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1 Ewaywyn

210 mAaiocta Tov Epyov «I'epupdvovtag LeyaA optKd, YEVETIKE KOl A TPLIKA OESOUEVA YO TV
evpeia epappoyn g latpikng Akpipeiog oty EAAGSw», Ko o cvykekpipéva g Evotntog
Epyaciag «EEIL: Anuovpyio Owoovotiuotos Mntpowv Noonudtwv»y oyeddoope Kot
avantoéape tov Kardioyo Mytpowyv o omoiog divel t dvvatotnta oto latpikd [Ipocwmikd
™G YoOpag (KAviKol ylatpol, Tavemiotniiokol dGoKalol, EpELVNTEG HeTa&y GAA®V) va avalntd
o Mntpda ta omoia dnpovpyovvtarl otnv EAAnvikn Emkpdrteia yia diapopetikéc achéveieg
KoL Tt ool pmopel va GUUPBOLAEVTEL Yo TV £pEVVA TOL.

H sioayoyq tov Mntpoov Noonudtov otov Katdhoyo Mntpow@v mpoayuatomoteiton pe
APNON UETAIEDOUEV@WY TO, OTOL0, POPOVY TANPOPOPIEC OTTMG 1| MUEPOUNVia, dMovpyiag Tov
unTpdov, ot Kodikoi ICD11 tov voonudtowv mov a@opovv ota Mntpma peta&d dAiwv. To
petadedopévo to omoia Ba ypnoyomoinbovv yw Tov KoTAAoyo ovtd, Pacilovial ota
petadedopéva exeiva to omoio. Tpoteivovtal oto mhaicta tov European Rare Disease Registry
Infrastructure! Soceaiilovrac cvuPoatdmto Kot StarertovpydTnTo. pE GAAEG TNYEC

dedopévav (Mntpoda AcBevav, [Tinpopoplaxd Xvotiuata Nocokopeiov peta&h dArmv).

! https://eu-rd-platform jrc.ec.europa.eu/erdri-description_en
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Y10 apdv [apadotéo mapovoidletol n tedikn €kdoon tov Kataldoyov Mntpodwv, e 6Komd
TNV TANPT TEKUNPIOOT] TOV SUVOTOTHTOV TOV GUGTHILOTOG KO TG TEXVOAOYIKTG TOV VTOJOUNG.
Ymv Evomra 2, meprypdoetal o unyaviopog dwoyeiptong ypnotaov otov Katdioyo Mntpowv
KaOdC KOl 0 UNYOVIGHOG LEGM TOV 0010V Ol YPNGTEC UTOPOVV VO ATOKTNGOVY TpOGPacn o€
oVTOV, KAAVTTTOVTOG S10d1KOGIES OTTMG 1) dnLuovpyio Aoyaplacol, 1 l0000G Kol 1) EXAVIPopd
N M ahayn tov Kodikov mpdcPacnc. v Evomrta 3 moapovcidlovial AEmTopep®S Ot
AELTOVPYIKOTNTEG TOV CLGTNUATOC, Ol TEYVOLOYIEG TOV ¥PNGLULOTOM O KAY Y10 TV LAOTOINGN

10V KaOOG Ko M e€aywyn Sedopévav coppova pe to tpdtuno HealthDCAT-AP2.

2 https://healthdcat-ap.github.io/
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2

NpdoBaon Xpnotwv otov KataAoyo Mntpwwv

Ymv mopodoa €xdoon tov Kataidyov Mnrpowv, Sivetor m dvvatdtmta podvo og

€€0VG1030TNIEVOLE YPNOTEC VO EXOVV TPOGPaoT| GE AVTOV.

2.1

Anpwoupyia Aoyaplocpol Xpnotwv

O Awyeprotig tov Kataidyov Mntpowv givor vredBuvog yio, T dnuovpyio Aoyoplacumy

xpnotav. O Aloyepiotig dnuovpyel Tov AOYOPIGUO TOV YPNOTH YPNCIUOTOLDVTAG MG

username 1o e-mail Tov 0evTEPOL. AUECMOG LETA TN OMovpyict TOV AOYOPlGHOD TOV, O

xpNotg AapPavel éva evnuepwtikd email o omoio meprhapfdvel évav chvdoesuo yo v

€lc0do oto Aoyaplacud tov (Ewdva 1).

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

GOMEDPRECISION 1:48 .. (pwv amd O AeTrTd)
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

21N GUVEYELD, O YPNOTNG avoKaTELOVVETAL GTI GEAIdN OOV TTPEMEL VO, OPICEL TOV VEO KOIIKO

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 Eicodog otov Kataloyo Mntpwwv

Kd&Be popd mov o ypnotng BéAet va amoxtiogl TpocPacn otov Katdhoyo Mntpowmv, Ba tpénet
V0. YPNCLOTOOEL TO username/e-mail Tov Kol TOV TPOSOTIKO TOV KMOKO OTMG TOV £XEL OPIGEL
petd v dmuovpyion Tov Aoyaplacpod tov (Ewodva 3). Aeod ecédber otov Katdroyo, o
YPNOTNG EYEL TN SVVOTOTNTO VO, ETIKULPOTOGEL TO, GTOLYEIN TOV AoYaplocpod Tov (username
kot password) péow tov pevod “My account” emidéyovrag otn ovvéyewo “Edit”, emoyn n
omoia epupavifeTol oTnv KOPLPTN NG GEMDAG.

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 ypriotg Eexdoet Tov kwdikd mpdcsPacng Tov, pécw tng emioyng "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  Aswtoupykotnteg KataAoyou Mntpwwv

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
YPNOWLOTOLDOVTOS TO PIATpa TTov Ppickovtal 610 aplotepd pépog g oeridag (Ewdva 5). Me
to eiktpa wapéyetal  dvvatdmra yevikng avalnmong (General Search), n omola KoAvmTEL
oA Ta KaToy@pnuéva Ttedio petadedopévav. [oapdiinia, etvar Stabéoiun kot 1 e&gdikevpévn
avalnInon o€ CLYKEKPIUEVA TEDTN, Kol TTo GLYKEKPIUEVA, To Registry Name, To Acronym, T0

Recruitment Area kot to ICD-11 Code/Title.

Filters
Recruitment
General search Registry name Acronym area Country  Actions
Malecular Genetics Unit MGU Regional Greece @ | 2 |
Registry name . . R —
Human Molecular Genetics HMG_NCSRD  National Greece @ | - |

MCSRD

Acronym Show 1 - 2 of 2 registries

Recruitment area

- Mone - hd

ICD-11 code/title

Q, Search

Ewxova 5: Ilpofolny Mytpodwv Noonudrwy

3.2 Kataywpnon Mntpwou Noonudtwv
O ypog pmopel va katoympnoet Eva véo Mntpdo Noonpdtov otov Katdioyo Mntpowv,
péom g Aertovpyliog “Add Registry” (Ewova 6) Kol vo. GOUTANPOGEL ToL LETAOESOUEVA TOL

omoia TEPLYPAPOVTOL AVOAVTIKG OTIG ETOUEVES VITOEVOTNTEG,.
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Filters

Recruitment
General search Registry name Acronym area Country  Actions
Molecular Genetics Unit MGU Regional Greece @ |——4|
Registry name —
Human Molecular Genetics HMG_NCSRD  Naticnal Greece @ | g |
NCSRD ;

Acronym Show 1 - 2 of 2 registries

Recruitment area

- None - v

ICD-11 code/title

Q search

Ewova 6: Kotoywpnon Mytpwov Noonudrwv

3.2.1 Tlevikég MAnpodopiec Mntpwou
Ta petadedopéva T0 0TOl0L ¥PMOLLOTOIOVVTIOL YL TNV KOTOYpoen &€vOg Mntpoov oTtov
Koatdhoyo Mntpodmv Kot to omola apopolv Tig YeViKES TANpopopieg evog Mntpdov elvar ta
nmopaxdte (Ewova 7):
® Registry Name: ITApe¢ 6vopo MnTpdov
e Acronym: Axpdvopo Mntpdov
e Website: H 1ctocelido Tov Mntpdov
® Description: LOVIOUN TEPLYPUPT| TOL CKOTOV TOL MnTpMdOv
e Type of Registry: TOmog Mntpdov, Kot o cuykekpiuéva ov 1o Mntpdo Bacileton og
VOGOKOUEWKOVG 0o0evels, og Yevikd TANOLGHO KTA.
e Type of Data Provider: TInyéc d€dopévmv TOL GLUVEICOEPOLY 6TO MNTPdO (TApoyoL
VYELOG, EPEVLVITIKG KEVTPO, ... )
® Registry Identifier: Avoyvaopiotiké Mntpdov
® Year Established: Xpdvog Anpovpyiag Mntpdov

EM&BQ 2 0 e Me Tn XxpnuarodoéTnon
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¥ 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'evirég [TAnpopopiec Mytpaov

3.2.2 NAnpodopieg Yrnodopwv Mntpwou
Ymv Evomta avt coumeptrappdvovtol To LeTadeS0UEVO T OTTOI0. APOPOVY GTIG VITOOOLES
oL PLAEEVOUV T0 cuykekpluévo To Mntpoo (Ewkéva 8). e oporoyia GDPR éva vrosvuvoro
ToVG aPopd Tov YrebvbBvvo e Enelepyacios tov Mytpaov.
® Registry’s Location: H @uown 1| 1 dtotkntik tortobesio oty omoia Ppiokovtal ot
VROOOUES OV ELAOEEVOLV TO MnTpdo Ommg 1 WOAN, M TEPLOYN, N KOl TO
Ivotitouto/I16pupa
e Contact Information of Registry Responsible: To. atoygia emukovoviag Tov atOHov
7oV &tvarl vrevBuvo Yo 0 MnTpmo. Ta cToryeio avTd ival Ta TUPUKATO:
o Name of the registry's responsible person: Ovouatendvopo vrevBivov
(umopel va etvat 0 1310KTHTNG TOL MNTPMOL 1 KATOL0G EKTPOGMTOC)
o Email address: Hiextpovikn Atevfuven Tayvdpoueiov Yrevfhvov Mntpmdov
o Phone number: Tniepwvikog AptOuog Ynevbovov Mntpmov (av vrdpyet)

o Address or postal details: AievBovon Yrevfhvov Mntpmov

3.2.3 NAnpodopieg Noonuatwv Mntpwou
2V evoTNTo TN GLUTEPIAAUPAVOVTOL TO LETAOESOUEVE TOL OTTOI0, POPOVY GTO VOGTIUATO,
TOV 00OEVOV TOL KATUYPAPOVTUL GTO CLYKEKPLUEVO MNTP®O :
e ICD-11 Code(s): Ztov Katdloyo Mnipdwv, YpnoLLOTOIO0UE TNV EVOEKNTN
avafedpnon g Aebvoidg Ta&vounong Noonudtwv (ICD-11%) n onoia avtikadiotd

3 https://icd.who.int/en/
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10 ICD-10 ®g marykodGo TpdTLTO Y10 TNV KOTOYPOOT] TATPOPOPI®Y VYEING KOl LTIV

OovdTov. Oleg ot ekdocelg TNE 01EBVOVG TAEIVOUNGNC VOOT|LATOV OVOTTOGCOVTOL KO

gvnuepmvovtal emoing and tov Haykdouo Opyavioud Yyeiog (WHO?).

¥ Registry information

Registry’s location

Institution *

Facility

Department ¥

Address *

City *

Contact information of registry responsible

First name *

Academic title/degree

Email address *

Exova 8: Ilinpogopies Yrodouwmv Mytpmov

Postal code *

Country *

Greece v

Last name *

Position

Phone number *

Onwg eaiveton kot oty Ewova 9, o ypiiome umopei va avalnmost pe Aé€eilg kKAed1d ta

voonuata kol vo emiéEet amd v Mota kwdikav ICD-11 ov gupavileTol To voomn o Tov Tov

EVOL0QEPEL.

* https://www.who.int/
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ICD-11 code(s)

1CD-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/se54  Dilated cardiomyopathy due to thiamine deficiency +13 [Details]
thyrotoxicosis BC43.01 Nonfamilial dilated cardiomyopathy ) [Detalls| -
Dilated cardiomyopathy due to thyrotoxicosis @® =
4 [ 2K | »
Code
Title

¥ Rare Diseases

ICD-11 code(s)

Search rare disease

Enter keywords to search for a rare disease...

Code

@0C

Title

ICD-11 code(s)

ICD-11 code

Search rare disease

Enter keywords to search for a rare disease...

Code

@
G

BC43.Y/5B5A

Title

Dilated cardiomyopathy due to thiamine deficiency

Ewova 9: Avaliytnon pooer ICD-11

3.2.4 NAnpodopieg NAnOBucpov Mntpwou
2y evotnTa ot cupTePAaUPAvovTal To LETASESOUEVA TO, OTTO10 0POPOVV GTOV TANOVGUO
Tov acbevadv Tov £xovv kataypagel ota Mntpda mov cupmreptiopupavoviol otov Katdioyo
Mntpowv (Euova 10):

11
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® Recruitment Area: H yewypo@ikn meploy ond v omoio cuAiéyovtar ta dedouéva
OV KATOYPAPOVTOL 0€ EVOMNTPDO (TEPLPEPELIKT EVOTNTA, YDPO, NTEPOG, ... )
® Recruitment Dates: H mepiodoc katd tn d1dpketa g omoiog GUAAEYOVTOL TO dEGOUEVA
evog Mntpdov
e Current Number of Cases: O aplOudg TV TEPITTOCED®V TOV KATOYPAPOVTIOL GE EVaL
Mntpmo
® Data Sources: O mnyég d6edopévev ol omoieg Tpo@odotovv éve Mntpwo. (e.g.,
VOGOKOWEIN, EPYOGTNPLO, PAKELOL achevdy, ...).
¥ Population information
Recruitment area *
- Select - v
Recruitment start date Recruitment end date
Current number of cases * Data sources

Ewcova 10: Inpopopieg I nBvouod

3.2.5

MAnpodopieg YreuBuvou Mntpwou

2NV evOTNTA OLTH GUUTEPIAAUBEVOVTOL TO LETAOEOOLEVE TO, OTTOTC, APOPOVY TOV LITEVBVVO TOL

Mntpmov (Ewéva 11). Ze oporoyia GDPR, éva vtochvoro avTdV TV GTOLEI®V 0pOPE GTOV

YrebOvvo Enelepyaoios.

Registry Owner: To GTol0 1| 0 OPYOVICUOG GTOV 0010 OviiKeL TO MNTpdO
Same as registry responsible: Edv ta ototygio apopovv 1o {10 dTopo e To omoio £yel
ocupmAnpmBel kot wg Yrevbuvog Yrodopumv MnTpdov 10te EMAEYOVTOG TO TEDIO AVTO
avtrypagpovtol to tedia First Name, Last Name, Email Address koi Phone number
Responsible Person: Ta otoyeio emukovoviag tov vrevbivov tov Mntpoov 660
apopd oTic Aettovpyieg Tov MnTp®OUL.

o First Name, Last Name: Ovopatendvopo Ynevfovoo

o Email Address: Hiextpovikn AievBovvon Ymevfovov

o Phone number: Tniepwvikog AptOpnog Ynevbiovov

o Address: AievBuvon Yrevbiovou

o Role in Registry Management: PoOlog otn dwyeipion tov Mntpdov

(vmevBuvog dwyeipiong dedopévav, vtevBuvvog Epyov, KTA.)

Collaboration Contact Information: Ztotyeio Emkowvaviag tov vrevfiovov yio mbavég
oLveEPYAGiEG TOV gV AdY® MNTP®OL pe AAAOVS OPYOVIGLOVS/ATOLL.

12
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¥ Responsible

Registry owner *

Owner

Same as registry responsible

Responsible person

First name *

Email address *

Address

City *

Role in registry management

- None -

Collaboration contact information

Ewovo 11: I npopopies Yrevbivoo Mytpdov

Last name *

Phone number *

Postal code ¥

Country *

Greece M

3.2.6 NAnpodopieg YnevBuvou Npoownikwv Asdopévwv

2V evOTNTO 0T GUUTEPIAOUPAVOVTOL TO LETAGESOUEVO TO, OO0 OPOPOVV T GTOLYEIN TOV

YrevBuvov [Ipoconikmv Agdopévav tov Mntpaoov (Ewdva, 12).

e [First Name, Last Name: Ovopotendvopo tov Yrevbuvov Tlpocomikdv Agdopévov

Tov MnTpdov.

e Email Address: Hlextpovikn AtebBvuvon tov YrevBovov llpocomikdv Agdopévov tov

Mntpdov.

ENMada 2.0
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Data protection officer information

* *

First name Last name

Email address *

Ewova 12: Inpopopies YaevGvvoo [lpocwmixwv Aedopévawv

3.2.7 EmumAéov NAnpodopiseg
Téhog 0 xpNoTNG £xEL TN SVVATOTNTA VO KATOYPAYEL ETTAEOV TANPOPOPIES Y10 TO MNTPDOO e

TN nopo1| erevbepov keyévov (Ewcova 13).

Additional information

Ewxova 13: Emmiéov [1inpopopies

3.3 Kataywpnon véag ékdoong Mntpwou Noonuatwv
Mécm Tov kevTpuko pevov «My Registriesy, mov Bpioketal 6to mwhve 6610 Hépog tng celidag,
0 ypNot¢ pmopet va TpoPdrel, eneepyaotel 1 va. daypayel ta Mntpda Noonuétwv o, oroio

€Yel KOTOy®PNoEL. TN véa €kdoon Tov Kataidyov Mntpoov, €xel tpootebei 1 duvatdtnta

14
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KOTOY®OPNONG HOG VENG EKOOCTG EVOG DTTAPYOVTOG UNTPDOV, SIELVKOADVOVTAG TV EVIUEPMCT

kot dwoyeipton twv Mntpoov (Ewova 14).

Filters

Recruitment
Registry name Acronym area Country  Actions
General search
Molecular Genetics Unit MGU Regional Greece @ | @ | g ‘ | +
istry name —r—
Registry Human Molecular Genetics  HMG_NCSRD  National see (o)) [u]
NCSRD —J—J L
Acronym Show 1 - 2 of 2 registries
Recruitment area
- None - v
Latest version
- None - v
Is deleted
- None - v

ICD-11 code/title

+ Add registry

Eixova 14: O1 katoywpnoeig oo

3.4 MNpoPoAn, Enegepyaocia kot Ataypadn Kataxwpnong Mntpwouv Noonpdtwv
ATd v KevIpikr| oeMOA Kol LEG® TV EMAOYADV TOL epavitovtor oto de&i pépog tng 006vng
(Ewova 15) o ypriotng €xel T duvatdtnta Tpoforng OA®V TV KOTOX®PNoEDY, KaBDS Kot TG

enekepyaciog Kot Sloypoeng Tovg.

15
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Filters
Recruitment
Registry name Acronym area Country  Actions

Molecular Genetics Unit MGU Regional Greece E]
Human Molecular Genetics ~ HMG_NCSRD  National Greece [
NCSRD

Acronym Show 1 - 2 of 2 registries

General search

Registry name

Recruitment area

- None - v

ICD-11 code/title

Q Search

Ewova 15: Ipofoln kou Erxelepyacio Koroywpnons Mntpwov Noonudrwv

3.5 Apyxeio Apactnplotitwyv Kataywpnong

Méow g mpoPoing g KaTay®dpMnong Kot tng emioyng “Activity log” o ypfotng €xel
SuvatoTnTo TPOPOANG EVOG OVOADTIKOD apyeiov dPaCTNPLOTHTOV OTMG TIG AALAYEG TTOV E)EL
KAvel 0TI kaToy@pNoel; Mntpdov Kobmg Kol TIC TPOPOAEG TOV KOTOX®PNOE®V TOL OTO

dArovg ypnoteg (Ewdva, 16).

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

Exova 16: Apyeio Apaotnprotitwy kotoyopnons
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3.6 ESaywyn debopévwy os mpotuno HealthDCAT-AP

To mpoétuno HealthDCAT-AP?, 10 omoio anotedel eEeidikevon tov uPpOTOIKOD TPOTHTLOL
DCAT-AP® y10. T Stodettovpyikn meptypagr] kot avtairayf GuVOA®V dedopévmv 6Tov Topéa
g vyeiag €yl og TpdTLTO e€nrymyNng dedopévav Tov Kataroyov.

H ypnon tov HealthDCAT-AP drocporilel T cvupudpemon Ue TIG TPOdOIoypPUPES OVOLKTOV
OedoUEVOV O gVPOTOTKO €mimMedo Kol OlevkoAvvel Tnv  avo{ntnomn, mpoécPacn Kot
EMOVAYPTOLUOTOINGT TOV 0£00UEVAOV amd POPEIC, Emaryyeluotiec vYeiog Kot EpELVNTEC.

To mpdtumo vrootpilel ™ Sapovi TeEKUMPIOoN TOV HETUOEOOUEVOV, EVIGYDOVTOC TN
SLOHAELTOVPYIKOTNTA LETAED SLOPOPETIKDOV TAUTPOPLDY KOl AmobeTnpimy.

H g&aywyn tov cuvorov dedopévav umopel va mpaypotonomel amevbeiog oo to mepifdiiov
ypno Tov Kataidyov Mntpoov, péow g emdoyng “Export” mov Bpicketatl 6to méve de&id
LEPOG TOV UEVOD, EMTPEMOVIOG GTOVG XPNOTES VO AAUPAVOLV Ta SESOUEVE GE TLTOTOMUEVT|
LOPOY| KOl VOL T XPTCLOTOL00V EDKOAN GE SLAPOPES EPOUPLOYEC KOl AVOADGELC.

[Na v evBuypdupon tov mediov tov cvotiuatog pe to mpoétvmo HealthDCAT-AP
TpoypatoromOnke avtictoiyion (mapping) TV Bactkadv ototyeiov tov Kataldyov Mntphov,
omwg eaivetar otov akorovbo mivaka (ITivakag 1). [oapabétovpe emiong kot £va EVOEKTIKO

napaderypa dedopévav og popen HealthDCAT-AP (Ewéva 17).

Xroyyeio Katarloyov Mntpod@v Yrovyeio HealthDCAT-AP \
Registry name dct:title

Acronym skos:altLabel

Website foaf:homepage

Description dct:description

Type of registry det:type

Type of data provider dct:publisher

Registry identifier dct:identifier

Year established dct:issued

Institution dcat:publisher

Facility schema:location

Department foaf:Organization

Address vcard:street-address

Postal code vcard:postal-code

City veard:localit

Country vcard:country-name

Responsible person dcat:contactPoint, a vcard:Individual
First name vcard:given-name

5 https://www.healthinformationportal.eu/healthdcat-ap

® https://interoperable-europe.ec.europa.eu/collection/semic-support-centre/dcat-ap
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https://www.healthinformationportal.eu/healthdcat-ap

Last name

vecard:family-name

Academic title/degree

vcard:honorific-prefix

Position

vcard:role

Email address

vcard:hasEmail

Phone number

vecard:hasTelephone

ICD-API response (foundationUri, code,
bestMatchText)

skos:Concept, dct:subject, skos:notation,
skos:prefLabel

Number of cases

schema:count

Recruitment area

schema:coverageArea

Recruitment start date

schema:startDate

Recruitment end date

schema:endDate

Current number of cases

schema:count

Data sources

dct:source

Owner dcat:contactPoint, a vcard:Individual
First name vcard:given-name
Last name vcard:family-name

Email address

vcard:hasEmail

Phone number

vcard:hasTelephone

Address vcard:street-address
Postal code vcard:postal-code
City vcard:locality
Country vcard:country-name

Role in registry management

veard:role

Data protection officer

dcat:contactPoint, a vcard:Individual

Collaboration contact information

vcard:note

First name

vcard:given-name

Last name

vecard:family-name

Email address

vecard:hasEmail

Additional information

dct:note

Iivoxag 1: Avuioroiyion mediwv Multi-omics ue ta ororyeio tov mpotomov HealthDCAT-AP
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@prefix dcat: <http://www.w3.org/ns/dcat#> .

@prefix dct: <http://purl.org/dc/terms/> .

@prefix foaf: <http://xmlns.com/foaf/0.1/> .

@prefix veard: <https://www.w3.org/TR/vcard-rdf/> .
@prefix schema: <https://schema.org/> .

@prefix skos: <http://www.w3.0rg/2004/02/skos/core#> .
@prefix xsd: <http://www.w3.0rg/2001/XMLSchema#> .

<http://multiomics.com/registry/31202> a dcat:Dataset ;

dct:title "Molecular Genetics Unit" ;

skos:altLabel "MGU" ;

dct:description "hereditary breast cancer " ;

dct:type "Patient driven" ;

dct:publisher "Univesity hospital" ;

dct:identifier "1159" ;

det:issued "2025-01-01T00:00:00+0200" ;

dcat:publisher "University of Patras" ;

foaf:Organization "School of Medicine" ;

dcat:contactPoint <http://multiomics.com/registry/31202/responsiblePerson> ;
dct:subject <http://multiomics.com/registry/31202/disease/282225286> ;
schema:coverageArea "Regional” ;

schema:count "2""xsd:integer ;

dct:source "Hospitals" ;

dct:creator "Molecular Genetics Unit" ;

dcat:contactPoint <http://multiomics.com/registry/31202/dpo> .

<http://multiomics.com/registry/31202/disease/282225286> a skos:Concept ;
det:subject <http://id.who.int/icd/entity/282225286> ;
skos:notation "BC43.Z" ;

skos:prefLabel "Cardiomyopathy, unspecified"@en .

<http://multiomics.com/registry/31202/responsiblePerson> a vcard:Individual ;
veard:given-name "Zoi" ;
veard:family-name "Lygerou" ;
vcard:hasEmail <mailto:molgenu@upatras.gr> ;
vcard:hasTelephone <tel:2610999999> ;
veard:hasAddress [ a veard:Address ;
veard:street-address "Asklipeiou 1" ;
vcard:postal-code "26504" ;
vcard:locality "Patras" ;

vcard:country-name "Greece" ] .

<http://multiomics.com/registry/31202/dpo> a vcard:Individual ;
vcard:given-name "Zoi"@el ;

veard:family-name "Lygerou"@el ;

vcard:hasEmail <mailto:example@upatras.gr> ;

vecard:role "Data Protection Officer"@en .
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3.7 Texvoloyieg YAomoinong Tou ZuoTAHATOC

3.7.1 Ap)ltektoviKn Kat Yrtodoun

H vrodopn tov cvothuotog £xel oxedlooTEL e YVOUOVO TNV EXEKTOCLLOTNTA, TV EVKOAIN
cuvtipnong kot v vynAn dwbeoipdmra. H apyrrektovikn tov Paciletor oe teyvoloyieg
EIKOVIKOTOINoNg Kot e101kOTEPU EYKIPMTIGHOV (containerization), pe ypnon tov Docker. KaOe
vanpecio.  ekteAeiton ¢ aveEdptnTo container, aKOAOVOMVTAG TNV OPYLTEKTOVIKN
piKpodmnpecidv  (microservices architecture). Me avtdov tov Tpdémo  dwoeoiiletor 1
amoudvmon kot 1 ove&apTnoia ToV VINPESIOV, EVEO KabioTatal duvatn 1 EOKOAN EVIUEP®OT)
N N OVTIKOTAGTOON EMUEPOVG TUNUATOV Ywpig dakomn Aeitovpyiog tov Kotaldyov. H
GUYKEKPIUEVT] TTPOCEYYIOT] TPOOPEPEL CNUAVTIKA TAEOVEKTNUOTO, KOOMG EMTPEMEL LYNAR
EMEKTAGILOTNTO Kot EVEMEID 6TV AVATTUEN VEDV VANPECIOVY, EVD SIEVKOADVEL TN GUVTHPN O
Kot v evnuépwon tov Kataidyov. EmmAéov, n oamopdévmon Tov HuKpoHNPESIOV EVIGYDEL
TV 0oQAiela Kot TV a&lomoTio, VO 1 SUVOTOTNTO CVTOUOTNG ETUVEKKIVIONG TV containers
ouupdider ot otabepn Acttovpyia g TAatedpuag. H avarntuén umopei va mpocapudletan

€0KOA0, € O10POPETIKG TEPPAALOVTO (SOKILOGTIKO, TOpay®YLKd, cloud 1 Tomikd).

3.7.2 AnoOnkeucon AsSopévwv

H anobnkevon t@v edopévov TPayLaTOTOLEITOL LLE TN YXPTON TNG OYECLOKNG PAonc dedopuévav
MariaDB. H Bdaon opyavaverol o€ mivakeg yio 0 mepieyopevo tov Koataidyov Mntpowv.
YroompiCovtor pnyavicpoi avtiypdeov acealeiog (backups) kot replication, ®ote va
eEaopariletorl 1 adtddelmtTn Asttovpyia Kot 1) avOeKTIKOTNTA EVOVTL ATOAELDV OESOUEVDV.

H ypnion ¢ MariaDB mpoceéper mAnbog mieovektnudtov, kobmg amotelel @puun Kot
admiotn AOon avoytod KOdKe pHe LVYNAY otabepotnto Kot €EQPETIKEG EMOOCELS.
Evoouatovetor evkoda pe ™ yAdwooa PHP kai 1o evotua Drupal, vroompilel clustering kot

replication.

3.7.3 Backend YAomoinon

To backend tov cvotiuatog Paciletor oto Drupal 9, éva oyvpd cvotua dwyeipiong
nepleyopévov (CMS) avorytod kmdka, To onoio Asttovpyel mdvm ce Apache Web Server kot
avamtoooetar pe PHP. H modular apyitektovikn tov Drupal emitpéner ™ onuiovpyio xon
dwayeiplon mepleyopévovn, poAwy, dikatmpdtov kot API endpoints yio dtocvvdeon pe ahAeg
vimpeoiec. H ypnon Drupal APIs, hooks kot custom modules mapéyet peydin sveMéio
TPOGOPLOYNG OTIC OTALTHOELS TOV £PYOU.

To Drupal wpocpéper mindmpa mheovektnudtov yo. v avortuén tov backend, xabmg
OmOTEAEL DPLUN TAATEOPUO LE LEYAAT ETEKTAGILOTNTA KO IOYLPEG SVVATOTNTEG TPOGOPOYNC.

Eivar avoiytod kmdika, dabétel evepyn kowdtnta kou ektevr PifAobnkr enektdoemv, evd
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vrooTNPifel unyavicpovg caching kol TOMTIKEG AGPAAEING TOV EVIGYDOLYV TNV ATOS0CT KOl
v Tpoctacio tov dedouévov. H duvatomta dnuiovpyicg RESTful vinpesidv kot 1 evkoiia
ot dwyeipton ypnoTdv Kot mepleyopévov kabiotobv to Drupal katdAinio o amortnTikd

mepPdAlovta Kol Epya LeEYAANG KAMPOKOGC.

3.7.4 Frontend Alenadn

H owenapn ypfotn avamtoydnke pe HTMLS, CSS3 xor to framework Bootstrap 4,
eEaoparifovtag responsive oxedlOGHO OV TPOGAPUOLETAL GE KIVITEG GUOKEVES, tablets kot
enutpanéllovg vroloyiotéc. H JavaScript kot 1 Bipiodnkn jQuery a&lomolovvral yuo
dnuovpyio S100PAGTIKDY GTOLXEI®MV, OTMC LEVOD KO POPUES, TPOGPEPOVTOS L0, SOVVOLLLKT Ko

€VYAPLOTN eUmEPia XPNOTN.

To frontend tov cvomuotog Swwbéter moAhamAd TAgovekTiUOTO, KOOMG €ivorl TANP®G
responsive Kot UAKO TPOgG TOV PN 0TI, TPOSPEPOVTAG VYNAT OlGONTIKT Kol AELTOVPYIKOTNTA.
H ypnomn tov Bootstrap emitpénetl ypriyopn avdmtuén kot dtac@arilel copfotommra pe dAovg
TOVG oVLYYpovoug browsers, evd 1 epuppoyn mpotimwv mpocPacyotntag (WCAG 2.1)
ka010Td 10 TEPLEYOUEVO dlaBEa0 o8 OAOVS Tovg Yprotes. [lapdAinia, n dourn Tov emtpénel
€0KOAN cuvtnpnon, kol Bedtioon g eumepiag ypnotn péoa amd cvveyn avopdaduion twov

oTOLYElWV dlEMAPNC.

H ovvepyosia OAowv ovtdv TV TOpamdvev TeXVOLOYIOV 0dnyel o€ €va OAOKANP®UEVO,
OTOJOTIKO KOl EDKOAN GUVTNPNCLUO GUGTNUA, TO 0Toio pmopel va eEeiyBel Ko va emektabel
avaAoyo HE TIG OVOYKEG TOVL OPYOVICUOL 1 TOL €PYOV, Oo@aAiloviag HaKpoypoOvid

BlociudTnTo Kot VYNAN TOLOTNTO TOPOYNG VINPECLDV.
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ITAPAPTHMA

Texvikég Mpodiaypadég Ewrkovikrig Mnxavig (VM)

[Mopaxkdtw mopovctdloviol ol AETTOUEPEIC TEYVIKEG TPOSUYPAPES TNG EWKOVIKNG HNYOVIS
(VM), ot omoieg eacparilovv vymAn amddocn, a&lomiotioo Kot cLUPATOTNTA LE TOIKIAEG

EQOPLOYEC KAl POPTOVS EPYOGING.
1. A£LTOUPYLKO ZUOTNHA

e Tvmog: Debian Bullseye (Debian 11)

o TIleprypaon: To Aertovpyikd cvotnua Debian Bullseye givar pio otafepn kot evpémg
ypnopomolovpevn dtavoun Linux, yvoot yio v a&lomoTtia, Ty ac@dAgd Kot TV
eveM&ia tg. [apéyet Eva ehappd Kol amodoTikd TePPAAAOV, KATAAANAO YO
OLOKOUIOTEG, EPAPLOYEG KOl AvATTUEN AOYIoUIKOD, e TPOSPAoT G EKTETANEVO
amoBeTpLo LOYIG KOV,

2. MvAun (RAM)

o Xopntkétnrao: 4,0 GB

o Ileprypaon: H ewovikn punyavn dwobétet 4 gigabytes pvrjung RAM, wavig va
vrootnpigel pecaiov pey€Bovg poOPTOVE £pYCiNG, OTWE EPAPUOYES IGTOGEAIO®V,
Baocelg dedopévav pikpod £mg pecaiov peyébovg, | mepipdilovta avantuéne. H
Swbéotun pviun eEacpaiilel opain Aettovpyio Kot ypriyopoug xpovoug amodKpLons
Y10l TIG TEPIOCCOTEPES TLMIKEG EPAPLLOYEG.

3. Enefepyaotég

o  ApOpig Muprivov: 4

o TIleprypaon: H ewcovikn punyovn givar eEomhouévn pe 4 eIKoVIKOVG TUPTVESG
enetepyaotn (CPUs), o1 omoiotl mop€yovv enapKn VIOAOYIGTIKT 1YV Y0
TOAVVILOTIKES EQAPLOYES, TOPAAANAY enelepyacia KOl AmOLTNTIKOVS OPTOVG
gpyaciog. Avtn N Slpopeon eEac@arilel amodoTIKN KATAVOU TPV Kot
Bedtiopévn amddoon og TEPPAAAOVTO TOAAATADY EPYUCUDV.

4. AntoOnkeuTtikog Xwpog (Hard Disk)

Xopntikétnta: 50,0 GB

Heprypa@i): O amobnkevtikdg ympog Tmv 50 gigabytes mopEyel Exopkn
YOPNTIKOTNTO Y10, TV 0TOONKEVOT] TOV AELITOVPYIKOD GLUGTHATOC, EPAPLOYDV,
apyeiov KoTaypapng kal dedopuévov ypnotav. H dtopdpemon avtr eivar KatdAinin
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Y0 EQAPUOYEG LE PETPLES OTOLTIGELS OTOBNKELONG, OTMG SIUKOUIGTES IOTOGEAIDWV,
ehappléc Phoetg dedopévmv 1 TEPIPAAAOVTO SOKILMDY.

5. Awktuwon

Kapteg Aiktvov: 1

Heprypa@i): H swcovikn punyovn dtabétel pio kdpta diktdov, n omoio viwootnpilet
a&1omiotn Kot ypryopn obvoeoT 6To dikTvo. AVTN 1) SLOUOPPMCT ENLTPETEL TV
OTTPOCKOTTN EMKOVOVIO e EEMTEPIKOVE OIUKOUIOTES, TEAATEC KO VN PEGIES, UE
vrooPIEN Yo TumIKd TpToKoAa diktvov 0nwg TCP/IP, HTTP/HTTPS, SSH kot
GAAQL.

Tupnépaopa

H ovykekpiuévn S10pdppmaon NG EIKOVIKNG UNXAVIG TPOGPEPEL L0 IGOPPOTNUEVT ADON Yo
EPAPLOYES OV amartovy aflomotia, arodotikdtnTa Kot gvedéio. Me to Debian Bullseye wg
Aertovpyikd cvotua, 4 GB pviung, 4 mopnveg enegepyaotn, S0 GB amobnkevtikod ydpov
Kol pio képta S1KTHoL, 1) EKOVIKT UNYoVY| EIVAL KOTAAANAN Yo Eva 0pd EAGLO ¥PCE®V, 0T

OLOKOUIOTEG 16TOGEMO MV Kol fdcelg dedopévev £mg mepBAAlovTa avATTLENG Kot SOKILMY.

0d&nyieg eykatdotaong

Ot avaAvtikég odnyieg eykatdotaong mepthapfdvoviar oto opyeio rdregistry-
package.tar.gz.
Metd v arocvumieon Tov apyeiov, avotpééte oto apyeio README wov Ppioketor péca 6to

TAKETO Yo TANPELS 00N YIEG OYETIKA [LE TNV EYKOTAGTACT Kol pOOUIOT] TOV GUOTHUATOG.

Administrator login

Mo vo omoktioete TpOcPacn GV EQOPUOY G dlaysploTis, cuvdebeite ue to dvoua
ypnot admin kot ypnoipomomote Tov K®dKO TpdoPacng mov sivor amodnkevuévoc oto

apyeio secrets/drupal_admin_password.secret.
Yrnootrptén EmaAn®suong SMTP (SMTP Authentication Support)

[a va evepyomomBei 1 SvvatdHTNTO OTOGTOANG MAEKTPOVIK®V UNVOUATOV HECHD TOL

OLOTHUOTOC, €lvar amapaitnto vo pvBuictodv ov mapduetpor mov apopovv to SMTP
23
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Authentication Support. H Asitovpyic ovt) elvor omopaitntn vy Tnv  omoGTOAN
EVILEPMGEMV TPOG TOVG YPNOTEC GYETIKA LE TN ONUIOVPYIC TOV AOYOPLICUDY TOVE, KOOMG Kot

Yo T J1adIKOGI0 AVAKTNONG KOSIKOV TPOGPAcNS O8 TEPITTMON AMMAELOGC.

1. EicéABete 610 cbotuo w¢ administrator

2. MeraPeite ot celida puOpicewv:
Configuration — System — SMTP Authentication Support
N péow g dwadpopng: /admin/config/system/smtp

3. ZvumAnpdote to amortovpeva tedia mov oyetilovian pe tov SMTP dwakopiot (..
SMTP server, port, 6vopa ypriiotn, Kmdiko tpdcPacng, xpnion SSL/TLS).

4. Amobnkevote Tic oAhayég dote va gvepyomomBel n amooTod email pécwo Tov
GUGTNLOTOC.

Anpwoupyia Aoyaplacpol xpRotn
IMoa vo, dnpuovpynoete Evay vEo Aoyoplacid Yp1oTr, aKoAoVONGTE To TopakdT® Pripato:

1. And 10 kevipiko pevod, emiééte People — Add user — + Add user.
2. ZoUTAnNp®OOTE TO TOPUKAT® VITOYPEMTIKG TEdiA:

Email address

Username

Password

Confirm password

Status — 0piOTE TO WG Active

Roles — €TTIAEETE Researcher (omopoaitnTo)

First name

o 0O O O O O

o Last name
3. Evepyomowmote v emiloyn Notify user of new account, ®cte 10 choTHUA VO
OTOGTEIAEL €100TTOINGT dNUIOVPYING AOYAPLUGLOD GTOV YPNOT.
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