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1 Ewaywyn

210 mAaicio Tov Epyov «I'epupdvovtag LeyaAa optkd, YEVETIKE KOl ATPIKA OedoUEVA Yo TV
evpeia epappoyn g latpng Akpipeiog oty EAAGSw», Ko o cuykekpipéva g Evotntog
Epyociog «EEI: Anuovpyio Owoovotiuotos Mntpowv Noonudtwv» oYedIoAUe Kot
avantoéape tov Kardioyo Mytpowv o omoiog divel tn dvvatotnto oto latpikd [pocwmikd
g Y®pag (KAvikol yratpol, mavemiotnuiokol dGoKaAoL, EpELVNTEG LeTAED GAA®V) va avalnTd
o Mntpoa ta onoio avortdcsovtol oty EAAnviky Emkpdteia o dStoapopetikég achéveleg
KoL T 070l pmopet va supPovAevTel Yo TV gpyacic Tov.

H sicayoyn tov Mntpowv otov Katdhoyo Mntpoov Ba yivetat pe t ypfion uetodsdouévwv
T omoio aPopovY TANPOPOpieg OTMS N NUEPOUNViD dNULOVPYING TOL UNTPDOV, 01 SlUYVAOGCELG
TV ocbevav tov omoiov To otolryeio amobnkevovtar oto Mntpdo petad dAdwv. Ta
petadedopéva o omoia Bo ypnoiwomomBovv Yo Tov Katdroyo avtd, Pacilovionr ota
petadedopéva eketva Ta omoio. Tpoteivovion ota mAaicto tov European Rare Disease Registry

Infrastructure'.

2mv mapovoa ovagopd meptypdeovpe v 1M ékdoon tov Kataidyov Mnrpowv. Ilo
ovykekpyéva, oty Evomta 2 mapovsialovpe Twg ol YpOTEC UTOPOVY VO OTOKTHOOLV
apocfacny otov Katdhoyo Mntpowv. Zmnv Evotnta 3 napovcstdlovle TIC Ae1TovpyikoTnTes
nov vrootnpilel o Katdhoyog Mntpowv, kot téhog otnv Evotnta Error! Reference source

not found. divovpe (o pucpn TepiAnyn g TapovGag Avapopag.

! https://eu-rd-platform jrc.ec.europa.eu/erdri-description_en
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2 MpoéoBaocn Xpnotwv otov KatdAoyo Mntpwwv

Ymv mopodoo ékdoon Ttov Katoloyov Mnripowv, divetar m  dvvarotnto udvo o€

e&ovclodotpévoug yproteg va Exovv Tpocfaot otov Katdioyo Mntpomv.

2.1 Anuwoupyia Aoyaplacpol Xpnotwv

O Awyepiotig Tov Katoldyov Mntpomv gival veevfuvog yia T onpovpyio Aoyoplocpuon
APNOTAOV. AUEGMG LETA TN OTLLLOVPYIC TOV AOYUPIAGHOV, O XPHOTNG AAUPAVEL £V EVIUEPMTIKO
email to omoio mephapfdvel Evav civoesuo yia v €i60d6 Tov oto véo Aoyaplacpod (Ewkdva

1.

An administrator created an account for you at Rare Diseases Registry Ewepxopeva x

.~ GOMEDPRECISION 1:48 .. (pwv amd O AeTrTd)
L TIPOG EYL) ¥

jsaveta2,
A site administrator at Rare Diseases Registry has created an account for you. You may now log in by clicking this link or copying and pasting it into your browser:

http://83.212.224 97/user/reset/347/1742212129/U0KkTykaxqV3J-YKDni1FoVys0loYplrftkVG9XouTQ

This link can only be used once to log in and will lead you to a page where you can set your password.
After setting your password, you will be able to log in at hitp://83.212.224 97/user in the future using:

username: jsaveta2
password: Your password

-- Rare Diseases Registry team
Ewxova 1: Eviuépawon onuiovpyiag Loyapioouod

21 cvvéyela, 0 YPNOTNG avaKaTteLBuvETAL 6T CEAIdN OTOL TPEMEL VAL OPIGEL TOV KMOKO

TpocPacng otov Aoyopracpd tov (Eucova 2).

Set password

This is a one-time login for jsaveta2.
Click on this button to log in to the site and change your password.

This login can be used only once.

Eixova 2: Opiouos kwdikod mpoofoons
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2.2 Eiocodog
Kd&be @opd mov o ypriotng Béher va ecélber otov Katdhoyo Mnipowv, Oa mpénel va
YPNOYLOTOICEL TO email Kol TOV TPOCHOTIKO TOV KMOOKO OT®G TOV £XEL OPIcEL UETA TNV
dnuovpyia tov Aoyaplacpod tov (Ewova 3). Apod sioédbel otov Katdloyo, o ypriiog éxet
TN SVVaATOTNTA VO, ETIKALPOTOIGEL TA GTOLXEIR TOV AOYaplacoy Tov (username kol password)
HEG® TOL pevoL “My account” kot ot cvvéyela “Edit” To omoio gppaviletar oTnv Kopuen g
GEAIDNG.

Login

Login Reset your password

Username *

Enter your Rare Diseases Registry username

Password *

Enter the password that accompanies your username
Log in

Ewova 3: Eicodog oro avotnuo.

2.3 Enavadopd Kwdikol

Edv o ypriotng Eeydioet Tov kwdikd Tpocfact| Tov, pécw g enthoyng "Reset your Password"
umopel va glcdyetl To email Tov, KoL Vo TOL GTAAOVV 001 YIES Y10 TNV EXOVOPOPA TOV KMOOKOD
npocPaong (Ewova 4).

Reset your password

Log in Reset your password

Username or email address *

Password reset instructions will be sent to your registered email address.

Eixovo 4: Emovopopd, kwdikod
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3  AELTOUPYLKOTNTEG ZUCTHHOTOG

3.1 MpoBoAl Mntpwwv Noonuatwv

Metd, v emtrtuyn €icodo vog xpnotn 6to choTNU Kot uEcm tov Menu Item “Registries”, o
YPNOTNG Hmopel va del OAa Ta KaToywpnuéva otov Koatdhoyo Mntpomv, Mntpoa Noonudtov
elte va kotayopnoet €va véo. Axdpo el T dvvatdmrta vo avalntiost Mntpoa
YPNOLOTOLDOVTAS Ta PIATpa oV Ppickovtar 6To aptotepd LEPog g oeidag (Ewkova 5).

Filters
Recruitment

Registry name Acronym  area Country  Actions

Greek National Network of Precision EDIAK National Greece

Medicine in Cardiology and the

Registry name

Acronym Prevention of Sudden Death in the
Young
EDIMO Greece e
Recruitment area E‘
- None - v

Show 1 - 2 of 2 registries

Q, Search

+ Add registry

Ewxova 5: Ilpofoln Mytpodwv Noonudrwy

3.2 Kataywpnon Mntpwouv Noonpdtwv

O ypnotng pmopel vo kataympnoet éva véo Mntpmo Noonudtov otov Katdioyo Mntpowyv,
pécm g Aertovpyiog “Add Registry” (Ewova 6) Kol vo, GOUTANPMOGEL TO. UETAOESOUEVD TOL
omoia TEPLYPAPOVTOL AVOAVTIKG GTIG ETOUEVES VTTOEVOTNTEC.

Registries

Filters
Recruitment

Registry name Acronym area Country  Actions

Greek National Network of Precision EDIAK National Greece

Medicine in Cardiology and the

Registry name

Acronym Prevention of Sudden Death in the
Young
EDIMO Greece
Recruitment area @
- None - v

Show 1 - 2 of 2 registries

Q Search

=+ Add registry

Ewova 6: Kotoywpnon Mytpwov Noonudtwv
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3.2.1 Tlevikég NMAnpodopiegc Mntpwou
Tao petadedopéva To. omoio. YPMOLUOTOIOVVTIOL Yo TNV KOTOYpoen &vog Mntpdov otov
Kotdhoyo Mntpomv Kot To. omoia apopolV TiG YEVIKES TANpoPopieg vog Mrntpmov elval To
nopokdto (Ewova 7):
® Registry Name: TTAMpeg dvopa Mntpmov
® Acronym: Axpmvopo Mntpdov
® [Website: H 16100€lida Tov MnTpdov
® Description: Ovtoun TePypat] TOL 6KOToL T0V Mntpmov.
e Type of Registry: Tomog Mntp®ov, Kot o cuykekpléva ov 10 Mntpmo Bacileton og
VOGOKOEIKOVG 0o0eVEiC, o€ YeviKd TANOLGLO KTA.
e Type of Data Provider: TInyéc d€d0UévmV TOL GUVEICOEPOLY 6TO0 MNTPDO (TapoyoL
VYElOG, EPELVITIKA KEVTPO, ... )
® Registry Identifier: Avoyvoplotiké Mntpdov
® Year Established: Xpovog Anuovpyiog Mntpmov

¥ General Information

Registry name *

Acronym Website

Description *

A brief description of the registry's purpose or focus.

Type of registry * Type of data provider *

Registry identifier Year established

Year v

Ewova 7: I'evikég IAnpopopiec Mutpwov

3.2.2 MAnpodopiec Mntpwou
2y Evomnta avt coumeptrapfdvoviol To LeTadEO0UEVO T OTTOI0. APOPOVY GTIS VITOOOLES

ov PrAo&evoiv to ocvykekpévo o Mntpoo (Ewdva 8). Xe oporoyia GDPR ovclactikd

apopovv Tov Yrevhovo e Emelepyaciog tov Mntpwov.
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® Registry’s Location: H guowm 1 1 dotkntiky tonobecio oty omoio Ppickovrol ot
VTOOOUEG OV QLAOEEVOLY TO MnTpdo Ommg 1 TWOAN, M TEPLOYN, N KOl TO
Ivotttovto/I1dpopa.
e Contact Information of Registry Responsible: Ta, ototyglo. EXIKOVOVIOG TOV ATOLOV
nov gival vrevhuvvo Yo To MnTpdo. Ta oTorKEln CLVTA Elval To TOPAKAT®:
o Name of the registry's responsible person: Ovopoatendvopo vrgvfdvov
(nmopel va etvat o W1oKTATNG TOL MNTPMOL 1| KATO10G EKTPOGMTOG).
o Email address: Hhextpovikn AevBvvon Tayvdpopeiov
o Phone number: Trhepavikog ApiOudc (av vrdapyet)

o Address or postal details: AievBovvon

¥ Registry information

Registry's location

Institution *

Facility

Department *

Address * Postal code *
City * Country *
Greece v

Contact information of registry responsible

First name * Last name *
Academic title/degree Position
Email address * Phone number *

Ewcova 8: [TAnpopopicsc Mntpdov
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3.2.3 NAnpodopieg Noonpdatwv

2TV evotNnTo. 0T GLUTEPIAAUPAVOVTOL TO LETASEGOUEVA TO OTTOI0 OPOPOVV GTO VOGTILOATOL

TV acbevov Tov kataypdeovial gto MnTpoo :

e ICD-11 Code(s): Xpnoiuomowodpue tnv evdékotn ovabedpnon g Atebvoig

Ta&wounong Noonudrtwv n onoia avrikadiotd to ICD-10 o¢ naykdsuto TpdTumTo yio
TNV KATOypoen TANPOQOPLOV VYelag Kot attidv Bavdtov. Oleg ol ekdOCELS NG
O1eBvoig Ta&vounong Voo LAT®V avaTTOGGOVTOL KOl EVILEPMVOVTOL ETNGIMG 0o TOV
[Moykéouo Opyaviopd Yyeiag.

Onwg eaivetar kal oty Ewova 9, o ypnotmg wropei va avalntioet pe AEEelg KAl ta

voonuata Kot vo emAEEEL omd TNV Aloto Kodwmv ICD-11 mov eppaviferor avtopata.

ICD-11 code(s)

ICD-11 code

Search rare disease
cardiomyopathy in tH

Guessing the word being typed Filter

Word list Destination Entities
sort :| Relatedness/repetition sort: | Matching score
thiamine BC43.Y Dilated cardiomyopathy due to thiamine deficiency ¥ 3 [Details
thyrotoxicosis BC43.01 Nonfamilial dilated cardiomyopathy 3 [Deta
Dilated cardiomyopathy due to thyratoxicosis D
» >

Code
Title

¥ Rare Diseases

ICD-11 code(s)

Search rare disease

Enter keywords to search for a rare disease...

Code

Title

10
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ICD-11 code(s)

ICD-11 code

Search rare disease

Enter keywords to search for a rare disease.

Code

BC43.Y/5B5A

Title

Dilated cardiomyopathy due to thiamine deficiency

Ewcova 9: Avalijtnon paocer ICD-11

3.2.4 NAnpodopieg NAnBuopoL
2TV evoTnTo oVt CUUTEPIAUUPAVOVTOL TO LETAOESOUEVD TO, OTTOL0 OPOPOVYV GTOV TANOVGLO
TOV aclevdv mov Exovv Kotaypapel 6To Mntpdo ta omoia gival ta mwapokdato (Ewdva, 10):
® Recruitment Area: H yewypo@iki meployn amd v omoio. GUAAEYOVTOL TA, SEGOUEV
OV KATAYPAPOVTAL 6TO MNTpido (TEPLPePELOKT EVOTNTO, YDPO, NTEOG, ... )
® Recruitment Dates: H mepiodog Katd tn dtdpKela TG omoing GUALEYOVTOL TO SESOUEVO.
® Current Number of Cases: O oplBudc TOV TEPMTOCEDV TOV KOTOYPAPOVIOL GTO
Mntpmo.
e Data Sources: Ot anyéc 6edopévmv ol omoieg TPoPodoTodV 10 Mntpdo. (e.g.,

VOGOKoOEln, epyaoTnpla, pdKelol acBevav, ...).

¥ Population information
Recruitment area

- Select - ~

Recruitment start date Recruitment end date

Current number of cases * Data sources

Ewcova 10: [Tinpogopics I1AnOvouod

3.2.5 MAnpodopieg Yneubuvou

2V evotnta auTi cuumepAapavovtol Ta LeTadedopéva Ta omoia apopovv Tov velvvo Tov
Mntpdov (Ewova 11). Ze oporoyio GDPR, ta ototyeio avtd apopovv gkeivoug ot omoiot etvat
YrevBuvor Enelepyaciog.

® Registry Owner: To dtopo 1 0 opyovicOg 6Tov omtoio aviikel to Mntpmo.

11
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® Responsible Person: Ta ototyeio emkowvmviag tov vrevbuvov tov Mntpmov 660

aeopd oTIC Agrtovpyiec Tov MnTpdov.

O

O

Name: Ovopatendvopo Yrevdovov
Email Address: Hhextpoviki] AtevBuvon Ymevfovou
Contact phone number: Tniepwvikdc ApiOudc Yrevdvvou
Address: AebBvvon Yrevbiovoo
Role in Registry Management: Polog omn odwayeipion tov Mmnipdov

(vmevBuvog duyeipiong dedopévav, vtevBovvog Epyov, KTA.)

e (ollaboration Contact Information: Xtotyeia Entkotveviag Tov vrevfovou yia miboveg

ouvepyocieg MNTp®OoL pe GAAOVG OPYOVIGUOVS/ GTOUA.

¥ Responsible

Registry owner *

Owner

Responsible person

First name *

*

Email address

Address *

City *

Last name *

Phone number ¥

Postal code *

Country *

Greece A

Role in registry management

- None -

Collaboration contact information

Ewovo 11: Inpopopies Yaevotivoo

3.2.6 NAnpodopicg YnevOuvou MNpoowrniikwv AsdopeEvwv

2NV €vOTNTA OLTY] CUUTEPIACLPAVOVTOL TO, LETOOESOUEVA T OTTOL0L CLPOPOVV T GTOLYELD TOV

YnevBuvou [Ipoconikmv Agdopévov tov Mntpoov (Ewova 12).

12
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® Name: Ovopotendvopo tov Yrevbvvov [poconikdv Asdopévav tov Mntpdov.
® FEmail Address: Hlextpovikn AtevBvvon tov Yrevdovov [pocomikdv Aedouévov tov

Mntpwov.
Data protection officer information

First name * Last name *

Email address *

Ewcova 12: Ilnpogpopiss YrevOvvoo [poowmikdv Asdousvawv

3.2.7 EmutAféov NAnpodopicg
Téhog 0 xpNoTNG £xEL TN SVVATOTNTA VO KATOYPAYEL ETMTAEOV TANPOPOPIES Y10 TO MNTPDOO e
™ popen erevBepov keyévou (Eucova 13).

Additional information

Ewova 13: Emmiéov Iinpogopies

3.3 MpoPoAn kot Enegepyaoia Kataywpnong Mntpwou Noonpdtwv
AT TNV KEVIPIKT GEAID KOt HECH TV KOLUTLOV 6T0 de&l pépog g 006vng (Error! Reference
source not found.), o ypoTNg £XEL TN SLVATOTNTO TPOPOANG TOV KATAXWOPNCEDY ALY KoL

eme€epyaciog TG KOToMPNOoNG TOV.

Filters
Recruitment

Registry name Acronym  area Country  Actions

Greek National Network of Precision EDIAK National Greece

Medicine in Cardiology and the

Registry name

Acronym Prevention of Sudden Death in the
Young
EDIMO Greece
Recruitment area @ } @ }
- None - v

Show 1 - 2 of 2 registries

Q, Search

=+ Add registry

Ewxova 14: Ipofoln kou Ernelepyacio Karoywpnons Mytpwov Noonudrwv
13
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3.4 Apyxeio Apactnplotitwv Kataywpnong

Méom g TpoPoAng TG KoTay®pnong Kot tov tab “Activity log” o ypriiotng £xet T dvvaToTnTA
TPOoPOANG evOG avaALTIKOD OpYEIOD dPAGTNPIOTHTOV OTMG TIG OAAAYEG TTOV £)EL KAVEL GTNV
KOTOY®OPNGT TOL KaOMG Kal TNV TpoPoin g Kataydpnong tov ond ahiovg (Error! Reference

source not found.).

View Edit Activity log
View of record by the user jsaveta at 17/03/2025 - 12:32
View of record by the user fundul at 17/03/2025 - 12:31
View of record by the user jsaveta at 17/03/2025 - 12:30

¥ Update of draft record by the user jsaveta at 17/03/2025 - 12:30

Field Changes
Type of registry 0 — -Healthcare planning + Epidemiological
Type of data provider 0 - Univesity hospital

» Update of draft record by the user jsaveta at 17/03/2025 - 12:30
View of record by the user jsaveta at 17/03/2025 - 12:30
View of record by the user jsaveta at 17/03/2025 - 12:30

» Creation of draft record by the user jsaveta at 17/03/2025 - 12:27

Ewcova 15: Apyeio Apaatnpiotitwy katoywpnons
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4 FuumepAacpoTa.
2TV TapovGa ovVapopd TOPOVGCIAGOE TNV TPATN £kdooT Tov Katakdyov Mntpdwv Tov omoio
avamtoooovpe ota mAaicloe g Evomntoag Epyoociag «EEI: Anuiovpyio Okoovothuozog
Mnypowv Noonudatwvy tov ‘Epyov «lepupavovias ueydio opikd, yeVvETIKG Kol 1OTPIKG
dedouéva. yra. v evpeio epopuoyy e lotpixns Axpifeioc oty EAAadoy. H emopevn ékdoon
tov Kataddyov Mntpowv, 0o vrootnpilel to mopakdtm:

1. epmlovtiopds TV Giktpov avalnTnong TeV UNTpa®v

2. duvaTOTNTO KOTOYMPNONE TOAATADY EKOOGEWDV GVA UNTPHOO

3. Kotaypa®n TV Yovidiov Kol HETOAAGEE®V 7OV VIAPYOLV GTA Oedouévo EVOG

Mntpmdov

15
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