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PARENT Joint Action — Eupwmaikn kowvn 6paon

2toxo¢: Na napaoxet OTO EVPWTIALKA KPATN MEAN KATELOUVTHPLEC
odnyiec ka cuotaoac yla T BeAtiwon tng SLaAELTOUPYLKOTNTAC
TWV UNTPWWV Kal XpAong Twv 6e50UEVWYV yla SEVUTEPOYEVAC
okomoug (6eikteg, Epeuva, KATt) o€ €BVIKO AN KoL SLooUVOPLOKO
emninedo.

05/2012 - 05/2015 (36 pnveg)
MpoimnoAoylouog: 3.4 Mio € (60% EC)
11 Associated partners

12+ Collaborating partners

PARENT Associated Projects Group:

EAR EFORT, EPIRARE (&RD-CONNECT), EUReMS, EUCERD JA, EUBIROD, EUROCISS,
EPAAC, EuraHS, eHGI, epSOS, EUnetHTA, SHN, EHR4CR (&EMIF)

Additional partners and stakeholders:
NICE UK, CPME, ESIP, EFPIA, EBE, EUREGHA, HIQA Ireland and many others

AuTO pmopel va emteuxBel HECW KOoWwWV KATELBULVTHPLWY 08NYLWV Kal EpYAAEiwY UTIOOTNPLENG
otoxevovtag otn BeAtiwon tng moldtnTag SS0UEVWY TWV UNTPWWYV, KABWCE Kal 0Tn ouvtipnon
AELTOUPYLWV TOUG.
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MeBodoAoyikee kateuBuvtnplec odnyieg

PARENT-RoR.eu

Sign in / Register

b Pilot
PATIENTIREGISTRY. o EATENT Registry of Registries (RoR) crmseree
INFORMATION
PATIENT REGISTRIES SYSTEM Browse RoR - List
o\ peoma S e et e
®ust
REQUIREMENTS IMPLEMENTATION RE-USE OF PL Fetal Cardiac Anomalies Poland  Condtion based Publc health insttuton, Public authorty or government-appointed body O comgare
FOR CROSS-BORDER REGISTRY DATA D PL Late Effect Chid Cancer T Poland  Condiion based  Surveilance Person Public authorty or government-appointed body O agvanced search
USE OF PATIENT [ eLroLTavI Poland  Services based Statistics. Event Public health institution ®a regisries i RoR
REGISTRIES (] PTBreast cancer screening Portugal  Condition based  Other Person Heakhcare provider, Patien organization Oselectetregties
O erean Portugal Condtionbased  Statitics Person Health professionals organization
RUNNING A - - — Choose st fters Clar ers
ma de Rasireio ugal o rson althcare provider, Patient organization
INTEROPERABILITY REGISTRY []' P Programa de Rastreio de Portugal  Condtion based  Other Per Healthcare provider, Patient o [0show ony active egisies
[] RoTekeDiab Romania Servicesbased  Other Person Publc health insttuton, provider, ic , Publc authory or inted | 1 Type of holder
[ SCLanarkshire paediatric lergy ~ Scotand Condton based  Other Person Healihcare provider D:""‘”"’"""““‘""" Al
rimary purpose:
CREATING A [0 st Airway Sweden Condiion based  Statistics Person Public authority or government-appointed body Statistics v
APPEND'C'ES [ E Ankie Registry Sweden Condtion based Other Event Public health institution O registy type:
REGISTRY o - - —— Condtion based regsty v
SE catheter ablation registry Sweden  Condition based Other Person Heatth professionals’ organization [ standard data exch.
QUALITY O sepertalteatn Sweden Serviesbased  Ofher ven, Oter Pubic authrty o government appoined body Dl iterest or nk
DIMENSIONS OF CHANGING AND [ SE Food Anaphyiaxis Sweden Condtonbased  Other Person Acaderic nstiution .
STOPPING Sl Cancer Shovenia Servicesbased  Statistics Event Healthcare provider
REGISTRIES
REGISTRIES <<<...43-56 57-70 71-84 85-98 99-112 113-126 127-140 141-154 155-168 169-177 >>>
ul [ ez E |
Holder type: Public authority or govermment-appointed body Establishment: 1969 Cancer Statistics Act/ 1978 Cancer Statistics OrdiNAnce
Governing board: No Entry criteria: cancer diagnoses of residents of Austria
Quality indicators: % of cases histolgically verified, % of cases registered from a death certiicate only, Hospital Discharge Only Index (HDO Index),

Completeness Indicators such as the Flow-Wethode (FLOW), Mortalitylincidence Ratio (W/I-Ratio), stability over time.
Standard data exchange format: No Interest to link with others: Yes for EC IT platform: Yes
for EU registry platform: No

Methodological Guidelines and Registry of Registries (www.parent-ror.eu)
Recommendations for efficient and rational T€0nkKe og Aettoupyia tov NogufBplo tou 2013
governance of patient registries Xaptoypddnon Twv EVPWIATKWY LNTPWWV
http://parent-wiki.nijz.si ooBevwv.
EpyaAeio afloAdynong unTpwwv?
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http://parent-wiki.nijz.si/

Mntpwa AcBevwv - OpLopocg

“opyavwpévo ocvotnua Tou cUAAEYEL, avaAUel kol Stadidel ta Sedopéva Kat
nAnpodopieg yLa pa opada avOpwrnwyv rou opilovtal amo ULt CUYKEKPLUEVN
VOO0, KaTAotaon, EKBeon og LATPLKO TTPOLOV N pLla uTtnpEecia vyeilag, Kot
gfunnpetel £va MPOKAOOPLOMEVO EMLOTNHUOVLKO, KAWVIKO R/Kat Snpooiag uysiag
(roAttiko) okomno”

Source: "Methodological guidelines and recommendations...", page 14
http://parent-wiki.nijz.si/index.php?title=2_Patient_registries

H mAeloPnodia Twv pntpwwv a.oBevwyv Pmopolv Vo XwPLoOTOUV O€ TPELG YEVIKEC KATNYOPLEG
n/kat cuvbuaopoUc, e TIOANATTAEG UTTOKOTNYOPLEC.

O aoBevng,
— €XeL pila ouykekpluEVn aoBévela ) katdotaon vyeiag (avamnpleg, XpOVIeEG aoOEVELES K.ATL.),
— elxe €kBeon o€ €va LATPLKO TIPOIOV (PApHaKa, LATPOTEXVOAOYLKA TtpoiovTa),
— UTtnpEeoia f yeyovog vyeilag (SLayvwoTIKEG, BEPATIEVTIKES, TIPOANTITIKEG, £ELTAPLA, YEVVNOELG, AUPAWOELS).
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Mntpwa AcBevwv — OL TPOKANCELC

To EVPWTIATKA UNTPWA AVTLUETWTILOUV Ta €€RQG Baoika {nTAUATA:

ootadn xpnuatodotnon, Kot we K TOUTOU TEPLOPLOUEVN BlwolpuotnTa,
VOMLKN acadeLa,
acadeic poAoL Twv evilapePOUEVWV LEPWV,
oUAAoyn 6£60MEVWV KUpLwC o€ EVTUuTtn Hopdn,
LN ETlyVWON TwWV UPLOTALEVWY MPOTUTIWV KOl TUTTOTIOLNUEVWYV SLASLKACLWV,
N e€aopAailon tnc notdtnTac Twv S€60UEVWVY,
EMewpn dradaveiag pntpwou Kol mpooPaonc ota SESoUEVA YL EPEUVNTIKOUG
okoroug,

aVeETAPKNC SLadoon SedouEvwy.
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[eviKoL oKOTtOoL PNTPWWV aoBevwy

*  Mepikol amo Toug oNUAVTIKOTEPOUC OKOTIOUC yLa TNV dnuLoupyla Kol th
Aeltoupyla pntpwou acBevwv ival:

n neplypadn tnc puokng mopeiag pag vooou (natural history of disease),

0 IPOOSLOPLOUOC TNC KALVIKAG /KO TNG KOOTOAOYLKNG-OIOTEAEGHOTLKOTNTOG
(determine clinical and/or cost-effectiveness),

n aélohoynon tng acdpalierag r tnc BAAPNG (assess safety or harm),
N ektipnon tng rototntog nepibaiyng,

KaBw¢ KoL yla va eEUTINPETAOEL TNV EMLTAPNON TG dnpdoLag vyeiag Kot Tov
€\eyxo acBevewwv (public health surveillance and disease control).

Y€ YEVIKEC YPOUHEG, TA UNTPWA TwV a.oBevwy cupfdiouv otn BeAtiwon tng

dpovtidag Twv acbevwy, TOV TTPOYPAUUATIOMO TNC UYELOVOULKNG TteplBaAnc.

AkoAouBwvtag toug acBbeveig 0To XpOVO Kal TOV TOTO, UMopouV va napatnpndouv

LECOTIPOOECUA KAl LOKPOTIPOBECO ATTOTEAECHATAL.
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A&loAoynon TexvoAoylwv Yyeiog

H AfloAoynon Texvoloywwv Yyeiag (Health Technology Assessment — HTA) twv
OAPUAKEUTLKWY KOL LATPOTEXVOAOYLKWYV TIPOTOVIWVY €XOUV OAO KOl TIEPLOCOTEPO TNV
avaykn dedopévwy npaypatikig KAWVIKAG MPaKTIKAG (‘real-world’ data),
TIPOKELUEVOU va e€eTAoel TN KAWVIKA anoteAeopatikotnta (clinical effectiveness)
KOl VOL TUPOLY LOLTOTTOL| OEL OLKOVOULKN a§LloAdynon (economic evaluation).

Mo toAUTLUN utoPridla tnyn yLa tétola dedopéva ival Ta pnTpwa alocOevwv.

H xpnon twv dedopévwy amnod untpwa yia HTA okomoU¢ eival mepLOPLOPEVOC HEXPL
ONUEPA KAl AVTIHETWTTI(EL KUPLWCS TIPOPAAMATA OXETLKA LE TNV TTOLOTATA TWV
Sedopévwy, KABwWC Kol SLABLKOOTIKA EUMOdLAL.
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HTA - Baolwka onpeia

MIPARENT = “
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MExpL OTLYUNC N cuvEpPYOoLa EXEL ETLONUAVEL:

* Ta Mntpwa Ba prtopovcayv va pooBecouv otL KAaolkeéC HTA pnebodouc:
— TPOYHATIKA SedopEva aoPAAELOC KOl KAWVIKAG OTTOTEAECHOTIKOTNTOG
(Real life safety and clinical effectiveness)
— ornavia yeyovota (Rare events)
— Mokpoxpovia dedopéva (Long term data)
— Bonbela otnv meplypadn tov TANBUCHOUL TTou pag evoladEpel
— va Bonbnoet otn cul\oyn dedopévwy yla HETETELTA OELOAOYNOELG

* ATTOAUTN avaykn yla To SeSopéva TOU UNTPWOU TIou xpnotpomolouvtal og HTA eival
OTL Ta UNTPpwa dnUoctlevouy PeAETeg mou Bacilovtal otn xpnon tTwv deSouévwy Toug
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HTA - Boowa onueia 2/2

* HTA OXETIKEC EPWTAOELC:

— Ynapxouv UPLOTAMEVA OXETLKA MNTpwa acBevwy; =2 Avaykn ylo
gepyaleio evtomiopov nnywv dedopevwy

— Mnnwc npémnel va yivouv aAdayec/mpooBnkec/avapfaduion tou
LNTPwoOU yLa tn dlteukoAuvvon twv HTA enava-aéloAoynoswv;

— Oa mpemeL va elpaote mavta o€ emadr Le TOUC KATOXOUC TwWV
LNTPWWV YLOL VO TOUC EVNUEPWVOULLE VLA TLC VEEC TEXVOAOVYLEC;

e 'Eykatpn avixveuon vewv HeBOdwv: cuvepyaoia yla va anodacloTeL ola
dedopeva Ba npEmet va cUAAEYovTaL

* [lpooBaocn ota npaypatikd dedopeva Katd tnv aftoAoynon r tnv
napakoAouBnon tng ueBodou oto Xpovo (enava-aéloAoynoeLg)
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PARENT: BaolKeC apXEC 1/2

Yxedlalovtag Eva pNtpwo Ba mpeEmel anapaitnta va eEETACOUUE Ta akoAouBa:

1. O oKOMmOG, OL GTOXOL KOlL TOL OLTTOTEAECLOLTAL TOU UINTPWOU TIPETIEL VAL Eival cadwc OpLOUEVQ,
KQTAL TPOTIO TIOU VOL EVOWHOTWVOUV KOAEG TIPAKTLKES KOl OXETLKEG 0dnyieg, yvwpilovtog
napAaAAnAa av uttdpxet ertikaAuvdn pe aAa £pya, o€ eBvIKO Ko SleBvEG emimedo.

2. 'Eva amo ta mo onUovTka BEpata amoteAel N aota®n Xpnratoddtnon Kal wg K ToUTOU N
aBéBawn Biwopotnta tng enevduonc.

3. Yrmdpyxouv moAAd vopuka IntAapota mou adopouv T dnuloupyia Tou pnTtpwou, TNV
npootaocia Twv S€SopEVWVY Kal TNV EMavVaXPnNOoLUomoinon touc. Oa mpemnet va AngBoulv
ocadeic 0dnylec og OXEON UE TIC VOULKEG UTIOXPEWOELG. AUTO Ba mpEMeL va meplhapBavel
€€ETOON ETIITTWOEWY OTNV LOLWTIKOTNTA, TIOALTIKWYV YLa TNV TipooTtacia Twv dedopévwy, TNV
Kuplotnta dedopévwy, mpooBacn os dedopéva Kal TNV TIVEULATLKN WOLloKTNnoLa.

4. OLpoAoL Twv dLadopwV EUMAEKOMEVWV LEPWV ELVaL TTOAU ONUAVTIKA TTOPAUETPOC. Eupeia
OUMUETOXN TWV EUMAEKOUEVWV/EVELADEPOUEVWV UITOPEL VAL SLEUKOAUVEL TNV OpaAn
Aetoupyla Kat SLopKn EMLTUXLO TOU KNTPWOU. ATtapaitnTo Elval EMLONE VOL CUVUTIOAOYLOOU UE
NG AmMOYPELC TWV A0OEVWV KOL TWV TIPAYHOTIKWY XPNOTWV TNG TPOTEVOUEVNC EPAPUOYNAS
HNTPWOU.

5. Tpomot cuAloyn¢ twv dedopévwv.
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PARENT: BaolKeC apXEC 2/2

Yxedlalovtag Eva pNtpwo Ba mpeEmel anapaitnta va eEETACOUUE Ta akoAouBa:

10.

loopportia peTatl TNG akPiBELAG KOl TNG EMLKALPOTIOINONG TWV SES0MEVWV.

Evnuépwon yla Ta UPLOTAMEVA TIPOTUTIO, KWSLKOTIOLHOELG KOLL TUTTOTIOLNHEVEG SLaSLKOGLEG
KOLTAL TNV KATOLOKEU 1] TN CUVTHPNON Tou UNTpwou acBevolc. To euputepo medio
NMANpodopLWV VYL 0TO omoio Ba Aettoupyel To UNTPwo Ba TPETEL va €EETAOTEL, WOTE va
e€aodallotel OTL TO pNTPpWo Ba eival SlaAeltoupyLlkod (CUUPBATOTNTA, CUYKPLOLLOTNTO KOl
SlaAeltoupykotnTa) Kot Bt CURHOPDWVETOL LE TOL OXETLKA TPOTUTIAL, CUVOAQ SES0UEVWV Kal
opoAoyiec.

MNowdtnta dedopévwy (oupnepltAappavopévng tng mAnpotntag). Baoikol mopdyovteg
vPnAng molotntag dedopévwy Ba ipemnel va e€stacBOouv.

Awadaveila pnTpwou Kal avolxta dedopéva e pdoaon otnv mpocfacn dedopévwy yia
EPELVVNTIKOUC OKOTIOUG.

Awadoon dsdopévwv/mAnpodoplwv: peloPndia Twv HNTPWWYV, TTPOYHOTIKA, Sladidet ta
OUYKEVTPWTLKA OTOLXELO OTLC LOTOOEALOEC TOUC WOTE VAL ETILTPETOUV OE XPr|OTEC VOL EXOUV HLaL
€UKOAN MpooBacn ota MPWTA ATIOTEAECHUOTA.
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ErtutA€ov ...

Mpémnel va dnuioupynBel Eéva oxEdLlo StakuBEpvnong. Auto Ba npémnel va utootnpiletal amno
oMAdEC Kal KAT 'eAdxLoto: pLla opdda SLayelplong Tou EpYoU, ULOL ETILOTNUOVLKI ETUTPOTH Kol
uLa errporn StaodaAiong tng motdtntac. Metaél AAAwY, AUTEC OL OUASEC UITopouV va
gvtomnioouv ta cUvoAa dedouévwy Tou amattouvtol yia va e€acdaAloTtel OTL TO UNTPWO
nAnpot ta pokaBoplopéva amoTteAEoUATA TOU, Kat tapdAAnAa va dnulouvpynoouv cadeic
TOALTIKEC ipOoBaong ota dedopéva kat tn Staoddaiion otL n mototnta Sedouévwy
Sdlatnpeitad.

H okormipotnta Tou HNtpwou Ba npémnel cuvexwe va eéstaletol Kabwg to €pyo e€eAiooeTal.

2 Tn MePLUMTWON IOV TO TIPOTEWVOUEVO UNTPWO arodelxOel epLkto, Eva oxESLo edappoyng mou
neptAapfavel va mAotiko npoypappa (proof-of-concept) yia tn ok Tou PNTPWOU OE
TIPAYHATLKO TtepPAAlov cuvioTatad.

Katd tn ¢paon tng avamntuéng (oxedlaopodg) Tou pntpwou aoBevouc, cuVLoTATAL VOl
XpNolpomolnBouv PovTtéA, WOTE e TouC SLadopeTIKOUG TUTIOUG TWV HOVIEAWY, VA
UTTOPOUE VO EEEPEVVICOUUE TO UNTPWO ALCOEVWV aTto TIOAAEC OTITIKEG YwVieg (Sladikaoleg,
dedopéva K.ATL). o TNV MTPOETOLUACLA TWV CWOTWV POVTEAWY, LEBOSOAOYILECG KoL TEXVIKEG
nAnpo¢opKA¢ Kpivovtal anapaitnta.
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KatevBuvtnplec odnyiec vioBetnOnkav - EU eHealth network

EBPARENT —-

Corwrwssean
—_—

PARENT — Joint Action

cross-border PAtient REgistries iNiTiative

8th Meeting of the eHealth Network,
Brussels, 23 November 2015

Marija Magajne
With the contribution of Metka Zaletel, Persephone Doupi,
Haralampos Karanikas and Ivan Pristas

L —— = www.patientregistries.eu

The eHealth Metwork is a voluntary netwerk, set up under article 14 of Directive 2011/24/EU.
It provides a platform of Member States' competent authorities dealing with eHealth. The Joint

Action supporting the eHealth Metweork (JAseHN) provides scientific and technical suppert to the
Network.
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eHealth Network

Eupwmaikn mpoTteEPALOTNTEC

Recommendations on patients' registries in particular
on the use of knowledge gathered through the PARENT
Joint Action®

Katoxolt Mntpwwv AcBevwyv kat Evpwmaikd Kpdtn MEAn:

* Na BeATLWOOUV TN OLOTNTA KOLL TN SLAAELTOUPYLKOTNTA TWV HNTPWWYV , akoAouBwvTtag Kot
epappolovtag Tic katevBuvtripleg odnyieg pe faon to PARENT JA.

* Na emibeiéouv TNV onpacia mov £xouv tao eSopéva PNTPWWV aLlcBeVWV yLa xapaén
TEKUNPLWUEVWV TTOALTLKWYV VYELOC.

* Na avénoouv tn cuveldnromnoinon twv acBevwv otn onuaociag twv dedopévwy vPnAng
ToLoTNTAC KAl VoL EvBappUVOUV TN CUMETOXT TOUC OTNV Ttapaywyn aAAd KoL Xprjon auTwyv TwvV
debopevwv.

* Na potpaotolv TG eOVIKEG VOROOEGDLEG, Tl OXESLA KOl OTPATNYLKEC TTOU a.dpOopoUV TOUG TOUELC
TWV UNTPWWV acBevwy, Nn-Yyelag / NAEKTPOVIKWV LATPLIKWV GaKEAWV, oTtavieg acBéveleg, HTA kay,
evdeXoEVWCE Tou Eupwraikol Awktuou Avadopdc.
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i HAEKTPONIKH
MY ZYNTATOrPAGHSH

"0+ EZOIKOHOMHIH NOPAN - AIAISARIIH YTEIRX

Mnrpwa AcBeviv

54

VINTpWo AvTlyputikoy EBvikd Mntpwo AcBeviv
EuBoAlaopol Modikng HAkiag pe
NeomAaopatikd Noonpata

EAEYOEPIA

Mntpwo Eppoliacpol
Covid-19
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Neo Ngo
+ AedTio A\wong + Mapaneurmkd +
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Extéreon + NEa kataxwpnon
MapaneurTikoy

Epy. Aigpelvnong

+ Néa karaywpnan Rapid Test
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Mntpao Covid-19 'Ekdoon: 2.2.0
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> UVEPYELEC ammaltouvtal ...

Enopeva Briporta:

Mpotepatomoinon oKomwyV yLo TV AVATTTUEN TWV UNTPWWV acBevwy
Kataypadr UPLOTANEVNG KATAOTOONG KOL OXETIKWV SLleBvwv dpacswv

Alopopdwon tou mMAALGiov avAmTuéng Twv UNTPWWV Kal Tou oxediov
SLakuBEpvnong

Avarmntuén oe duo otadia:

* Aflomoinon uplotapevwy epyaeiwv kat Sedopevwy (H/Z kAm) omou
KpLveToL EPLKTO

e Jtadloka petaBaon o€ po EVEALKTN OAOKANPWHEVN TIAATHOPLLO EXOVTOLS
w¢ yvwpova pla ocadn EBvikn Ztpatnyikn Asdopévwy Yyeiag (National
Health Data Strategy)

Euxaplotw ...

h.karanikas@gmail.com
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