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ANOO®AZIH

O TENIKOZ TPAMMATEAZ

‘Exovtag unoyn:

1. Tnv napaypado 2 tou apbpou 8 tou v. 1579/1985 «Pubuicelc yia tnv edoapuoyn Kat avamtuén
Tou EBvikol Zuotriuarog Yyelog kot dAAeg Statdatelgy (DEK A’ 217), Onwg LoVEL.

2. To apBpo 21 tou v. 4354/2015, «Alaxeipion twv pn efunnpetoluevwy daveiwy, PLOOOAOYIKES
puBUILoELg KoL GAAEG eTtelyouoeg SLATALELS edapuoyNnG TNG oUUdWVING SNOCLOVOULKWY OTOXWV
Kol SLapBpwTikwv petappubuioswv» (A" 176).

3. Ta apBpa 13, 14 kat 15 Siatdgelg tou v. 2690/1999 «KUpwon tou Kwdika ALOKNTLKAG
Awadikaoiag kot AMeg Statdelg» (DEK A' 45), 6w toxUouv.

To m.6.121/2017 «Opyaviopog tou Yroupyeiou Yyelag» (DEK A’ 148), 6mwg LoyUeL.

5. To m.8. 73/2015 «Awopopdg Avtupoebpou tng KuBépvnong, Ymoupywv, Avaminpwtwy
Yroupywv kat Ypunoupywv» (DEK A’ 116).

6. Tnv urapBu.mpwt.A1B/I.M.01k:65803/04-09-2018 (AAA:QANYA65QDYO-5AP) Anddaon, Onwc
tpornonolndnke pe tnv urt’ aplOu.mpwt.A1B/I.M.01k:70824/03-10-2018 (AAA:W7D31465QY0-AT7)
Anodaon.

7. Tnv ur’ aplOu. mpwt. Ala/89772/07-12-2016 Kown Amddaocn tou MNpwbumoupyol Kol Tou
YrioupyoU Yyeiag, e Béua «Aloplopdg Fevikou Mpappatéa Yrnoupyeiou Yyelag» (DEK Y.0.A.A.
685).

8. Tnv um’ oapBu. mpwt. A1B/r.NM.0k.3899/19-01-2017 Amodaon, pe Oéua «Metafifaon

OPMOSLOTATWY KAl TOU SIKALWUATOG UTtoypadng eyypadwy «Me gvtoAr YrmoupyoU» oto eviko

lpappatéa tou Ymoupyeiou Yyelag» (MEK 94/B’/23-01-2017, AAA:6MNITA65DYO-IWE) omnwg
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oupmAnpwOnke pe tnv aptd. mpwt.A1B/I.N.0k.40077/26-05-2017 Amodoaon tou Ymoupyou
Yyeiag (DEK 1883/B/30-05-2017, AAA:QMNAE465DY0-TZ0) kat Tpomomolonke Ue Tig urt’ aplb.
npwt.: A1B/T.MN.ow. 65091/25-08-2017 (DEK 2993/B’/31-08-2017, AAA: 6IN0465MYO-E3H) kat
A1B/I.N.01k.88162/28-11-2017, (DEK 4234/B'/4-12-2017, AAA: QOE8465DYO-YMP) AntodAoeLg.

To ur’ ap. MPwTt.olk.97330/13-12-2018 £yypado, £k tou Mpadeiov tou MNevikol Mpappatéa Tou
Yrnoupyeiou Yyelag, pe To omolo Inteltal n ouykpoOTNOoN KoL O OPLOMOC HEAWV OTnV &V BEuatt
avadepopevn Opada Emonreiog.

ANOODAZIIZOYME

JuyKkpotoUue TuvtovioTiky Oudada Emormrteiag EBvikwv Mntpwwyv AcBevwy (Patient Registries),

Kot opl{oupe T LEAN QUTNG, XWPIC avamANpWTES, WE KATWTEPW:

1. FIANNOMOYAOS FEQPIIOS, MeVIKOG pappatéag tou Ymoupyeiou Yyeiag.

2. OHPAIO: EAEYOEPIO:, levikog latpog, AleuvBuvtic E.1.Y., Tevikog lMpoupatéag tng

latpikng Etatpeiag ABnvwv (IEA).

3. MHTPOY TANAMQTA, ElS1kOC MaBoAoyog oto lpadelo tou levikol Mpappatéa Tou

Yroupyeiou Yyelag.

4, MOAHMATAS IQANNHE, Dappakonoldg, Ewdikog TUuBoudog oto Mpadeio tou levikou

Mpoppatéa tou Yroupyeiou Yyeiag.

5. ZTEDANOMNOYAOZ MEQPTIOE, ELOIKOG ZuvepydTng Tou Yroupyou Yyeiag.

6. ZQrPA®OMNOYAOE AHMHTPIOZ, Noukog, ELSLkog Emotripovag amno tnv Apxn MNpootaciog

Agdopévwy MpoowrikoU Xapaktipa.

7. KAPANIKAS XAPAAAMNOZ, Senior Researcher HAektpovikng Yyelag EKMA, Méhog tou
PARENT (Cross Border Patient Registries Initiatives), ZUpuBouAog HAektpovikng Yyelog
™¢ latpikng Etatpeiog ABnvwv (IEA).

8. oaTiadoY  EAniaA,  Mpoiotapévn  YmodilelBuvong EWwkwv  Edapuoywv  tng

HAektpovikng AtakuBépvnong Kowwvikng Aodaiiong A.E.(HAIKA A.E.).

9. KANH XAPIKAEIA, Mpoiotapévn tou TuRpatog DapuakeutikoU 2xeSlaopol Kol

AwaBeonc Oapudakwy tou EBvikou Opyaviopou Napoxwv Yninpeowwv Yyeiag (EOMYY).
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10. ANO:TOAIAOY AIKATEPINH, Mpoedpog tng EAAnvikn g Opoomovdiag Kapkivou (EAAOK).

11. MAzIMAAH EAENH, Moplakog Bloddyog, Mélog A.2. tng MaveAnviag Evwong Zmaviwv

MNadnoswv (MEZMA).

12. AOANAZAKH: KQNSTANTINOEZ, EmioTnUOVIKOG Zuvepydtng, Topéag OLKOVOULKWY TNG

Yyeiag, EBvikn ZxoAn Anuoaoiag Yyeiag (EZAY).

13. TAPAZH: ITEDANOS , Faotpevtepoloyog, Eknpdowrog EOO.

14. POMNOTH ArTEAIKH, Qappakormoldg, Eknpdowrnog EOD.

15. PEOYMNIQTAKH EAENH, AvarmAnpwtpla KaBnyntpia Nopkng 2xoAng EKNA, Mpoedpog
¢ EBvikng Emtponr¢ BlonBikAg.

16. MANAAONOYAOZ AITEAOS, MaBoAdyog, Addktwp MNavemiotnpuiov ABnvwy, Eknmpoownog

KevtpwoU ZupBouliou Yyeiag (KEZY).

17. AnNOsTOAIAOY EIPHNH, T'ev. latpdg, AploBn EmoTnUOVIKA ZUVEPYATNG OTO £PYACTHPLO
KAwikng @appakodoyiag tou TuRpatog latpikng, tng ZXoAng Emotnuwy Yyeiag tou
ANO (Exmpoowrog tng Emtpornic AfloAdynonc).

Ta untpwa aocbevwv (Patient Registries) amoteAoUv akpoywviaio AiBo yia tn xdpaén
TOATIKWY Uyeiag, pe otdxo tn Staoddiion tng taxvtepng Sldyvwong, thg BEAtiotng
Beparmneiag, TNG AMOTEAECUATIKOTEPNG TIAPAKOAOVBNONG TwV acBevwy, aAAA Kol TNG TTAEOV

armodoTIKNG SLaxelplong Twv MOpwWV yla TNV Uyeia.

‘Epyo NG ZuvtovioTikng Ouadag Emormteiag , n omola €xel ouykpotnBel oto mAaiclo tng
«Emutponti¢ mapakoAouBnong tn¢ ¢GapUaKEUTIKAG Samdavng, tng OAokAnpwong Twv
SLoyvWOoTIKWY /OEPATEVTIKWY MPWTOKOAAWV KoL TNG SnULoupyiog UNTpwwv aoOevwv» Tou
apBpou 15 tng ok.3475/2014 Antddaong tou Y.Y.(B’'64) dnwg £xeL TpomomnonOei kat LoyVEL, n
omoiat Ba Aettoupyel oto mAaiclo Tou Ymoupyelou Yyelog, ywo tnv olokAnpwon TG

LETAPPUBULOTIKAG TtpooTidBeLag tou emiteAsital oto uotnua Yyeiag, ivat:

1. O >Juvtoviopog kot n emomteia twv Emotnuovikwy Opadwv Epyaociag mou Oa
ouykpotnBolv pe avtikeipevo tnv avamtuén kat mapakolouBOnon tng edappoynsg Twv
UNTPWWV Kot oL omoieg Ba amaptidovral and péAN TwV OVTIOTOLXWVY UE TO vOoohnua latpkwy
Etalpewwy, ue ekmpoowrnoug Mavemotnuiokwyv Oopéwv Kal pe ouppetoyn $opéwv mou

EKTIpOOWTOUV TOUG 0loBeveig.
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2. H kataypadr Twv UPLOTAUEVWY UNTPWWY, OAAA KOL TwV UDLOTAUEVWY TINYWV SE80UEVWY,

KOBWCE KoL TWV OXETIKWV KWEIKOTIOLOEWV.

3. H dlapopdwon Tou MAALolou avamTuéng Twv UNTPWWY, otnv KatevBuvaon tng cUMoYNAC,
enefepyaoioc kat afloAdynonc KAWVIKWVY Kal epyactnplokwy dedopévwy (real world data/real
world evidence), mou Ba adopolv oe mapapétpoug mou Ba kaBopilouv TNV eminmTwon
VOONUATWY KOl KATOOTACEWV uyelag, tn Olaxeipion, Tnv mopesia kal tnv £kBaocn,tnv
QTTOTEAECUATIKOTNTA TNG TAPeXOUEVNS dpovtidag, To kootog Bepameiag, Kabwg kal tnv

afLoAGyNnoN TWV UTNPECLWY UYELOG.

4. H dioapopdwan evog oxediou SlakuBEpvnong yla kaBs untpwo, £€tol wote n dlaxeiplon Kat
N EMLOTNUOVLKN eMomteia va Staodaliletl tnv moldTnTa Twv dedopévwy Kot va Slopopdwvel

oadeig moAltikég mpocPaong ota Sedopéva auta.

H Xuvtoviotiky Opada Emomteiag Oa mapoucidlel ywa emikUpwon otnv Emcponn
napoakoAovOnong tng GpappakeUTKAG darmdavng, tng oAoKARPWoNG TWV dtayvwotikwy /
OepAMEVTIKWV MPWTOKOAAWV Kal ThG dnioupyiog LNTpwwV acOevwv, TIC ELONYAOELS TWV

avwTEépw Emiotnuovikwy Ouadwy Epyaoiag.

Ma tnv uvlomoinon tou £pyou, oto mAaiclo tng ZuvtovioTikng Opadag Emomteiag, Oa

OUMMETEXOUV WG CUUPBOUAOL, OL KATWOL EEWTEPLKOL EUMELPOYVWLOVEG:
1. TomAz GORNIK, Co-Chair of openEHR Foundation,CEO at Marand.

2. MATIC MEGLIC, MD, PhD, MBA, Digital Health Director at Medtronic, SNOMED Management

Board Member.
3. IVAN PRISTAS, MD, PhD, CEO at Croatian Institute of Public Health.
4, PERSEPHONE DouPI, Senior Researcher, THL-National Institute for Health & Welfare, Finland.
5. WimMm GOETTSCH, Netherlands Healthcareb Institute (ZINL), EUnetHTA.

6. FRANCOIS MEYER, Advisor to the President, International Affairs at HAUTE AUTORITE DE

SANTE (The French National Authority for Health (HAS)

7. NIKLAS HEDBERG, Chief Pharmacist at TLV ( The Dental and Pharmaceutical Benefits Agency),

Sweden, Chair of the EUnetHTA Executive Board.
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JuvtovLoTtn¢ TG Opadag Emomtelag, opiletal o MANNONOYAO: FEQPTIOE, MeVIKOG MpapATENS
Tou Ymoupyeiou Yyeiag, pe avanAnpwth tov OHPAIO EAEYEEPIO, Meviko latpo, AleuBuvtr Tou

EZY.

lpappatéag tng Ouadag Emomteiag, opiletal n AEFANTH MAPIA, n omoio umnpetel oto

Mpadeio Tou Mevikou Mpappatéa tou Yroupysiou Yyelag.

Emonuaivetat ot ta €oda  petakivnong Kol SLOHOVAG TwV OVWTEPW EEWTEPLKWV
EUMELPOYVWHOVWY, Otav xpelootel va tafldéPouv otnv EAASa, mpoKelEvou va
OUMUETAOYOUV OE CUVOVTNOELG Epyooiag, OXETIKA Ue Ta MnTpwa AcBevwy, Ba koAUTTovTal

OO TG TILOTWOELS TOoU TipoUToAoyLopoU Tou Yroupyeiou Yyeiog.

H Onteia twv pedwv g Zuvtoviotikng Opadag Emomteiag EOvikwv Mntpwwv AcBevwv

(Patient Registries) AjyelL e TNV oAOKApwON TOU £PYOU TNG, APXOLEVN ATO TNV NUEPOUNVia

uroypadnc tg mapovoag Anddaong.

O FENIKOzZ TPAMMATEAZ2

FEQPrIOz NTANNOMNOYAO2z

MINAKAZ ANOAEKTON

A. ANOAEKTEZ A ENEPIEIA:

TA MEAH THZ OMAAAS ENONTEIAZ MEZQ THE TPAMMATEIAZ AYTHE, ( AETANTH MAPIAs, urtaAAnAou oto MNpadeio tou
levikou Mpappatéa Tou Yroupyeiou Yyeiag) .

B. EXQTEPIKH AIANOMH :

a. (Léow TuRpatog MpwtokoAAou)
1. AlevBuvon AvBpwrivou AuvapLKoU Kal ALOLKNTIKAG Yoot pLEng

-Tunua Opyavwong Kevtpikng Yiinpeoiag Kat Zuykpotnong ZuAhoyikwv Opydavwv (6)

B. (LEow nAektpovikoL Taxudpopeiouv)

1. Mpadeio Ymoupyou Yyelag.

2. lpadeio Avaminpwtn Yrmoupyou Yyeiag.
3. lpadeio MevikoL MNpappatéa.

5. lpadeio Npoiotapévou Mevikng AlebBuvong AlolknNTiKwy YIINpeoLwy Kol TEXVLKAG Yoot pLeng.
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