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IMapoveiaocn

Koleiote va ovuuetaoyete oty épevva « Yanpeoics uelétne Kot o10yvmwons craviwy YEVETIKOY VOCHUATOY TOV avOpdTov» Tov £XEL 0OV OVTIKEIUEVO
TV TOVTOTOINON VEDV AEITOVPYIKMOV YEVETIKMOV OTOLYEIMV 1 Kol PLO0EIKTOV Kol TV Kotovonon twv vredfovev maboyevetikdv unyoviouwmy. Ilpv
amopooioete av Qo oOUUETAOYETE i) OYl, EIVOL OHULOVTIKO VO, KOTOAGHETE yiati yivetor n ovyKekpiusvny épevva. Apispiate Aiyo ypovo yia va diofaoete
TPOTEKTIKG. TIG TOPOKATW TANPOPOPIES KoL Vo, TG oVCHTHOETE Ue GALOVG, €av T0 emibvueite. Pwtiote uag av vwdpyel kGt mov dev gival oopes 1§ Oev
katadafaivere 1 av O¢Aete TEPIOTOTEPES TANPOPOPIES YIOL TO TAPOV EVHUEPMTIKO KEIUEVO 1 yia TO Evivmo ovykatabeons. Ilapte ypovo yia va amopooioete
eav O¢AeTe 1] OY1 Vo COUUETATYETE. Z0G EVYOPITTED TOV TO OO SAOATE.

O okomog TG épevvag

To oravia vooijpota 1 maOnoeis (Rare diseases or disorders-RDs), amotelodv pio opuddo acOeveridv mov exnpealovy évo [ikpo mooooto tov mAnfooiod
Kai1 gupaviCovror kvpimg oty Taidikn niikio (mpata xpovia (wNG), 0ALG UTOPEL Kot apyoTepo w¢ oyuns ekoniwons. To omdvia vooniuota oyt uovo Exovv
oofapo aviiktomo oTovs acleVEIS Kal TIG OIKOYEVEIEG TOVG TOTO OIKOVOUIKG, 000 KOl WOYOAOYIKG, OALG ETIPEPOVY TEPAOTIO. ETIPAPVLVON KOL OTHY TOMITELC.
O oKomog TS Epevvag eivau 1 UEAETH TAOOYEVETIKDV UYOVIGUMDY TV YEVETIKDY VOTHUATWV TOD OvVEPMOTOD 1} UNYOVIGUDY TOV CYETICOVTOL UE TH O100IKATTO
TG avarapaywyns, kabwgs kai n avartoln uedodwv mpoinyng.

TYmog epevvnTkng mapéppfoocng
Avti n épevva eivoun un wopsufatirn kou Qo TEPIAOUPAVEL TH COUUETOYN 0OC OE TPOCWTIKY OVVEVIEDEH PLO. AW OTOMIKOD KOl OIKOYEVEIAKOD 10TPIKOD
10T0PIKOD JIOPKELOS HIOHS DPOS KOl TPOTKOULTH OELYHOTOS TEPLPEPLKOD QIUOTOS 1] EXLYPIOUATOS TOPELAS 1} 10TOTEUAYIOV Proyiag.

TNl égete emieysi

H ovpuetoyn oag otny mopodoo ueAéty mpokdnrel petd omo v mapoarouny cog ato Epyaotipio I'evetikig oamd kliviko mov oag mapakxolovbei (dnuooiov i
1010TIKOD TOUER) YIa. OLEPEDVION YEVETIKWV VOoouatwy. To vAiko pelétng mepiioufaver Kopiwg TEPIPEPIKO QilLO, ETIXPICUO. TOPELDV, IVOPAGTTES 1 DAIKO
Proyiog. H Ayn tv ovykekpiuévov deryudtmy Qo mpoypotonoleital amo To06 TopaTEUTovIes KAIVIKOUG.

Efghovtiki Zvppetoyn

H ovupetoyn oag oty epevvnuikn pelétny eivor evieAdag eledovuxy. Eav oarmopacioete vo ovuuetaoyete, Qo oag dobei avto to éviomo eviuépwong kot o
oog Cntnbet va vmoypayete éva éviomo ovykatabsons. Mropeite axopo vo avakaléoete ) ovykatalecn] oag ava Taoo. oTiyun xwpic OpvNTIKES COVETELEG.
H avaxinon g ovykotaleons oag, opws, 0gv aKvPOVEL TH VOULLOTNTO. THG EXECEPYATIOS TV OEIOUEVWV TOD NN OMDOOTE KOI TO EPEVVHTIKO OKEAOG TOV
Eyel 10N mpoyuozorombei. ! Aev yperalerar vo outioloynoete v andpoot oas. Eav emBuueite vo oamoywpioete ard iy EPEVVA, TOPAKOID EXIKOIVOVIOTE
ue rov Emotnuoviké YredOovo.

Awodtkacia cuppéToyNng TNV £pEuva

H ueiétn mepriopflaver kotaypopn 0e0ouEvmy Omws: OTOMIKO KOl OIKOYEVELOKO 10TPIKO 10TOPIKO, IIANpOYOpPIES TG KAMVIKNG EIKOVOS KL TV EPYACTHPIOKDY

eletdoewv, Zroryeio fromlnpopopiaxis ovalvons, Pwroypapics 1j/kai video yia ta omoio Qo (ntnbei e101kn ddeia. Emmiéov ota mAaioio t¢ epyootnpiokng

TPOTEYYLONG ODVaTOL VA TPAYUATOTOINHoDV:

®  QVGAVON TOV YOVIOIMOUOTOS Yia TAVTOTOINGH TAO0YOVWY ToPOALaydV ue ypon [oplaxdv ue@odoloyimv,

o Je1tovpyixég dokyaoies (w.y. ueAéty tov RNA n/kot twv npwteivav),

®  gyeoiooud vewv 1eodoloyiKkdy TPosEYYITEWV Yia YEVETIKO EAEYYO,

®  KOTOYWPNON TUNUOTOS 1} OAWV TWV 000UEVQV OE TOYKOOUIES PAOEIS OEOOUEVWV 1) TUVODAOUO TOVS UE OEOOUEVO GAAWY eOViK®V H/Kkar di1eBvary
EPEVVITIKAV OUCOWV, DTLO TV TPODTOOeon OT1 eEVTHPETODY TOVS OKOTOVG THG UEAETHG KO OTI EKTANPOVOVTOL TO GOVOLO TV OTOITHOEWY IO EXLPAALOVY
7000 01 €OVIKES 000 KOl 01 EVPWTAIKES OIOTACEIS TYETIKG [E THV EPELVA, TH ONUOTIEVCH TV OTOTEAETUCTOV THG EPELVAS KAl TNV TPOCTACIO TWV
TPOTWTIKDV OEOOUEVMV.

210 whaioia ¢ Epevvog umopel vo. {ntnlovv:

o KAvikég, yevetikés i GALeS TANpopopies vyeiog (CoUmePIlaufovousvav pwtoypapidy n/xol video

o Néa froloyika dstyuara (m.y. aiua, froyio kiw).

Awapkera £peovog

H épevva dielayetar 5 étn ovvolika, ywpis va ypelaotel kamoio emimAéov exiokeyn 1 cOCHTHON, EKTOS THE TPWDTHG TOVEVTEVLHG.

AiguBuvon: Kripio MpokAvikwv latpikng, 2° 6pogog, Apaydva, 68100, AAegavdpouTtroAn
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Kivdvvor cvppetoyig

Agv evEYeTO KATOL0G KIVODVOS YL TOV COUUETEXOVTA. 2aS (NTODUE Vo polpaoteite puali Hag OPLoUEVES TOAD TPOCWTIKES KOl EUTIOTEVTIKES TANPOPOPIES KOl
umopel va aroOavBeite afola kabws ovlntaue yio ugpixd omo to Oépuata. Aev TPETEL Vo OTAVINGETE O KOUIO EPOTHON 1 VO COUUETATKETE 0TH ovCHTHON /
ovvévtenln / Epevva gdv dev to emboueite kot ovTo ivou anoddTws oefoato. Aev ypeidletal va oG OMOETE KAVEVAY AOYO YIa. VO, NV OTAVINOETE OE KOTOLO,
epaTnon 1 va opvybOeite va oopUETACKETE 0TH TOVEVTEVSH.

O@éln amd T coppeToy) 6Ty épevva

To. 0pédn TOV oLUUETEYOVTO KAl THG OIKOYEVEIGS TOV UTOPEL Va. EIVaL:

* H tavtomoinon ts yevetikng foons tov voouatog

* AovarotnTo mpolnyng Kot EYKaIphs aVIIHETOTLONS TV TIHOVDY VOTOYOVWY KOTATTATEWDY

* Avebpeon popéwv i atouwv o€ avénUéEVo Kivovvo oty O1KoyEVELoL

* AovatotnTo yio. avomepaymyikes EXIA0YES

* Kalbtepn kotavonon tne mopeiog ts vooov ue mbavi mpoyvwon kol mpofieyn HEALOVTIKMY COUTTOUATWOV.

To. amwoteAéopora TS TOPOLOOG UEAETHS EYOVY OKOTO Va. avpfialiovy oty Pelticwoon tng onuoaiog vyeiag Tov TAnBoopod kai evoEyetal vo mapoveIaoTtody oe
EMTTNUOVIKG, TEPLOOIKA, PifiAio, KaOdS Kol o€ ETOTHUOVIKG GOVEOPIQ 1] EKTOIOEDTEIS POITHTOV UE OVOVOUOTOINUEVO. 1] KWOIKOTOUUEVO. TTOLYELR TWV
OOUUETEYOVTV.

TN ta Tvyaia evpripata:

L& TEPITTOON TOV TPOKOWOVY KATC. TH OLGPKELD. THS EPEVVAS EVPHILOTA TOV 0OS OPOPOvY Kal Thavds Eyovy onuacia yio. Ty vyeio. 0og 1] oyeTilovial e To
YEVETIKG, 00G OEO0UEVQ, TO, OTOIO OIS OEV EUTITTOVY OTOV GPYIKO OKOTO THS EPEVVAS VIO TOV 0Tmoio Exete dwoel TNy ovykatabeon oag, Oa Oélate va
evuepwbeite yia avtd, Av emBvueite vo evijuspwbeite, Qo Tpémer Vo T0 OHUEIDTETE TTO EVIVTO GVYKOTADETHG.

IIog Ba xpnopomon 0oy Ta dedopéva TOLV GVALEYOVTOL KOL TO ATOTEAECNATA TG PELETNG

To. dgdouéva to. omoia Qo KaTaypapody apopovdy OVOADTIKG.: TO GTOUIKO OVOUVHOTIKO TOD 0.00ev0DG, TO 0OIKOYEVELOKOD 1OTOPIKO, TANPOPOPIES THS KAIVIKNG
EIKOVAS KOL TOV PAIVOTOTOV, 0T0IYEL0 PIOTANPOPOPIOKNS OVAAVGNS TOV JEIYUATOS KOl TWV EPYOCTHPLOKDY ECETATEMV KOOGS Kot pwToypapies 1/kat video.
2 011 aopa. To omTiK00KoVOTIKO VAIKO Qo {Tnbei g101kn doeia kot av dev vrapyel ovykataleon o Qo ooumepiAnglei oto dedouévo mov Oa kotaypapovy.
To detyua Qo kwokomomOei ue Evoy 110vodiko kwoiko apifuo. H diadikacio avawvopoToinons twv 0e00UEVWVY EIVOL UOVIUN KOl TO KAELDL Y10, THY aVOTTPOPN
eivar d1abéoipo puovo oTov emoTOVIKO VIEDOVVO KoL aTa PEAN THS ETLOTHUOVIKHG OUAOOGS LETC O GOELa OV Oiver o i010g. To Epyaotipio [evetikns Oa
KQVEL ypron TV 0edousvay avtav apod eaipelel kale atoiyeio TaTOTOINCNS TOL ATOUOV, OTWS 0pileTal amo Tig vouobetikés diotalels mepl avwvouios
KO TPOOTOOIOS TWV TPOTWTIK®Y dedouévav. Avtd o fpiokovian oto Epyaotiipio everikng e latpikng tov AIIO oe €idixd diouoppmuévo yawpo. Ta
OTOTEAEOUATO. THG TOPODOOG UEAETHS EYOVY OKOTTO Va. avufidriovy oty feltioon s dnpooiag vyeiog Tov TANGLOROD Ko eVOEyETaL VO, TaPOVOIATTODY 0E
EMOTNUOVIKG, TEPLOOIKA, PifiAio, KalOdS Kol o€ ETOTHUOVIKG GUVEOPIQ 1] EKTOIOEDTEIS POITHTOV UE OVOVOUOTOIUEVO. 1] KWOIKOTOUUEVO. TTOLYELR. TWV
ovppetexoviwv. OAeg o1 TANPoPopies mov GLALEYOVUE YIa. €00C Kal OO £0GS KATA, T JLdpkela TS Epevvag Bo kpatnBodv avatnpd sumorsvtikés. Movo o
EY Qo éxer mpoofaon oto mpoowmikd oog dedouéva, o omoiog Oa to. diopvAdlel kar amobnkevoel yia 5 ypovia, eved o ovvepyatns epevvitis Oo to Exel otn
0160e01 10V 1OVO KWOIKOTOINUEVO. X Kopio avapopa i onpoaicvon oo Oa kavovue dev Oa mepilaufivoous ta mpoocwmika oog dsdouéva, oniadn dev Ga
eivar dovvaro va tavtomoinbeive. Eqv ooppwveite va 11oipalouoote Tig TANPOPOPIES IOV 1OG TOPEYETE LUE GALOVS EPEVVNTES, TOTE TO. TPOCWTIKG GOG OTOLYELQ
oev Oa. ovumepilaufavovral, dnladn o1 Tinpopopiss Oo eivar avadvoueg.

H vopuxn Béon ywa tnv enelepyncio TOV TPOSOTIKAV TOVG 0200pREVAOV
2oupwve pe tov Ieviké Kavovioud Ilpootacios Asdouévwv kot tov v.4624/2019, n vopukn faocn tng enslepyosios Tmv mposwmiK®y Jedouévwy eival i
ovykataleon Tov VTOKEUEVOD TV dedousvav (apbpo 6.1.0).

Av €yete omolecdnmote ePOTNOELG 1 embupeite TPOGHeTEG TANPOPOPIEG GYETIKA [E TNV EPEVLVE UTOPEITE VO EMKOWMVIOETE UE (OVAPEPETE TO
OVOUOTETMVLLO KOl TOL GTOLXElR EMKOWVMVING TOL LITEKOVVOL gpgvvNTY / VIEVOVVOL emelepyaTing TPOCOMIKMOV dedOUEVOV)

I'o omowadnmote mapdanova oyetikd pe T SteEaymyn g épevvag pmopeite va anevbuvleite otnv Emtponn HOwmg kot Aeovtoroyiog tov Anpokpiteiov
Iavemotpiov O®pdxng (ethics@duth.gr)

e TEPINTMON MOV £XETE EPMTNOEIS CYETIKA LE TNV TPOCTAGIH TOV OESOUEVOV GOG KOL T SIKOIONOTA GOG 1) TIOTEVETE OTL TAPPLALOVTOL TO TPOCMTKE
oag dedopéva amd o Anpokpitelo [lavemotipuo Opdxng, pmopeite va emkovovioete pe tov Yevbvvo Ipootaciog Aedopévov [Kot Oo anaviicovpe
GE OVTEG TO GLVTOUOTEPO dLVATOV KoL Ot apyoTeEpPa amd Eva Piva]

YnrevOuvog [Ipoostaciog Aedopévov —DPO oto ATIO

TnA.: 25310 39271, Email: dpo@duth.gr , Aievbvvon: [lavemiotpovmoin, 69100 Kopotnvn

Apyne Ipootaciog Azdopévav IIpocomikov Xapaktipa

Eav Oewpeite 01t mapaPialovrar o Tpocmmikd cog dedopéva, ENKOWVMOVIOTE TPpATa e Tov Ytevbvvo Ilpostaciog Asdopévav ( DPO). Edv dev emthvdel
10 {ué oog, pmopeite va kdvete katoyyerio otnv Apyn Ilpoctaciog Aedopévev Ipocomnucov Xopaxtpa (www.dpa.gr ), n omoia givar 1 apuddio
EMOMTIKY GPYN] Y10 TNV TPOCTAGIH TOV OEUEMOIDOV SIKALOUATOV KOt ELEVOEPLOV TOV PUCIKAOV TPOCHTMV EVOVTL TNG ENEEEPYACIOG TOV TPOCOTIKAOV TOVG
dedopéEV@OV TOV

AiguBuvon: Kripio MpokAvikwv latpikng, 2° 6pogog, Apaydva, 68100, AAegavdpouTtroAn
TnA.: 25510-30522, email: nimarinak@med.duth.gr 2 amd 3
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Il. ZYTKATAGEZH ZYMMETOXHZ ZE EPEYNHTIKO EPIO

YUPPETOYN] OTNV EPEVVITIKN neAéTn pe TitAo: «YTINpesies peAéTnG Kot S14YVOGTG OTAVIMV YEVETIKMOV VOGT|LATMV TOV avOpOTOY»:
Eyw diofacer tc mopeyOuUeVeS TANpopopies i Lov Tig Eyovy diafidoel. Eiyo tny evkouipio vo, KAV EPWTHOEIS CYETIKG, [IE TO TEPIEYOUEVO THE
EVIUEPWONGS KOl OAES 01 EPWTHOEIS Hob amavtBnkay ikavoromtika. I vwpilw ot Oo pov 6obsi avtiypapo avths e popuos ovykordbsons
Ko 0 EpevvnThg o puAdcel Eva GALo avTiypopo o opyEeio. Zoupwved o1kel00eAmds Vo cOUUETATY® (1] TO TEKVO LOD) T€ OTH THY UEAETH/EpEDVaL.

Yyéon pe tov ovppetéyovto: [ Tovéag [ Noppog Exnpdcmnog [1 AAAo
Hyepopnvid. ..oovvvvniiiiiiiinne. D 17001010 PP

2vykatabeon yio yprion [eyypagns Pivieo/pwtoypagiag] yio. orkomods  OHUOGIOTOINONS, TOPOVGIAOHS 1 EKTOLOEVTIKOVS. ZVUPWVED Ol
[Prvreookornioeis / nyoypapnocis / pwtoypapnocig] mov e mepiloufavovy kai Exovv Anpbel katd v Jidpkeio TS pEAETNS/Epevvag, yio
OKOTIOVG ONUOGIOTTOINoNS, Tapovsioons 1 ekmaidevtikovg. Nau O opQd

ZuyKoTa0gon Y10 TV (P 61] TPOCOTIKAV O£O0UEVAOV Y10 HELLOVTIKEG peEAéTEG/EPEVVES 0t0 TOV EY / S10101pacpog EpEuvTIKAV £00UEVOVY HE
arlovg epeovnTég

O EY yuw ta emdpeva 5 xpovio, Oo xp1oULOTOGEL TO TPOCHOTIKE GoG OESOUEVO LOVO Y10, TOVG EPEVLVITIKOVE GKOTOVG TG TAPOVONG LEAETNG KATOTLV
ovykatdfeong oag. [pocmmikd dedopéva onpaivel omoldmoTe TANpoPopia Uropet va ypnotporomel yio Ty dueomn tavtonoinon cag. [épav g
xPNoNG avtig evoéyetal, 0w, o EY va dotnpnoet To mpocomikd cog dedopéva yio emmAéov 10 ypdvia yo peddoviikn épguva. Ot cuvepyditeg
gpevvnTég Ba ta xovv ot dtdbfeon oag povo kwdikorompéva. H opdda tov pyov dev Ba emkotvovioet poli cog yio tpdcedetn ovykotddeon oe avth
™ HEAAOVTIKN €pEVVa. YTAPYEL GG TO EVOEXOLEVO VO LLOIPAGTOVLE TO. OEGOUEVO GOG [LE GOG EPEVVITEG. XE QT TNV TEPIMT®OT TaL dedopéva oG Oa
etvon kodtkomompéva Kot ot epeuvnTég o€ Ba £xouv Kapio TPOSPacn oTa TPOCOTIKE cag dedopéve. Mmopeite va enucovavioete pali cog ava Taoo
oTIyUN Y10l VoL GOG CNTHOETE VO GTAUATICOVLE VO XPTCULOTOIOVUE GOG TAT|POPOPIEG TTOV GG APOPOovV. QoTdG0, dev Do Pmopésovpie Vo Thpovpe Tom
T oTolyElo GoG TOL £XovV NN ypNolpomomBel kot £xovv evtaydel oty £pgvva Kol aPOPOLV Ta EMGTNHOVIKG dedopéva. Eedoov embupeite va
SKOWYOoLLE TN YPNOT TOV TANPOPOPLDY TOV GG APOPOLV, LTopeite va extkcovmvioete Le Tov EY (otoyeio emkowvaviag: . 2551030522 mail:
nimarinak@med.duth.gr).

Nat, GUHEEVD LE TO AVOTEP®
Oy, 0V CLUPOVD [LE TA AVOTEPD

OvVoLOTETDOVVIO ZUULUETEXOVTOL

Hpepopnvia Yroypaon

ANioon Tov atépov mov Aapfavel Tn cvykatadeson

‘Exo Swfdoet pe axpifeia 1o Evivmo evnuépmong pe 660 KOADTEPO TPOTO Kot EifLoL GIYOUPOG/T OTL O CUUUETEXMV KOTAVOEL TOL AVATEP® KOl OGO OVOPEPOVTUL
670 évtuno evnuépwonc. EmPefaidve 6Tt §60nke oTov cuppetéxovta 1 evkatpio vo VTOPALEL EPOTNOELG CXETIKA LE TN HEAETN KOt OTL OAES Ol EPMTNCELG TOV
TéONKav 0o TOV CLUUETEXOVTA €OV anavindel cmOTA kat pe Tov kaAvtepo dvvatd tpomo. EmPefardve 61t To dropo dev €xel eEovaykaotel va dOoEL T
ouyKkotddeotn Tov kat 6Tl 1 cuykatdbeon 500nke ehedBepa kot otkelofehms. ‘Eva avtiypagpo tng poppag cuykatdbeong £xet d00ei otov cuppetéyovoa.

Ovopa gpguvnty| / mpoc®dnov mov AapBdvet T cuykatddeon

Hpepopmvia Ymoypoen

AiguBuvon: Kripio MpokAvikwv latpikng, 2° 6pogog, Apaydva, 68100, AAegavdpouTtroAn
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