xwpa ‘Ovopa ouAAdyou Peupatona®wv ‘Etog apLlOuadg
npoéAeuong AcBevwv cvotaong HEAWV
EANAGSa ELEANA 1978 400
Kompog Cyprus League Against Rheumatism 1984 5,000
MoptoyaAia Liga Portugesa Contra as Doencas 1982 503
Reumaticas
MaAta Arthritis and Rheumatism 2007 350
Association
lopanA INBAR Israeli Arthritis Foundation 1985 4,800
Poupavia Romanian League Against 2002 700
Rheumatism
MoAwvia Polish Rheuma Federation REF 2000 N/A
lepuavio Deuche Rheuma-Liga 1970 290,000
BéAylo ReumaNet vzw 2006 N/A
Aettovia Latvia Rheumatic's Association 1998 400
EcBovia Estonian Rheumatism Association 1991 11
Zounbia Swedish Rheumatism Association 1945 49,000
Toexia Czech League Against Rheumatism 1991 400
M.Bpetavia National RA Society NRAS 2001 5,500
JUvolo 357,064

O ap1fpdg Tov HeLdV KGHe GLALOYOL (OC TOGOGTO TOL GLVOAKOD TANBVLGLOHZH2

SLLPOPOTOIEITOL CNUAVTIKA ATO YDOPa GE YO, Kupovouevog amd 0.590% oty
Konpo g 0.001% otv EcBovia. Ot cOAAoyol Le Ta TeptocOTEPO LEATN AVOAOYIKA

pe 10 ocvvolkd mAnBvuopd edpdlovv e Kdmpo , Xoundia, eppavio, MdAta kot
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IopanA. AvtiBeta younidg eivol o apOpdg TV HEADV TOV OVTICTOY®V GLAALOY®OV
oe EcBovia, EAAGOa, Povpovia xor Toeyio, Omm¢ @oaivetol kol 610 TOPAKATO

Adypoppo 1.

Awaypappa 1 : ApBpog perdv tov kébe cuALGYOL G % TOV GVVOAIKOD TANBVGHOY TNG avTicTOoyNg
bpag

Kompog 0,590
Youndia
Teppavia
Madhto
Iopani
Agttovia
M.Bpettavia
[optoyahria
Toeyla
EX\édo
Povpavia

Eecbovia

0,000 0,100 0,200 0,300 0,400 0,500 0,600 0,700

2.6.3 H Ta010TNTO TOV GTELEYDV TOV GVALOY®OV TOV GUUNETEAV 6T HEALT

Ta péin tov GLALGYOL TV ACHEVAOV TOV GLUUETEIYAY GTNV £PEVVA GUUTATPOVOVTAG
TO EPMOTNUATOAOYI0, OTNV TAEOYNEio. TOLg €Yovv pHokpd Onteion Ko TOALETN
OmaGYOANGT] GTO GUAAOYO, GE TOAAEC TEPIMTMGELS OTOTEAOVV OPLTIKA GTEAEYN TOL
opyavicpov 6mwg mydlel and to £10¢ 1dpvong TV v A0Y® GLAAGY®V. Evoeiktikd
etvat 1o yeyovog OtL 0 PHéGOG OPOG NS TAPOLGING TOVG GTO GUAAOYO gival TOve omd

10 £t (10.3) 6mwg delyvel ko o mivakag 3.

Avapopikd pe Tov Tpooommikd Pabud eUTAoKNG ToOvg 6T0 GUAAOYO, OAO T LEAT TTOV
ocoppeteiyov omv épgvva amdvinoav (14 amovinoelg) Kot 6Ty TAEOVOTNTO TOVG
avépepav éva Wwitepa LYNAO eminedo EUTAOKNG TOL KOTA HECO OpO NTOV
peyoAvtepog Tov 9 (9.1) ot oyetikn dekafdOuio KAipoko. XopoKtnpioTikd, evvea
péAN onueiocav 6Tt 0 PaBUdc eUTAOKNG TOLG GTO GUAAOYO TOVL OVIKOLV Eivol O
peyoAvtepog dvvotdc (10) vmodnAdvovrog Tn onuocio oAAG Kot TG VYNAESG

OTOLTIOELS TOV POAOV TOVG,.
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AVOALTIKG 1 YPOVIKY] OBPKELD TNG TOPOVGING TOVG GTO GVAAOYO Kot O Pabuog

EUTAOKNG TOLG GE ATV, Tapovslaloviot Yo kdbe ydpa otov mivaka 3:

Hivexoeg 3 : H tavtétta oteheydv TV GCLAAMIYOV TOL GUUUETEIOV OTNV LEAETN

Napouoia BaBuadg
Xwpa ‘Ovopa cuAAdyou Pevpatona®wv | oto cUAAOYO |  EMIAOKAG
npoéAeuong AcBevwv (¢tn) oto ocUAAoyo
EAGSa ELEANA 3 10
Kumpog Cyprus League Against Rheumatism 16 10
MoptoyaAia Liga Portugesa Contra as Doencas 9 10
Reumaticas
MaAta Arthritis and Rheumatism 9 10
Association
lopanA INBAR Israeli Arthritis Foundation 8 10
Poupavia Romanian League Against 8 8
Rheumatism
MoAwvia Polish Rheuma Federation REF 16 8
Fepuavio Deuche Rheuma-Liga 1 10
BéAylo ReumaNet vzw 10 10
Aettovia Latvia Rheumatic's Association 18 7
EoBovia Estonian Rheumatism Association 7 10
Joundia Swedish Rheumatism Association 16 7
Toexia Czech League Against Rheumatism 8 8
M.Bpetavia National RA Society NRAS 15 10
MECOG OPOG 10.3 9.1
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2.6.4 Xvoppetoyn M EKAPOCAONNON TOV GVAAOYOL pevpoTonadOvV 0clevov og

olEpyaoieg MYNG 0TOPAGEMV TOATIKNG VYELOg

H oyxetkn epd™on Mrav 1 wpdTn, omd TG GUVOMKO ENTA EPMTNCEL, TOL
a&loroyovoov 10 PBabud cuppeToOyng TOV 0cOevdV ot O1dPopa TESI TOAMTIKNG
vyelag mov epeuvnONKay 6T LEAETN.

2y gpdToN ot ovtamokpifnkav kot ot 14 cOAAoyol mposdiopilovtog to Pabud
CLUUETOYNG TOVG 6TV &afabua kKiipoka. To edpog twv amavticemy tav amd 1 g
6. Ewwotepa, €voc povo ocvAroyog (avtdg amd t I'epuovia) amdvinoe Ot 1
GUUUETOYN TOL amoTeELEl TPoHTOOeoN Kol Tavto cupPaivetl (Babuoc 1) evad dvo akdun
ocvAhoyor (amd M.Bpetavio ko Iopand) mog emiong elvar mpoamortodpevn Kot
ocvppaivel moAd cuyvd (Baduog 2) . 'Evag cviroyog (amd ) Zovndia) a&loddynce 0Tt
N ovppeToyn Tov Ogv givanl mpoomoutovpevT, 0AAd cvyvd cvpPaivel. Avtifeta €&
cOAAOYOL, Mtot 0 42,86% Tov delypotog amdvinoav OTL 1) GUUUETOXN] TOLG Ogv
anotelel Tpoamontovpevo kot cupPaivel ondvia (Babudg 5), eved emmAéov TE66EPIG
oVAAOYOL M TO 28,57% 1oL delypatog ambvinoay 4Tt avtd dev gival TPOATOITOOUEVO

Kot Ogv cvopPaivel moté (Pabuodg 6).

O péoog 6pog v amovioewv Ntav 4.5 ko n EAAGda pe Babud 5 eaiveron vo
VTOAEITETOL EAQPPE OO TNV HEST KATAGTAOT) OTIS AALES EVPOTAIKES YDpes. [Nevikd
TAVTMG 1 KATAGTACT] TOV KOTAYPAPETOL Y10, TN YDPO LOG OEV SOPEPEL ATTO TNV EIKOVA
NG MEPLOPIGHEVNG GLUUETOYNG OV TOPATNPEITOUL GE TOGOGTO TOve amd 70% oTig

YDOPES TOL delyUATOS LLAG.

YvvolMka povo o€ 3 and T1g 14 ydpeC M GLUUETOYXN TOV GLAAOYOL pevUATOTAODOV
acBevov o Oepyaciec AMYNg amoedcemv TOMTIKNG vyelag Nrtav Becpobetnuévn,
OTOTEAMVTOG TPOOTOLTOVUEVO TG JLOOIKAGING, EVM GTNV TAELOVOTNTO TOV YOPAOV

avtn Oyt povo dev €xet Beopobetnbei aAld cvpPaivel ordavia 1 moté (otig 10 oo TIg

14 yodpeg).

AvoALTIKA TO amoTEAEGHATO ELPOVICOVTOL GTO TOPOUKAT® O10YPALLLOTOL:
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Avaypoppa 2 : Soppetoyn o€ diepyaciec Aqyng ano@acemv molTikng vyeiog (n=14)
(Mocootd amavtioemv)

Does your association participate (being represented) in health policy decision
making processes?

50,00% -
42,86%

40,00% -

28,57%

30,00% -

20,00% 14,29%

10,00% - 7,14% 7,14%

0,00% T T T T T
prerequisite  prerequisite  prerequisite not not not
and always and happens and happens prerequisite prerequisite  prerequisite
happens (1) very often (2) often (3)  but happens but happens and never

often (4) rarely (5)  happens (6)

Awaypappoa 3 : Zoppetoyn o depyacieg AYNG 0mToQACE®Y TOALTIKNG VYEioG
(Amavtnon avé yopa otnv eEafaduia Khipoao)

Does your association participate (being represented) in health policy decision
making processes?

Poland

1: prerequisite and always happens 2: prerequisite and happens very often 3: prerequisite and happens often
4: not prerequisite but happens often 5: not prerequisite but happens rarely 6: not prerequisite and never happens
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2.6.5 Xvoppetoynq M EKAPOCAONNON TOV GLVAAGYOL pevpotonadov acBevov oe

onaodeg epyoaciog Tov Yrovpyeiov Yyeiog

2y gpdTon ot ovtamokpifnkav kot ot 14 cOAAoyol mpocdiopilovtog to Pabud
oLUUETOYNG TOVG otV e&afdOuio Khipaka. To vpog TV aravinoewv Nrav and 2 wg
6. Ewwdtepa, 600 ovAroyor (amd M.Bpetavia kot Iopond) amdvinoav OtL 1
CUULETOYN TOVG €lvan TtpoamantoVpevn Kat cvpfaivel ToAd cvyvd (Babuog 2), evd
Vo akoun cvAloyot (amd Togyio ko EcBovia) mwg eniong ivor mpoamaitodpevn Kot
ovpPaiver ouyvd (PBadbuoc 3) . 'Evag cdAroyog (amd ™ Zoundia) allohdynce Ot 1
GUUUETOYTN TOL OEV vl TPOOTAITOVUEVT] OALA GLYVE cvpPaiver (Babuog 4). Amo v
GAAN, mévie cVALOYOL M| TO 35,71% TOL delyaTOg AMAVINGAV OTL 1| GLUUETOYT] TOVG
dev amotelel mpoomattovpevo oAAd ovuPaivel omdvia (Pabudc 5), eved téooepig
akoun ovAloyor, M to 28,57% tov delyporog omdvinoav Ot avtd dgv givon

TPOATOLTOVUEVO Kol OV cvpfaivel Toté (fablog 6).

O péoog 0pog towv amavioewv Ntav 4.5 kot 1 EAAGSa pe Babud 5 gaivetar Eava va

VIoAEimETOL EAAPPE OO TNV PECT] KATACTOOT OTIC AALES EVPMOTUIKES YDPEC.

Yuvolkd povo oe 4 ond 1 14 xdpeg M GLUUETOXN TOL GLAAOYOV PELHOTOTOODV
aclevav oe opddeg epyaciag tov Ymovpysiov Yyelag Mrav OBecpobetnuévn
OTOTEAMVTOS TPOOTALTOVUEVO EVA GTNV TAEOVOTNTA TOV YOP®V (Tepimov oto 70%)
ot dev &xet BeopoBetnBel kan cvpPaivel ondvia N moté (otic 10 amod tig 14 xdpeg).

AvoAutikd ta amoteléopata epeavifovtol oto TopakdTo otaypdhupate 4 Kot S:
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Avaypoppa 4 : Soppetoyn o opddeg epyaciog tov Yrovpyegiov Yyeiag (n=14)
(ITocootd amavticewv)

Does your association participate (or being represented) in working groups of the
Ministry of Health?

40,00% -

30,00% -

20,00% -
14,29% 14,29%

10,00% - 7,14%
P
not not

0,00% T 1
prerequisite prerequisite prerequisite not

and always and happens and happens prerequisite prerequisite prerequisite
happens (1) very often (2) often(3) but happens but happens and never

often (4) rarely (5) happens (6)

Awaypappoa 5 : Zoppetoyn o opddeg epyaciog tov Yrovpysiov Yyeiog
(Amavinon avd ydpo oty e€aPdda kAipoko)

Does your association participate (or being represented) in working groups of the
Ministry of Health?

Poland

1: prerequisite and always happens 2: prerequisite and happens very often 3: prerequisite and happens often
4: not prerequisite but happens often 5: not prerequisite but happens rarely 6: not prerequisite and never happens
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2.6.6 Toppetoyn M EKTPOGOTNGY TOV GVALOYOVL PELVROTOTOOOV 0o0evOV o€

OILAOES EPYO.OCLOS OPYUVIGUAV GYETIKMV IE TT| PPOVTION VYELGS

mv gpotnon ovty ovtamokpidnkav kot ot 14 ocvAloyor. To evpog twv
amavtnoewv Ntav and 2 og¢ 6. Ewdwotepa, évac povo cvAloyog (awtdc e M.
Bpetaviag) amdvinoce 0Tl 11 GUUUETOYN TOL €ivol TPOATOITOVUEVT] Kol cLpPaivel
oA ovyvd (Babuog 2), eved dvo axdun cvAroyol (amd Iopanh kot Togyio) mog
emiong avt elvar mpoamortovpevn kot ovpPaiver cuyvd (Babuodg 3) . EmmAéov,
TEGGEPIS GOALOYOL OVEQEPAY OTL 1) GLULETOYN TOVG OEV EIVOL TPOOTAITOVLEVT] ALY
ovyvd ovuPaivel (Babuog 4). And v dAAn, TpEC GVAAOYOL amAVINGCAY OTL 1
CUULETOYN TOVG 0V amoteAel mpoamattovpevo katl cupPaivel omdvia (Babuog 5),
EVD TEOOGEPIG AKOUN GUAAOYOL, OmAvVINGOV OTL 1| CUUUETOYN TOVS Ogv amoTEAEL

TPOATOLTOVUEVO Kol 0V cvpfaivel Toté (fabuog 6).

O pécog 6pog v anavimoemv Ntav 4.5 ko 1 EALGSa pe Babud 4 eaivetoan vo
dwafétel oTov TopEn aVTO P EAAPPA KOADTEPT EIKOVOL OO TIC AALEG EVPOTOTKES

XDPES.

H swova oyetikd pe tn GuUPETOYN CLAAOY®V PELUOTOTOOOV 0c0evdY GE OHAdES
EPYOCIOG OPYOVIGUMV CYETIKMOV WHE TN QPOVTION LYEIOG KOTAYPAPETOL OTTOAVTMS
eoppomnpévn, Kabag eite Bespobenuévn eite 0x1, paivetal va cuopPaivel cuyxvd 1
ToAD cuyva og 7 amod Tig 14 ydpeg, OnAaodn e 1060oto 50%.

[Tavtwg Beopikd KaToyLPOUEV N GUUUETOYN TOV GLAAOYDV peLUATOTAO®V givat

uoMg og mocooto 21%.

AvoAutikd ta amoteréopata epeavifovtol ota TopakdTo otaypdppate 6 Kot 7:
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Avdypoppa 6 @ Soupetoyf 6€ opadEg EpYaciog OpyavIGH®OV OXETIKOV HE TN PpovTida vyeiag (N=14)
(ITocootd amavticewv)

Does your association participate (or being represented) in working groups of
healthcare organizations?

30% 28,57% 28,57%
L -
21,43%
20% -
14,29%

10% - 7,14%

0%

A
0% T T T T T T

prerequisite  prerequisite  prerequisite not not not

and always and happens and happens prerequisite prerequisite prerequisite
happens (1) very often (2)  often (3) but happens but happens and never
often (4) rarely (5) happens (6)

Awaypappo 7 : Zoppetoyn o€ OUAOES EPYACIOG OPYAVIGUMY CYETIKOV LE TN @POoVTIda vYEing
(Amavinon avd ydpo oty e€aPdda kAipoko)

Does your association participate (or being represented) in working groups of
healthcare organizations?

Greece

1: prerequisite and always happens 2: prerequisite and happens very often 3: prerequisite and happens often
4: not prerequisite but happens often 5: not prerequisite but happens rarely 6: not prerequisite and never happens
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2.6.7 ZToppetoyn 1 EKTPOCAOTN G| TOV GVALOYOV PEVHATOTOOOV 060EVOV 6E

OL0IKNTIKA cupfovAla vVOGoKOopuEI®V

2y epdTNOoN oW TN ovtamokpifnkav kot ot 14 chAloyor. To evpog TV
OTOVTNCEWV NTAV OPKETA 6TEVO KaB®G Kupovotay amd 3 wg 6 otnv e€afaduia
KMpoka. Ewdwotepa, Evag povo cOALoyog (avtdg amd ™ Povpavia) andvinoce 01t
1 GUUUETOYT TOV givar TpoamattoveVN kot cupPaivel cuyva (Babuocg 3), evd évag
aKouUn 6VAAOYOG (amd TN Zovndin) TWS oV Kot [ TPOaTALTOOUEVT) GLUPaivel

ovyvd (Baduoc 4).

Ao ™V GAAY, 300 GUALOYOL OTTAVTNGOY OTL 1) GUUUETOYT] TOVG OEV AOTEAEL
TPOATOITOVLEVO Kol cLUPaivel omdvia (Babudc 5), evd n cuvTpTiKy TAEOYN Pl
Kot eoTEpa 6K cOAAOYOL 1 T0 71,43% TOL delypatoc amdvinoay 0Tt dvTo Ogv

etvar mpoamortovpevo kot dev cvpPaivel Toté (fabuog 6).

O péoog 6pog tv amavinoewyv Nrav 5.5 ko 1 EAAGda pe Babud 6 gaiveton

oVo1oTIKE VoL cLUPASICEL [LE TIC AAAEG EVPOTAUTKES YDPES GTOV TOUEN AVTO.

Yvvolka povo oe o yopo (Povpavia) eitvatl Oeopobetnuévn n coppetoyr| tov
oLALGYOL pevpatonafdy achevdOY GE O101IKNTIKA GVUPOVAO VOGOKOUEI®V, EVD
TNV TAELOVOTNTA TOV YOPOV avTn deVv givar BecpoBetnpévn Kot dev cupPaivet

oxed6v oté (o115 12 amd 115 14 Ydped).

AvoAvTikd o aroteAéopato PeoviCoviol 6Ta TopaKaT® ypapnuoata 8 kot 9:

32



Avaypoppa 8 : Tvppetoyn o dotkntiké cvpPodiia vosokopeiov (n=14)
(ITocootd amavticewv)

Does your association participate (or being represented) in the Board of any
Hospital Committee?

80% -
70% -
60% -
50% -
40% -
30% -

20% - 14,29%
7,14% 7,14%

10% T No, Co

q
g
d

0% T T T T T 1
prerequisite  prerequisite  prerequisite not not not
and always and happens and happens prerequisite prerequisite prerequisite
happens (1) very often (2)  often (3) but happens but happens and never
often (4) rarely (5) happens (6)

Awaypappa 9 : Zoppetoyn e d10IKNTIKG GLUPOVALL VOGOKOUEI®Y
(Amavtnon avé yopa otnv eEafaduia Khipoao)

Does your association participate (or being represented) in the Board of any
Hospital Committee?

Greece

UK Malta
Israel Poland
Czech Republic Germany

Latvia

1: prerequisite and always happens 2: prerequisite and happens very often 3: prerequisite and happens often
4: not prerequisite but happens often 5: not prerequisite but happens rarely 6: not prerequisite and never happens



2.6.8 Toppetoyn M EKTPOGOTNGY TOV GVALOYOVL PELVROTOTOOOV 0c0evOV o€

EMTPOTES OEOVTOLOYING KAMVIKOV HEAETOV

Ymv epotnon ovty avtomokpiOnkav kot ot 14 ocOAloyol. To evpog TtV
OTOVTNCEWV NTOV WOUTEPA GTEVO KOOMDC Y100 OAEG TIC YDPES KLHOVOTAY 0mtd 5 ®G
6 omv &&afaba kKhpoka. Ewdwotepa, técceplg cOAAOyol amdvinoav OtL 1
GUULETOYN TOVG 0V amoterel mpoamattovpevo kot cvppaivel omdvia (fabuog 5),
EVD 1 GLVIPWITIKY] TAELOYNOl0 Kot €W0KOTEPA Oéka GVAAOYOL 1| T0 71,43% TOU

delypotog amavrnoay 0Tt oVTo dgV ElvOl TPOATOUTOOUEVO Kot 0ev cupPaivel ToTé

(BaBuog 6).

O pécog 6poc v amavtioemv Ntav 5.7 ko n EALGSa pe PBabud 5 oaiveton

oVo1oTIKE Vo cLUPASICEL [LE TIC AAAEG EVPOTOTKES YDPES GTOV TOUEN OVTO.

e kopio yopo dev givor Oecpobetmuévn n ovppetoyy GLAAGYOL peLHATOTAODOV
acBevav g emTpomég dE0VTOAOYING KMVIK®OV HEAETAOV Kot gite dev cupPaivel ToTé
gite ovpPaivel oA omdvia, yio To cvvoro (100%) twv ywpdv Tov deiypatog (Kot
ot1g 14 yopeg). To yeyovdg avtd pdiicta Kataypdeetar 6€ GLAALOYOVS acOevaV e
PELUOTIKA VOGT|LOTa, ONAaON 010 MEdIo oG VOGOU HE TOAD £VTOVT] EPEVVITIKY

dpacTNPLOTNTA TO TEAEVTALN XPOVID. GTOV TOUEN TNG ProTeXVOLOYiaG.

AvoAvtikd to aroteAéopata epeaviovion ota mopokdTm dtaypdppato 10 ko 11:
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Avaypoppa 10 : Zopuetoyf og enttponég deovioloyiag KAvikdv peretdv (n=14)
(ITocootd amavticewv)

Does your association participate (being represented) in any Ethics Committees
for Clinical Trials?

80% -
70% -
60% -
50% -
40% -
30% -
20% -

0, .
10 A’ nou 09 09 falY)

0% T T T T T 1
prerequisite  prerequisite  prerequisite not not not
and always and happens and happens prerequisite prerequisite prerequisite
happens (1) very often (2)  often (3) but happens but happens and never
often (4) rarely (5) happens (6)

Awaypappoa 11 : Zoppetoyn o€ enttponés 00vTOAOYiNG KAMVIKOV HEAETOV
(Amavinon avé yopa otnv eEaBaduia Khipoao)

Does your association participate (being represented) in any Ethics Committees
for Clinical Trials?

Portugal Poland
Greece Germany
Belgium

Czech Republic

Estonia

1: prerequisite and always happens 2: prerequisite and happens very often 3: prerequisite and happens often
4: not prerequisite but happens often 5: not prerequisite but happens rarely 6: not prerequisite and never happens



2.6.9 Xvppetoyn M EKAPOCAONTNON TOV GVAAGYOL pevpoTonadOV 060eveV og

owokacisg a&loroynong Tmv texvoroyt@v vyeiog (HTA)

2y gpdTon ot ovtamokpifnkav kot ot 14 cOAAoyol mpocdiopilovtog to Pabud
GLUUETOYNG TOVG otV e&ofdOuia kKiipaka. To evpog TV anaviioewv Nrav ond 1 wg
6. Ewwotepa, évag povo ovAAoyog (amd ™ ['eppovia) andvinoe 6t 1 GOUUETOYT TOVL
etvar poamattovpevn kot wévto cvpPaiver (fabuog 1), eved évag akdun cOAAOYOG
(amd T M. Bpetavia) a&loAdynoe Tt 1) GUUUETOYT TOV JEV EIVOL LEV TPOATOLTOVLEVN
oAG ovyva ocvpPaiver (Pabuog 4). Avtifeta, Ttpelg ocvAAoyolr amavrnoov Ot 1
OLUUETOYN TOVG Oev amoterel mpovimdOeon kot cvupaivel ondvia (Babudg 5), evo
EMMALOV, 1 TAEOVOTNTO OVTAOV KOL TLO GLYKEKPIUEVO evvEa cOAAOYOL, 1 TO 64,29%

TOV Oetlypatog, amdvinoay 6Tt avtd dev eivat Tpoamatovevo Kot dev cupPaivel ToTé

(Babuog 6).

O péoog 6pog tv amaviioemyv Nrav 5.3 kot 1 EAAGda pe Babud 6 pavepdovel v

AmOAVTN AOLGio TV acHeEVOV GE AT TN S1001KOGI0 5T YOPOL LOG.

Yvvolka povo oe 1 amd 11g 14 dpeg N GLUUETOYN TOV GLAAOYOL peLUATOTAODV
aclevav oe dwdwkacieg aflohdynong tov texvoroyiwv vyeiag (HTA)  nrav
Oeopofetnuévn evd oMV TAEWOVOTNTO TOV YOPAOV OLTH Oxl HOVO Jdgv  £xel
OeopobetBel aAld copPaiver omdvia | moté (otic 12 and 11 14 ydpeg). To evpnua
avtod ™G peAéTnG mpoevel eviimmwon Kabdg amotumdveTal TNV 1010 XPOVIKY) GTUYUn
Tov, Ow¢ idape 6TV el0ywyn pag, ot 1d1kol Tov HTA Bswpodv pdilov dedopévn
N GLUHETOYN TOV acOevdv 6N dadkacio avt Kot tpoteivovy v avafaduion tme.
Onog xor otV wepinton NG TEPLOPICUEVIG GULUUETOXNS TOV  GLAAOGY®V
pevpotonafmv ot OdKacio Tov KMVIKOV peAeTtdv, mpoPAnuoatiler emiong m
amovcio. cuppeToyng tovg ot dwdkacio tov HTA, 1 otiyu mov 1o peupatiKd
VOO HOTO. GUVOEOVTAL e TOAD LYNAAL dueca kol EUpeca KOGTN Kot dpo avtn Oa
énpene vo Bewpeitan emPePAnuévn.

AvoAvtikd to aroteAéopata epeoavifovion ota TopokdTo dtaypdupato 12 ko 13:
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Avdypoppa 12 : Zopuetoyn og dwadikaocicg a&loAdynong tov texvoroyidv vyeiag HTA (n=14)
(ITocooTd amavTcE®V)

Does your association participate (being represented) in Review Groups or
processes of Health Technology Assesments (HTA)?

70,00% - 64,29%
60,00% -
50,00% -
40,00% -
30,00% - 21,43%

20,00% -

7,14% 7,14%
10,00%

0,00% T T T T T 1
prerequisite  prerequisite  prerequisite not not not
and always and happens and happens prerequisite prerequisite  prerequisite
happens (1) very often (2)  often (3)  but happens but happens and never
often (4) rarely (5)  happens (6)

Awdypappa 13 : Xvppetoyn og Sodikacieg a&lordynong tov teyvoroyidv vyeiog (HTA)
(Amévinon avd ydpo otnv e&afaduio kAipaka)

Does your association participate (being represented) in Review Groups or
processes of Health Technology Assesments (HTA)?

Czech Republi

Estonia

1: prerequisite and always happens 2: prerequisite and happens very often 3: prerequisite and happens often
4: not prerequisite but happens often 5: not prerequisite but happens rarely 6: not prerequisite and never happens



2.6.10 Zvopperoyn Tov cviridyov pevpatonad®dv aclevov oto Kowofoviro emi

amoPaceV Yo 0épata vysiog

2y gpodon ovt) avtamokpinkav kot ot 14 cvAroyot. To gvpog TwV amavincewv
Nnrov and 3 og 6. Ewdwodtepa, évac povo cOAAoyoc (amd to Iopand) amdvinoe 011 M
ovppetroyn tov oto KowvoPodito yuo Bépata vysiog sivon mpodmddeon ko cuuPaiver
ovyva (Babuog 3), evd évag akoun ocdAroyog (amd v Kvmpo) andvince ot 1
GUULETOYN TOL Ogv omoTeAel mpoHmOBeoT aALd otV TPAEN cvpPaivel cuyva (Pabuog
4). Avtifeta o1 uooi cOALOYOL (EMTA) QTAVTNOAY OTL 1] GLUETOYY] TOVG OEV AMOTEAEL
TPOOTAITOVEVO Kol svupaivel omdvia (Babuog 5), evd ot vwOAoITol TEVTE GLALOYOL,

amavInooy 0Tt eniong 0ev amoteLel Tpoamattovpevo kat dev cupPaivel moté (fabuog
6).

O péoog 6pog tv amavtioewmv Mrav 5.1 kot 1 EAAGdo pe Pabud S odev

JLPOPOTOLEITOL CTULAVTIKA OO TIG AALEG YDPES GTOV TOUEN QVTO.

Yvvolka povo oe 1 amd 11g 14 ydpeg N GLUUETOYN TOV GLAAOYOL PELUATOTAODV
acBevov oe oto Kowofodio yun Oépata vyelog Nrav Oeocpobetnuévn eved otnv
TAELOVOTNTO TOV YOPAOV VTN Ol LOVO dev €yl Tpofrepbel Oeopucd kATt TE€T010 ALY

Kot otV Tpaén cvppaivel omdvia 1| Toté (otic 12 amd tig 14 yodpeg).

AvoAvtikd to aroteAéopata epeavifovion ota TopokdTm dtaypaupato 14 ko 15:
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Avaypoppa 14 : Zopuetoyn oto KowoBovio eni amopdoemv yio 0épata vyeiag (n=14)
(ITocootd amavticewv)

Does your association participate (being represented) at the Parliament during
healthcare decision-making processes?

50,00%
50% -
40% - 35,71%
30% -
20% -
10% - 7,14% 7,14%
0% 0%
0% T T T T T T
prerequisite prerequisite prerequisite not not not
and always and and prerequisite prerequisite prerequisite

happens (1)  happens happens  but happens but happens and never
very often  often (3) often (4) rarely (5)  happens (6)

@

Awaypappa 15 : Zvppetoyn oto KowvoPovrio eni amopdoemv yo 0pata vysiog
(Amavtnon avé yopa otnv eEafaduia Khipoao)

Does your association participate (being represented) at the Parliament during
healthcare decision-making processes?

Romania

Malta

1: prerequisite and always happens 2: prerequisite and happens very often 3: prerequisite and happens often
4: not prerequisite but happens often 5: not prerequisite but happens rarely 6: not prerequisite and never happens
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2.6.11 H ovuvoMKi] €KOVO TNG OGULUUETOYNS TOV 060evOvV pE PELHOTIKG

VOO LOTO, 6TT] AYN] ATOQPACEMY TOMTIKNG VYELNG

ATOTUIMOVOVTOG TNV GLUVOAIKT EIKOVO, 0vVQL TEDI0 TOATIKNG VYelog Tov epgvvnonke
(xpnowonoldvTag Tovg HEGOVG OPOVS), TAPATNPOVUE OTL 1) YEVIKN £IKOVA OTNV
Evpomn eivon 611 6€ Kopio omd avTtéc N GLUUETOYN TV aclevdv dev amoteel
npobmdOeon. Tlohd meplopiopévn eivol GUUUETOY] TOV 0COEVOV G SLOTKNTIKA
oLUPOVA TOV VOCOKOUEI®V, GE EMTPOTES OEOVIOAOYIOG KAVIKAOV LEAETOV KOl GE
dwdwaciec a&loAdynong tov TeXVOAOYI®V vYelag. AmO v GAAN, av Kol un
OeopobeTnéVn, N CLUUETOYN TOVG GE OPYOVIGHOVE 1| OUAOES EPYOCIEC OYETIKES |LE

™ @povtida vyeiog eaivetar va cupPaivel £6T® Kot omopadikd. (Adypoppa 16)

Awaypappa 16: O cuvoAikog BaBuodg cuppeToxng avd medio TOALTIKAG UYEiag
(Méoog 6pog otnv e€afdduia Khipaka)

B e e e e e e e
5,5 5,7 53
! 51
4,5 4,5 4,5
3 - B B N BN -
0 T T T T T T )
SUUMETOXN OE ZUMMETOXH O ZUMMUETOXA OE ZUMUETOXN OE ZUUMUETOXNA OE ZUMMETOXH OE ZUMMETOXN OTO
Slepyaoieg opadeg opadeg SLoKNTIKA ETUTPOTEG Sladikaocieg  KowoBoUAlo
APng £pyaociag tou epyaoiag oupBoUAlae  Seovtoloyiag agloAdynaong eni
anodpdoewv  Yroupyeiou  OpYyavVIOUWV  VOCOKOUEIWV KAWVIKWV Twv anodpdoewv
TOALTIKAG Yyeiag OXETIKWV LE TN UeAETWV TeExvoloylwyv  yla Bparta
uyeiag dpovtidba vyeiag (HTA) uyeiag
uyeiag

Aoppdavovtoag voyn T aEOAOYNGELS TV GLAALOY®V KABE YDPOG GLVOAIKA Kot Yl
TG EMTO MEPWITMOCELS CULUUETOYNG TOVG o€ Bépata TOMTIKAG vyelog mov
avaAvOnkav Topardve, vroAoyicOnke o pécog 6pog Yo kibe xdpa mov pog divel
L0 TTL0 OAOKANPOUEVT] EIKOVO, Y10 TN CUUUETOYN TOV pevpaTonadmV aclevdv otnv
TOMTIKY| vyeiog ™G xopag avtns. Onwg pmopovpe vo, SOVUE KOl GTO TOPUKATO

SLyPOLILO 0 GLUVOAMKOS HEGOG PaBiog yio TO GUVOAO TV GLALOY®OV aG0EVAOV TOV
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detypotog NTav 5.02 , evd o1 YOPEG OTIC OTOIEG 1| CLUUETOYN TOV 0cHeEVOV givat
peyoivtepn etvar 1 M.Bpettavia, to Ioponi, n Zoundia ko n I'eppavia (pnécot
opot 3.71 , 3.86 , 4.43 ko 4.43 avtictorya). H xoatdotaon otmv EALGSa (péon
a&lohdynon 5.14) eaivetor vo VTOAEITETOL GLYKPITIKA LE TIG YDPEG AVTEG KOl VO
un dapopomoteitat Waitepa o€ oYEON LE TIC VITOLOITES YDPES TNG LEAETNG.

Avolutikd 1 cvvolikn] Paduoroyia TV cLALOYOV aGHEVAOV, GUVEKTILOVTAS TIG
Babporoyieg kot amd to 7 medio TOATIKNG VYElNG OV epgvvnOnKay, TapovstaleTal

avé ydpo 6To TopakdTm Sidypappa 16:

Awaypappa 17: O cuvoAikog BaBuog CURHUETOXNG AVA XwpPa
(Méoog 6poc otV e&afdduia khipokor)

UK 3,71
Israel 3,86
Sweden 4,43
Germany 4,43
average 5,02
Czech Republic 5,14
Estonia 5,14
Portugal 5,14
Greece 5,14
Poland 5,29
Romania 5,43
Cyprus 5,43
Malta 5,57
Belgium 5,71
Latvia 5,86
4 5 6
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2.6.12 Extipnon ¢ mopepPoTikéTNTOS TOV GLUALOY®OV PEVNOTOTOODV

000EvVOV 6€ UMOPACELS TOMTIKIG VYELG

2V gpdTNOoN TOGO GLYVA TAPOTNPEITOL LK QALY GTO TEPLEXOUEVO ATOPAOTG
mov oyetileTon pe TG mMoMTIKEG vYelag ¢ amoTEAES O TOPEUPAONS TOV GLAAGYOL
acfevav ot amavtioelg kKopdvinkay and cuyxvd g moté (agoldynon and 2 wg 6
o oyetkn e&oPfabua  kKAipoxa). Ewdwdtepo, €vag oOAAoyog (amd ™
M.Bpettavia) andvinoe 6t kTl T€T010 SvpPaivel cvyvd (aglohdynon 2), mévie
oLALOYOL 0Tt cvpPaivel kKamoteg Popéc (a&oAdynon 3), dvo cvAAoyol OtL avtd
ovupaivel onavie (aohdynom 4), tpelg cOALOYOL -cuumeptrapPavopuévng g
EMGdac- 61t ovpPaivel modd omdvia (a&toAdynon S5) kot 600 cOALoYol OTL KATL
tétolo dgv ovpPaiver moté (agordoynon 6). Zvvolkd peyodvtepo  Pfabud
napepfatikdOtnTog, MMAwcov ot cOAAoyol and ™ M.Bpettavia v Togyio, v
Youndia, ™ ['eppavia, o Iopani kot v Kompo.

AvoAlTikd To amoteAéoaTo EPPaVICOVTOL GTO TUPUKAT® YPAQNLLOL:

Awaypappa 18: O BaBuog mopeppatikotnTog Twv cUANOYWV 0.0BEVWV 0TV TIOALTIKA UYELag (avd
Xwpa)

How often is a change in the content of a health policy implemented as a result
of a patient association's action?

UK

Czech Republic
Sweden
Germany
Israel
Portugal
Cyprus
Average
Belgium
Poland
Romania
Malta
Greece
Estonia
Latvia

Very often often sometimes rarely very rarely never
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2.7 Xvlnon

Aoppdavovtog vdyn ™ cLVOMKN KOV aiveTor 0Tl 0 BOOUOS GUUUETOYNG TOV
oLAMOYOV acBevodv  pe  pevpatik@  voonuato oty Evpomn  dev  givon
KOVOTIOMNTIKOG, KOOMDC LE HEGO OpOo PEYOADTEPO TOL 5 otnv KAlpoka pog (5.02)
OMOTLUTTMVETOL TTOC YEVIKOL 1) CLUUETOYYN] TOLG OTN AYN OTOPAGEMYV TOALTIKNG
vyelog dev amotelel mpovmdBeon kot cupPaivel omdvia. Me oAdd Adya, aKOun dev
amotedel o Oadikacio Oecpobetnuévn Kot €YKOTESTNUEV OTOL ELPOTAIKA
ovotnuata  vysioc. To yeyovdg oawtd amoktd UEYOADTEPN oOnuocio oV
avOAOYIoTOOUE OTL cLUPOivEL GE HIL VOGO GTO YMPO TNG OMOING OOVTOVTOL
HEYAAEG TPOKANGELS KOWMVIKNG, OIKOVOUIKNG KOl EMGTNUOVIKNG @UoNG, Ommg
acBevelc  pe  pEIOUEVI]  AEITOLPYIKOTNTO  KOU  TOPAYOYIKOTNTO, TPOWPES
ovvtaglodotoels, okplPég  Oepameiec ko peyddn  emPapovvon oty
KaOnpepvotTTo TOV 06OEVOV Kol TOV 01KOYEVEIDOV ToLG. Emnpocheta, oto ydpo
TOV PELLOTIKMOV VOOT|LATOV dtevepyeital Ta TeEAevTaio xpovia po pokpd cuintnon
HE OQOPUN TNV &looy®yn ToV Ploopood®mv @apudkov kot oavolnteitor to
KatdAANAo Beopikd kol EMOTNUOVIKO TAGIGIO Yot TNV 0pBOLOYIKNG YPNON TOVC.
Kot 0do avtd, Ommg eaivetat, yopig TV €veEPYN KOl OLVGLOGTIKY] GUULETOYN TOV

acHEVOV KOl TOV EKTPOCOTOV TOVC.

Ye Ol To emPEPOVS TEdIM TOMTIKNG vyelag mov gpevvnONKav o pécog Pabudc
Ntav HeEYHADTEPOG TOL 4, avadEKVOOVTOS OTL 1| GLUUETOYN TV acBevodv ot
dadwasio TG ANYNG GYETIKAOV amopdcemy dgv elvarl Becuikd Katoyvpmuévn Kot

otav avtn cvpPaivel £xel kotd fAcn oTopadIKO YOPOKTNPO.

AvoAdovTag TNV GUVOMKN KOV, Yol OAES TIG YMPEG TOL delypatog, oe Kabéva
and avtd to 7mEdiN, TOPOTNPOVUE OTL M HKPOTEPN GULUUETOYN TOV 0c0evav
eviomiletar o€ O0IKNTIKA GLUPOVAIOL TV  VOCOKOUEIWV, G©E EMTPOTES
d€0VTOAOYIOG KAIVIKOV HEAETMV Kol 6 dlodkacieg a&loAOYNoNG TOV TEXVOLOYIDV
vyelog, ONAadN o€ TOUELG [Le £€VTOVO OIKOVOULKO Kol EMGTNUOVIKO yopoaktipa. H
TEPLOPICUEVT] GUUUETOYN TOV 0GHEVOV GTOVG TOUELG awToVG, MAVE LITOINADVEL
éva. EMAEYUIOL EUMIGTOGUVNG OO TNV TAELPE NG TOMTEING, OVOPOPIKE LE TO
VELOTANEVO EMMESO TEYVOYVMGIOG KOl TN SLOTKNTIKN KOVOTNTO TOV EKTPOCHOTMV

TV GLAAGY®V acBevav. Kuplng dpmg gavepdvel 0Tt 0uTol TOV AGKOVV TOALTIKY
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vyelag, TPaKTiKd oev avTtidoupdvoviol Tov poAo TV achevdv Kol TO0 TMG avTol
UTOPOVV VO GUVEIGPEPOVY GE OVTIGTOLYES OLUOIKAGIEG.

Yuykpivovtog v ikovo peta&d Tov SopopmV ELPOTATKOV YOPOV TNG HEAETNG,
TOPATNPOVVTOL  JPOPES  €0IKE o€ KAmow 7edlo TOMTIKNG LYElng, Tov
emPePardvouv TV apykn LIOBEST TS LEAETNG KOl OVOOEIKVYOLV TIG OVICOTNTES
evtoc ¢ Evponng kon v EAheym eviaiog moAMTIKNG g TPog To pOLo Kot T B€om
T0V 060evolg ota cuoThuato LYElng. XopaKTNPIOTIKA 1 Sl0POPOTOINGT AVTY
OTOTVITMVETAL OTNV OTOKAIOT HETOEL NG péong Paduporoyiag g M. Bpetaviag
(3.71) xou avtig e Agttoviag (5.86) (Atdypoppa 17)

A&loonUEI®TEG TAVTOC SLOPOPOTOUCELS MG TPOG TN CLUUETOYN TOV 000evVOV GE
kaBéva amd tovg Topelc moMTIKNG vyelog, mapatnpROnKav Kol €viog g io1ag
yopos. Eivar yapakmmpiotiky| nepintwon g eppaviag 6mov og 2 and tovg 7
topelg mov e€gtdoape 0 GVALOYOG acBevav glye ™ péyiom ocvppetoyn (Paduog 1)
L&V o€ 4 dAhovg Topelg elye undevikn cvppetoyn (Pabudc 6).

Ot ydpeg OV KOTEYPOYOV TO LEYOADTEPA EMITESO CLUUETOYNG TOV AGOEVOV OTIG
anopdoelg moMtikng vyeiag ftov 1 M. Bpetavia, 1o Iopani, n Zoundio kot m
Ieppavio. (Atdypappa 17). Ot ydpeg avtég KoTaypaeovy TopdAinia vynid
EMMEdD. OC TPOG TNV OMOTEAEGUOATIKOTNTO TOV TAPEUPACE®V TOLG Kol TNV
KovOTNTO, TOVG Vo aAAGlovY amopacelg ToMTikng vyeiag (Atdypappo 18), Katt
oL Qavep®VEL OTL OMOL ovuPaivel, N GLUUETOXKOTNTA TV acOevav sivat

OVGLOCTIKY] KO TTOPAYEL CNULOVTIKO ATOTEAECLLATO.

‘Eva onuovtikd epatmua 1o omoio Bo umopovoe vo amoteAécer Oépa yu
HEALOVTIKY] £pELVA, EIVOIL TUYOV KOWE YVOPICUOTO KOl YOPAKTNPLOTIKE GTOV TPOTO
Aertovpyiog Kot tn doun TV GLALOYOV acHEVOV Kol TOL GLGTNUATOG VYElOG G
xopeg pe avénuévn ocoppetoyn acbevov, o6mog n M. Bpetavia, 1o Iopani, n
Youndia kou n 'eppovia oto detypa g peAng pog.

BAénovpe yia mapdaderypa (Iivakag 2) 61t Eva KOO YapaKTnpIoTIKO TOV XOPDOV
avTOV givar 6t ot cOAAOYOL pevpatonaldv aclevav kel £xovv 10 peyoAlvTEPO
aplOpd pehdv. AopPdavovtag vwoyn Kot TV EKTIUNGCT OTL Ol ATOPACELS YL TNV
GUUETOYN TOV 0oBevdY 61N YEpaén moAMTIKNG vysiog, Aappdvovrar top-down?®
Bempovpe OTL OTOV 01 GOAAOYOL TOL TOVG EKTPOCMOTOVYV EYOLV TOAAN LEAN KOt ApoL
HEYOADTEPT OUVOUN KOl Q®VY], E€GOKOVYOVIOL TEPIGGOTEPO ONO TNV KEVIPIKN

e€ovoio Kot 1 GUUUETOYKOTNTO UTOpel Vo aLEAVETOL OKOUO KOl Y10 TOAMTIKOVG
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Adyovs. O mapomdve cLAALOYICUOG emPePfaidveTal Kot e TNV TEPITTOOY] TOL
ovALdyov oty Kbdmpo , émov mapdt t0o Becuikd vwoPabpo TG GLUUETOXNG TOV
acBevav votepel, To YEYovOg OTL £xel peydAo aplud pekdv tov tomobetel ynAd mg
TPpog 10 Pabud mapepPfatikdTnToC, OTOG dELYVEL KOt TO

Swaypappo 18.

‘Eva axopo kotvd Tov yopodv pe avENUEVI] GUUUETOYXIKOTNTO TOV acevdv otnv
noMTIKY| vyelog (oto delypa pog 1 M. Bpetavia, to Iopani, 1 Zoundio kot M
Iepuavia), amotelel 10 YEYOVOG OTL O1 YDPES AVTES EIVOIL OIKOVOUIKA 1GYVPES Kot
EVATOOETOVY  ONUAVTIKODG TOPOVS Yo TNV MOOTNTO NG @povtidoag vyeiag
(ITapapua 4). IIBava Aoutdv, o1 ATTEC ATOPAGEMY GE YDPES UE ONUOCIOVOLLKEL
TPOPANLLOTA KO OVETAPKELD TOPWOV, VA AVTIAAUPBAVOVTOL TNV HEYOADTEPT) EUTAOKN
TV aclevdv 6e amoAcElS TOMTIKNG VYelag, Oyt ¢ evkaipio opBoAOYIKNg
KOTOVOUNG TOV omdvieov Topwv, OAAE ©¢ ameld] mov Oa avadeikvdel Ta
npoPAnuata Oa Tpocshitel emmALov TOMTIKY| Tieo.

K¥p1o yopaxmnpiotikd PG TV xopmv e HEYAAT GUUUETOYY] TV acBevoV ,elval
OtTL dBétovy pepKd amd to mo KataSlopéva cvotnuato vyeiag ™ Evpdnng,
nmov Ommg eidape kot ot PPAoypaeio Exovv eyKATECTNUEVT 0D KOl OEKOETIEG
TNV KOLATOVPA TNG GUUUETOYIKOTNTAG OTN ANYN Amopace®V vyeiag, Oyt LOVO TV

acOevdV 0ALL TOV TOAMTAOV YEVIKOTEPO.

Avogopwcd pe v EAAGSa, @aivetar 0Tt cuppetoyn Tov pevpoatonaddv achevov
o YOpa&n TOMTIKNG VYELNG Eival OPKETA TEPLOPIGUEVT], KOOMDG GE KAVEVO OO TIG
eMUEPOLG edia mov Otepevvinkay avtn dev Ntav BecUikd KATOYLPOUEVN Kot
ouvvéBave omavia. ['evikd Tédvimg, N KOTAGTOON O TPOS TN GLUUETOYIKOTNTA TOV
pevpatomadmV ot YOPA LAG, O SEPEPE CNUOVTIKO GE GYECN LE TNV TAELOVOTNTO
TOV VIOAOITOV YOPOV TNG HEAETNG. MIKpOTEPT TAVIMG GUUUETOYN KATOYPAONKE
vy v EAAGS0, 1060 611 GLVOAKT €1KOVO OGO OKOUN O EVTOVA GE EMUEPOVS
nedia, oe oyéon pe m M. Bpetavia, 1o Iopani, t Zovndia kot ) Ieppavia. Me
Baon ta mopamdve, TPAOTOG GTOXOS MGTE 0l GUAAOYOL PEVUATOTAOOV GTN YDOPO
HoG vo. 00ENGOVV TN GLUUUETOYN TOVG, £lval va avENRcovy Tov apliud TV HEADV
TOVG KO Vo, SUVOUMGOVY £TGL TN MV TOVS KOl TNV TECT TOLG TPOS T KEVTPQ

MYNG amo@dacemv.
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2.7.1 Npotdoelg

‘Eva kaAd mopddetypo yoo v €vopén evoc oxediov mov amookomel otnv
OVGCIOOTIKY] EVEPYOTOINGCT KOL GUUUETOYXN TOV OCHEVOV KOl TOV OIKEIMV TOVG OTN
Mym amoedacewv yio. Bépata vysiog, omoteAiel to Roadmap for Patient and Family
Engagement in Healthcare?® mov &ywve otic HITA TO 2014. Evoc 081kd¢ yapng mov
TEPAAUPAVEL, TIC GTPOUTNYIKES KOl TIG TOKTIKEG Y10l TN GLUUUETOYN TOV 0c0evdv AL
Kupimg &va kKowvd Opapa, SOUOPPOUEVO Oyt Lovo amd Tovg acBeveic aAAd amd TO
OUVOAO T®V E£TOIP®V TOV JPACTNPLOTOLOVVTINL GTO ¥DPO NG Lyeing. Eidikdtepa, Tov
defpovdpo tov 2014, to American Institute for Research oe cvvepyacio pe to
Gordon and Betty Moore Foundation épepav poli 72 dtopo amd 59 dropopetikois
OpYOVICHOVG Kot oyedlacav amd Kooy ouTd TOV 00O YAPTH. XTN OpAcn VTN
ovppeteiyav  acBeveilg, @povtiotég, KAvikoi, gpguvntéc, cvoTHUOTO  LYyeiog,
acPoAoTIKOl opyaviopol, epyaldpevol, €101Kol TOMTIKNG VYElog Kot YPNUATOOOTEC.
Koatédn&av og oktd kOpleg oTpatnykés yor TNV aAloyn , o oo TG OTOIES NTAV M
avENUévn ocvppetoyn TV acBevdv o6TIG TOMTIKES vyelag. Q¢ KOPEG TUKTIKEG TOL
UTOPOVV va. EELTNPETOVY TNV GTPOUTNYIKN TNG UEYOADTEPT) GUUUETOYNG OTNV TOALTIKY|
VYElNG OmMOPAGICTNKOY Ol TOPAKAT®:

-Eykafidpvon nepipepelokdv Kot Bvikdv supfovientikdv opddwv achevmv (patient
advisory boards)

-Exnpocdnnon acbevdv oe  emtpomég vy TV KAMVIKY  épguva  (TOLOTIKEG
TPOOLOLYPOPES, KOOOPIOUOG TPOTEPALOTNTAOV, EAEYYOG EPEVVITIKMOV KOVOLAI®MV)

-Oéon acevav og OLEG TIG EMOMTEVOVOES EMTPOTES PPOVTIONG VYEiNG

-AVOIKTEG GLVOVTNGELS Yo GLCNTNOT e TO Koo Bepdtov vyeiog

-Exnaidevon kot kotdption towv achevodv 6 onUavVTIKOLS TOUELG TOMTIKNG vyeiog,
v KaBoplopd pOA®Y Kol TPOGIOKIDV, KOOMDS Kol Yol TIG EVKOPIEC GUUUETOYNG TOVG
o€ TOMIKES N €OVIKES TOAMTIKEG

-Exnaidevon twv policy makers yio T0 mdg Kot TO yloti TPETEL VO GLVEPYOGTOVV UUE
tou¢ acfeveilg otn AMYn amopacemv vYyelag, OT®G Yo TAPAOELYHO TNV KOADTEPT

KOTOVONOT TOV avayK®OV TOV achevov Kot TG Kadnuepvotntog tng vocov.

‘Eva. avtictoyo mpoypappa 8o pmopodoe vo owodoundei kot oty EAAGOa pe
Baon tic cuvOnKeg TS YOPOS LaG, BSTE Vo TEOOVV 01 KATAAANAES TPOTEPALOTNTES KO

oTPOTNYIKES TOV Bl amavTOUV TPOg OPEAOG TV AGOEVAOV KOl TOV GUGTILOTOS LYEIOG
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yvevikotepa. Ot oOAAoyol acBevdv mpémel va avéNoovy TNV ETICTNUOVIKY TOVG
EMAPKELNL KO VO, TEICOVV TOLG ANTITEG AMOPAGEMY OTL Eval MPYLOL KOL HITOPOVY VL
TPOCPEPOVLY OLGLUCTIKG GTN XAPAEN TOMTIKNG VYelag. Ao TV GAAN N ToMtelo Kot
0l EKTPOGMOTOL TNG TPEMEL EMIONG VO EKTALOEVTOVY MG TPOG TO POAO TV aceVdV Ko
Vo KOTOVONGOVV EMOPKDG TOV TPOTO WE TOV Omoio pmopovv vo Pondnbovv amd
avToG. X& aLTN TNV KATELOLVOT KATOAVTIKO POAO UTOPEL Vo SLdPOUOTIcEL I Vo
TOV GLALOYOV 0CHEVAOV TPOG [0 GLVOLOGTIOVIiN Ypoviwy Tadncewy, Tov Ba Exel o
GAAN Suvoptkn Kot Bo aALGEEL TNV TOPOVGO KOTAGTOON TOV KOTOUKEPUOUTIGUEVOV

GLALOY®V KOl TOV OTOCTOCLATIKOV dPACEMV.

2.8 TYMIIEPAXMATA

Boaowd aviikeipevo g mopovcag peréng ntav vo epguvnlel av kot og 1t fabpod
01 GLALOYOL PELHOTOTOODV AGOEVAOV GUUUETEXOVV GTN ANYN OTOPAGEDV TOATIKMOV
vyelog avd v Evponn kot dpa av tnpeiton éva Pacikd ovotatikd NG
acBevokevipwomtog. Emiong m perétn pog elye og oxomd 1t diepevvnon tuxov
OTUOVTIKOV SLOPOPOTOMGEMYV TG GUUUETOYIKOTNTOS OO YDPO GE YDPa Kot T BEon

g EALGSOG o€ oYéon e TIG VTOAOUTEG EVPOTAIKEG YDPES.

H épeuva pag €3e1Ee 0L 6 pid VOGOAOYIKN TEPLOYT LE UEYOAES TTPOKANGELS, OTMG
0T TOV PELHOTIKOV TaONce®V, 0 PaBUOG CLUUUETONS TOV CLAALOY®OV aGOeVDY 61N
Myn  amoedoemv moOMTIKNG vyeiag oty Euvpomn, elvor mepropiopévog. H
OCUUUETOYIKOTNTO €)Xl KOTA PACT OTMOPOdIKO YOPOKTINPO KOl YEVIKG eKAeimel &va
Beopikd vroPadpo TOV VO TV KATOYVPDOVEL.

To yeyovog 611 and Tovg 816popovs Topels AoKNoNG TOMTIKNG LYEIOG 1] GLUUETOYN
TOV GLAAOY®OV pevpatonafdv aclevdv KotaypaenKe €VIOVOTEPT OTIC OUAOES
EPYOCIOG OPYAVICU®V GYETIKAOV LE TN OPOVTIOn vyeiog, mBava deiyvel 6TL 0 pOAOg TV
acBevav avayvopiletor mepiocodtepo o Bépata oxetikd pe t Oepameion Kot T
epovtida vyeiog (micro level) kot Myotepo oe Oépata oyxedoopod Kot LAOTOINONG
noMTik@V vyeiag (macro level).

Yuykpivovtog v eikovo Peta&h TV SopopmV EVPOTUTKOV YOPOV TG HEAETNG,
TOPUTNPOVVTOL CNUOVTIKEG O0POPES KUPIG OE EMUEPOVG TESTO AUTKNONG TOAITIKNG

vyeiag. Ot ydPeg TOL KATEYPOWYOV GUVOAIKE ToL LEYOADTEPO ETIMEON GUUUETOYNG TOV
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acBevov oTIg amopacelg ToMTikng vyeiag ntav 1 M. Bpetavia, o Iopani, n ovndia
kot M Feppavia. Zuvenmg, dev TPOKHTTEL O10POPOTOINGN TNG GUUUETOYIKOTNTOS TMV
oLALOYOV acBevov pe PBdon T Ye®YPoekn 0éom TV YwpdV TpoAevong, OAAL
Qoivetor 0Tt ot Omoleg dapopés edpalovial ot SoUN TOV GLOTNUAT®VY VYEING, TOV
KOWMOVIKO YOPOKTAPU KOl YEVIKOTEPO TNV aVTIANY™N NG onpokpatiog petald tov
KPOATOV.

MikpOtepn GLUUETOYN OTN ANYN OTOPAGE®MY TOATIKNG VYELOG KOTaypaenKe yio
v EALGO 68 oyéon pe TIC Tapamdve YOPES, EVO 1) EIKOVO O€ SUPEPEL OTLLOVTIKA GE
oY€0M UE TIG VITOAOITES YDPES TNG LEAETNG, TOL ATOTEAOVV KOl TO UEYAAVTEPO UEPOG
TOV JEIYUOTOG TNG LEAETTG.

Inuavtikd Prjpato TpEnel va yivouv €161 OoTE 01 AcOEVEIS [LE PELUOTIKA VOGTLOTOL
HEC® TOV GLALOY®OV TOVG, Vo avENcovy 1o Pabud CLUUETOYNG TOVG GTH ANyM
ATOPACEMY TOMTIKNG VYElNG, 1060 amd v mAevpd TV achevdv 6co Kot amd TV
mievpd g moAtteing. Kvpimg dpmg mpénet amd 6Aovg vo yivel KTAUO TO UV TG
nyetkng opddoc tov EULAR mov avéeepe: «Ot acbevelc pe pevpatikd voonpoto
TPETEL VO LITOPovV va. eMNPeAlovy TN OPOVTION VYEING KOl TIG TOATIKEG OTOPAGELS
mov €yovv dueon emidpoon ot (wég Tovg, Me Alya Adywn Oworodvior va

OKOVYOVTOLY
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3.2 IAPAPTHMA

Mapapmpe 1 : ITivakag cvAloyov aobeviv pelov tov PARE (n=36)

National PARE Organizations Members

Xopo Y0AA0Y0G 0.60EVAOY

1 Austria l—sterreichische Rheumaliga
2 Belgium CLAIR & ReumaNet vzw
3 Bulgaria BOPRD

Bulgarian Organisation for Patients with Rheumatic

Diseases
4 Croatia Hrvatska Liga Protiv Reumatizma
5 Cyprus Cyprus League against Rheumatism
6 Czech Republic Revma Ligav ALIR
Czech League Against Rheumatism
7 Denmark Gigtforeningen / The Danish Rheumatism Association
8 Estonia Eesti Reumaliit / Estonian Rheumatism Association
9 Finland Suomen Reumaliitto ry. /The Finnish Rheumatism
Association
10 France A.F.L.A.R. Association Franl§aise de Lutte Anti-
Rhumatismale
11 Germany Deutsche Rheuma-Liga Bundesverband e.V
12 Greece E.L.E.A.N.A. /Hellenic League Against Rheumatism
13 Hungary Magyar Reumabetegek EgyeslOlete
14 Iceland Gigtarff©lag ' Islands
Icelandic League against Rheumatism
15 Ireland Arthritis Ireland
16 Israel INBAR Foundation / Israel Arthritis Foundation
17 Italy ANMAR Associazione Nazionale Malati Reumatici
18 Latvia L.K.L.S.S.B. Latvijas Kaulu, Locitavu un Saistaudu
Slimnieku Biedriba
19 Lithuania Lietuvos Artrito Asociacija
Lithuanian Arthritis Association

20 F.Y.R.O.M. NGO NORA Non-governmental Organization for
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Rheumatism & Arthritis

21 Malta Arthritis and Rheumatism Association Malta
22 Montenegro Association for Helping Persons with Rheumatic
Diseases
23 Netherlands National Association ReumaZorg Nederland
24 Norway Norsk Revmatikerforbund
Norwegian League Against Rheumatism
25 Poland Polish Rheuma Federation
26 Portugal Liga Portuguesa Contra as Doenl§as Reumfl “ticas
27 Romania Liga Romana contra Reumatismului
28 Russia N.A.D.E.G.D.A National Public Organisation of disabled
people / Russian Rheumatism Asociation
29 Serbia The Association of Rheumatic Diseases Patients of the
Republic of Serbia

30 Slovakia Slovak League against Rheumatism
31 Slovenia DruE"tvo revmatikov Slovenije

Slovenian Rheumatism Association
32 Spain Liga Reumatolgica Espaltola (LIRE)
33 Sweden Reumatiker Frqrbundet

Swedish Rheumatism Association
34 Switzerland Rheumaliga Schweiz
35 Turkey TrOrkye Romatizma Dernegi

Turkish Rheumatism Society

36 UK Arthritis and Musculoskeletal Alliance
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Hoapdptnpo 2 : 10 pOTNUATOAIYIO TNG EPELVOG

Questionnaire on the level of participation/involvement of RA patient
associations in healthcare decision making

Please state the name of the patient association you represent

Please state the date of estblishment of the association

Please state the number of members belonging to the association

Please use the following scoring scale in the following questions

1 2 3 4 5 6
Itisa Itisa Itisa Itisnota Itisnota Itisnota
prerequisite |prerequisite | prerequisite |prerequisite | prerequisite | prerequisite
and always [and happens|and happens |but happens | but happens and never

happens very often often often rarely happens
. A
Questions nswer
(score 1-6)

1 |Does your association participate (being represented) in health policy
decision making processes?

2 |Does your association participate (or being represented) in working
groups of the Ministry of Health?

3 |Does your association participate (or being represented) in working
groups of healthcare organizations?

4 |Does your association participate (or being represented) in the Board
of any Hospital Committee?

5 |Does your association participate (being represented) in any Ethics
Committees for Clinical Trials?

6 |Does your association participate (being represented) in Review
Groups or processes of Health Technology Assesments (HTA)?

7 |Does your association participate (being represented) at the
Parliament during healthcare decision-making processes?

8 Please use the following scoring scale in the following question
1 2 3 4 5 6
Very often Often Sometimes Rarely Very rarely Never

How often is a change in the content of a health policy implemented as a
result of a patient association's action?

9 |How long have you been involved in this particular patient association?
(Please specify in years)

10 [From 0(no involvement) to 10 (major involvement) how would you

rate your level of involvement in the patient association?




MHMoapdptnpo 3 : GLVOSEVTIKN EMGTOAN TPOC TOLG CLALOYOVS

ITANEIIIETHMIO ITIEAOIIONNHXOY
IXOAH KOINQNIKQON & ITOAITIKQN EINIETHMOQN

Tunpa Kowwvikrg kat Exknadevtikrg IToAtrtikng
AevOuvvon: Aapaoknvov & KoAokotowvn

20100 KéotvBog
TnAépwvo: 27410 74991-4

Fax: 27410 74990
E-mail: sep-secr@uop.gr
Web page: WWW.UOp.gr Corinth, March - 2 - 2016

Letter for participation to the study:

‘Level of involvement of RA Patient Associations in healthcare decision
making across Europe’

Background

In today's evolving and challenging health care environment, patients should
be considered by the state as a trustful partner who actively participates at
every level in the health system from policy-making to co-designing of care
services to meet their needs more effectively. The World Health Organization
has stated that patient involvement in care is not only desirable but a social,
economic, and technical necessity.

However, patients' rights and especially patients” involvement in the decision
making process vary in different countries and in different jurisdictions, often
depending upon prevailing cultural and social norms as well as local
healthcare system infrastructure.

Study Purpose
You are receiving this letter because of your leading position in your

country’s RA Patient Association. We are conducting a study to evaluate the
level of patients’” involvement in health care decision-making across Europe
and we would like to have your input based on your experience from your
country. The study aims to collect data from all national RA Patient
Associations which may be useful to the wider scientific and health policy
community.

We will use the HDI® Questionnaire (Souliotis K. et al 2014) in order to
address the level and type of involvement of the patient organization you
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represent within different local decision-making bodies. The questionnaire is
web-based with 10 questions (answers through a scale) and anonymized.

The study is part of a diploma thesis at the University of Peloponnese/
Greece, under the supervision of Kyriakos Souliotis, Assistant Professor of
Health Policy, Faculty of Social and Political Sciences. The study is academic
and not financially supported by any external funding. You will not be
compensated for your participation. The study may be published in academic
journal or conferences for which you can be notified in case you are
interested.

If you are willing to participate please click on the link to complete the
survey.

With many thanks in advance for your time.
Antonis Fousteris Kyriakos Souliotis

Post-graduate student Assistant Professor of Health Policy
Faculty of Social and Political Sciences
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Hapaptnpa 4 : OwovouiKd oTotyEln YOPOV TPOEAEVONG TOV GLAAGY®V TNG LEAETNG
(data.worldbank.org)

katd kepoaArv AEN USS 2014
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