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Opot XprAong

1. Elcaywyn

1.1 KaAwg npBate otov Xaptn Imaviwv Mabrnoswyv, pa Nlatdopua wg Yrnnpeoia
(edetnc: «o Xaptneg») mou dlaxetpiletal n Evwon Inaviwv AcBevwv EAAadoG (ede€nc
«E.2.A.E.»).

1.2 O mapodvteg Opot Xprnong (ede€ng «OX»), onwg evEEXETAL va TPOTOTOLOUVTOL
KOTA KapoU g, elval VOULKA Se0UEUTLKOL Kal LoXUOUV yLa OAOUC TOUC XPHOTEG KoL OAEC
TG uTtnpeoieg. Me tnv eyypadn, TNV mpocBacn f onoladnmote AAAn xprion Tou Xaptn,
avayvwpilete otL £xete AaBel urtoPn toug OX Kal TOUG AMOSEXEDTE TTANPWC.

1.3 OnolecdnmoTte Tpomonolioelg TiBevtal og LoV pe TN dnuocieuon toug. H cuvexng
XPron Tou Xaptn ek pEPoug oag urmtodnAwvel tnv anodoxn Twv avabswpnuévwy OX.
INUaVTIKEG aAlayEg Ba KolvomolouvTal oTnV LoTooeAida Tou Xaptn , EVw oL XproTeG
umopoUV va emkowwvroouv polli poag oto info@rarediseasesgreece.gr yla
OTIOLOSNTIOTE OXETIKO EPWTNLLAL.

2. TUKAVOUE;

H E.Z.A.E. eivat pa Evwon Opyavwoswv AcBevwv pn kepSooKoTKoU XapaKThpa, e
€6pa tnv ABrva kot mepldEpeta oAOKANPN TNV EAANVLKA ETUKPATELQ, N OTtolA, AUTAHV
TN OTLYUN, CUYKEVIPWVEL UTIO Tt okETN tnG 30 ZUAAOyoug, Zwpateio kot AMKE pe
aoBeveig ou fouv pe Indvieg Nabnoelc.

Opapad pag eivat n Snuovpyia evog dtadpactikou xaptn nou Ba mapéxel mpoéofaocn
o€ SOUNUEVEG, EVOTIOLNUEVEC Kal aflomioteg mMAnpodopleg yla Tig Inavieg Nabnoslg
oe aoBeveig, EmayyeApatieg Yyelag kat Opyavwoelg AcBevwy, TIPOKELUEVOU:

e Na xaptoypadnBei n Indavia Kowotnta otnv EAAGSa, eplopilovtag oxL Lovo
™ Yewypadikn amopovwon twv aocBevwy, alAd Kal Tn SlayvwoTK Toug
Oduoosla.

e Na emtayuvbouv ol xpovol kal ot dtadikaoieg Stdyvwong kal mpooPacng o€
oAlotikn ppovtida, BeATwvovTtag £TOL TNV TTOLOTNTA (WG TWV TIACXOVIWV.

o Na Staouvdebolv ol acBeveic pe TI¢ Opyavwoelg Toug, Ta Kévtpa Avadopadg
kat Ppovtidag, kot pe toug e€eldikevuévoug Emayyelpatieg Yyeiag.

e Na yaptoypadnBel to takidt Toug otnv uyslovoulkn mepiBaAn evtog tou
EBvikoL Zuotpatog Yyeiog (E.Z.Y.).

e Na evbuvapwbel n Kowotnta péow piog mAatdopuag mov Ba nmpowbet tnv
avtaAlayn yVwoewv Kol Tn owotr Slaxeiplon twv dtadopeTikwy mabnoswy,

1


mailto:info@rarediseasesgreece.gr
https://rarediseasesgreece.gr/
https://rarediseasesgreece.gr/
https://rarediseasesgreece.gr/meli-esae/

OUUBAAAOVTOC TOUTOXPOVA OTOV EVIOTIOMO QAYVWOTWV N UIKPOTEPWVY
Opyavwoewv AcBevwy, kabBwg kal e€eldikeupévwy EmayyeApatiwy Yyeiag o
S1adopeg yewypadIKEC TIEPLOXEC.

Na evioxuBel n mpooPfacn oe aflomiotn mMAnpodopia Kol 0 EKTTALOEUTIKEG
EUKaLPLeG yla Toug EmayyeApatieg Yyeiag kal toug AcBeveig, aufdvovtag t
yvwon yLla T Inavieg Mabnoeig.

Na mpowBnBel n Kavotopia pe tn dnpLoupyla VEWV EPELVNTIKWY SIKTUWV, TN
Slaouvdeor toug pe Siktua Kal TpwToBoUALeC EVTOG Kal eKTOG EAAASOC, KaBwg
Kall e TNV alomoinon xpnUotodoTIKWY EPYAAELWV KL EUKALPLWV.

3. Ynnpeoieg tou Xaptn

O XAaptng emutpEmnel otoug Eyyeypappévoug XprnoTeg TNV mpooBacn OTLG UNNPECLEG.
«Ynnpeoieg»: OAeg oL UTNPECLEG TTOU TTAPEXOVTAL OTOV Xpr ot To TTAaiolo Tou Xaptn:

MpoocBacn os MANPOWOPIEG CYETIKA UE:

o Znavie¢ MNavnoeic-Zuvépoua (EAANVIKO Ovopoa & Zuvwvupa, AyyAwkn
Ovopaoia & Zuvwvupa, ORPHAcode, ICD-10, ICD-11, EAAnviKOG OpLlopog,
AyyAikog OpLopog)

o Eibika kot Zyetika Kévipa Eumeipoyvwuoouvng

o Elbikéc Movabeg-latpeia

o Opyavwoeic AcBevwv

Z0véeon ue ébnuooiec Baoeic debouévwy yia npoocBaon oe mMANPOPOPIES

OXETIKA UE:

o Znavieg NMadnoeic kot Oppava Oapuaka (Orphanet)

o KAwikéc MeAétec (ClinicalTrials.gov)

o Euvpwnaika Aiktva Avagopdc (ERNs)

o Emotnuovikn BiBAoypapia (Pubmed)

BiBAiodnkn énuooievoswv mou Ba eival Stabatpeg otnv mlatdpopua, kot Ba

AapBdavouv evnuepwaoelg kal dpBpa ou oxetiovtal pe Tig Zravia Mabnoeig.

ZUUUETOXN OTNV BUYKEVTPWON MANPo@opiac LEcw UTTOBOAAG aLTLATOG OTOV

XA&ptn, CUUMANPWVOVTAG TIG AVTioTOLXEG POPUEG, YLa TNV TPOCORKN TwV ENG:
o Zmaviag Madnong
o E&sldikevpévou Kévrpou / ELSIKO latpeio Imaviwv Mabroswv
o Opydavwong AcBevwyv



4. OL AsopeloELG Zag

® MpéneLva elote 18 eTwV 1 LEYAAUTEPOL YLOL VAL XPNOLLOTIOLNOETE TOV XApTN. Av €loTte
KATW Twv 18, mapakaAw PNV XpnNOLLOTIOLEITE AUTOV TOV LOTOTOTO.

® EloTe amokA£loTIKA uteUBUVOL yLa TN cupnepLdopd oac.

e Eiote amokAelotikd umevBuvol yla omoladnmote SeSopéva, ETUKOWVWVIES, eTadEC
Kol 0€LOAOYNOELG QUTWV.

e Eiote amokAelotikda umevBuvol yla omotadnimote mAnpodopia avtAeite and tov
Xap1tn.

® Agv TMPEMEL, KATA TN XPNon tou Xaptn, va mopaBLlalete onolovonmote VOUO NG
Sikalodooiag oag (oupmnepAappoavouévwy, alld OXL TIEPLOPLOTIKA, TWV VOUWV Tepl
oTmoppPnToUL).

5. Ztoweia NMNpooPaong

Elval onuavtikd va Slatnpeite ta otolxela mpooPaong coag HUOTIKA. Oa elote
OTTOKAELOTIKA UTIELOUVOL yLaL TN XPrioN TOU TIPOCWIILKOU 0a¢ AOYAPLOCHOU Kal, WG €K
ToUTOU, SECUEVEDTE VO XPNOLUOTIOLELTE TIC TTANpodOpleg oag pe Tn S€ouoca poooxn,
Va LNV TLG KOLVOTIOLELTE O€ TPiTtouC Kal va avadépete omoladnmote anwAeLa r) KAomr).
Mpokelpévou va Statnpeite TG mMAnpodopieg 00g EVNUEPWUEVEG, UTTOPELTE €MioNng va
EVNUEPWOETE TA MPOOWIILKA 0a¢ dedopéva PECW TWV avTioTo WV PUBUIcEWVY Tou
Aoyaplacpoul oag.

6. Aodpalela tng MNAatdpopuag

H aoddAela Twv MPOoWwTIKwY oG SeSO0UEVWY EVOL ONUAVTLIKA ylo EUAC, OAAG va
Bupdote OtL koplo pEB0SOC petadoong HEOw ALOSIKTUOU 1N NAEKTPOVIKNG
amoBnkevong 6ev eivat 100% aodaAnc. Evw mpoomabolpe va XpnOLUOTOLOUUE
EUMOPLKA AOSEKTA HECA VLA TNV TIPOOTOCLA TWV MPOCWTIKWY cag dedopévwy, dev
UITOpOULE va eyyunBoupe tnv anoAutn aoddAEeLd Tou .

7. Nvevpatikn I8loktnoia

7.1 ONo to SlaBéouo meplexdpevo, Onwe Keipevo, dedopéva, Baon deSopévwy,
avaAloelg, ypadika, diemadéc xpnotn, ontikeg Slemadeg, dwroypadieg, eUMopLka
ONUOTO, EUMOPLKN EMWVUULA, AOYOTUTA, ELKAOTIKO UAIKO Kol Ttnyoiog KwOLKAC
Aoylopikol, kaBwc kal kabe popdn popdomnoinong, Babuoloyiegc xpnoTwy, KPLTIKEG
Kal oxXeTka Oebopéva kot  petadebopéva  (ouMoyka  «leplexopevoy),
ocuvunephapPBavopévou oAAG Un TEPLOPLOUEVOU oTov oxedlaoud, tn doun, Tnv
€MAOY, TO OUVTOVIOUO, TNV €kdpaon, TV «awobntiki» kat T &dtaén Tou
TIEPLEXOUEVOU, TNV TEXVOYVWOLa Kal TI¢ puebodoug mou mepléxovral otov Xaptn,



VKoLV, eNéyxovtal N gxouv  adewodotnBel amo NV E.Z.AE.
AlatnpoUpe OAa ta Sikalwpata, TITAoug Kal cupdpépovta oto MeplexOUEVO Kal O€
OTIOLOSATIOTE PEPOG QUTOU, TO OTIOLO TIPOCTATEVETOL QMO VOUOUG TIEPL TIVEULOTIKNG
6LOKTNOLOG, TTATEVTWY KAl EUTMOPLKWY ONUATWY, KaBwg Kot and dtadopoug AAAoug
VOLOUG TteEpl OBEULTOU QVTAYWVLIOUOU KoL EUMOPLKWY amoppntwy. To MNeplexduevo
TIOPEXETOL € WG EXELY VLA TIPOCWTILKN 0OG Xprion Kal mAnpodoépnon oL UPwWVa LE TOUG
mapovteg OX.

7.2 EKTOC €av PoPAENETAL PNTA OTOUC TAPOVTEG OX, Kavéva PEPOG TOU XAPTN Kal
Kavéva Meplexopevo dev emutpenetal va avtlypadel, avamapaxbei, dnuoolevBbel ek
véou, Eavaypadel, xpnolpononBel wg mnyn ednoswyv, petadoptwbei, avaptnbei,
npoBAnBel dnuoota, kwdikomownBel, petadpaotel, petadobel r SiavepnOel pe
omolovdnmote  TPOMo  (oupmepAapBavouEVNG  TNG  KAVTILKOTOTITPLOMEVNGY
ovamapaywyng) oe onolovénmote aAAo umoAoyloTr, SLOKOWULOTH, LOTOTOmOo i AAAO
puéoo dnuoaieuong i Stavounc r yla omoladAmoTe EUMOPLKr) EKUETAAAEUON, XWPLC TNV
T(PONYOULEVN YPOATTH CUYKATABOEOT HOG.

7.3 O Xaptng Inmaviwv Mabnoswv, cupneplapfavopuévwyv oAwv twv SeSopévwy,
TIEPLEXOUEVOU KOl AELTOUPYLWY TOU, OMOTEAEL QIMOKAELOTIKY SloKTnoia tng Evwong
Inaviwv AcBevwv EANGdog (E.Z.A.E.). OAa ta SIKALWUATO TIVEULATLKAG WBLoKTnolag
Kal AAAa Sikalwpata tou oXeTilovtal Pe Tov Xaptn avrkouv otnv E.Z.AE.

8. MpooPBaon kat Xprion tou Xaptn

8.1 Ta akoAouba eival mapadelypata cupnepidopwv TOU €lvol TTAPAVOUES N
QTTOYOPEVUEVEG OTOV XAPTN:

® AUOONULOTIKO, TIAPEVOXANTIKO, ATEIANTIKO TIEPLEXOUEVO I TIEPLEXOLLEVO TIOU
€LOBAAAEL 01O SKaiwpa LOLWTIKOTNTAG TPitwV, TTPOKAAEL  umopel eVAoya va
nipokaAécoel BAABn o€ omoLodnoTE MPOCWTO 1 OVTOTNTA.

e T[lopdvopo TEPLEXOUEVO 1 TeplEXOUEVO Tou evBappuvel 1 mpowbBel
TIAPAVOUEG SpaoTNPLOTNTEG N TN oUIATNON TMOPAVOUWY SPACTNPLOTATWY UE
OKOTIO TN Sampaén touc.

e [eplexopevo mou moapaPlalet n mpoomnabel va mapafidost Sikalwpoto
amoppnTou, SIKALWHATA SNUOOCLOTNTAC, TIVEUUATIKA SIKALWUATA, EUTOPLKA
onuata, dikalwpota cupfacswv i omoladnmote AAA SikalwpaTa TPLTWV.
Xpron tng mMAatpopuas KOTA TPOTO TIOU OVTIKELTAL OE OTOLOVOATIOTE Kol
OAOUC TOUG LOXUOVTEG VOUOUG.

8.2 OL xpnoteg bev emutpemetal va eykablotouv, petadoptwvouv f Slavépouv
OTIOLOSNTIOTE TIEPLEXOUEVO TIOU TIEPLEXEL O | GAAo eruPAaféc otolxelo, i Tou
oANolwvel, BAAmTeL ) emnpedleLl Tov Xaptn 1 onolodnnote cuvdedepévo diktuo, r mou
napeunobilel tn xprion ¢ mMAathOpuag armo AAAQ ATOUA | OVTOTNTEG.



9. Xaptng tng Inaviag Kowotntag otnv EAAGda

AvtidapBavopaote tov XAptn wg €va gpyaleio yla tn Snuoupyila QoG ImAviog
Kowotntag oOmou to HEAN TNG EUMVEOUV KOl UTOOoTnpPilouv TOo €éval To AAAO,
potpalovtal SeSopéva, EUMELPLEG KaL YVWOELG, AVTAAAAOOOUV LOEEG Kal dnpLoupyolv
UTTOOTNPLKTIKA KavaAla. OL xpnoteg eival amokAELloTIka untevBuvol kat Ba ackouv
TPpoooYr, OLOKPLTIKOTNTA, KO AOYLKA Kal Kplon Katd tn xprnon tou Xaptn, tnv
KOLVOTIOlNON TPOOWTIKWY TAnpodoplwv o GANOUG XPAOTEG Kal tn ouvadn
OTIOLWVOATIOTE CUVOAAQYWV.

10. Artontowj o€l & AO{NULWOELG

10.1 H E.Z.A.E. amonoleital pnta kaBe euBUVN MoU oxeTileTaL Ye TN XPHON Tou XapTtn.
OLxpnoteg avayvwpilouv kat amodéxovtal OTL N Xprion Tou Xaptn yivetat Pe SiKr Toug
gubuvn. Ze kapia mepintwon n E.2Z.A.E. §gv euBuvetal £€vavtL omoloudnmote Xpnotn n
TPLTOU YLa AUEDEG, EUPETEC, TIUPETIOUEVEG, ELOIKEG I TIOWVIKEG {NUIEG TTOU TTPOKUTITOUV
armd TN Xpnon Tou Xaptn Kaiy/i amod omnolecdimote ouvallayEC UETAEL

EVYEYPOUUEVWV XPNOTWV.

10.2 Aebopévng tng duong tou Awadiktuou, n E.Z.A.E. ev eyyudrtal otL onolodAmote
Teplexopevo Ba eival xwpic opalparta, otL n nmpoocBaocn Ba sival adldAsuttn, OtL
TUXOV eAattwpata Ba StopBwvovtal 1) 6Tl ol SLAKOULOTES TTou To Pprhofevouy Ba sival
amaAAaypEvoL amod oug 1 aAAa eTiBAafr) otolyeia.

10.3 OLmAnpodopieg mou mapExovTaL LECW TOU XAPTN TPOEPXOVTOL OO TPLTEC TINYEC.
H E.Z.A.E. kataBdaAlet kaBe OSuvat mpoomdBela ylwa TNV akpifela kal tnv
eTkatponoinon twv mAnpodoplwy, wotdéco dev dEpel uBLUVN yla TUXOV AdBn,
napoAeiPelg ) avakpifeleg oto meplexopevo. OL xproteg odpeilouv va emaAnBevouv
™V 0pBOTNTA TWV MANPOPOPLWV ATIO EMICNHEC TINYEG.

10.4 O Xaptnc Inaviwyv Mabrioewv anoteAel amokAeloTIKA MANpodopLaKn UNtnpeaia.
Aev €xeL LATPIKO OKOMO Kal Ot Kapila mepimtwon 6gev umokablotd TtV LOTPLKN
oupPBouln, Stayvwon n Bepameia. Ol MAnpodopieg mou mapexovral dev anoteAovv
T(POTPOTIA VLA LATPLKA TIPAEN, aywyr], CUVEPYAOCL LE CUYKEKPLUEVO LATPLKO TIAPOXO
dopéa, N AP CUYKEKPLUEVNG DAPUOAKEUTIKAG AYWYNC.



11. Avddopeg Alatagelg

11.1 Ou OX nepypddouv Tn yeVIKn SEOUEVUTIKN ocUpdpwvia petaty ¢ E.Z.A.E. kal
€0GG, CUUMANPWUATIKA TpoG omotadnmote Zupdwvia Adsiag Xpnong n edikolg
0OpPOUG, OTOU LOXVEL.

11.2 EKTOg v SNAWBEL pnta, ot OX Kot To EKXWPOUHEVA SIKALWUATA SEV UIMOPOUV val
HeTaBLBaotolv xwpig TNV ponyoUevn ypamtn cuykatabeon tng E.2Z.A.E.

11.3 Jupdwveite OtL Sev udlotatal Kaplo ETALPLK, EPYACLOKN 1) QVILTPOCWITEUTIKN
oxéon PeTaty e0ag kat tng E.2.A.E. w¢ amotéAeopa TnG MPOoBacr g oag otov Xaptn.

12. Npootacia MNpoowrikwv AeSoOpEVWV

H E.Z.A.E. cuppopdwvetal MARpwG Ue Tov Meviko Kavoviopo Mpootaoiag AsSopévwy
(GDPR) tn¢ Eupwmaikng Evwong. MNa neplocotepeg mAnpodopieg, mapakaAoU e
avatpe€te otnv MoAwtikn Alopprtou pag.

13. Evnuepwoelg kat AAAay£g otoug Opoug Xprong

H E.Z.A.E. diatnpetl to Sikaiwpa va tpomormolel toug mapovieg Opoug Xpriong. OL
XPNOTEC Ba EVNUEPWVOVTAL YLA ONUAVTIKEC AAAAYEG LEOW TNG LoTooEAISOG Tou
Xaptn 1 péow email.

14. Epmoptkn Xpron
AmayopeUETaL N XPrion Tou XAPTN yla EUTTOPLKOUG OKOTIOUG o Tpitoug xwplg tnv
miponyouuevn éyypacdn adsia tng E.Z.A.E.

15. EniAuon Awadopwv Kat Edappootéo Aikaro

Onowadnmote dtadopad mpokUYPEL amo tn Xxpron tou Xaptn Ba emlUetal cuudpwva
HE To EAANVLIKO Sikalo. Appodia yia tnv emiluon Twv dtadopwv opilovral Ta
Swkaothpla Twv ABnvwv.



